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While numerous studies and theories have been developed to explore the efficacy of family caregiving, the majority have concentrated on the situation in developed countries and very few have examined ageing and concomitant familial responses within the Caribbean. This thesis provides sociological and social policy insights into family care for frail older persons within a developing country context. Set in Trinidad and Tobago (T&T), the study focussed on 4 key areas: i) Determinants of Caregiving; ii) Experiences of Care; iii) Care Management Strategies; and, iv) Social Policy Implications.  

A mixed methods approach to data collection was employed involving a total sample of 320 participants and included the conduct of in-depth interviews and focus groups as well as an online survey. The initial evidence suggests that against a complex backcloth of social, economic, religious and cultural factors, family caregivers in T&T provide significant amounts of support to frail older persons, even in the face of numerous challenges. Family care is underpinned by a strong, enduring and largely implicit notion of duty, yet most carers struggle with limited financial resources and a general lack of alternative sources of care which they can trust. A main recommendation of this study is that a national family care policy should be developed so as to increase the visibility of family caregivers of older persons and that a mix of social support services should be provided to meet the varied needs of family caregivers and their older cared-for relatives.
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Over the last four decades, population ageing has increasingly become a critical determining factor for social policy formulation in developed and developing countries alike. In most countries which are members of the Organisation for Economic Cooperation and Development (OECD), the demographic transition to an ageing society started in the late 18th century (Dunnell 2008) while Caribbean territories began experiencing the greying of their populations in the 21st century. In light of these developments, increased attention has been given to the role of families in the provision of care to older persons, and the development of strategies to reduce the demand for and inefficiencies associated with institutionalised care (Kendig, Hashimoto & Coppard 1992; Kolmer et al. 2008; Kuuppelomaki et al. 2004).

The dearth of research on ageing in the global south is cause for concern, given the increasing number of older persons within this hemispheric space. While numerous studies and theories have been developed to explore the efficacy of family caregiving, the majority have concentrated on the situation in developed countries and very few have examined ageing and concomitant familial responses within a Caribbean context. Cloos et al. noted for instance that “a pervasive problem in many Caribbean countries is that there is little information about the circumstances of older people, which hinders policy development.” (Cloos et al. 2010, p. 82).  

In 2017, 962 million older persons (aged 60 years and over) across the globe accounted for 13% of the world’s population (UN 2017). About 67% of these persons reside in developing countries, and this proportion is expected to increase to 75% by 2025 (Schmid, Vézina & Ebbeson 2008). Between 2000 and 2015, this proportion increased from 49% to 53% in developing countries, and by 2050, 71% of the oldest-old group will be situated in developing nations (OECD 2008; UN 2015).  Between 2015 and 2030 the fastest projected growth is expected to occur in Latin America and the Caribbean (LAC), where the population aged 60 years and over will increase by about 71%, followed by 66% in Asia and 64% in Africa (UN 2015). In the Caribbean sub-region, the number of persons aged 60 years and over is expected to double from 1.1 million (13% of the population) to approximately 2 million (22%) by 2035 (Jones 2015; Joubert 2017; OECD 2016). 
Furthermore, the most expansive segment of older persons in developing nations is the 80 years and over cohort, who are more prone to being physically or cognitively disabled than any other cohort. Of particular concern is the fact that developing countries will have less favourable economic circumstances and time to adjust to these demographic changes than their more developed counterparts (Schmid 2006). In light of these trends, in 2013, twelve (12) out of thirteen (13) Caribbean governments conveyed to the United Nations Inquiry among Governments on Population and Development that population ageing was a significant concern (Jones 2015). In its Draft National Development Strategy (2016 to 2030), the GORTT has identified the ageing of the nation’s population as one of its main challenges (GORTT 2016a).

The impact of this demographic pattern is double-edged. On the one hand, the benefits of modern medicine that have contributed to increased life expectancy should be celebrated and seen as an opportunity to innovatively maximise the human resource potential that this presents. On the other hand, there are numerous socio-economic implications resulting from these developments that most countries are not yet prepared to address. The United Nation’s (UN) publication entitled World Population Ageing (UN 2009, p. viii) summed up these impacts as follows:

In the economic area, population ageing will have an impact on economic growth, savings, investment, consumption, labour markets, pensions, taxation and intergenerational transfers. In the social sphere, population ageing influences family composition and living arrangements, housing demand, migration trends, epidemiology and the need for healthcare services. In the political arena, population ageing may shape voting patterns and political representation.

There is a tendency, however, to over-emphasise the economic implications of this situation which risks the propagation of ageist biases. Thus, care must be taken to ensure that the discourse on population ageing is not skewed to its economic connotations, but is also grounded in a commitment to ethical principles that promote social justice for older persons and their caregivers (Jones 2015; Thorslund, Bergmark & Parker 1997). 

T&T presents a unique cultural context within which to explore ageing and familial responses to the needs of older persons. Unlike unipolar societies[footnoteRef:1] such as the UK, and other OECD countries like France, Japan and Australia, Trinidad has a bi-polar ethnic structure with predominantly two roughly equal groups (Bangura 2005)[footnoteRef:2]. The population is mainly comprised of African-Trinidadians (34.2%) and Indian-Trinidadians (35.4%). Persons of mixed ethnic background make up 22.8% of the population, and a minority describe their ethnic background as Chinese (0.3%), Caucasian (0.6%), Portuguese (0.1%) and Syrian/Lebanese (0.1%). Tobago, the smaller of the two islands, is home to only 5% of the total population (GORTT 2012). Most persons living on the island are of African descent.  [1:  In unipolar societies, one ethnicity is overwhelmingly dominant (Bangura 2005).  ]  [2:  The ethnic structure of Belgium, Fiji, and Latvia are also bi-polar.] 


Another key distinguishing feature of this study is its focus on physically frail older persons. Daniels and colleagues noted that frail older persons “are at much higher risk of disabilities, hospitalization, institutionalisation, and death, compared with their age-matched non-frail counterparts.” (Daniels et al. 2010, p. 37)  There is also research evidence that demonstrated that “the degree of frailty is a good predictor or selection criterion for treatment or intervention.” (Gobbens et al. 2010, p. 25). Thus, it is critical that social policymakers pay particular attention to the support needs of this group and their carers (Puts et al. 2009).  Furthermore, research on frail older persons has given greater attention to cognitively impaired elders rather than the physically frail (Rose et al. 2007). However, it is not easy to uncouple physical frailty and cognitive impairment that often co-exist in later life. The needs of physically and cognitively frail older persons must be better understood if they are to receive optimal support (Whitlatch 2008). This study gives primary attention to understanding the family care experience of physically frail older people, but inadvertently considers (albeit indirectly) some of the issues affecting the cognitively frail, given the overlaps and ‘coupling’ that occurs in practice. 

To date, there continues to be a dearth of research on family care for older persons in T&T. Although research was conducted on Latin American countries and other island nations such as Barbados and Jamaica, a considerable proportion of this is situated within the medical and health care domain. Researchers such as Rawlins (2010, 2008, 2002, 2001 and 1999) have made significant contributions to help fill the gap in research on T&T specifically. However, extensive areas of the research terrain remain unexplored. 
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T&T, known officially as the Republic of Trinidad and Tobago, is a small island developing State (SIDS) with a land area of 5131 km2 and a population of 1.3 million people (GORTT 2012). T&T’s population density of 266.07 km2 is just under that of the UK, but more than twice that of France.  Its population size is about 2% of the population of the UK.  Tobago, the sister island of Trinidad has a smaller overall population of approximately 60, 874 persons. 

This unitary state is a former British colony and is the most southerly of the Caribbean islands situated between the Caribbean Sea and the North Atlantic Ocean, just north-east of Venezuela. T&T’s geography and colonial past contributed to it being one of the most ethnically and religiously diverse islands in the Caribbean region. The population is mainly comprised of two ethnic groups: i) Indian Trinidadians, who are primarily the descendants of indentured labourers from northern India; and, ii) African Trinidadians, who are the descendants of former slaves that were trafficked from Africa to work on plantations on the island. 

Ethnic distinctions are evident in the geographical and religious spread of the population. Indian-Trinidadians are primarily concentrated in central and southern Trinidad and are principally divided between the Hindu and Muslim religious groups, along with significant Presbyterian and some Catholic representation. African-Trinidadians are predominantly Christian, with a small Muslim community, and are concentrated in North Trinidad. Tobago consists primarily of persons of African descent (85%) who are predominantly Christian (USDS 2017 & 2016). 

Religion and spirituality feature prominently in the everyday life of a considerable number of natives of T&T. In 2014, T&T’s Religious Diversity Index (RDI) score was 5.8%, which placed it in the top fifteen percent of religiously diverse countries in the world (Cooperman, Funk & Masci 2014). The latest World Values Survey (WVS 2010) for T&T revealed that most persons (78.5%) considered religion to be very important and (99%) believed in God. Most people identified God as being very important to their lives (88%) and described themselves as being religious (79%) (Worcester & Gill 2016). The country’s multicultural heritage is reflected in its synergistic art forms and cultural expressions. It is the birthplace of the steelpan and limbo dance, as well as calypso, soca and chutney musical styles. However, it is also characterised by an undercurrent of ethnic tensions, which are particularly evident in political life (USDS 2017).

Numerous political scientists, public sector experts and anthropologists have documented the tensions between the ethnic groups in the country over resource allocations from the public purse as well as their participation in the private sector (Bangura 2005; Bissessar 2009; Mahabir 2004; Premdas 2007 & 1993; Sudama 1983). The most recently published Survey of Living Conditions (SLC) for T&T (Kairi 2007) also highlighted some of these disparities:  Africans accounted for 42% of the poor population while Indians comprised only 29.4%. The report went on to note that: “ethnicity, however controversial it may be, cannot be ignored as a criterion in poverty reduction projects.” (Kairi 2007, p. 31). Cambridge and colleagues surmised that this situation is a by-product of a “historical colonial legacy of a socially stratified society” whereby “[m]uch of the poverty experienced … is rooted in the social system where ancestors of today’s poor were African slaves (16th-19th centuries) or East Indian indentured servants (19th-20th centuries).” (Cambridge, Foster & Mallalieu 2017, p. 9).

Some variation was also observed in the familial arrangements of the two main ethnic groups. Indian-Trinidadian families are more likely to be part of an extended-family household and have relationships based on marriage at a relatively earlier age (Grahame 2006), while African-Trinidadian families are more likely to be based on common-law unions and may delay marriage until later years (Olsen 2009). It should be noted that over the years shifts have been observed in the family patterns of these groups given the increased educational and employment opportunities for women, migration, and changing values resulting from globalisation (Grahame 2006). However, the issue of ethnic identity cannot be ignored within this context. With respect to family care for older relatives, consideration must be given to the possibility that the needs of these two groups may differ in some respects (Elo 2009; Hambleton et al. 2005; Monteverde, Noronha & Palloni 2009; Reyes-Ortiz et al. 2006). 

1. [bookmark: _Toc510469569]
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While some aspects of ageing and caregiving are experienced across all cultural groups (Lim et al. 1996), the heterogeneity of experiences must not be overlooked. The gerontological literature points to several cross-cultural variations in family caregiving practices. Lai’s (2009) review of the literature highlights four key findings in cultural studies on family care for older persons:  1) the beliefs and values about family caregiving vary across different ethno-cultural groups; 2) cultural variations define how roles and responsibilities of caregiving are allocated in different cultures; 3) differences in caregiving outcomes (e.g. burden, stress and depression levels) are reported between different ethno-cultural groups; and, 
4) culture was found to have an effect on the use of formal services. Blakemore’s ground-breaking work on ageing among minority ethnic groups in the UK (Blakemore 1982 & 1983) highlighted several of these issues as did more recent publications by, for example,  Blakemore and Boneham (1994), Bajekal at al. (2004), Evandrou (2000), Grewal et al. (2004), Lawrence et al. (2006), McMunn et al. (2009) and Nazroo et al. (2004). Increasingly attention has been placed on ageing within minority groups in European countries (Bowes and Dar, 2000) and the cultural differences in family caregiving practices between Western and Eastern societies (Hamilton 2000; Liu and Kendig 2000). Even so, the research to date on culture and family care for older persons is inadequate and inconclusive about the satisfactions, motives and challenges associated with the caregiving experience between different ethnic groups (Crewe 2005; de Valk and Schans 2008; Dilworth-Anderson et al. 2004). Most of the gerontological research currently available has been conducted in multicultural societies in which there is a clear majority and/or ‘ethnic’ minority such as in the USA and Canada, which is distinct from the situation in countries like T&T and Guyana where more than one major ethnic group exists.  

[bookmark: _Toc40436450]1.2.2     Economic Situation 

For several years, T&T was the wealthiest member of the Caribbean Community (CARICOM) and the third wealthiest country in the Latin American and Caribbean (LAC) region. In 2016, T&T ranked 65 on the Human Development Index (HDI) and remains in the High Human Development category[footnoteRef:3]. In recent times, the country has experienced significant economic hardship given the price volatility of its commodities in the international marketplace. The economy contracted in the wake of the global financial crisis of 2007-2008 and the subsequent fall in oil prices since 2016, and economic growth slowed to a record low of -10.08% in the third quarter of 2016 (GORTT 2016b; Sousa & Fedec 2017). This situation increased the risk of impoverishment of vulnerable groups, and exacerbated socio-economic inequity in the nation.  [3:  The UK has a rank of 16 on the HDI and like most high-income OECD countries, falls within the “Very High Human Development” category. ] 

The most recent Survey of Living Conditions (SLC) available for T&T (2005) reported that about 16.7% of the population are poor. Cambridge and colleagues cautioned that, “[w]hile this figure is the lowest experienced in recent times, it is worth noting [the] history of increased poverty in times of economic downturn [in] Trinidad and Tobago.” (Cambridge, Foster & Mallalieu (2017, p. 5).  A UN report echoed a similar sentiment and noted that “[w]hile trends show a reduction in poverty indicators[footnoteRef:4], there is also evidence of highly concentrated ‘pockets of poverty’ which reveal continuing inequity.” (UN 2011).  [4:  In response to a question on whether or not the participant or their family member went without food in the last 12 months, the WVS reported that most persons (75%) revealed that they never experienced this problem Also, 63% of the participants indicated that neither they, nor their family went without a cash income in the 12 months prior to the survey (Worchester & Gill 2016).] 


Furthermore, though the SLC (2005) reported that people aged 65 years and over are only marginally overrepresented among the non-poor (Cambridge, Foster & Mallalieu 2017; Kairi 2007), traditionally, older persons, persons with disabilities (pwds) and female headed households have been the groups that were most susceptible to impoverishment. Thus, policy makers should give persons with these demographic characteristics careful attention in times of economic hardship (Cambridge, Foster & Mallalieu 2017; World Bank 1995). The high level of inequality in the country that was identified in the Human Development Report (2016) substantiates these concerns. According to the report, in 2015, T&T experienced a 15.3% loss (-5 in HDI rank) on the Inequality Adjusted Human Development Index (IHDI) which points to the possibility of increased numbers of frail older persons becoming impoverished.

[bookmark: _Toc510469570][bookmark: _Toc40436451]1.2.3     Population Ageing in T&T

T&T is at an advanced stage of population ageing (Huenchuan 2013). Its population has increasingly tended towards a shrinking youth population and an increasing population of older persons (UN 2011). In 2015, T&T had the third highest ageing index (69.6) and third largest population aged 60 years and over (14.5%) when compared with other countries of the English-Speaking Caribbean (ESC). Projections suggest that the proportion of older persons in this twin-island republic will double by the year 2050. The latest census data (GORTT 2012) revealed that about 9% of T&T’s population was aged sixty-five (65) years and over. 
The anticipated expansion of the older population in T&T is reflective of what has already occurred in the UK, which experienced a similar increase between 1930 and 1975 when its population aged 65 years and over doubled from 7% to 14% (Ambrose et al. 2005). However, whilst T&T’s older population is expected to rapidly increase until 2035 (Jones 2015), the growth rate of the older population in the UK and other OECD countries is expected to decline in the coming decades (UN 2015). If this demographic transition persists for T&T, there will be a concomitant increase in the dependency ratio of the nation. Figures 1 and 2 below present the age distribution for both the UK and T&T based on population estimates for 2017 (Michigan State University 2019).

The rapid population ageing in Caribbean territories like T&T is largely a function of: decreased fertility rate and crude birth rate (which is currently below replacement levels at 1.8 children per woman), increased life expectancy, reduced mortality rates (in particular infant mortality)  and migration flows  (ECLAC 2017; Jones 2015; Rouse et al. 2010; UNECLAC 2011b). Table 1 provides a snapshot of some of the supporting statistical data on these indicators. Emigration has been identified as contributing to the ageing of T&T’s population. In 2014, net migration was approximately -6.10%. Most emigrants tend to go to more developed countries such as the USA, Canada and the UK (Jones 2015). The outflow of migrants has contributed to labour shortages in critical service areas such as health care (PAHO 2006). On a more positive note, the remittances conveyed by emigrants to their families that remain, may help to offset some of the negative economic trends that are currently affecting the nation.

[bookmark: _Toc40436631]Figure 1: T&T Age Distribution - Percentage of Total Population (2017) [footnoteRef:5] [5:  Source: https://globaledge.msu.edu/countries/trinidad-and-tobago/statistics ] 
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[bookmark: _Toc40436632]Figure 2: UK Age Distribution - Percentage of Total Population (2017)[footnoteRef:6] [6:  Source: https://globaledge.msu.edu/countries/united-kingdom/statistics] 
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These demographic changes were made possible by socio-economic and cultural shifts such as advancements in health care, improved living conditions and higher education levels (ECLAC 2017) and facilitated by the economic growth that the country experienced post-independence.  However, although a smaller proportion of people are dying in childhood and even in ‘young old age’, the life expectancy in T&T is approximately 70 years of age which is lower than the average for the LAC region and the world overall (Jones 2015).  However, this is still higher than what has been observed in South Asia (68 years) and Sub-Saharan Africa (59 years). The gendered nature of ageing in T&T is more consistent with international trends. As in most regions of the world, women outlive men in T&T, and this by 7 years, which is higher than the 4-year difference that characterises ageing in the UK (see Table 1 below). 

The leading causes of death in T&T are diseases such as chronic heart disease (CHD), stroke, and diabetes, which is characteristic of more developed nations (see Table 1). T&T ranks fourth in the world for deaths caused by prostate cancer, diabetes and violence respectively.  Welch et al. (2016a) reported that almost half of the deaths in T&T (46%) are due to heart disease or, diabetes, and nearly 80% of deaths are from non-communicable diseases. In the UK, however, the proportion of deaths caused by stroke, diabetes and hypertension are relatively low, and death by violence accounts for only 1% of all deaths in the country when compared to other territories (Leduc 2017).

[bookmark: _Toc510469571]
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[bookmark: _Toc40436600]Table 1: Indicators of the Demographic Ageing Process in T&T, UK, LAC and the OECD
	COUNTRY / REGION
	T&T
	LAC (26)
	UK
	OECD (32) 

	Total Fertility Rate (in 2015-2020 or nearest year/period)
	1.79
	2.29
	1.89
	1.68

	Death Rate per 1000 in 2014[footnoteRef:7] [7:  Data is based on WHO (2014) data c.f. LEDUC, T. 2017. World Health Rankings. ] 

	8.7[footnoteRef:8] [8:  World Bank death rate / 1000 rank = 68.] 

	…
	9.40[footnoteRef:9] [9:  Data is based on WHO (2014) data c.f. LEDUC, T. 2017. World Health Rankings.] 

	…

	Percent Top 5 causes of death in 2014[footnoteRef:10] [10:  Data is based on WHO (2014) data c.f. LEDUC, T. 2017. World Health Rankings.] 

	CHD (18%)
Diabetes Mellitus (17%)
Stroke (9%)
Violence (6%)
Hypertension (5%)
	…
	CHD (17%)
Stroke (11%)
Lung Cancer (8%)
Alzheimer’s/Dementia (8%)
Influenza/Pneumonia (7%)
	…

	Life Expectancy at birth (in 2014 or nearest year)
	70.0[footnoteRef:11] [11: This is the 2010 figure which was obtained from the OECD, IDB & The World Bank (2014) publication entitled ‘Pensions at a Glance: Latin America and the Caribbean’. ] 

	73.6[footnoteRef:12] [12:  This is the 2010 figure which was obtained from the OECD, IDB & The World Bank (2014) publication.] 

	81.4
	80.6

	Life Expectancy at Birth in 2017[footnoteRef:13] [13:  Source: Sousa & Fedec (2017).] 

	71.0
	…
	82.0
	…

	Life Expectancy at birth in years (men)
	66.3
	70.7
	78.5
	…

	Life Expectancy at birth in years (women)
	73.6
	76.6
	82.4
	…

	Difference (women - men)
	7.2
	5.9
	3.9
	…

	Old Age Support Ratio (2018)
	5.82
	7.10
	3.13
	…

	Old Age Dependency Ratio (in 2015 or nearest year)
	22.4
	 …
	30
	28

	Replacement Rate[footnoteRef:14] [14:  Source: OECD, IDB & The World Bank (2014)] 

	1.8
	
	
	

	Public Pension Spending as % of GDP (in 2013 or nearest year)
	4.4[footnoteRef:15] [15:  I Source: OECD, IDB & The World Bank (2014)
] 

	3.1
	6.1
	8.2



[bookmark: _Toc510469572][bookmark: _Toc40436452]1.2.4     Older Persons with Disabilities in T&T

While improvements in life expectancy in T&T are noteworthy, there is a high risk of older persons becoming disabled in later life in the country.  The most recent figures suggest that approximately 6.1% of the Caribbean population consists of pwds (Alméras 2014, p. 11). Of the 4.1% of the T&T population that had disabilities, the majority (17.7%) were older women with 15.6% consisting of older men (Schmid, Vézina & Ebbeson 2008; UNECLAC 2011a). This is cause for concern. As Rouse et al. (2010, p. 8) explained:

Increasing life expectancy is undoubtedly a sign of social and economic development. However, the quality of years is even more important. If medical treatments postpone deaths from chronic conditions but do not delay the onset of the conditions themselves or their disabling consequences, the result could be an expansion of morbidity and disability over the life course of individuals.

The data suggests that women in T&T are more likely to become disabled because of non-communicable chronic diseases that result in loss of vision, joint disorders and upper and lower limb impediments. Trinbagonian[footnoteRef:16] men tend to suffer from prostate cancer and slightly higher rates of kidney disease than women (Schmid, Vézina & Ebbeson et al. 2008). Generally, disability among older persons was directly related to socio-economic status with lower income groups being more susceptible to becoming disabled in later life (Schmid, Vézina & Ebbeson et al. 2008). [16: The term ‘Trinbagonian’ is used to refer to a native or inhabitant of Trinidad and Tobago.] 


[bookmark: _Toc40436453]1.2.5     Family Care for Older Persons in T&T

The initial evidence indicates that family caregivers in T&T provide significant amounts of support to frail older persons even in the face of numerous challenges.  The country’s National Policy on Ageing noted that “the majority of older persons live with families who provide care-giving where necessary, but the quality and stresses of such care are unknown” (NPA 2006, p. 8). This is consistent with the findings of other studies on family care in the wider Caribbean region. For instance, UNECLAC noted that “in addition to taking charge of the needs of elderly members, the family is filling the vacuum left by the scant presence of other institutions in the areas of protection and cohesion.” (UNECLAC 2007, p. 1).

Family is an invaluable part of the social fabric of T&T. The WVS (2010) revealed that 95% of the persons surveyed considered family to be very important to their lives, which was significantly more than the proportion of persons identifying friends as very important (34%) (Worcester & Gill 2016). The survey also indicated that most persons felt they could trust their family completely (70%). Thus, this survey provided some evidence of filial piety with most participants (57%) strongly agreeing that one of their main goals in life was to make their parents proud. However, there is also evidence that points to the family being under threat in T&T. 

According to Schmid (2006), reliance on family and relatives is becoming less and less an option with the socio-economic transformations that have begun to impact on the lifestyles of people in the Caribbean. Out-migration of the younger generation, increasing fulltime employment of females in the formal labour market and rising costs of living, to name a few factors, are making traditional self-help, co-residence with family members and community togetherness no longer a viable option (Schmid 2006). High net emigration flows in the region also negatively affect the pool of family and trained professionals available to provide informal and formal care support (Jones 2015; Welch 2016).

The effect of caregiving on the limited pool of family caregivers in T&T has also been flagged in the few research investigations on this subject. In a paper entitled Keeping it in the family: Caregiving for patients with Alzheimer’s disease in Trinidad and Tobago, Dr. Rawlins noted that 56% of the caregivers surveyed reported suffering serious strain as a result of their efforts to support those in need. A study by Rawlins and Spencer (2002) also revealed that caregiving in T&T seemed to be done over a long period by caregivers. Half of the sample provided care for five years or more. Daughters and daughters-in-law tended to provide care for longer periods when compared to spouses. This is cause for concern given that numerous international studies have shown that the risk of caregiver distress increases with the amount of time devoted to caregiving (Hirst 2005). 

Rawlins and Spencer (2002) observed that a considerable number of family caregivers experience feelings of loneliness, boredom and frustration in providing care. The results of their study showed that forty-six percent (46%) of the caregivers experienced stress as a result of performing care tasks such as “the excessive washing and cleaning up.” (Rawlins & Spencer 2002, p. 132). In addition to this, several caregivers reported disagreements with the person they cared for on issues such as general care and financial matters (22%), as well as problems receiving support from other family members. Some complained about not having sufficient time for themselves (18%). The challenges the caregivers experienced were further exacerbated by their own health situation and the difficulties associated with their efforts to access services for their family member. Although half of the caregivers reported being in good health, and another 41% described their health as fairly good, almost half (48%) acknowledged the presence of at least one condition for which they were diagnosed. The most common conditions that they reported were arthritis (34.6%), hypertension (26.9%), diabetes (17.3%) and heart disease (11.5%). This is consistent with national trends on health issues affecting adults in T&T including older persons (Nicholls 2010; Welch et al. 2016a). The caregivers also referred to the inadequacies of the health service/hospitals, insufficient financial resources to undertake the necessary caring and the rising cost of living (Rawlins & Spencer 2002). 

[bookmark: _Toc510469573]The emotional wellbeing of older persons who are ageing in place is also cause for concern. Rawlins et al.’s (2008) study found that a considerable proportion of the older persons interviewed experienced feelings of loneliness (33%) despite living at home with a family member. Their study underscored the potential vulnerability of older persons and the need for policy and research efforts to address the physical and psychosocial needs of this cohort.

[bookmark: _Toc40436454]1.2.6     T&T’s National Policy on Ageing

T&T is one of a few countries in the LAC region to ratify a National Policy on Ageing (NPA) (Cloos et al. 2010). The NPA was approved by the then Cabinet of the GORTT in 2006 and launched in 2007. In keeping with the Madrid International Plan of Action on Ageing (MIPAA), it promotes the following 12 priority areas: dignity and respect for the elderly; disaster preparedness; education and training; healthcare and standards for hospitals and care facilities; housing; income security and employment; legislation; participation; involvement and social inclusion; recreation; research; social security; and, transportation.

The NPA explicitly commits to supporting independent living of older persons. More specifically, the policy outlines the following measures to promote ageing in place: 
1. The provision of support systems to enhance self-reliance and allow older persons to live as independently as possible; 
2. The provision of support services to families to enable them to cater to the physical, psychosocial and emotional needs of their elderly family members, whether they are healthy or ailing; 
3. Facilitating the empowerment of communities to ensure that the needs of older persons, who have little or are without family support, could be met; 
4. Encouraging the establishment of support groups and social programmes that would assist and strengthen families in situations where older persons have issues that make care challenging, for example persons with Alzheimer’s disease; and 
5. Facilitating the provision of assistance to non-governmental and community-based organizations to develop and implement community-based programmes for older persons. 

[bookmark: _Toc510469574]The Division of Ageing (DOA) in the Ministry of Social Development and Family Services is the lead agency responsible for coordinating the implementation of the Policy on Ageing. 

[bookmark: _Toc40436455]1.2.7     Social Services for Older Persons and Family Caregivers

Since the post-independence period, T&T like most of its ESC neighbours, sought to provide publicly financed and universal coverage of health care and social security systems similar to what existed in the UK (Schmid 2006; World Bank 1995). However, despite having greater financial means than most Caribbean territories, the quality of T&Ts health and social services have lagged behind its CARICOM neighbours on several indicators, albeit in some instances the country’s performance was on par. 

Currently, older persons in T&T are entitled to benefits such as an old age pension grant, a free bus pass which allows them access to the public transportation service, free inter-island ferry transport, a selected number of free prescription drugs and other pharmaceutical items to combat chronic diseases (Bobb et al. 2008), as well as access to activities via the Senior Activity Centres (SAC) located at different locations throughout the country.  However, this modest array of services is inadequate for meeting the needs of frail older persons and their caregivers. Public sector nurses provide some assistance in terms of home help, but for the most part, in-home nursing support must be obtained privately as this state service is overwhelmed by various challenges. The government also has in place a Geriatric Apprenticeship Partnership Programme (GAPP), but the evidence suggests that this too is inadequate for satisfying existing demand (Cloos et al. 2010). Furthermore, there are no direct services provided to caregivers.

[bookmark: _Toc40436601]Table 2: Main Social Protection Programmes for Frail Older Persons and Family Caregivers

	Island
	Pension System
	Social Assistance[footnoteRef:17] [17:  UN 2011, p. 24.] 

	Social Care Services[footnoteRef:18] [18: Jones 2015.] 


	Health Care Services

	Trinidad
	· Senior Citizen Grant (non-contributory pension)
· National Insurance Scheme (contributory pension)
· Occupational Pension 
· Individual /Voluntary Pensions
	· Public Assistance Program
· Conditional Cash Transfer Program
· Hardship Relief Program
· Disability Assistance Grant
· Urgent Temporary Assistance Program
· Low Income Settlement Program
· Low Income Housing Program
	· Geriatric Adolescent Partnership Programme GAPP)
· Senior Activities Centre (SAC)
· Elderly and Differently Abled Mobile (ELDAMO)
· Free access to Public Bus Service
· Free inter-island ferry service
· Older Persons Information Centre
	· Chronic Disease Assistance Programme (CDAP)
· Free public health care
· External Patient Programme (EPP)

	Tobago
	(As above)
	(As above)
	· Golden Apple Partnership Services
· Reduced / no fee at paid public beaches e.g. Pigeon Point
	(As above)



Table 2 above, presents a summary of state services provided to older persons and their family caregivers in T&T. Most of the programmes do not specifically target older persons but their characteristics suggest that older persons may benefit from these programmes. Further information on each of these programmes is presented in Appendix 1. The sections that follow provide an overview of the health services available to older persons in T&T. 

[bookmark: _Toc40436456]1.2.8     Health Care

Over the last two decades, T&T’s health care system has performed moderately well when compared to other CARICOM territories. In 2000, the country placed sixty-seventh (67th) globally and fourth (4th) among its CARICOM counterparts for its health system performance (WHO 2000). The country ranked relatively high when compared to other Caribbean territories on fairness in financial contribution, health expenditure and overall goal attainment (Murray et al. 2000; WHO 2000). In response to a question in the WVS (2010) about whether or not the participant or their family went without needed medicine or treatment in the last 12 months, most respondents (76%) revealed that they never had this experience (Worcester & Gill 2016). In 2001, total health expenditure per capita Purchasing Power Parity (PPP) was $598 for T&T, which placed the country in 5th place out of fourteen (14) Organisation of Eastern Caribbean States (OECS) and other Caribbean territories on this indicator.

Whilst the per capita expenditure on health care for T&T is above that of the LAC and the world average, a significant proportion of this is out-of-pocket (OOP), more so than what obtains in the LAC region. In 2014, OOP expenditure for T&T (37.98%) was even higher than what obtained in Haiti (34.82%) which is the region’s poorest nation. This suggests that a disproportionate number of persons may be unable to afford suitable health care in T&T when compared to citizens in other LAC territories. Furthermore, the percentage of the country’s GDP spent on health care has been much lower than other LACs with its most recent expenditure being estimated to be about 5.9% (Randall 2017; UNECLAC 2017; Worldometers 2017). In light of these trends, commentators like Welch and colleagues (2016a, p. 5) summed up the country’s performance as follows: 

[W]hat we seem to have in Trinidad and Tobago is a situation where in spite of the high and increasing level of expenditure on health, including a very high out-of-pocket (OOP) expenditure, almost 40% … there is a strong sense that the health system is not performing to the best that it could.

The lacklustre health profile of T&T relative to the country’s investment in the sector is largely a result of inadequacies and inefficiencies in its health system. Like many OECD and Commonwealth countries (e.g. the UK and the Netherlands), T&T has a two-tiered health care system that consists of: 1) public health care provision which is universal for nationals but generally characterised by delayed service provision; and, 2) a private health care stream which has relatively shorter delays but is provided at a cost (Chen, Zhang & Hua 2015). The Ministry of Health in T&T is the agency responsible for leading the health sector. Its role involves, inter alia, setting the national health agenda, developing legislation, regulation, providing technical assistance in the area of policy development and financing public health facilities (PAHO/WHO 2008).  

One of the current stated objectives of the public health care system in T&T is to provide universal health care coverage (UHC) to its citizens (PAHO 2006; Welch et al. 2016). Health care provision occurs to a large extent via publicly owned hospitals and health centres, and the GORTT pays employees in the public health care system. No medical bills are generated for citizens using public facilities as the State covers the cost. However, there are some instances where patients are referred by public health care organisations to private agencies, for services that are not available in the public health agencies, such as for specialised tests.  Generally, the relationship between public and private health care provision in T&T is similar to what exists in many Caribbean territories where “provision of services is based more on competitive rather than complementary operations.” (PAHO 2006, p. 89). The fractures in the health care system have dire effects on the overall wellbeing of older persons, as well as their family caregivers.

[bookmark: _Toc40436457]1.3 RESEARCH QUESTIONS

In light of the ageing population of T&T and the limited research on care for older persons in the country, this thesis provides sociological and social policy insights regarding family care for frail older persons in this twin island developing nation. More specifically, this study focuses on answering the following research questions:
1. Determinants of caregiving: What are the factors contributing to a person adopting the role of family caregiver for a frail older person?
2. Experiences of care: How do family caregivers and their frail older relatives experience the caring situation? What are the benefits and challenges of providing care?
3. Care Management Strategies: What are the strategies used by family caregivers and their frail older relatives to manage the caring experience?
4. Social Policy Solutions: What are the social service needs of frail older persons and family caregivers and what culturally appropriate social policy solutions can be employed to address these needs?
Given the distinct yet inter-related nature of the questions asked, various theoretical perspectives and conceptual frameworks were adopted to design this study and analyse the data obtained. These included inter alia: symbolic interactionism (SI); the hierarchy of preference that underpins frameworks such as Cantor’s (1979) Hierarchical Compensatory Theory (HCT); Wise, Sneed and Berry’s (2011) family ecological systems (FES) theory; the sociological ambivalence framework; the political economy perspective; the substitution and the complementarity thesis with regards to social service provision; and, the ‘varieties of familialism’ policy model. The use of an eclectic theoretical approach is not unusual and has been adopted by researchers such as Masuy (2011) in her examination of family elder care in Belgium. 

A mixed methods approach was used in this study. Physically frail older persons and their primary caregivers, as well as social service practitioners, were engaged in in-depth interviews and focus group discussions to obtain their insights into these questions. Given the extenuating circumstances highlighted by the participants in the qualitative investigation and other emergent issues, the study was extended to include a quantitative component in order to solicit the views of family caregivers on their willingness to provide in-home family care to older persons and the factors that may affect such a decision. This methodological approach was underpinned by the principles of pragmatism. Pragmatism is a problem-oriented philosophy that takes the view that single or multiple realities exist so no single method can provide a satisfactory picture of social reality. It promotes the use of a plurality of methods and asserts that researchers should use the approach that effectively answers the research question(s) they are investigating (Bryman 2006; Creswell & Clark 2017; Kaushik & Walsh 2019; King 2010). 



[bookmark: _Toc40436458]1.4 KEY TERMS

[bookmark: _Toc40436459]1.4.1     Older Persons, Senior Citizens, Elders or Elderly

Throughout this document, the terms older persons, elderly, senior citizens, and (less often) elders, will be used interchangeably to refer to persons aged sixty years and over. The two main reasons for using this eclectic approach when referring to this cohort are: 1) this is in keeping with the formal and informal language used to refer to persons in this age group in Trinidad and Tobago (T&T); and, 2) it is reflective of the varied expressions used in the international literature. While the term older person appears to be increasing in popularity in T&T, words such as senior citizen, elder and elderly still have appeal. The term ‘senior citizen’ is used to officially refer to the state pension for persons within this cohort. Also, in the current version of the NPA for T&T (2006) the terms older persons, senior citizens and elderly are used interchangeably throughout the text. 

Given this variation, during the initial in-depth interviews conducted in 2011 and 2013 of this PhD inquiry, participants were asked to indicate their preference on this issue. The responses received were mixed, for example, an older interviewee preferred to be called “elder, elderly ... because I am very old now.” (CR Uncle Wilton)[footnoteRef:19]. His older caregiver stated “senior citizen fuh me yes … tuh me is ah more respectable kinda name.” (CG Mr. Birch). Another caregiver (Melissa) shared that her grandmother says that “old is what you throw away, and I know she definitely does not like to be called an old lady … and for some, ‘old-er’ is not far from old. So I guess the most safe one would probably be senior citizen.” (PCG Melissa). One care dyad that was interviewed as part of this study (Mr. Singh and Elaine) had no preference with respect to the terms used. While these qualitative responses are not based on a representative sample of the population of T&T, they give some initial insight into the diverse preferences persons have concerning the terms used to refer to persons aged 60 years and over. Given this, an eclectic approach was used to refer to this cohort in this study. Where quotations are used from publications or participants, the actual term used in the original statement is maintained.  [19:  In addition to the statements made by the two older Trinidadian participants above, many recent peer-reviewed publications on ageing also used varied terms to refer to persons aged sixty years and over. The term elderly is used in publications such as de Guzman et al. (2012), Jervis, Boland and Fickenscher (2010), and especially in health-related journal articles such as Goto et al. (2019), Mc Gee et al. (2019), and, Wang & Wu (2017) to name a few. The word ‘elder’ and its derivatives such as ‘elder care’ and ‘elder abuse’ are also popular in peer-reviewed publications such as Blomqvist and Winblad (2019), Chen, Chen and Song (2018), Kolker (2018), Morrissey et al. (2019), Tesch-Roemer (2018), Thang and Yeung (2018).] 

[bookmark: _Toc40436460]1.4.2     Quotations

This thesis is primarily written using British English. However, where quotes are used from published documents, interview and focus group transcripts or open-ended survey responses, the original language of the author or speaker is maintained. Thus, several quotes in this thesis have expressions in American English as well as in Trinbagonian creole. Quotations from interview participants and focus groups are referenced as follows: CG refers to caregivers, CR to care recipients. In some instances, family caregivers (FCG) are distinguished from friend caregivers (FrCG) and paid caregivers (PCG). Focus groups are identified by their location e.g. Tobago North Focus Group (TNFG) and Tobago South Focus Group (TSFG). Survey respondents are denoted alphabetically at the end of each quote e.g. Respondent U and Respondent V[footnoteRef:20].  [20:  See the abbreviation list above.] 


[bookmark: _Toc40436461]1.5 THESIS OUTLINE 

The preliminary chapters of this thesis (Chapters 2 to 4) review the various theoretical and empirical literature surrounding the sociological study of family care. Chapter 2 examines various perspectives and debates associated with conceptualisations of the family, caregiving and family care policy. Chapter 3 explores the literature on caregiver role acquisition and how caregivers and older persons experience care. Chapter 4 highlights some of the key literature on coping and care management strategies of carers and cared-for older persons. These chapters set the stage for the analysis and interpretation of the data in later chapters.

Chapter 5 describes the pragmatic philosophy that underpinned this mixed-methods study. The chapter outlines the original research design and the factors that contributed to the revised approach to data collection, as well as the steps taken to maintain the integrity of the study.  In Chapters 6 to 8, the qualitative data obtained from the in-depth interviews and focus group discussions are organised according to the main research questions the study sought to answer i.e. determinants of care, experiences of care, and coping and care management strategies respectively. Chapter 9 provides the results of the quantitative survey that was conducted between April 1st, 2014 and July 30, 2014. In addition to the responses to the closed-ended questions, many of the respondents availed themselves of the open-ended comment boxes and shared extensively on their experiences. Some of the comments they gave are also included in this section. The discussion and conclusion sections are presented in Chapter 10. The findings of the study are discussed in context of the literature reviewed earlier, and some initial recommendations are provided with respect to policy formulation and the development and provision of social services for older people and their carers in T&T. 

[bookmark: _Toc40436462]1.6 CONCLUSION

In this chapter, I presented the research questions and rationale for the study. Background information was provided on T&T’s geography, population and economic situation, including an overview of the demographic transition that the country has undergone which has led to its ageing population. Available information on the situation of frail older persons in T&T was reviewed, and the NPA was highlighted. The health and social service programmes that are available to older people and their family caregivers were outlined. The modest array of services is reflective of a developing country context with relatively high human development according to international ratings. Currently, no policy on family caregivers exists for the country, nor are there any state services that identify carers as a primary target population. The following chapter discusses the literature on family, caregiving and family care policy. 

[bookmark: _Toc40436463]CHAPTER 2 – LITERATURE REVIEW 
[bookmark: _Toc40436464]CONCEPTUALISATIONS OF FAMILY, CARE & FAMILY POLICY
[bookmark: _Toc510433965][bookmark: _Toc510434272][bookmark: _Toc510434578][bookmark: _Toc510434884][bookmark: _Toc510435191][bookmark: _Toc510435498][bookmark: _Toc510435805][bookmark: _Toc510436112][bookmark: _Toc510436419][bookmark: _Toc510436725][bookmark: _Toc510437030][bookmark: _Toc510437336][bookmark: _Toc510437643][bookmark: _Toc510437951][bookmark: _Toc510438260][bookmark: _Toc510438568][bookmark: _Toc510438876][bookmark: _Toc510439184][bookmark: _Toc510439491][bookmark: _Toc510439799][bookmark: _Toc510440107][bookmark: _Toc510440412][bookmark: _Toc510440718][bookmark: _Toc510441024][bookmark: _Toc510441330][bookmark: _Toc510441637][bookmark: _Toc510441942][bookmark: _Toc510442248][bookmark: _Toc510442554][bookmark: _Toc510442861][bookmark: _Toc510443167][bookmark: _Toc510443473][bookmark: _Toc510443779][bookmark: _Toc510444084][bookmark: _Toc510444390][bookmark: _Toc510444696][bookmark: _Toc510445732][bookmark: _Toc510446036][bookmark: _Toc510447361][bookmark: _Toc510447666][bookmark: _Toc510448380][bookmark: _Toc510448684][bookmark: _Toc510449370][bookmark: _Toc510450530][bookmark: _Toc510456473][bookmark: _Toc510456667][bookmark: _Toc510456859][bookmark: _Toc510457051][bookmark: _Toc510457244][bookmark: _Toc510463210][bookmark: _Toc510463406][bookmark: _Toc510463603][bookmark: _Toc510463794][bookmark: _Toc510463985][bookmark: _Toc510464181][bookmark: _Toc510464477][bookmark: _Toc510464773][bookmark: _Toc510465979][bookmark: _Toc510466288][bookmark: _Toc510468073][bookmark: _Toc510468374][bookmark: _Toc510468676][bookmark: _Toc510468977][bookmark: _Toc510469278][bookmark: _Toc510469579][bookmark: _Toc510469880][bookmark: _Toc510470181][bookmark: _Toc510470482][bookmark: _Toc510470783][bookmark: _Toc510471074][bookmark: _Toc510471269][bookmark: _Toc510471464][bookmark: _Toc510471658][bookmark: _Toc510471850][bookmark: _Toc510481811][bookmark: _Toc510482452][bookmark: _Toc510482645][bookmark: _Toc510482838][bookmark: _Toc510483030][bookmark: _Toc505015356]
[bookmark: _Toc40436465]2.1 INTRODUCTION

This chapter reviews various sociological approaches to defining family and caregiving, as well as conceptualisations and debates on family care policy. Theoretical perspectives that are considered include symbolic interactionism, conflict theory, feminism, social exchange theory, symbolic interactionism, post modernism and post-colonial theory. Specific attention is given to Caribbean family structures and care practices. With regards to social policy concepts on family care the varieties of familialism that have emerged in the literature are explored. The oft-cited debate on the principles of substitution vs. complementarity with regards to the provision of formal care services to families and older relatives is discussed. Some of the strategies that have been employed in different countries and regions to address the increasing care needs of older people and their family caregivers are explored. While the review of programmes and services is not exhaustive, it provides initial insights on key trends that have emerged with respect to the success and limitations of these approaches, which will be useful points for consideration when formulating policy and programme solutions for T&T.

[bookmark: _Toc505015358][bookmark: _Toc40436466]2.2 CONCEPTUALISING ‘FAMILY’  

The family has from time immemorial served as one of the main sources of care for vulnerable older persons. However, while aid-giving by family members to older relatives has been practised across the ages, the diverse and dynamic nature of the care that family members provide, and the varied composition, values and functions of families themselves have not always been reflected in social science research and policy discourses. An obvious starting point for defining family care is to clarify what is meant by its two main conceptual components, namely ‘family’ and ‘care’. To achieve this, I review the key theoretical perspectives associated with the definitions of family, and present some initial thoughts on their relevance and application to past and present Caribbean social research on this subject. 




[bookmark: _Toc40436467]2.2.1     Defining the Family

Defining the family remains a challenging task for social scientists, especially given the various meanings and manifestations of this social unit within and between cultures (Keller et al. in Roopnarine & Gielen 2005). As the word itself connotes, ‘family’ refers to that which is familiar. However, this familiarity has at times clouded how lay people and academics view this institution. Although the term falls within the everyday stock of knowledge about the social world (Cheal 1999), no two families are the same. In addition to the effects of macro socio-economic factors, the composition of families is subject to developmental changes given the ebb and flow of members in and out of the system due to various factors including birth, marriage, migration, divorce, and death (Keller et al. cited in Roopnarine & Gielen 2005). 

While there has been a plethora of evidence that points to continuities and discontinuities in the structure and function of families across societies and over time, the plurality of family forms and practices have not always been acknowledged in social science research. To date there is no universally accepted definition of this concept. Conceptualisations of the family remain highly contested in academic circles and policy arenas (Cheal 2002; Steel, Kidd & Brown 2012). Despite the challenges of defining such an omnifarious concept, various definitions have been formulated by social scientists that range from broad to narrow. However, each definition may be traced to a particular theoretical perspective. I begin, therefore, by reviewing the various sociological perspectives on the family and provide examples of how the family is defined in each. 

[bookmark: _Toc40436468]2.2.2     Diverse Sociological Perspectives

In the section that follows I review the contributions of structural functionalism, conflict theory, feminism, social exchange theory, symbolic interactionism, post modernism and post-colonial theory to conceptualisations of the family. 

[bookmark: _Toc505015361]Structural Functionalism

Early sociological studies of the family were largely influenced by the structural functionalist perspective, which emphasises consensus and harmony in families. Functionalists uncritically assumed that the family, in particular the nuclear family unit, is the basic building block of society (Steel, Kidd & Brown 2012). They maintained that families exist because of the vital functions they fulfil which include: reproduction of new members, socialising its members so that they are well-integrated members of society, providing material security as well as care and support to its members, especially those who are vulnerable and in need. 

Talcott Parsons’ functional fit theory which depicts the family as evolving in response to societal changes, maintains that in modern society, the isolated nuclear family which consists of two heterosexual parents (whose union is based on marriage) and children, is ideal for society’s advancement. He surmised that the extended family was more conducive to the pre-industrial period, which required a larger, stable, workforce to attend to the family’s needs (Steel, Kidd & Brown 2012). Parsons opined that a ‘natural’ division of labour exists in the nuclear family whereby the husband performs instrumental duties such as earning an income to support his family, while the wife’s role is expressive as she was ‘by nature’, best equipped to provide warmth, love and comfort to her children and husband. These complementary roles were seen as vital for creating a safe haven for the members of the nuclear family while, at the same time, allowing them the versatility needed for relocation within the modern industrial society when necessary. 

However, as studies on caregiver stress, elder abuse and other aspects of familial relationships indicate, such a limited perspective does not provide a realistic picture of family life. Families are not always harmonious, nor do they always adapt positively to the unmet needs of their kith and kin. They may be contentious and characterised by conflict, which may result in harmful outcomes for its members and the society as a whole (Cheal 2002; Steel, Kidd & Brown 2012). This ‘dark side’ of families has received increasing attention in sociological research (Steel, Kidd & Brown 2012).  Furthermore, the functionalist depiction of the family has been sharply criticised for perpetuating the exploitation of women, for incorrectly depicting the sexual division of labour in families as universal, and, for being ethnocentric and not giving adequate attention to differences across class, ethnic and regional groups. 

Since the mid-1950s, poignant research evidence has emerged which highlights the weaknesses of the structural functionalist view about the ideal nuclear family. Households consisting of extended families still existed in the industrial era. In the UK, evidence was found of female-headed extended families among the coal miners and deep-sea fishermen (Dennis et al. 1956 & Tunstall, 1962 cited in Steel, Kidd & Brown 2012). A similar pattern was observed in the Caribbean. Otterbein (2009), for instance, observed that there was a predominance of female-headed households in the Caribbean region and that many African Caribbean families were characterised by the dominance of women.  

Nevertheless, the popularity of a functionalist conceptualisation of the family has not completely waned. In response to the backlash it received, and the growing concerns in the political arena about the state of the family given the social upheavals of the 1960s and 1970s, there were renewed efforts to promote the virtues of the nuclear family (Stacey cited in Jagger & Wright 1999). By the 1980s, the right-winged political elites in the USA and the UK were instrumental in redirecting the policy agenda to favour the traditional family form, and even obtained evidence from the social science community, which facilitated their blinkered positions. Those who emphasised the decrease in the nuclear family cited statistics such as the decline in the marriage rate and the increase in the divorce rate. Some who argued that there was no significant move away from the nuclear family by the wider population even went so far as to note that the proportion of children raised in two parent families remained stable, but conflated this statistic by including step parent families. These ‘shenanigans’ called into question the credibility of social science research in informing social policy discussions on the family. Nonetheless, despite these unseemly developments, many sociologists sought to engage in research that would present more accurate depictions of the family in its myriad forms. 

[bookmark: _Toc505015362]Conflict Perspective

Unlike functionalists who perceive the family as relationships based on unity and consensus and a conduit through which social order is maintained, conflict theorists argued that the social order promulgated by families is one which is based on social inequality and injustice. According to conflict theorists, the family is the seedbed of classism, patriarchy, and ageism, and the social arrangements in families are systematically organised to benefit some members more than others (Newman & Grauerholz 2002). Furthermore, in a capitalistic context, the family is seen as reinforcing the interests of the minority ruling class, and reproducing class positions in different generations of its members. 

Marxist theories of the family focus on the association between property relations and family structures. Thus, according to this school of thought, family relationships are characterised by competition and a desire by its members to control the limited social, emotional and economic resources the family unit has at its disposal (Newman & Grauerholz 2002). The distribution of power within the family reflects the controlling influence of wider economic forces on which the social and cultural arrangements within society are based (Steel, Kidd & Brown 2012). By the 1970s, Marxism and other conflict-oriented theories gained popularity in the family discourse. However, this perspective has been criticised for reducing all aspects of family life to economic matters, for concentrating on class rather than giving sufficient attention to issues such as race and gender, and for being overly deterministic (Steel, Kidd & Brown 2012). 
[bookmark: _Toc505015363]
Feminism

The feminist view of the family gained prominence in mainstream sociology in the 1980s (Steel, Kidd & Brown 2012). Feminism also falls within the critical theory school of thought, but its distinct contribution is its premise that the family perpetuates inequality along gender lines (Newman & Grauerholz 2002). In addition to serving the interests of the state and the economy, feminists argue that the family serves the interests of patriarchy, which subjugates women and provides limited opportunities or recognition of their contributions to social life. 

While there are various branches of feminism[footnoteRef:21], generally they agree that gender roles, and the family are socially constructed, and refute functionalist notions about the nuclear family being a consistently safe and private refuge for the individual (Steel, Kidd & Brown 2012). Feminists raise questions about family boundaries and show that family isolation is in part illusory. They challenge traditional dichotomies between private and public family life, given the close connections between the internal life of families and the organisation of paid care work (formal and informal), organised welfare systems provided by the State, as well as private and civil society agencies.  [21:  The various streams of feminism include the Liberal, Social/Marxist, Radical, Materialist and Black feminism, as well as Dual-systems and Triple-Systems feminism (Steel, Kidd & Brown 2012, p. 56-59).] 


Feminists also underscore that the family does not merely consist of those related by blood or who share a common name, but that family is recognised by their actions and interactions. Janet Finch is popularly known for introducing the concept of family displays. Displays are required to demonstrate that “these are my family relationships, and they work” (Finch 2007, p. 73) and may include group activities such as family meals and other traditions, mementos or physical objects such as family portraits, and individual or group narratives which serve as a co-created body of memories among those who are considered to be family. These ‘displays’ must also be seen and recognised by others as being indicative of family life. Thus, based on these arguments, belonging to a particular social structure group is not enough to characterise what a family is or who are its members. 

Social Exchange Theory

A basic tenet of social exchange theorists is that humans are motivated by rational choice and a desire to maximise rewards and minimise costs (Cheal 1999). Like the conflict perspective, family experiences are explained using economic theory (Newman & Grauerholz 2002). Proponents of the social exchange perspective deem family relationships as most satisfying when the benefits outweigh the costs. Thus, the decisions made by family members about how they relate to each other are governed by what the individual perceives as beneficial or not. Experience is a main factor that influences the type of expectations people have about benefits and rewards (Newman & Grauerholz 2002). However, although this theory has a strong economic focus, it submits that the rewards and costs that are considered in family exchanges are not limited to the objective monetary value of the exchange: subjective appraisal about what is rewarding or costly plays a key part in how relationships unfold. While this admission is important, the social exchange theory does not adequately explain affective motives such as love and affection, and how these inform family care practices (Masuy 2011). 

[bookmark: _Toc505015364]Symbolic Interactionism (Interpretivism)

Symbolic interactionism (SI) asserts that a society is ultimately created, maintained, and changed by the social interaction of its members. According to this perspective, what is perceived as family is not fixed and stable but rather, is created through negotiated day-to-day interactions (Newman & Grauerholz 2002; Steel, Kidd & Brown 2012). Families are seen as having the capacity to create and re-create themselves through the daily interactions of their members. Based on this perspective, Burgess (1926) defined the family as a unity of interacting personalities (Cheal 1999). According to Burgess (1926 & 1972, p. 6-7 cited in Loukas et al. 1998, p. 35): 

The actual unity of family life has its existence, not in any legal conception, nor in any formal contract, but in the interaction of its members. For the family does not depend for its survival on the harmonious relations of its members, nor does it necessarily disintegrate as a result of conflicts between its members. The family lives as long as interaction is taking place and dies only when it ceases.

SI focuses on the meanings people attach to their own and others’ behaviours. With respect to family life, SI emphasises the agency of individuals in ascribing their own meanings to what family life is (Steel, Kidd & Brown 2012). Though structural attributes such as status, roles and norms may be used to classify families, according to symbolic interactionists, family roles and practices are not seen as automatically adopted from pre-existing structures. The interactionist perspective also emphasises that families reinforce and rejuvenate bonds through rituals such as family meals and holidays and it gives attention to how individuals make and sometimes break roles (Cheal 1999). This is in stark contrast to the assumptions made by the structural functionalist and conflict schools of thought. Although SI does not sufficiently address structural issues, which play a key role in shaping the interactions of people within their family, its detailed understanding of family relations has been instrumental in highlighting the diverse social worlds that families create, and the varied forms they adopt. 

[bookmark: _Toc505015365]Postmodernism and Post-Colonial Theory

By the late 1980s, the grand theories of Functionalism, Marxism, and some aspects of Feminist discourse no longer seemed to be attuned to rapid socio-cultural changes which challenged seemingly established patterns of family life. Rising rates of divorce, cohabitation and birth outside of marriage, led many to predict the eventual collapse of the family (Gillies 2003). Postmodernists, however, took a more pragmatic view of these developments: they opined that the contemporary postmodern era is characterised by the production of instability in all aspects of life, including family relationships (Cheal 1999). Multiplicity, difference, particularity, locality, temporality, and the dynamic nature of contemporary social processes are key features of the postmodern viewpoint (Jacobsen et al. 2004).

According to Cheal, postmodern families “represent a deconstruction or transformation of at least one aspect of the traditional family.” (Cheal 2005, p. 34). Proponents of the postmodernist perspective argue that the family has lost many of the functions it fulfilled in a pre-industrial age (such as school, church and work) and that the structure of the family, in particular the relationship of parents, children and kin, has diversified. Postmodernists generally adopt a pluralistic approach to conceptualising families (Steel, Kidd & Brown 2012). The existence of a mixture of extended family, fictive kin and other families of choice are given focused attention by persons who subscribe to this theoretical approach. In keeping with these tenets, Cheal provided the following broad definition of family as: “any group which consists of people in intimate relationships which are believed to endure over time and across generations.” (Cheal 2002, p. 4). This definition is based on Cheal’s (2002, p. 4) observation that: 

[T]here is no single concept of the family which is true for all historical periods in all places. Definitions of family are relative to the social and cultural environments of people who think about families, and who talk about families, as they go about their everyday lives.  

Postmodernists and their supporters emphasise that family is not based solely on consanguineal or affinal relationships, but that family may include fictive kin i.e. persons who are chosen or informally adopted as a member of one’s family. Fictive kin have for many years featured as part of the composition of Caribbean families. Godparents, aunties, ‘tanties’ and uncles are some of the titles ascribed to these individuals who are connected to the family by virtue of their close friendship to one of the leading members of the unit (e.g. the head of the household such as the mother or father). Following on from this issue about fictive kin and their existence in traditional (and maybe contemporary) Caribbean family forms, it is important to note that whilst the postmodern way of seeing the world and family life may be mistakenly seen as novel, there is evidence that such notions were prevalent in the pre-modern era. It is not surprising therefore that some of the relatively recent observations made about the diverse nature of families have for a long time existed in countries that are less technologically advanced. 

Post-colonial theorists have critiqued the lack of identification of the continuity of pre-modern values and practices in sociological discourse. Holmwood for instance, argued that much of the sociological literature refers to “a global project of modernisation and democratisation, providing a skewed understanding of the postcolonial movements that have figured so prominently in recent world history.” (Holmwood 2002 cited in Jacobsen et al. 2004, p. 33). Other commentators flagged postmodernist claims of the disintegrated family as universalistic and perpetuating the very eurocentric claims that it spurned in other schools of thought. Hacker for example, argued that “[t]here are still communities that exist that maintain a collectivist familial perception which is important to recognise in this time, especially given the cross-border movement of people and ideas.” (Hacker 2017, p. 73). Such considerations are important for understanding family in the context of post-colonial, multicultural societies such as T&T’s. 

[bookmark: _Toc505015367]There is also evidence that the nuclear family still provides considerable support to its members and has not completely disintegrated. Masuy for example found in her systematic review of the literature that “the nuclear family remains the first and the main source of elderly care.” (Masuy 2011, p. 140). This suggests that the pronouncements made by some postmodernists about the dissolution of the nuclear family are too untethered from what obtains in reality and that a more nuanced position needs to be advanced. 

[bookmark: _Toc40436469]2.2.3     Caribbean Family Structures

Understanding the way Caribbean families are configured and how their members relate is important for studying the elder care arrangements in the region. Early research on Caribbean families was largely informed by the structural/functionalist perspective (Otterbein 2009; Russel-Brown et al. cited in Roopnarine & Brown 1997). However, the findings of several ground-breaking studies by Caribbean researchers such as Smith (1956) and Clarke (1957) confirmed that the nuclear family was not necessarily the norm in the Caribbean region, especially among the more disenfranchised groups. 

Class and ethnicity have long been established in the Caribbean literature as key determinants of the types of families that emerged in the region during the colonial and post-colonial period. The Caribbean region is comprised of people from diverse ethnic groups including people of African, Indian, Chinese, Syrian/Lebanese, and Caucasian decent whose ancestors either willingly came to the islands or, were trafficked or tricked into living there by way of the slave trade or indentureship. There also exists a modest population of first peoples on some of the islands whose members belong to various Kalinago tribes[footnoteRef:22]. Since the colonial period, families living in the ESC have been characterised by a plurality of forms. This is especially the case in Caribbean countries with a heterogeneous ethnic mix of people such as Guyana and T&T. [22:  During the colonial period, the population size of the Kalinago was significantly reduced to a minority as they were plagued by disease and suffered atrocities, which diminished their overall numbers. ] 

 
African Caribbean families, more so than the families of other ethnic groups, are more likely to be female-headed and less likely to conform to the nuclear family ‘ideal’ outlined by functionalists (Otterbein 2009). Several Caribbean scholars have identified this as a by-product of slavery where marriage was not permitted for slaves, and fathers were separated from their children who became the property of their mother’s owner (Matthias 1983). On the other hand, the continuation of this practice may have been a derivative of familial practices prior to enslavement. As Matthias argued[footnoteRef:23], “the centrality of the mother's role … was firmly entrenched in the kin systems of the West African tribes transported to the New World.” (Matthias 1983, p. 10). [23:  The issue of cultural retention versus cultural erasure of African culture by former slaves was hotly debated for some time. However, it is now widely accepted that while full cultural retention could not be achieved: ‘deep level cultural principles’ were maintained to varying degrees (Olwig cited in Palmié 1995, p.26).] 


Historically, Indian-Caribbean family members from multiple generations often lived in the same house or in separate houses in the same yard (Grahame 2006; Seegobin 2003). Usually, the son remained in his parents’ home after marriage with his wife. The house may have been subdivided into self-contained units for each nuclear family within the household, or, a separate structure may have been built on the land near to the parent’s house. Mothers/mothers-in-law wielded significant control in the running of the house. It was not unusual for sons to present most of their earnings to their mother rather than to their wives. The mother would then decide on how the money was spent with respect to groceries and other household items, and then distribute what remained among each of the sub-family units. Conflict and tension between the wives and the mothers-in-law were not unusual, so much so that a particular type of crunchy salsa made with extremely hot peppers is popularly referred to as ‘mother-in-law’ by Trinbagonians. However, this pattern of living arrangements, although still in existence, is not as prevalent now as in the pre-independence period. 

From her qualitative interviews of twenty-five (25) Indian-Trinidadian women from two generations (one group was aged 60 years and over and the other consisted of married women with children in their mid-30s and 40s), Grahame (2006) observed that extended family households were not as widespread among the younger generation. This she attributed to the increased choice afforded to young couples who had greater access to financial means, which enabled them to purchase their own home, and not depend on parents for accommodation after marriage. The increased income status of Indian Trinidadian women was the result of their improved access to secondary and tertiary education in the post-independence era. Grahame also proposed that the effects of global influences whereby young people were exposed to Western culture and values that encouraged greater liberty and choice in their romantic relationships, also contributed to this change. Arranged marriages are no longer as prevalent, and young couples are no longer dependent on their parents or in-laws for accommodation after being married. The women in her study who lived with their in-laws were the least educated in the sample. 

[bookmark: _Hlk27737999]Among African-Caribbean people, there is also evidence of extended family connections being intimately involved in care relationships. Most of the research on these family arrangements focused on childcare. The practice of ‘child shifting’[footnoteRef:24], whereby children were sent to live with relatives when their parents (usually the mother) were unable to adequately care for them, was very prevalent in previous times. Grandparents, in particular grandmothers used to be one of the main facilitators of this child rearing arrangement, which could be mutually beneficial if the grandparent lived alone and was in need of a companion. However, in recent times, extended family members are more reluctant to be responsible for the care of the younger generation (Senior 1991 cited in. Russell-Brown et al. 1997). The evidence also suggests that extended family households, once prevalent in the region across all socio-economic groups, have diminished (Roopnarine & Brown 1997).  [24:  According to Seegobin (cited in Ponzetti 2003), child shifting usually occurred when a child’s mother recognised that she was unable to effectively care for the child because of factors such as migration, pregnancy or birth of another child, formation of a new union where the child was unwanted, or where the person taking on the role of caregiver had no children of their own and seemed capable of providing a better life for the child.  ] 


On the issue of class and its impact on the composition of families in the Caribbean, several studies have shown the interrelationship between these variables.  Massiah’s (1983) study illustrates the nexus between gender, class, and Caribbean family forms. Her findings revealed that for the most part, female heads of households were concentrated in low-paid, low-status occupations with no prospects. An important corollary of this finding was that women who head households in the region were more disadvantaged than men in a similar position (Massiah 1983).  

Edith Clarke’s (1957) study of three Jamaican communities revealed that the percentage of marriages and domestic stability of families was directly related to the economic stability of the area. Although most participants in her study held the nuclear family based on marital union in high regard, irrespective of their own marital status, Clarke found that most romantic relationships began as a visiting union and, when children were born, there was an increased likelihood of the couple transitioning to a common-law union and sharing the same home. Usually, marriage was delayed because the couple could not afford to finance the preferred European-styled wedding or housing for the family to live together. Thus, for couples who remained in a committed relationship, marriage was more likely to occur when they were middle-aged. This pattern of shifting union status was also evident in other Caribbean countries such as T&T. In recent times, a similar pattern has been observed among middle class young people in Northern European Countries (Silverstein & Auerbech cited in Roopnarine 2005). However, unlike the More Economically Developed Countries (MEDCs), the cosmopolitanism of Caribbean families cannot be only explained by post-modernism. As noted earlier, the impact of colonialism and cultural retention from non-European contexts on Caribbean family forms cannot be ignored. 

The gendered nature of family relationships is a crosscutting theme that is consistently expressed in studies of Caribbean families. Despite their increased involvement in formal employment, Caribbean women are still largely expected to act as the primary nurturer in the family and caretaker of the home, irrespective of their socio-economic circumstances (Evans & Davies 1996; Seegobin 2003). The ‘matrifocal’ nature of many African Caribbean families and the gendered division of labour in the various family systems make them especially amenable to feminist analysis (e.g. Barrow 1988; Barrow & Reddock 2001; Clarke 1957; Moses 2001; Reddock 1999; Sennott-Miller 1989).
  
Religious beliefs have also been identified as influencing family structures and the day-to-day practices of many Caribbean families. Many Indian-Caribbean people subscribe to the tenets of Hinduism or Islam, with a smaller proportion describing themselves as Christian (of which Presbyterianism and Catholicism are popular derivatives). For those who adhere to the teachings of Islam and Hinduism, women are expected to submit to their husbands and it is generally assumed that children (in particular daughters and daughters-in-law) will care for their parents when they get old, as this practice is considered an honour and source of blessings. African Caribbean people are more likely to subscribe to various Christian and African-based religions. Further research is needed on the relationship between religious beliefs and family practices among the members of this ethnic group. 

Very little is known about Chinese, Syrian-Lebanese and Caucasian Caribbean families (Figueira 2004; Seegobin 2003). These groups are relatively closed and are less amenable to social scientific inquiry. Both the Chinese and Syrian-Lebanese communities are characterised as having a strong sense of filial piety that is close-knit and self-sufficient. This self-sufficiency may be partly explained by their economic means (which generally supersedes that of the other ethnic groups), and cultural beliefs that may in part be informed by religious values (Seegobin 2003). 

[bookmark: _Toc40436470]2.2.4     Contemporary Views on the Family

[bookmark: _Toc505015369]After many missteps and misdirections, it is now widely accepted that families come in a variety of forms, and include persons who are related by blood or law, or an informal friendship connection. A restricted definition of the family as being limited to the nuclear family type cannot be rigidly applied, nor should the nuclear family, or any family form for that matter, be viewed as an ideal. As Neale observed, “[p]eople may live happily or unhappily in a variety of family forms” (Neale 2000, p. 12). Instead, rather than limiting an understanding of what a family is by its structure, equal consideration must also be given to the actions and meanings conveyed within the family unit, and expressed by its members to determine if it should be considered as such. It is also important to acknowledge that family diversity is not new, but that a range of family forms has existed in human history. Thus, to esteem only one form as ideal or worthy of attention is misguided, and not a true reflection of social reality. Furthermore, to do so limits the formulation of suitable policy measures to support families, because narrow definitions lead to narrow solutions that exclude significant groups of people who are in need of support. 

[bookmark: _Toc40436471]2.3 CONCEPTUALISING ‘CARE’  

Definitions of caregiving are numerous. As Barnes observed, “[t]he emergence of ‘care’ as an issue for public services and public policies in Western societies has led to diverse attempts to describe, classify and conceptualise what precisely ‘care’ consists of.” (Barnes 2006, p. 6). Conceptualisations of care in the research literature have one or more of the following features: a) the activities involved in care; b) chronological phases and time devoted to care; and, c) the unusual character of the support provided (Barnes 2006; Masuy 2011). 



[bookmark: _Toc40436472]2.3.1     Defining Care

Family care of older persons may be broadly defined as unpaid care and support provided to a person aged 60 years or over by a relative, usually an adult child or spouse, although in some instances, it includes care by fictive kin, neighbours and friends. Female relatives, in particular wives and daughters, and in some contexts daughters-in-law, are more likely to perform caregiving duties. However, men and boys may also be involved in providing care support. Caregivers are usually middle-aged relatives, but, young persons[footnoteRef:25] as well as older persons may also be involved in care provision.  [25:  E.g. Sikes and Hall (2016) studied young people’s biographical narratives around navigating parental dementia.] 

[bookmark: _Toc505015370]
Care Activities

Caregiving is frequently conceptualised as consisting of various types of activities. Some of the categories that are often used include personal care, which are activities of daily living (ADLs), such as bathing and feeding, and, instrumental activities of daily living (IADLs), such as shopping and preparing meals. Other categories such as socio-emotional care deal with providing emotional support and keeping company while supervising/monitoring is that aspect involving liaising with formal care systems and monitoring the use of medicines (de São José 2016). The range, intensity and mix of caring activities are in large part a function of the circumstances of the person receiving care, the availability of formal care services, the nature of the relationship between the caregiver and care recipient, as well as the gender of both (Barnes 2006). 

With respect to the actual work performed by family caregivers, Bookman and Kimbrel (2011) identified eight (8) factors that influence care activities. These include: 1) the health of the care recipient (e.g. chronic vs. acute);  2) time (whether short, intermittent to long term); 3) geography (care over long distances or in close physical proximity); 4) residential setting (care work may be performed in the home of the care recipient or that of the family caregiver or, in a formal setting); 5)  finances (e.g. access to financial remuneration and support for care work; 6) legal and ethical stipulations (such as the assignment of power of attorney); 7) emotional, moral and spiritual care support; and, 8) outsourcing elder care and care coordination (the time and effort associated with finding appropriate elder care services and monitoring those that have been selected). These factors are also applicable to discussions about the determinants of care (see Chapter 3 below). At times, the activities performed by family members may be indistinguishable from those performed by formal care providers (Barnes 2006). This is one of the reasons why feminists have strongly opposed the undue dichotomisation of care provided in formal and informal settings.  
[bookmark: _Toc505015371]
Time Devoted to Care and its Chronological Phases

A key way in which care may be identified is by the time devoted to helping an individual in need of support. Time allocation may be computed by the number of hours spent caring, or, by the use of ordinal categories such as every day or every week. The period over which care is provided i.e. the duration of care, may also be used to identify caregiving (e.g. at least three months). The type of care provided to an older relative may also vary over time. 

[bookmark: _Hlk27734487][bookmark: _Hlk27734699][bookmark: _Toc505015372]Nolan, Keady & Grant (1995), identified eight chronological phases of care[footnoteRef:26]: 1) anticipatory care[footnoteRef:27] – occurs before other forms of care are needed; 2) preventive care – monitoring at a distance such as subtle checks to see if a medication regime or diet is being followed without necessarily making the cared for person aware); 3) supervisory care – direct monitoring of care and interventions; 4) instrumental care – helping with ADLs and/or IADLs[footnoteRef:28]; 5) protective care – this is care which seeks to protect the cared-for person from the knowledge of their increasing dependency and maximise the extent to which the older person perceives themselves as independent in the short term so as to maintain their self-esteem and self-worth; 6) preservative care – care efforts directed at preserving the cared-for person's sense of self, belonging, dignity, hope and control in the long term even in the face of increasing physical and/or mental decline[footnoteRef:29]; 7) (re)constructive care – actively helping the cared-for person develop new and valued roles; and, 8) reciprocal care – refers to the diffuse and subtle reciprocity that occurs in the majority of caregiving relationships at the financial, material and psychological levels[footnoteRef:30]. Nolan, Keady & Grant suggested that these phases and types of care “can be thought of as forming a continuum on the basis of their actual usefulness, ranging from facilitative interventions, through contributory interventions and inhibitory interventions to obstructive intervention.” (Nolan, Keady & Grant 1995, p. 260). They were also careful to note that these phases, in particular anticipatory care, may be more iterative than linear. These phases of care are relevant to discussions on care management and coping strategies.  [26:  This framework is an extension of a typology developed by Bowers (1987) which emphasised the invisible nature of many care activities and the need to differentiate the purpose of care from the care task.]  [27:  Unlike Bower’s initial conceptualisation, Nolan and colleagues viewed anticipatory care as extending throughout the caregiving history, rather than being limited to the early stages of caregiving (Nolan, Keady & Grant 1995). They qualified this further, by identifying two distinct types of anticipatory care: 1) speculative anticipation – occurs when the carer has little or no information/knowledge on which to base his/her judgement which results in the carer either to over-anticipating or under-anticipating possible future demands; and, 2) informed anticipation – occurs when the carer has access to adequate knowledge to aid the identification of likely future needs and allows for a more balanced perspective to emerge than when information/knowledge is lacking (Nolan, Keady & Grant 1995).]  [28:  Nolan et al (1995) retained Bower’s original conceptualisation of preventive, supervisory care and instrumental care.]  [29:  Unlike Bower who replaced protective care with preservative care, Nolan et al decided to include these two types of care in their typology but used time as the distinguishing characteristic. ]  [30:  Reconstructive and reciprocal care are two new categories of care that Nolan and colleagues added to those initially provided by Bower. ] 


Unusual Character of Support

A widely accepted way of distinguishing family care from other normative forms of assistance is that provided by Walker and colleagues (1995) who characterised family care as, help that goes beyond the usual support provided by persons in a kinship relationship by virtue of the frequency and intensity of care (Barrett, Hale & Butler 2014). However, it is not always easy for research participants to identify whether care is usual or unusual, especially if the carer has provided assistance in various forms over a period time or, in instances where there is a gradual increase in the care needs of an older relative. As Nolan, Keady and Grant observed, “[o]ne of the conceptual problems about defining care is that it is both a part of and an extension of a range of supportive behaviours between individuals.” (Nolan, Keady & Grant 1995, p. 257).

In an effort to resolve these issues, some researchers chose to operationalise care by using health or other criteria that point to the exceptional nature of the care provided (Masuy 2012). However, this too is problematic as care is not only based on physical or medically defined needs, but also involves attending to the psychosocial needs of the cared-for (Nolan, Keady & Grant 1995).  


[bookmark: _Toc40436473]2.3.2     Challenges and Concerns in Defining Care

While these three approaches to defining care do help to make visible some of its key attributes, they do not fully resolve some of the problematic issues associated with this concept. The taken-for-granted nature of family care makes it particularly difficult to identify caregivers and their functions, especially in developing country contexts. In T&T, for example, family caregivers of older persons rarely identify themselves as a ‘carer’ or ‘caregiver’ as is done in some MDCs where legislation and special benefits exist for this social group. The OECD (2011, p. 87) recognised this variation in the visibility and use of care terminology across nations and noted that:
 
There is a lack of comprehensive or comparable international evidence on carers. The definition and measurement of unpaid care presents significant challenges, especially in a study, which attempts to make international comparisons. Many carers do not see themselves as such and, even if questioned, would not declare that they were carers. Society’s attitudes towards family responsibilities and the availability of services to support both carers and people with health limitations vary widely across countries, influencing the pattern and declaration of informal caring.

O’Connor (2006) expressed similar sentiments in her study entitled Self-identifying as a caregiver: Exploring the positioning process. Her review of the literature highlighted the various ways in which researchers have sought to identify who is a family caregiver, and the challenges they experienced in so doing. The main criteria adapted, to varying degrees, in most studies included:  co-residency, amount of time or level of activity involved in attending to the cared-for person, the location of the care recipient, and utilisation of caregiver services. However, uptake of services was found in several studies to be incongruent with the conduct of actual care tasks. Of particular note was the Caregiver Identification study (AARP 2001) which provided family members with two ways of identifying themselves as caregivers. Participants were asked to indicate whether they had been a caregiver in the past year. They were also asked if they performed certain tasks. Interestingly, although 44% of the respondents performed tasks that would objectively identify them as caregivers, only one third of those respondents self-identified as caregivers. 

For her own study, O’Connor applied a conceptual framework, which distinguished a social position from a role. Unlike a role, which is relatively more static, ritualistic and formal, a position is dynamic and rapidly renegotiated in social interaction. Furthermore, a key postulate of positioning theory is that people are positioned relative to someone else, and the situation may look far more ‘designed’ by those who benefit from the positioning. O’Connor’s study revealed that caregivers struggle between two competing conceptualisations of themselves i.e. as a caregiver and their relational position as a family member such as a wife, daughter, son or husband. The results of her qualitative investigation underscored the importance of recognising the interactional and dynamic nature of positioning of the family member as a caregiver to ensure that both members of the caring dyad remain visible.

Ghosh, Capistrant and Friedemann-Sãnchez (2017, p. 28) in their review of the family care literature and its applicability to Indian society noted a similar challenge: 

 [T]he definition of a ‘dependent’ elder is even more ambiguous than it already is in the West. Elderly recipients of care may not necessarily consider themselves as dependents, but ‘receivers’, who hold legitimate right over the received care because of their prior contribution towards the child and the family (Lamb 2005). On the flip side, caregivers may not consider themselves ‘caregivers’, but simply as fulfilling a kinship role of reciprocity by providing material, financial, physical and emotional support … to an extent that it is less common in the Western context.

They explained further that in lower to middle income countries (LMICs), care has a broader connotation than assistance with ADLs and IADLs or other health-specific activities. To limit care to health-related tasks and not include other aspects such as keeping an older family member’s company or watching out for them would underestimate the full scope of caregiver’s duties. 

The definition of the term ‘care’ is further complicated by its transitory and dynamic nature in practice[footnoteRef:31], its diverse conceptualisations across human science disciplines, and the difficulty in translating the term into a suitable equivalent in some languages (Daly & Lewis 2000; Masuy 2011; Reinhard et al. 2008a). Distinguishing between ‘caring about someone’ (having caring feelings) and ‘caring for someone’ (carrying out care work) is one of many areas in which researchers have sought to achieve clarity and consistency (Thomas 1993). Care at the micro-level of reality (which is generally associated with practical activities and emotional care support provided by family caregivers in the private/domestic sphere), and, the macro-level of care (which focuses on larger structural questions about what should be done by institutions, people and practices to accomplish practical care tasks) is also an important consideration when defining the term (Daly & Lewis 2000; Tronto 2013 cited in de São José 2016).  [31:  Care needs may switch from acute to chronic and vice versa at intermittent periods that span many years. Similarly, the role of family caregivers may alternate from primary caregiver to that of secondary caregiver at various points along the care trajectory given changing circumstances (Masuy 2011).] 


This complexity is further compounded by the interchangeable use of the terms ‘family care’ and ‘informal care’ by some researchers. Graham (1999), for example, identified informal care as non-institutional, unpaid care provided through the bonds of kinship for individuals with a long-term need for help and support. However, while there are many similarities in how these terms are defined and applied, it has been argued by some scholars that the latter expression reduces the significance of a pre-existing familial bond. Subsuming family caregivers under the heading ‘informal care’, it is claimed, camouflages a key distinction between family and volunteer caregivers i.e. that non-family caregivers tend to exercise more choice in their decision to become caregivers, and usually provide care support on a more intermittent basis when compared to the relatives of older persons (Friedemann-Sãnchez & Griffin 2011). 

[bookmark: _Toc505015374]One way to resolve this, might be to use the approach employed by Froggatt who defined informal caregiving as “care given by friends, family and neighbours without payment” but also distinguished family carers from informal carers by noting that the term family carer “will be used to denote those doing unpaid family care” (Froggatt 1990, p. 4).  However, at the same time, this definition limits family care to unpaid work, when in practice, some family carers might receive some form of financial remuneration for the support they provide to a relative. These and other challenges in conceptualising care are developed further in the ensuing sections of this chapter. The remainder of this section explores the following subthemes: dependency and care; geopolitical variations in definitions of care; feminist conceptualisations of care; identifying caregivers; transnational care; and, caregiving over the lifespan. It concludes by reviewing various attempts at developing a comprehensive definition of care. 

Dependency and Care

Early definitions of family care were generally skewed to a dependency orientation where care was conceptualised as a unidirectional relationship whereby “an active and independent caregiver provides care to a passive, dependent and burdensome care recipient.” (de São José 2016, p. 60). Consequently, most of the studies conducted during that time, focused on the impact of care on the caregiver, with little attention to the experiences and viewpoints of older care recipients. There was also a tendency to exclude self-care practices as care was predominantly seen as support provided by others. 

In the mid-1990s, the Disability Movement provided a strong critique of the care literature, which they deemed as oppressive and objectifying. Disability scholars redirected the research agenda to care recipients, and promoted research concepts and empirical studies on independence rather than dependence of people receiving care (Kroger 2009). The reciprocal nature of care, whereby frail older persons assist their family and friends who care for them, whether it be financially or through in-kind assistance, has received some attention in more recent times. Nolan, Keady & Grant (1995) were strong advocates of this. They critiqued Bowers typology of care for excluding this feature, and reformulated the typology so that the recipient of care was not depicted as a passive member of the care relationship. They acknowledged that the cared-for person might have a relatively limited role to play in various aspects of decision making, but deemed it untenable to propose that they have no input in the care experience whatsoever, or are not providers of care themselves. Tronto, Finch and other feminist researchers also underscored this point as part of their critique of the false dichotomisation of care.  

[bookmark: _Toc505015375]Geopolitical Differences in Conceptualising Care

Discontinuities in definitions of care were also reflective of differences in the welfare state models and ideologies of different regions. In Scandinavian countries, care is generally seen as an inherent duty of the state and not just a safety net that is offered when familial and community care fails. In the UK, the USA, and the Global South, the state’s approach to care provision evolved quite differently (Raghuram 2016). It follows that studies on care in the UK and USA initially focused on the private domain of care, while Scandinavian researchers privileged the public domain and formal care workers. Researchers in Scandinavian countries only began to focus on family caregivers in the 1990s. Also, North American researchers favoured the use of stress-process theories such as that developed by Pearlin (1990), whilst British and Scandinavian researchers had a penchant for feminist theories and gender. It follows that the definitions of family care used by researchers in each region reflected these differences (de São José 2016; Thomas 1993). Conceptualisations of care must continue to acknowledge such cultural variations. 
[bookmark: _Toc505015376]


Feminist Critique & Contributions

Feminists have made significant contributions to the study of family care and to deconstructing it from the effects of patriarchy and other gender-biased notions. Authors writing from a feminist perspective were among the first to call attention to family caregiving, the disproportionate representation of women in caregiving roles and the historical undervaluing of the contributions of family carers that is tied to a prevailing ideology of patriarchy in private and public domains. Janet Finch and Jennifer Mason are known for their significant contributions to research on family care. Based on her study of families in England, Finch (1989 cited in Baldassar 2007) identified five (5) types of caregiving exchange or ‘mutual support’: 1) economic (financial support); 2) accommodation; 3) personal (intimate or hands-on care); 4) practical (e.g. assistance with household chores and childcare); and 5) emotional and moral.  

Another feminist conceptualisation of care is that of ‘attentive love’. This concept was first introduced by Ruddick (1989 cited in Singer et al. 2009) to explain the conflicting requirements of maternal childcare, and was eventually applied to studies on the relationship between adult daughters and their mothers. In the context of child rearing, attentive love involves three demands that are often in conflict: 1) the need to protect and preserve the life of the child; 2) the need for nurturance to foster competence and independence over time; and, 3) the need ensure that the child is socialised in keeping with the surrounding culture so that he/she can be a productive contributor to society. These principles are transferrable to elder care situations. The desire to protect and preserve whilst ensuring independence is also reflected in Nolan, Keady & Grant’s (1995) typology of care mentioned earlier. McGraw and Walker (2004) applied Ruddick’s concept in their study of mother and adult daughter care relationships. Their findings are discussed in the chapter on coping and care management below. 

A major contribution to the caregiving discourse is the Ethics of Care Framework (EOCF) introduced by Tronto (1991 & 1993) and Fisher (1991), and later developed by other feminist researchers such as Sevenhuijsen (1998) and Marian Barnes (2006 cited in de São José, 2016). Fisher and Tronto (1990, p. 40) broadly defined caring as: 

 [A] species activity that includes everything that we do to maintain, continue, and repair our ‘world’ so that we can live in it as well as possible. That world includes our bodies, ourselves, and our environment, all of which we seek to interweave in a complex, life-sustaining web.

In so doing, they integrated the dispositional, relational and activity aspects of care and provided an alternative to the limited conceptualisation of the term as a rational economic activity performed by independent competitive people. The EOCF underscores the importance of political and moral implications of care at both the macro and micro levels of human interaction. Dependency was identified as occurring on both sides of the care relationship. It gives attention to the dynamic nature of caregiving and the power shifts that are continually occurring between the parties involved in care. In so doing, the EOCF helped to bring care recipients from the periphery and closer to the centre of the family care discourse.

Tronto (1993) identified four key phases of care which helped to further describe its ethical nature: 1) caring about (recognising unmet needs); 2) taking care of (assuming responsibility to meet care needs); 3) caregiving (undertaking concrete actions in order to meet the needs); and, 4) care-receiving (responding to the care received). She denoted ‘good care’ as being achieved once the four phases of care are realised with their concomitant ethical elements, namely: 1) attentiveness (being aware of unmet needs); 2) responsibility (being willing to respond and be responsible for meeting the needs); 3) competence (providing skilful, appropriate and successful care); and, 4) responsiveness (consideration of the position of others as they see it and recognition of the potential for abuse in care). These phases reflect the relational component of the framework, which emphasises interdependence in care relationships, and the values. They also help to explicate the paradoxical situation whereby some people (in particular men at that time) professed to ‘care about’, but rarely engaged in caregiving. This framework is consistent with the feminist position that expressing an intention to care falls short of being effective, if it is not fully acted upon to the point of care completion (Chanial 2012; Keller et al. 2003; Raghuram 2016; Sander-Staudt 2019).

In later publications, Tronto (2013) expanded her EOCF to consider the context of care. She used the following criteria to distinguish between care contexts: 1) purpose of care (e.g. promoting independence, alleviating physical pain); and, 2) power dynamics involved in the care relationship (identifying those with relatively more power in the care relationship) (de São José 2016). However, while it is a useful and popular approach to understanding care arrangements and processes, with particular attention to cultural variation and care beyond the family and domestic spheres, Tronto’s definition of care has been criticised for being too broad, as it includes nearly every human activity as care (Sander-Staudt 2019). Also, research and discussions on the ethics of care have centred primarily on the Global North (Raghuram 2016). Given this, Raghuram argued that “care ethics needs emplacing … this emplacement should extend beyond sites in the global North so that feminist theories of care can take account of the diversity of care practices globally.” (Raghuram 2016, p. 511).
[bookmark: _Toc505015380]
Another main criticism directed at the EOCF postulated by Tronto and others, is the concern that it promotes a false ‘slave’ morality that reaffirms subservient traits as virtues among oppressed people, in particular women. Arguably, this false morality is promoted which encourages persons to engage in care, even when it redounds to their own economic and political disadvantage. Other versions of care ethics have been described as essentialist, as they did not give attention to the variation among those involved in care given variables such as race, age and class, and as parochial, given an emphasis on proximate as opposed to distant relationships in the context of caregiving. In so doing, stereotypical views of care were reinforced, and the focus of care was restricted to a limited sphere of actors, which was not reflective of what obtained in reality (Sander-Staudt 2019).

Social, Formal and Informal Care

In a bid to promote care as being a central issue in welfare policies, Daly and Lewis presented their concept of social care, which they defined as “the activities and relations involved in meeting the physical and emotional requirements of dependent adults and children, and the normative, economic and social frameworks within which these are assigned and carried out.” (Daly & Lewis 2000, p. 285). Their conceptual framework provides both a micro and macro perspective on care and a political economy perspective that facilitates analysis of the “division of care labour, responsibility and costs between the family, the market, the state and the voluntary/community sectors.” (Daly & Lewis 2000, p. 286). 

With respect to distinctions made in the literature between formal and informal care support, some researchers hold the view that the term informal care incorrectly implies a lack of structure, consistency and efficiency in the care provided by family members (Bookman & Kimbrel 2011). Feminist researchers in particular, have consistently challenged this false dichotomisation (Ghosh, Capistrant & Friedemann-Sãnchez, 2017). Clare Ungerson (1990) and Hilary Graham (1991), for instance, were instrumental in highlighting the lack of authenticity in a popular conceptual practice whereby domestic care was limited to unpaid kin work, and emotional care as being solely within the purview of the family. Although they were able to extend the definition of care, they each had limits to their focus. Graham for example did not give sufficient attention to forms of care in the public domain and, despite the fact that Ungerson considered both paid and unpaid care in the public and domestic spheres, she focused primarily on dependent children as care recipients and did not direct her focus to dependent adults (Thomas 1993). In a bid to resolve these gaps in the literature, Thomas (1993, p. 665) attempted to develop a unified concept. She defined care as:

Both the paid and unpaid provision of support involving work activities and feeling states. It is provided mainly, but not exclusively, by women to both able-bodied and dependent adults and children in either the public or domestic spheres, and in a variety of institutional settings.

This definition reflects several trademarks of feminist discourse on caregiving such as, the need to view care as “not explicitly or only located in the feminine” (Raghuram 2016, p. 515) and not limited to the private sphere (Ghosh, Capistrant & Friedemann-Sãnchez 2017). Although Thomas made a valiant attempt at defining the concept, her definition did not address key aspects of care such as caregiving tasks (de São José 2016). Other major contributions made by feminists to the caregiving discourse include inter alia: recognising and naming caregiving (whether paid or unpaid) as work, highlighting the negative effects of the devaluation of women’s care work over the life course, and identifying care as a societal responsibility rather than solely the responsibility of the individual or family unit (Ghosh, Capistrant & Friedemann-Sãnchez 2017; Hughes 2002). 

Porter et al. (2004) addressed some of these concerns about the dichotomisation of caregivers into formal and informal helpers by identifying helper types, which are characterised by the nature of the help they provide and their compensation arrangements. Based on their qualitative interviews with 25 older women aged 80-94 years, the following categories of informal caregivers were identified: 1) regular helpers; 2) on-call helpers; 3) can-will doers; and, 4) mainstays. Regular helpers willingly performed prearranged and recurring care tasks. They arrived and left at specific times. On-call helpers were available as needed: the cared-for person initiated their help. These helpers assisted with transportation on an irregular basis or with new problems or an emergency.  The ‘can-will doer’ was described as a helper that is flexible and trustworthy. Their assistance was often spontaneous and of their own volition, or, initiated by the older person. They provided assistance with a responsibility that was too difficult or impossible for the older person to undertake herself. Mainstay helpers were versatile, consistent, and ‘eminently trustworthy’. They had multiple responsibilities and their involvement was systematic in pattern and type, but not necessarily frequent. This typology is one means of depicting the complex and diverse nature of caregiving relationships.

[bookmark: _Toc505015382]A growing body of research highlights the significant support provided by family caregivers in activities that require significant skill and consistency, such as the performance of medically related tasks, managing care support from medical and social agencies, and monitoring the financial and legal affairs of elderly relatives (Bookman & Kimbrel 2011). Assistance with IADLs is now widely accepted in the literature as falling within the purview of family care, in addition to support with ADLs. However, the ADL and IADL classificatory schemes do not adequately address the emotional support provided in care relationships (Reinhard et al. 2008). It has also been found that the nuclear family is more flexible in the number of caregiving hours and activities than other care providers (Masuy 2011). Thus, the terminology used to describe family care must be indicative of these varied elements. 

Identifying Caregivers

Various approaches have been used to distinguish between different types of caregivers. Many studies make a simple distinction between primary and secondary caregivers. The primary carer usually has major responsibility for the older person, and/or provides the majority of care (Dilworth-Anderson et al. 2004; Gupta, Rowe & Pillai 2009). Secondary caregivers are the other individuals who also assist the older care recipient, but without having the principal responsibility for caregiving (Simms-Gould & Martin-Matthews 2007).

[bookmark: _Toc505015383]However, some have argued that this bi-dimensional approach does not satisfactorily represent the diverse ways in which family members provide care or changing care requirements.  Care needs may switch from acute to chronic and vice versa, at intermittent periods that span many years. Similarly, the role of family caregivers may alternate from primary caregiver to that of secondary caregiver at various points along the care trajectory, given changing circumstances (Masuy 2011). Thus, the categories used to distinguish between caregivers should depict this variability. Matthews and Rosner (1988) provide an example of this. They identified five types of care involvement based on their study of adult daughters i.e. that the care provided might take the form of routine help (care is part of the routine of the adult child), backup help (when the adult child does not provide regular care but can be called upon if needed, circumscribed help (if the child is able to provide a very specific type of support such as medical advice, sporadic help (when the child provides support at his own convenience) and disassociation (when the child is not involved in parental care even if a need for it has been identified).

Transnational Care

In more recent times, family care researchers have directed their attention towards the globalisation of care relationships. Although most of these studies focused on migrant mothers and child workers who moved from less economically developed countries (LEDCs) of the Global South, to work in MEDCs of the Global North, the findings that have emerged from these studies must also be considered when discussing the impact of migration on family elder care. 

Arlie Hochschild has made an indelible contribution to the study of migration and care. The term ‘care drain’ was coined by Hochschild in 2002 to describe women's labour migration as a loss to their country of origin (Dumitru 2014).  Hochschild also introduced the concept of the ‘Global Care Chain’ (GCC) which she defined as “a series of personal links between people across the globe based on the paid or unpaid work of caring” (Hochschild 2000, p. 131 cited in Winters 2014, p. 148). According to Hochschild (2000, p. 136 cited in Vaittinen 2014, p. 193): 

[bookmark: _Hlk27752333][T]he chains often connect three sets of care-takers — one cares for the migrant's children back home, a second cares for the children of the woman who cares for the migrant's children, and a third, the migrating mother herself, cares for the children of professionals in the First World.

This chain is viewed as extracting physical and emotional labour upwards to the Global North, where the Western child (or care recipient) receives ‘surplus love’ while those in the family network of the migrant worker that are at the Southern end are deprived of the concrete physical presence of their mothers (and in the case of elder care work, daughters). Hochschild also views the GCC as incorporating labour which, at each stage ‘downwards’ in Global South countries, results in a decrease in remuneration of the care worker further down the chain. However, despite the fact that Hochschild’s concepts remain an influential way of describing migration, in particular that of female caregivers, this term has not received unconditional acceptance.

Yeates (2009), for example, viewed Hochschild’s depiction of migrant care workers as simplistic, and decried the exclusive focus on childcare. Both Dumitru and Yeates argued that this biased view of migrant care reinforces patriarchy, which has contributed to female caregivers being treated as second-class citizens. Furthermore, even before Hochschild’s contributions to the discourse on migrant care, concerns were expressed about how care importation helped to maintain the status quo, whereby the state was not pressured to provide services and policy solutions, which would ease the burden of care on women, and facilitate the increased participation of men in domestic work (Vaittinen 2014). 

[bookmark: _Toc505015384]Kofman and Raghuram (2012) are of the view that a major limitation of the research and discussion about migrant care work is that it focuses primarily on certain groups of countries in the Global North and South, and has not explored more diverse migration patterns that occur within Southern countries, in particular those that are middle-income. Their investigation of middle-income countries such as Argentina and South Africa revealed that most of the movement of migrant workers is South-South, and only a minority moved outside the region of their country of origin. This is especially the case for emigrants from low-income countries: those from middle-income countries were more likely to migrate to an MEDC in the North (Kofman & Raghuram 2012). These findings are useful for an examination of migration in the Caribbean region, which consists primarily of middle-income countries and where the contributions of the diaspora in providing financial and other assistance to their relatives, have been identified as an important source of support. 

Caregiving and the Life Course

[bookmark: _Toc505015385]The life course perspective provides a framework for understanding the dynamic patterns of social support in later life and the divergent expectations of caregivers and care recipients given their respective social and cultural milieu (Hareven 1994). This perspective considers the context of other societal institutions and structures (such as gender roles and health and social services for older people), the interrelatedness of caregiving and work, and the interdependence of the life courses of successive generations (Miller 1997). Thus, an individual’s availability and willingness to care, as well as their experience of family care may be affected by: a) individual timing of ‘life transitions’ such as the entry into and exit from different family, work, and community roles; b) the synchronisation of individual life transitions and collective ‘family transitions’ which is linked to the practice of juggling multiple roles over the life course that might result in tensions and conflicts, especially when individual goals are at odds with the needs of the family as a collective unit; c) the duration or length of time an individual spends in a particular state such as caregiving; and, d) the accumulative impact of earlier life events on subsequent ones whereby events experienced earlier in life may continue to influence an individual’s or a family’s life span. On this latter point, the concepts ‘on time’ events as opposed to ‘off time’ (those that occur too early or too late according to the ‘norms of timing’) are linked to this dimension (Ghosh, Capistrant & Friedemann-Sãnchez 2017; Schiamberg & Gans 2000). Thus, caring for an older parent is likely to be altered by earlier caregiving and nurturing experiences, prior relationship with one's parents, additional roles that the caregivers may hold in their life courses, such as employment or parenting, and by the changes and events in the larger society such as labour laws and regulations which facilitate or hinder care practices (Miller 1997). 

[bookmark: _Toc40436474]2.3.3     Towards a Comprehensive Definition of Care

The preceding discussion highlighted positive developments in the discourse on family care. Despite the fact that all the bugbears have not been exorcised from the literature, the advancements made in defining this concept must be acknowledged. One of the main challenges of early conceptualisations of family care was their lack of ‘depth’, so much so that they did not reflect the complexity that is an enduring characteristic of this concept[footnoteRef:32]. However, in recent times, several social scientists have sought to weave together the various contributions that provided snapshots of this concept, and create a comprehensive definition of caregiving.  [32:  ‘Depth’ is one the eight desiderata highlighted by Gerring (1999, p. 367) that qualifies a concept as adequate. The others are: familiarity; resonance; parsimony; coherence; differentiation; theoretical utility; and, field utility. ] 


Thomas (1993 cited in Hughes 2002) for example outlined seven (7) key variables that affect the different ways in which care is conceptualised. These are the: 1) social identity of the carer; 2) social identity of the care recipient; 3) inter-personal relationships between the carer and the care recipient; 4) nature of care; 5) social domain within which the caring relationship is located; 6) economic character of the care relationship; and, 7) institutional setting in which care is delivered. However, she cautioned against inflexible definitions of care that do not represent the dynamic nature of caregiving processes and practices (Thomas 1993, p. 649 cited in Hughes 2002, p. 106): 

The meaning of care is usually taken as given and often presented as comprehensive in its coverage of caring activity, when in fact the concepts of care employed are partial representations, or segments, of the totality of caring. Definitions of care are constructed such that boundaries are differentially drawn around what constitutes care, with the effect of excluding or including sets of social relations in definitions of caring relationships. In particular, concepts of care tend to be presented as generic when they are actually specific to, and within, either the private or the public domain.

José de São José (2016, p. 68) identified fourteen (14) dimensions of care (see Appendix 3 below) and defined caregiving as: 

[B]oth a disposition and an activity, materialised in a process involving at least one caregiver and one care recipient, both having their own social identities. Care is intrinsically relational, as it is an action oriented to the other, usually with the ultimate purpose of promoting his/her well-being. The care relationship is based on interconnectedness and interdependence, can be anchored in kinship and/or other kinds of social relations, can take place in the State domain and/or other social domains and in different locations or settings. Care can be founded in love, duty or other rationales and, as an activity, may include different kinds of tasks, which are carried out under certain working conditions and by using a certain approach.

In addition to depth, De São José’s definition of care appears to meet several of Gerring’s criteria for concept formation including differentiation and theoretical utility. Nonetheless, it is unwieldy and breaches the parsimony criterion. As Gerring argued, “[g]ood concepts do not have endless definitions. It should be possible to say what it is one is talking about without listing a half-dozen attributes.” (Gerring 1999, p. 131).

Nonetheless, de São José’s attempt to provide a definition of such a complex and multi-dimensional concept is applaudable since it helps to make more visible, the various facets of care which are necessary for advancing research in this area. He is careful to note that other components may exist that were not identified in his taxonomy, and that new dimensions might actually emerge. In so doing, he avoided the error of espousing universalisms, which has been the bane of sociological theorising in this field of study. 

[bookmark: _Toc506696597][bookmark: _Toc40436475]2.4 FAMILY CARE POLICY PERSPECTIVES 

In their book entitled Contemporary Grandparenting: Changing Family Relationships in Global Contexts, Arber and Timonen (2012)  noted that responsibilities towards family members in general, and older people in particular, are shaped by cultural expectations, laws and social policy in most societies. With respect to family care for older persons, key policy issues include whether or not the objective of family care policies should be to mandate or encourage family members to provide elder care themselves, or to support families in providing care and in so doing, minimise excessive burden. Related considerations include whether the focus should be on deterring or postponing institutionalisation by motivating family members to provide informal care or, if it is an acceptable policy goal to provide or enable family members to purchase paid home care that they would not otherwise be able to afford (Doty 1986). Each of these policy options is underpinned by different sets of values and beliefs about what caregivers require in order to sustain long-term care-giving. 

[bookmark: _Toc40436476]2.4.1     Emergence of Elder Care Policy

Social support to older persons as a right-based policy approach by governments is generally ascribed to the development of the welfare state in Western societies, in the period immediately following World War II. Although provisions by States to older persons occurred prior to this period, these were mainly residualist in nature. Only about half of the population in Western Europe received any social welfare support in old age in the mid-1930s (Phillipson 1998). In the UK, State support was limited to a few beneficiaries who were means-tested, stigmatised and treated as second-class citizens. The philosophy of the Elizabethan Poor Laws formed the basis of these less than generous provisions. Caribbean territories like T&T inherited welfare provisions similar to those of the UK. 

In the two decades following the World Wars, social security systems in more developed countries were expanded to provide a wider array of support to older people. This policy decision was based on principles of intergenerational solidarity, social rights and citizenship. It was also reflective of the principles espoused within the United Nation’s Universal Declaration of Human Rights (1948) which promoted adequate health and wellbeing in old age (Estes & Phillipson 2012; Phillipson 1998). Most industrialised societies developed mass institutions to address the health and social care needs of older people between 1945 and the late 1970s, which were predicated on a moral purpose for the provision of welfare and societal progress (Estes & Phillipson 2012). However, with the rise of neoliberal politics and a more aggressive form of capitalism, these provisions became increasingly privatised from the 1980s (Estes 2002; Estes & Phillipson 2012). It was around this time that concerns were expressed about whether or not providing services to older people would result in family caregivers relinquishing their care support (Dykstra 2014). 

The Substitution vs. Complementarity Debate

The two main viewpoints on the response of family members to increased formal care are encapsulated in the substitution (crowding-out) and complementarity (crowding-in) hypotheses. The substitution hypothesis predicts that the increased provision of formal care such as public pensions and services, weakens and eventually replaces (crowds-out) pre-existing informal care. However, most research has disproved the ‘myth of abandonment’ associated with the substitution thesis (Doty 1986). Instead, the evidence for the most part supports the complementarity thesis, which predicts that families use formal services to supplement rather than abrogate caregiving to older relatives (Arber & Timonen 2012; Barrett, Hale & Butler 2014; Birren et al. 2007; Doty 1986; Masuy 2011; Merrill 1997; Reil-Held 2005). 

Daatland & Lowenstein (2005) found from the OASIS data on Norway, England, Germany, Spain, and Israel, that the welfare state had not crowded out the family in elder care, but allowed for more independence to be achieved by both family carers and older care recipients. The findings consistently supported the complementarity hypothesis even though the countries studied represented different welfare state regimes i.e. social democratic Norway, liberalist England, conservative (corporatist) Germany, conservative (southern) Spain, and the mixed welfare regime in Israel. Künemund and Rein’s (1999) study of Germany and the UK also concluded that their findings did not support the crowding-out hypothesis. However, a smaller proportion of studies revealed mixed results. Reil-Held (2005), for example, found that in Germany’s mature welfare state there were traces of the crowding-out hypothesis but that crowding-in occurred at the same time. Crowding-out was evident among poorer Germans who received less informal financial support once the state provided financial help. Thus, different types of degrees of complementarity may exist (Arber & Timonen 2012). For the most part, the data from various countries support the complementarity hypothesis. 

Despite these findings, since the 1980s, policy analysts have observed an increase in the rationing of health and social care services for older people and family caregivers in more developed countries like the USA and the UK. International organisations like the World Bank and liberal governments have challenged the role of the state in the provision of these services, and promoted their increased privatisation as a means of resolving the inefficiencies in government-run programs (Estes & Phillipson 2002). However, many gerontologists, sociologists and policy analysts are opposed to this neoliberal agenda, and see it as a form of discrimination, given its tendency to create social exclusion among the less privileged class of older people, and widen the care gap (Simms 2003). 

Policy analysts have also expressed concern about the policy drift associated with family care legislation. Policy drift occurs when institutions and policies are deliberately maintained despite their increasing redundancy relative to changing demographic, economic and technological conditions (Rocco 2017). In a recent study by Rocco (2017) aimed at identifying the factors contributing to policy drift with regards to support for informal caregivers, he found that legislative success was more likely with smaller discretionary programs (e.g. legislative updates to the Older Americans Act and the Public Health Service Act). However, the more substantial changes required to ensure that informal caregivers were adequately remunerated for unpaid work, has been on the legislative agenda for several decades but without any success. Partisan polarisation (lack of consensus between parties), costs for updating the legislation, automaticity (the ability of policy makers to use ‘automatic’ provisions that provide government with opportunities to make future shifts in policy when conditions change) and veto points, were some of the factors that mitigated the success of various legislative attempts to address this issue. 

[bookmark: _Toc40436477]2.4.2     Conceptualising Family (Care) Policy

Despite many years of State provision of family support, there is still no agreed-upon definition of what family policy is. It is, according to Daly and Borrell-Porta, “an ambiguous term and there is no common concept, neither in scientific work nor in politics.” (Daly & Borrell-Porta 2016, p. 1). Daly and Borrell-Porta (2016, p. 1) adopted the following state-oriented definition of family policy for their database on family policy developments in the UK from 1997 to 2016:

Family policy is defined as policies by which State provision affects the situation and role of the family as an economic and social institution, and/or well-being, relationships and roles of children and adults within families. 

Their definition is reflective of the considerable attention given to children’s welfare in government policies relative to that of older people. Lawson and colleagues (2001, p. 115) provided a more generic definition of family policy:

[A] coherent set of principles and practices that influence, and are influenced by, services, supports, and resources provided by families and helping professionals [that] calls attention to the roles and responsibilities of governments and their departments, agencies funded by governments, and nongovernmental organizations.

They go on to note that family policy includes the laws, policies, regulations, economic and direct service strategies, entitlements and rules that influence the day-to-day experiences of families, while at the same time shaping the practices of helping professionals. Although their definition does not give undue attention to a particular age group, and the range of policy forms that they identified are widely acknowledged in the literature, not all policies that address the needs of families are as coherent as Lawson and colleagues suggest.

Explicit vs. Implicit Policies

Kamerman and Khan (1978) distinguished between explicit (coherent) policies and implicit family policies. This classic conceptualisation is popular within academic discourse (Clasen 2005; Daly & Borrell-Porta 2016; Mätzke & Ostner 2011). Implicit policies refer to governmental actions and policies that are not specifically or primarily addressed to the family. However, these policies may have indirect effects on the situation of families and the well-being of the individuals who comprise them. Generally, countries that adopt this approach do not provide sufficient cash or care support to families, and policy measures are largely symbolic,  based on mere rhetoric, and lack coherence (Clasen 2005; Mätzke & Ostner 2011). For a long time the UK family policy was described as falling within this category, up until the first Labour government came into power in 1997. Labour governments spearheaded what some may describe as the most extensive family policy reform programme in Europe. However, those explicit policies largely focused on children and parents (Clasen 2005; Daly & Borrell-Porta 2016; Mätzke & Ostner 2011). On the other hand, Chinese elder care policy was described by Peng and Yeandle as “undeveloped, disjointed and unclear and so may be described as implicit.” (Peng & Yeandle 2017, p. 6). 

Explicit policies refer to specific policies and programmes which set out to achieve perspicuous goals regarding the family, or which deliberately do things to and for the family. Thus, intentionality is the main distinguishing characteristic of these two types of policies (Daly & Borrell-Porta 2016). While all countries may have implicit family policies in which the family is not specifically targeted but may be affected by policy directives, most jurisdictions tend to have more of one type of policy than the other, hence the appeal for this simple typology. This typology appears to be applicable to understanding the different approaches to eldercare policy in Europe and Asia. Peng and Yeandle (2016, p. 2) described eldercare policies in these two regions as ranging from:

a minimal response (implicitly assuming that family members will continue to provide care for frail elderly persons, either directly or indirectly by employing others to do this work), to more active strategic responses (for example, through new forms of support for family/friend carers, or alternatively trying to re-culture citizens with Confucian filial piety, as in the case of China), to explicit ‘out-sourcing’ and marketization of eldercare.

Family (Care) Policy Regimes

The distinction between explicit and implicit policy approaches is also linked to the concept of familialism which is used to describe different types of welfare (and by extension ‘care’) regimes. After publishing his seminal work in 1990 on the “three worlds of welfare capitalism”, Esping-Andersen (1999) developed on the concepts familialistic and de-familialising welfare regimes as a way of describing the social policy function of the family. He defined these types as follows (Esping-Andersen 1999, p. 51):

A familialistic system ... is one in which public policy assumes – indeed insists – that households must carry the principal responsibility for their members’ welfare. A de-familializing regime is one which seeks to unburden the household and diminish individuals’ welfare dependence on kinship. 

Thus, according to Esping-Andersen, the purpose of care familialisation is to make a family responsible for caring for older people and/or children[footnoteRef:33].  These concepts were derived from the work of feminists such as Jane Lewis’s (1992) conceptualisation of the male-breadwinner model and Ann Orloff’s (1993) ideas about gender equality and the need for people (in particular women) to be able to form independent autonomous households. However, Esping-Andersen was strongly criticised for limiting his typology to service provision and for a lack of sensitivity to the gendered nature of care. Furthermore, none of the welfare states could be unambiguously represented by the two types.  [33:  His empirical studies revealed that the welfare regimes of Southern European countries (and Japan) were described as having a familialistic orientation to welfare given their reliance on and active support of the family as the main source of care provision, while Nordic welfare regimes were considered to have more de-familialised welfare regimes that attempted to relieve the family from caring responsibilities by socializing or marketing the caring function of the family through public social services or market-driven care provision (Esping-Andersen 1999; Leitner 2003; Michoń 2008).] 


Leitner (2003) provided one of the more popular revisions of Esping-Andersen’s concepts. Using data on family policy from EU member states, she expanded Esping-Andersen’s concepts to four ideal types: 1) explicit familialism; 2) optional familialism; 3) implicit familialism; and 4) de-familialism (see Table 3 below). Explicit familialism is characterised by countries actively supporting the family in its caring functions (strong familialism, weak defamilialism). Optional familialism means that institutional structures allow the family to choose whether to provide care to its members on its own, or to get relieved by the State or market (strong familialism, strong de-familialism). Implicit familialism occurs when the family remains neither actively supported in its caring function nor given an option to be unburdened from caring responsibilities (weak familialism, weak de-familialism). De-familialism is characterised by a policy approach that reduces family responsibilities or dependencies by supporting the individualisation of social rights via state-based, market-based or voluntary/third sector interventions. Thus, family carers are (partly) unburdened but the family’s right to care is not honoured (i.e. weak familialism) in that the family is not actively supported by the state in its caring function (Leitner 2003). In the post-world war period, the governments of Norway, Denmark, Sweden and the Netherlands primarily employed a de-familialisation elder care strategy. However, in more recent times, Sweden and the Netherlands have re-calibrated their strategy to include an increased emphasis on family responsibility given the challenges of formal care provision (Arber & Timonen 2012; Plaisier, Verbeek-Oudijk & de Klerk. 2017; Rodrigues, Huber & Lamura 2012; Sundström et al. 2008). 

[bookmark: _Toc40436602]Table 3: Combinations of Strong/Weak Familialisation and De-Familialisation[footnoteRef:34] [34:  Source: Leitner (2003, p. 358).] 


	Familialisation
	
	De-familialisation

	
	
	Strong
	Weak

	Strong
	
	Optional-familalism
	Explicit familalism

	Weak
	
	De-familalism
	Implicit familalism



Saraceno and Keck (2010) developed on the work of Leitner (2003) and also identified four different types of policy regimes for families along the familialism/de-familialisation continuum: 1) familialism by default; 2) supported familialism; 3) de-familialisation; and 4) a ‘rare’ situation in which policy supports both familialism and de-familialisation i.e. optional familialism. Familialism by default or “unsupported familialism” refers to situations where there are neither publicly provided alternatives to, nor financial support for family care. This dimension can be implicit, but also explicit. Supported familialism is evidenced by policies that support specific family members in maintaining their care responsibilities, usually through financial transfers such as taxation and paid leave. They adopted Leitner’s (2003) conceptualisation of the de-familialisation concept. 

Leitner’s (2003) and Saraceno and Keck’s (2010) empirical application of the aforementioned framework to a study of care policies of European countries, revealed that, as with Esping-Andersen’s clusters, Scandinavian countries were familialistic (optional familialism). The conservative countries (Austria, Belgium, France, Germany and Luxembourg) showed explicit familialism while the Southern European nations had policies that were more consistent with implicit familialism. Filial obligation norms usually received strong support in familialistic welfare States (Arber & Timonen 2012). They also observed that some countries displayed different types of familialism. Italy for example had childcare policies that were consistent with explicit familialism but elder care policies that were implicit. The reverse was true for the Netherlands. Belgium and France had optional familalism for child care but explicit familialism for eldercare. Ireland and the UK displayed de-familialism in child care and explicit familialism in eldercare. Norway was characterised by de-familialisation in elder care but a mix of optional and supported familalism for children. 

Leitner also elaborated on how the varieties of familialism may differ according to the dimension of gender (in)equality. She distinguished between a gendered model of familialism which is connected to the male breadwinner/female homemaker ideology, and a de-gendered model of familialism which enables gender equality in family care. She observed that many familialistic care policies regulated gender relations by automatically enforcing traditional gender roles as a key feature of their strategy, to maintain and strengthen the family’s caring function. Such policies strengthened the caring role of women, and reinforced the gendered division of family care. However, she opined that familialistic policies did not have to maintain these gendered positions. Rather, a gendered or de-gendered variant of familial policies could be formulated, in which incentives could be incorporated into policies that promote equal terms for male and female members. Such approaches would be consistent with explicit and optional familialism.  

While Leitner’s expanded typology was primarily developed from the perspective of family caregivers, she acknowledged the importance of considering issues of dependence of care recipients within the original framework. More specifically, she argued that familialistic regimes, while obliging and enabling families to provide care, tended to enforce dependence on the family by those who need care. De-familialisation on the other hand, reduced the individual’s dependence in relation to the family. She proposed that her expanded typology could be used to describe and/or assess the: 1) intentions of care policies that are expressed by political parties or the government; 2) empirical effects of care policies on care arrangements; and, 3) structural implications of care policies.

Michoń (2008) developed further on Leitner’s and Esping-Andersen’s typologies. Rather than using the terms ‘implicit’ and ‘explicit familialisation’, he chose to replace these terms with the concepts of ‘negative’ and ‘positive familialisation’ respectively. The concept of negative familialisation was used to highlight the fact that some implicit policies took the form of providing no alternatives to families for family care, thus forcing families into a situation where they felt obligated to so do. Positive familialisation was used to describe policies that encouraged rather than forced families to care. Thus, the main distinction between negative and positive familialism was that the latter offered choice to families. He argued further that positive familialisation (also referred to as familisation) is distinct from defamilialisation. According to Michoń, “positive familisation is an option, and must be treated as an opportunity … which may eventually influence the level of care defamilisation.” (Michoń 2008, p. 36). From his empirical study of 22 European countries, Michoń concluded that “rich, developed democracies have been forced by a lack of alternatives into a process of transitioning from ‘negative’ care familisation to ‘positive’ care familisation.” (Michoń 2008, p. 35). He noted further that policies could be strongly (and positively) familialising and de-familialising at the same time. Like Leitner (2003), he observed that different types of welfare policies might apply to difference phases of the caring career in a particular country. 

Although the concepts of familalism, de-familialism and its derivatives have been popularly applied to policy studies on European and even Asian countries, with the exception of Latin American countries (e.g. González 2015; Vázquez-D’Elía 2014), these concepts have not been used in published policy analysis of welfare systems in the ESC. While it is beyond the scope of this paper to present a full analysis of the welfare regime of T&T, these concepts will be useful to facilitate the discussion on eldercare policy in this thesis. 

[bookmark: _Toc40436478]2.4.3     Gender and Family Care Policy

On the issue of gender equality, several researchers have argued that gender should be placed at the centre of policies on caregiving. Gupta, Rowe and Pillai (2009) from their study of family care provisions in India, recommended that programs to reduce perceived caregiver burden, should focus on issues of gender and not be limited to cultural factors alone, such as filial piety. They note also that gender-differentiated support groups for caregivers are an essential component of programs to reduce levels of role overload. 

From their examination of caregiving and policy in Britain, Denmark, and the Netherlands, Knijn and Kramer argued that, “modern welfare states have shaped needs and rights of caregivers and care receivers and have done so in ways that contribute to gender inequality in citizenship rights.” (Knijn & Kramer 1997, p. 328). They identified four dilemmas of welfare states associated with the gendered nature of care:  1) Care as public or private responsibility – the key issue here is not whether the State has to take public responsibility for care neither whether the State has to guarantee citizens the right to give or receive care, but what are the costs, assumptions and conditions for giving and receiving care; 2) Care as paid or unpaid work – the main consideration is “not whether care should be paid for, but how it is paid and what are the consequences for caregivers and care receivers”; 3) Care as a form of dependence or independence – care is often associated with dependence even though all persons are dependent on others. Interdependence as a reality of life is often ignored in the discourse on care; and, 4) Care as the right of caregivers or care recipients – the main themes for consideration are “the citizenship right to time for care and the right to professional care.” (Knijn & Kramer 1997, p. 349-354). They contend that it is necessary to de-gender caregiving, and revalue care if family policy is to adequately respond to the highs and lows of national economic performance.  

Gender is strongly implicated in the poor remuneration of care work. England (2005, p. 381) presented five (5) theoretical frameworks to help explain this perplexing scenario: 1) The Devaluation framework – “emphasizes that cultural biases limit both wages and State support for care work” since it is associated with women, “and often women of colour”; 2) The Public good framework – conceptualises care-work as providing considerable indirect benefits to persons other than the care recipients, in addition to the direct benefits received by the care recipients. Proponents of this framework suggest that “low pay for care-work is a special case of the failure of markets to reward public goods”; 3) The Prisoner of love framework – “emphasizes altruistic motivations for and intrinsic rewards of care work and that these may lead care workers to accept low pay”; 4) The Commodification of emotion framework – is based on the idea that “the provision of care through markets may harm those who do the work” since they may experience emotional harm when “selling” services that use an intimate part of themselves; and, 5) The Love and money framework – rejects the view that markets are dualistic through the promoting of informal care by family and community members, and the provision of social services by non-state agencies because of the “free hands” selfish intentions. This framework also rejects the view that low pay results when altruistic rewards can be gained and denies that care-work is inherently more alienating than other work. Rather, this framework purports that money for care does not necessarily reduce altruistic intentions. Thus, this perspective focuses on achieving desirable results in care work through the use of love and money, rather than assuming that the world is divided into two opposite systems.

[bookmark: _Toc40436479]2.4.4     Sociological Approaches to Family Policy

Critical social gerontology can be used to describe a broad spectrum of theoretical interests that focus primarily on the ideological and social constructions and conceptualisations of ageing. The main theoretical orientations associated with this perspective are critical theory, political economy, and social phenomenology. These three very different orientations to the study of ageing, share in common, an aversion to classical gerontological approaches which were based on an idealised concept of natural science as the representative of ‘objective’ knowledge.  Research that emerged from this positivistic orientation led to the social construction of ageing as a medical problem and fuelled a pessimistic view of later life (Phillipson 1998). Critical gerontology presents an alternative view to this discourse. Its proponents called into question the gloomy assumptions and restrictive policy approaches on ageing, which were promoted by those who refused to acknowledge the subjective aspects of scientific research, and its links to the values, beliefs and personal interests of the researcher. Medical or biological definitions and understandings of ageing and family care were identified as insufficient for obtaining an accurate picture of the factors that impact on ageing and eldercare. The critical gerontological frameworks also challenged the reductionist view of ageing as an individual problem or private issue of dependency. Instead the problems of older people were reconstructed as public issues that are best understood as the result of social, economic and political factors (Simms 2003; Walker 1990), and “life course and society-wide interdependencies.” (Estes & Phillipson 2002, p. 292). 

Baars (2017) and Birren (2007) described the political economy approach as providing the most specific and integrated contribution to critical gerontology. This is not to say that political economy by itself can provide a complete conceptual basis for theorising ageing. However, from a policy perspective, its focus on structural issues as well as aspects of agency is worthy of consideration for this study. With respect to the role of the state and issues of family elder care, political economists generally adopt a conflict paradigm, and view the state as central to the understanding of old age, and the life chances of older men and women. The state has power to allocate and distribute scarce resources, mediate the different needs and demands of social groups from diverse gender, race, ethnic, class, and generational backgrounds, and ameliorate social conditions that negatively affect vulnerable individuals, hence their arguments (Birren 2007). 

[bookmark: _Toc506696600]A main critique of the political economy perspective is that it is overly deterministic and inordinately treats private troubles as direct distillations of public issues, without sufficient attention to individual agency. In so doing, the perspective ignores problems of meaning and interpretation in the everyday lives of older people. The social phenomenological branch of critical social gerontology counters this weakness with its focus on the social construction of the potential realities assigned to the ageing experience, which its proponents argue are organised according to prevailing stocks of knowledge. However, unlike the political economy and critical perspectives, the issue of power is never fully addressed by social phenomenologists. This is also a result of their lack of adequate consideration of structural influences. Increasingly, political economists have given attention to both macro and micro forces on ageing and its related issues (Baars et al. 2017). As Walker and Foster (2014) noted, how people negotiate and respond to ageing is not mechanically predetermined by their position in the social structure. However, they maintained that social structural issues such as social class, gender and race, income and health cannot be ignored, but must continue to remain at the centre of policy analysis on ageing and related issues such as family care for older people. 

[bookmark: _Toc40436480]2.4.5     Support Programmes

Since the dawn of the post-war welfare state, states have developed various interventions to help meet the needs of frail older people and their family caregivers. Several researchers and policy analysts have developed typologies and conducted studies on the range of initiatives that have been implemented. Here I present some of their findings which are relevant to the policy discussions of the current study. 

Types of Interventions

Kaufmann (1993 cited in Clasen 2005) distinguished between four types of family policy interventions: 1) legal; 2) ecological; 3) personal; and 4) economic. Legal interventions define the status of family members (e.g. marriage, divorce, parenthood). Ecological interventions provide infrastructural opportunities for families (e.g. housing). Personal interventions restore or improve the capacities of individuals (via health care, education, counselling etc.). Economic interventions affect the material situation of family households (e.g. taxation, benefits, and employment policies that target specific groups such as women). This is a useful way of categorising the different types of strategies that have been employed to help family caregivers and older care recipients, and is reflected in various other typologies. Brodsky (2011) for instance classified programmes according to their principal goals including: 1) financial; 2) information and referral; 3) case management; 4) development of skills, training and instruction; 5) counselling and emotional support; 6) respite care (enabling a time-out from caring); and 7) arrangements to do with employment and work. 
In a report prepared by Brodsky (2011) to provide a conceptual framework for strategic thinking on family elder care in Israel, she highlighted six key issues that family elder care policies should address. The first was the need to develop appropriate tools to assess the situation of informal caregivers such as their sense of burden. She recommended that these tools should be able to help identify at-risk groups and monitor the situation of caregivers over time. The second issue was identifying the type of support needs of informal family carers, including their need for information, counselling, skills, case management, social and emotional support, respite, and financial support. Priority should then be given to developing intervention programmes for the areas in which the greatest gap exists between needs and services. Thirdly, Brodsky emphasised the need for greater attention to dying and end-of-life care, including support to carers who may have institutionalised their older relative, and the needs of informal caregivers after the death of a relative for whom they have cared for. The fourth issue centred on the provision of interventions that were sensitive to cultural diversity among informal carers as well as the differential needs and characteristics of those giving and receiving care. Her fifth recommendation was the conduct of an in-depth examination of how the existing service could be enhanced to support and assist family caregivers (e.g. home visits by nurses and social workers). Finally, Brodsky underscored the importance of developing a legislative framework consisting of laws that address subsidies, tax exemptions, or work arrangements. It is also important to examine how to increase the awareness of the public, service providers, and others (such as employers), so that caregivers may realise their rights. 

Brodsky admitted that her report gave greater attention to services for family caregivers rather than to older care recipients and noted that this is consistent with international policy trends. According to Brodsky, whereas earlier approaches were limited to older people with no family or elders from a ‘dysfunctional’ family that were unwilling to provide care, and family carers were viewed with ‘ambivalence’, policy and service systems have now increasingly focused on caregivers as a target population. With this is a concomitant shift in focus from the burden to care to its positive effects, and providing carers with interventions that help them develop caregiving skills, coping abilities and an increased sense of security. She acknowledged however that there is a lot of variation in the approaches adopted by different countries. 

These policy shifts identified by Brodsky may be more consistent with MEDCs than with LEDCs. For example, Bettio and Verashcaghina (2010) described the main trends in the eldercare policies of European countries as including a shift from institutionalised care towards home care, from public services to private services (including more use of cash transfers), and the emergence of services intended to support and complement, without replacing, family care. But a critical lens should be applied when assessing the outcomes of these developments. 

Filial Support Legislation

Based on her international key informant survey of 33 nations from five different regions of the world (Africa, Asia and the Pacific, Europe, Latin America and the Caribbean, and North America) Barusch (1995) identified three main programme and policy alternatives that have been contemplated or applied in various regions: 1) filial support legislation; 2) financial incentives for family caregivers; and 3) service rationing provisions. Her cross-cultural study revealed mixed results for the effectiveness of filial support laws which mandated that adult children support older parents. Their popularity and effectiveness were largely dependent on cultural norms and family resources. While these laws are popular in China where the Confucian tradition of filial responsibility dominated at the time, they are less popular in the USA. Related research by Pearson (2012) noted that many of the American states repealed filial support statutes as Medicaid become the main source of poor relief, and where these statutes remain on the books they are for the most part obsolete in practice given the existence of a national system of Social Security. It is extremely rare for American courts to mandate their enforcement. 

Respondents in other regions represented in Barusch’s study also identified shortcomings with the effects of these policies. Argentinean respondents observed that older people generally did not invoke this legal option and opined that this may be because it could affect the quality of the relationship between them and their children. Romanian respondents felt the laws were ineffective because they demanded that support be provided by family members, but did not provide any monetary incentives to enable them to do so. Generally, Barusch (1995) found that mandating family care, although appealing to policy makers, was disadvantageous because of its high administrative costs and the negative impact on intergenerational bonds. Lilly et al. (2012) and Walker and colleagues (1990) also found that policies that forced families to care for their older relatives had dire consequences on both the cared-for and the carer, as they tended to strain family relationships and escalate pre-existing conflicts

Spijker and Zueras (2018) and Sundström et al (2008) came to similar conclusions based on their study of European family care policies. According to Spijker and Zueras (2018), legal obligations to provide care for parents promulgate gender inequality as evidenced by the greater involvement of daughters in providing intensive care in countries governed by such laws. Based on their analysis of EUROFAMCARE data on legislating family care, Sundström and colleagues cautioned that “strict application of legal responsibility may not guarantee adequate care for dependent (old) persons. The individual family history, with emotional ties but also conflicts, may make for abuse in situations of enforced care, documented both scientifically and in fiction.” (Sundström et al 2008, p. 15-16). Chou (2010) echoed a similar concern about the effects of legislating family elder care in China and noted that such requirements “may limit the spontaneity and flexibility originally embedded in filial piety; it may also erode the affection, tacitness, and mutual trust in intergenerational relations.” (Chou 2010, p. 11).

Financial Incentives

Financial incentives for family carers generally take the form of direct payments or tax incentives. At the time of Barusch’s survey, most western countries provided direct payments (e.g. Germany, Norway, Sweden, Australia, the Republic of Georgia, and Scotland) and a few countries provided both (e.g. Argentina and Japan). While financial incentives were very popular among the respondents, each approach had noticeable disadvantages. Tax benefits despite being easy to administer, were viewed as propagating inequalities and inefficiencies with respect to their overall aims, as those who needed less support benefited the most. There were mixed sentiments about direct payments. Some respondents saw this as an advantageous strategy which helped compensate adult children for wages lost while providing care. Others expressed concern that the minimal payments obfuscated the altruistic inclinations of those who were willing to provide care in the first instance, and that the small benefits had little to no effect on a family member’s initial decision to provide care. There was some evidence that financial inducements could encourage carers to continue or increase their efforts. But the findings on this issue were generally inconclusive. Barusch suggested that studies using an experimental design should be conducted to obtain clarity on the efficacy of this policy approach. 

Arksey and Morée’s (2008) comparative study of family care policies in the Netherlands and UK revealed similar results. Their study involved in-depth qualitative interviews with carers on the following topic areas: the caring situation, past and current experiences of training and paid work, social services provision, financial support, employment related support and suggestions on what could be done to make it easier to combine work and care. Carers in England were not satisfied with the Carer’s Allowance which they perceived as being too low to discourage them from stopping work to provide care. Dutch caregivers were paid directly from the care recipient’s budget but they too were dissatisfied with the low rate paid. Unlike the English, Dutch carers were paid from the care recipient’s personal budget. Although this arrangement may have benefitted the older person, carers were at risk of becoming dependent. The low payment was found to discourage men from providing care (Arksey & Morée 2008). 

Service Rationing

Barusch identified eight (8) services that were provided to family carers of older relatives in the countries she studied: 1) nutrition support; 2) visiting nurse; 3) home health aide; 4) housekeeping assistance; 5) counselling; 6) transportation; 7) respite care in the home; and 8) respite care in another place. At the time of her study, four countries limited the provision of services to older people who had no family to assist with their care. This rationing of services was consistent with concerns about a substitution effect, even though there is ample evidence that families do not reduce the amount of care they provide when services are offered. Some of her survey respondents argued that service rationing is a pragmatic strategy when there are limited economic resources. 

However, Barusch asserted that the main criteria for service provision should not merely be whether or not there are existing able-bodied family members to provide care, as this simplistic approach can lead to detrimental outcomes in instances where, for instance, there is a history of abuse, indifference or neglect. Furthermore, she opined that service rationing may result in the wasting of resources that are directed to older people who may not have family members to care for them, but have a strong social support network consisting of friends who are willing to fill the gap in family care provision. Barusch concluded that service rationing may result in poorly targeted programmes that deny services to families in greatest need. Several policy analysts (e.g. Dijkhoff 2019; Gugushvili & Hirsch 2014; and, Merlis 2004) shared a similar view and noted that targeted approaches are generally associated with high administrative costs for data collection, processing and regular reassessments that use dehumanising, invasive procedures to assess need, and the stigmatisation of clients which contributes to the low uptake of these services by persons most in need of them. Furthermore, in the LAC region, targeted programmes are oftentimes undermined by the high informality that is often used, while fiscal constraints and lack of required know-how hinders universal provision (Bloeck et al 2018).

To overcome the challenges associated with each of the three types of interventions highlighted above, Barusch (2015) recommended that family care interventions should allow for universal access and that the support provided should be a diverse package that fits a continuum of care alternatives. Some of the advantages of universal interventions include the greater possibility of maintaining the dignity of all clients irrespective of their socio-economic background, the ability to mobilise more resources overall since both the non-poor and those living in poverty are integrated into the system (this increases the possibility of better quality services, and are more likely to achieve wider political support than one that is limited to low income groups. However, universal service provision often results in better off groups receiving more support as they are more adept at navigating the system. Universal programmes are also inherently very costly given the large number of persons that they cater to. Given this, many countries, such as Sweden and Spain have shifted from the universal model of care (Brodsky et al. 2003; Kroger & Yeandle 2014; Spijker & Zueras 2018). Bloeck et al (2018) argued that universal programmes are not feasible in the short term for developing nations given their constraints. They recommend that targeting mechanisms be used for long term care services and advised that the weaknesses of targeted programmes can be largely overcome by careful analysis of potential beneficiaries using objective, verifiable information such as income, age, assets and labour market status, the conduct of objective and transparent beneficiary evaluation that involves several actors in the conduct of such assessments.

[bookmark: _Toc40436481]2.5 CONCLUSION

This chapter examined various sociological approaches to defining the family, caregiving and family policy. The review looked at different theoretical perspectives on what a family is, and noted that it is now widely accepted that the nuclear family form is not necessarily an ideal. The existence of conflict and consensus in families was also acknowledged in contemporary discourse. The importance of blood ties, fictive kin and displays of family relationships was highlighted, as well as the impact of structure and agency on the composition and activities of families.  Similarly, as with families, the existence of multiple dimensions of care was underscored, in addition to the dynamic nature of caregiving in practice.  Some of the challenges involved in conceptualising the family caregiver were highlighted. Overall, the need to avoid false dichotomisations and simplistic notions of family and care were key outcomes of the various attempts by social science researchers to define these concepts. 

The chapter also highlighted key policy issues that pertain to family care for older persons of which, one of the main concerns was that family members may lessen or even relinquish their role in the care process, and how policies may affect such occurrences. Different views about familialism and de-familialism were highlighted as well as strategies used in different regions to address the needs of older persons and their family carers. These included filial support legislation, financial incentives for family caregivers, service-rationing provisions, legal, ecological, personal and economic strategies.  The debate on universal versus targeted service provision to families was also discussed. In the chapter that follows, the literature on the determinants of caregiver role acquisition and how older persons and carers experience care is considered.



[bookmark: _Toc40436482]CHAPTER 3 – LITERATURE REVIEW 
[bookmark: _Toc40436483]CARE DETERMINANTS & EXPERIENCES

[bookmark: _Toc40436484]3.1 INTRODUCTION

In this chapter, I begin by reviewing the literature on the factors that increase the likelihood of someone becoming a family caregiver.  Empirical studies as well as key theoretical frameworks that have been used to explain the process of caregiver role acquisition are explored. With respect to the latter, Cantor’s Hierarchical Compensatory Model (HCM), Litwak’s Task Specific Model (TSM), as well as a feminist/symbolic interactionist approach are examined. Immediately following this is an examination of the literature on the experiences of care. As with the literature on the determinants of care, the impact of demographic factors on the care experience is reviewed. I also give attention to the effects of relationship, care and cultural factors on how caregivers and cared-for older persons assess their care situation. 

[bookmark: _Toc40436485]3.2 SOCIO-CULTURAL FACTORS 

Following from Masuy’s (2011) study of the determinants of care in Belgium, I have organised the review of the literature on the socio-cultural factors that affect caregiver role acquisition into three main themes: 1) need factors; 2) predisposing factors; and, 3) enabling factors[footnoteRef:35]. [35:  Masuy adapted Newman’s Behavioural Model of Health Care Utilisation to organise the variables for family care use. Some of the variables in Newman’s model were shifted to a different broad category so that the arrangement was better suited to an understanding of the determinants of family caregiving. ] 


[bookmark: _Toc40436486]3.2.1     Need Factors

Need factors represent the potential need for family care support, and highlights the importance of issues such as perceived health status (including chronic health conditions and restricted activity) and loss of a primary caregiver, on the decision to adopt the role of carer to an older person. 


Health Status

The older person’s need for care is highlighted in most empirical studies and theoretical frameworks as the main trigger for family care provision. In some cases, care is characterised by caregiving in spurts to help with acute health events, the gradual intensification of a pre-existing pattern of aid giving and/or there is a definitive starting point that is marked by a sudden health crisis or chronic illness (Merrill 1997). 

A health care professional may make objective appraisals of care need. Subjective appraisals may also play a part and may account for cultural variations as to what health conditions are considered a priority area for family care provision. Factors such as self-reported number of symptoms, self-perceived health, and number of bed days, restricted activity, and ADLs may be considered when determining whether an individual needs care (Jahangir 2012).

While the caregiver’s health status is not explicitly discussed in the literature on determinants of care, it is usually implied that a potential caregiver is physically healthy enough to be able to undertake caregiving responsibilities. However, for the most part the literature is silent on this issue. 

Loss of a Primary Carer

An older person’s need for family care might also be triggered when a previous caregiver is no longer available (Schrӧder-Butterfill & Marianti 2006). Such a situation may occur because the primary caregiver had other competing personal needs, the individual has migrated, or the primary caregiver may have died. In such situations, another family member may adopt the role of primary carer (Brody et al. 1995). 

[bookmark: _Toc40436487]3.2.2     Predisposing Factors

Predisposing factors are what Masuy refers to as the ‘time-invarying’ individual characteristics, which may increase the likelihood of an older person’s need for family care, as well as the probability of someone becoming a carer. These factors include, inter alia: gender, type of filial relationship, age, ethnicity, relationship history, education and training, occupational status, as well as spiritual, religious and moral values. 

Gender & Type of Relationship

Women are more likely to need family elder care than men, largely because they have a higher life expectancy and are more likely to live long enough to develop degenerative illnesses that require long-term care. They are also more likely to become widows and so are less likely to receive spousal care (Masuy 2011).

It is also well established in the literature that primary caregivers are more likely to be female members of the family (usually a wife or daughter) (Globerman 1996; Merrill 1997; Spillman & Pezzin 2000). This pattern is particularly evident in Western societies. Spillman & Pezzin (2014) for example, found in their review of the 2011 American National Study of Caregiving, that spouses provided 110 hours per month as a group and 127 hours if assisting with self-care or mobility activities. Daughters provided 78 hours of care overall (91 hours if they were assisting with self-care or mobility), and sons provided 65(69) hours of care, similar to the 61(67) hours per month provided by other relatives.

However, even though sons in Western cultures tend to provide primary care to older relatives when no female relative is available or willing to do so, in other societies, such as China, the son is more likely to have more intensive contact than daughters (Gruijters 2017). Generally, however, when a married son is the primary caregiver, his wife usually provides most of the direct care to his parent(s) (Globerman 1996; Miller 1997). 

Age/Birth Cohort & Ethnicity

The likelihood of an individual needing family care increases with age (Cantor 1983; Masuy 2011; Spillman & Pezzin 2000). However, some studies have also shown that older people provide care. Possible explanations for this include the limited availability of younger people to provide care given their responsibilities to young children and their spouse, as well as the greater sense of duty and reciprocity that older persons may have with respect to providing elder care (Mentzakis, McNamee & Ryan 2009). 
However, the ethnic background of the caregiver might be a stronger predictor than their age in determining if they assume family elder care responsibilities. Pharr et al. (2014), for example, found that in their focus group study of American caregivers, European American carers were older than the Asian American, Hispanic American, and African American caregivers. They also observed that ethnicity was a greater predictor of an individual’s expectation of becoming a caregiver than was their age. Furthermore, the younger caregivers in the Asian American, Hispanic American, and African American focus groups were more likely to see caregiving as an expected part of life compared to the older European American caregivers. Thus, an individual’s cultural background may have a stronger influence on them assuming family elder care responsibilities. 

Another insightful study that examined the relationship between the caregiver’s ethnic background and their motivation to adopt the caregiving role, was that conducted by Parveen, Morrison and Robinson (2011). The results of their focus groups with British participants from Indian, Pakistani, Bangladeshi and European backgrounds revealed that all participants accepted the role of caregiver because they had no choice to do so, as there was no one else to accept the role. But, the British-Bangladeshi, British-Indian and British-Pakistani participants all indicated that their role adoption was due to the care recipient not accepting help from any other individual and that they believed that it was their duty, obligation and responsibility to provide care. This was in contrast to the British-White participants who explained that the motivation behind their role adoption was their caring nature, as well as their emotional attachment to the care recipient and commitment to their marriage vows (Parveen, Morrison & Robinson 2011). The findings of this and other studies highlight how ethnicity and culture are important determinants of caregiving. 

Relationship History

Adult children with emotionally poorer relationships with their parents are less likely to assume the role of primary caregiver. However, there are exceptions to this situation based on cultural and other circumstances that may preclude this decision. Some adult children may provide care to a parent they consider to be difficult because they are still dependent on their older relative for support with accommodation and/or other living expenses. In such cases, the risk of elder mistreatment and abuse is high. The reverse is also true. In instances where an elderly parent insists on receiving care from an adult child with whom they have a difficult relationship, the child may experience higher levels of burden than those who had more affective relationships with their parents (Merrill 1997; Walker, Pratt & Eddy1990). 

[bookmark: OLE_LINK1]Education & Training

In Masuy’s study, lower educated older persons were more likely to receive family care than their more educated counterparts (Masuy 2011). However, this may be a function of other societal variables such as the availability of paid care services, and, whether or not an individual can afford to pay for in-home care support. Lower educated persons may also have smaller financial means and be at greater risk of developing health complications in later life, as they are unable to access quality health care relative to their more financially endowed counterparts. Family members who have been educated or trained in a caring profession are also more likely to be identified by their relatives as the most suitable candidate to provide elder care (Merrill 1997). 

Occupational status

A common assumption is that family caregivers are more likely to be persons who are unemployed, or have less demanding formal jobs, and are therefore more available to provide care. However, the evidence suggests that this often is not the case in reality. In many instances, family caregivers are involved in full time employment outside the home, and are challenged by the need to manage their care responsibilities as well as work demands. Spillman and Pezzin (2014) found in their review of the 2011 American National Study of Caregiving, that about 44% of all caregivers of older persons were employed, and workers and non-workers were equally likely to be helping with self-care or mobility activities. However, average hours of care provided by workers were substantially lower, especially for those working the greatest number of hours per week. This is consistent with Mentzakis, McNamee and Ryan (2009) who observed that informal care supply is limited by the decision to participate in the labour force.

Wolff et al. (2006) found from their analysis of America’s National Long-Term Care Survey (1989 & 1999) that about half of all employed caregivers in 1999 experienced some level of work conflict. They noted that this finding was consistent with other studies that described the considerable economic and personal consequences that often accrued to employed family caregivers.
Spiritual/Religious and Moral Influences

Numerous family theorists and researchers have discussed the impact of religious beliefs and personal moral positions about ageing, kinship and caregiving obligations. However, most of the literature focuses on how these beliefs and values help older persons and caregivers to cope with the challenges of care. A few studies have provided some initial insights on how persons are motivated to care because of their religious or moral beliefs. Levkoff et al. (1999) found in their study of family caregivers of older persons diagnosed with Alzheimer’s disease and Related Dementia (ADRD), that usually the ethic to provide care was located within the religion of the caregiver whereby persons saw it as their religious duty to provide care rather than place the cared-for relative in a nursing home. Mok et al. 2007 (cited in Chan 2010) observed that Chinese people, influenced by their culture and religion, accepted the responsibility of taking care of a family member with dementia as a normal course of life or fate. More studies are needed that focus specifically on how religious/spiritual and moral values impact on the decision to provide care. 

[bookmark: _Toc40436488]3.2.3     Enabling Factors

Enabling factors refer to the resources that may facilitate access to family care such as an individual’s partnership status, the number of children they have or are responsible for, geographical proximity of the closest child or other family member, and economic resources. For each of the variables, I consider the empirical evidence pertinent to both the caregiver and the cared-for relative. 

Partnership Status

Partnership status refers to whether or not the care recipient or caregiver is involved in a marital partnership, cohabitational (but unmarried), non-coresidential (e.g. visiting relationships) or is single and living alone or with other family members.  As noted in the preceding discussion on gender as a determinant of caregiver role acquisition, for married couples, the spouse is the most likely person to provide care. It is generally expected that parents without partners are also more likely to receive help from children, which is in line with the notion of substitution (Cantor 1979). However, there are times when both older parents who are married and living together are in need of care. In such instances, an adult child may provide significant support (Cantor 1979 cited in Tolkacheva et al. 2010).
The increase in the number of older couples in committed relationships but living apart in MEDCs has fuelled interest about future elder care arrangements for persons in Living Apart Together (LAT) partnership arrangements. In their study to investigate the expectations and attitudes of Swedish elderly people in heterosexual LAT relationships, Karlsson and Johansson (2007) concluded that, given the results from the one-hundred and sixteen (116) participants who completed their structured questionnaire, LAT relationships give rise to a more uncertain situation regarding the care of partners and this was largely because care in old age cannot be demanded as the LAT relationship is based more on voluntary rather than institutionalised commitments between partners. 

 Gierveld’s (2015) found similar results from a side study of the Netherlands Kinship Panel Study, in which they conducted semi-structured interviews with 25 LAT partners and a comparison group of 17 remarried older adults. The results revealed diversity in care attitudes in the two groups: while the majority of remarried older adults expressed their care attitudes with a guarantee of unconditional commitment, only half of the older LAT partners expressed parallel attitudes; the other half of the LAT partners had ambivalent or negative attitudes towards giving or receiving care. These findings are of interest to a Caribbean context where visiting (LAT) unions have been widely practiced for a very long time. 

The partnership status of the potential caregiver is another determining factor. As was noted previously, in some cultures and at certain times in history, the youngest daughter was more likely to remain single and care for older parents. Generally, however, daughters who never married are more likely to have never moved out of the parental home and usually became a primary caregiver because they were already ‘in place’ (Brody et al. 1995). However, this is dependent on the cultural patterns and norms that may at times influence decisions about co-habiting with parents before and after marriage. 

Number of Children

The number of children an older person has is an important variable with respect to determining who in the family will provide care. Schrӧder -Butterfill and Marianti (2006) distinguished between the de facto and the de jure childless. The de jure childless are people who have no biological or legal adopted children of their own, while the de facto childless are people who may have biological or legally adopted children but their relationship is estranged so that in reality, these children cannot be considered as potential family caregivers.

With respect to potential family caregivers, the number of children, and even more so the age of the children are important factors. Spillman & Pezzin (2000) found that in the USA in 1994, about 5.2% of women with children under 15 years of age were also caring for a disabled elderly spouse or parent. Men were less likely to bear responsibility for childcare, and were far less likely than women to be active caregivers if they had children. 

The number and gender of siblings an individual has may also determine the likelihood of them becoming a caregiver, as well as their birth order and the amount of care they provide. Lone children are more likely to become a primary caregiver while those with other siblings may have more dynamic caregiving roles over time (Kietzman et al. 2013; Merrill 1997). Tolkacheva et al. (2010) found that, from a sample of 186 frail older parents in the Netherlands, a child provided less care when he or she had available sisters. The number of brothers did not seem to affect a child’s caregiving after controlling for the child’s gender. If at least one sister was available in a sibling group, she was in charge of the caregiving (Grigoryeva 2014 & 2017; Matthews 1995 cited in Tolkacheva et al. 2010). It was also found that siblings in brothers-only sibling groups tended to view their parents as self-sufficient even in precarious situations. 

Geographical Proximity

In most cases, for older persons with adult children, the child who lived closest to them was the most likely candidate to be their primary family caregiver. In their study of caregiving practices in the USA, Spillman & Pezzin (2000) found that in 1994, 97% of primary caregivers and 93% of secondary caregivers were within an hour of the care recipient. Using the same data set, Wolff et al. (2006) reported that in 1984 and 1994, more than 95% of all primary caregivers lived within 30 minutes of disabled older care recipients. A similar trend was observed in other countries such as the Netherlands and China, where geographical distance reduced the potential for primary care to be provided by an adult child (Gruijters 2017; Tolkacheva et al. 2010). However, as was noted in the discussion about transnational care above, children who lived further away usually continued to provide care, but the type of care provided may differ. These children generally provided secondary care support. An older parent’s need for care might also be a signal for a child to move in with their parent, or for the parent to move-in with the child. Brody et al. (1995) found that the latter was more likely to occur when the child had stronger financial means than the parent did, and that the reverse was true when children were divorced or experiencing economic hardship. 

Economic Resources

Sometimes the decision to provide family care is a direct result of the economic resources available to the caregiver and care recipient. The research findings generally found that older persons with limited financial means were more likely to depend on family care, whilst those from upper income groups had more options for care support and were more likely to purchase care services and not depend on their adult children (e.g. Brody et al. 1995). However, this is in part a function of the availability of paid formal services for in-home care in a particular context, and personal and cultural preferences about receiving care from relatives or paid carers who are non-relatives (Masuy 2011). 


[bookmark: _Toc40436489]3.2.4 	The Process of Acquiring the Family Carer Role 

Several conceptual frameworks have been formulated to help describe and predict the process by which the aforementioned variables interact and culminate into a decision to provide family care. Different underlying principles have been identified as the main determining factor. Cantor’s Hierarchical Compensatory Theory (HCT) predicted that the older person’s preference was the main factor that informed caregiver role acquisition. The main assumption of this model is, older persons and their family prefer that a relative provides care rather than a non-relative. Furthermore, a hierarchy of preference existed with respect to which relative would be best suited to care. More specifically, this model of caregiver selection proposes that spouses are the first choice, followed by children, other kin, friends or neighbours, with formal helpers being recruited as a last resort. Female relatives are more likely to be cast in the role of primary caregiver than male relatives are. In cases of severe functional impairment, assistance needs, and limited availability of informal helpers, the likelihood of an overlap between informal and formal helpers increases. This model is based on an ecological systems perspective and data obtained from a study conducted on inner city older adults in New York in 1970. 

Research by Masuy (2011) and others confirmed the utility of this model for understanding the determinants of care, and/or the hierarchy of preference that underpins it. Wolff et al. (2006) found in their analysis of the 1989 and 1999 National Long-Term Care Survey and Informal Caregiver Survey for the USA that a hierarchy of preference existed. Qureshi and Walker (1989) provided further insight on the hierarchy of preference. Based on the findings of a study that involved focused interviews of over 300 people aged 70 years and over as well as a sample of 57 carers in Sheffield, they observed that marital relationship and long-term co-residence preceded gender as the main determinant of family caregiving to older people. Finch and Mason (1990) confirmed this finding in their qualitative study on negotiating family responsibilities. This notwithstanding, gender has consistently been identified as a key determinant of caregiving. Qureshi and Walker (1989) for instance noted that daughters and even daughters-in-law were preferred to sons in hierarchies of preferences for carers. An earlier study by Litwak (1985, cited in Henz 2009) had similar findings and concluded that men were able to appeal to traditional gender roles which made it easier to enlist their wife’s support in caring for their parents, but these gender roles made it difficult for wives to do the same. 

However, while several studies confirmed the utility of this model, exceptions were also found in different cultural contexts which led to the argument that the hierarchy of care is primarily associated with white, western families and less applicable to minorities and other ethnic groups (Fisher 1994). Finch and Mason’s (1993) study of adults of all ages living in Manchester between 1985 and 1989 for instance, found that Asian sons may take the lead in caring for Asian mothers and that a pattern of shared care by relatives and friends existed. Graham (1991, 1993 & 1997) suggested that domestic care by Afro-Caribbean women, other ethnic minorities and white working class women distorted the ‘conventional’ pattern of caring. They opined that employment opportunities and immigration restrictions are two key factors that limit the ability of these women to give and receive care when compared to white middle class women. 

In a study of 400 older people in Britain, Graham (1997) observed that half of the Afro-Caribbean respondents and one third of the Asian participants had no family in the country so the hierarchy of care did not adequately explain their situation (cited in Fisher 1994 & Cree 2010). In the USA, Pharr et al. (2014) found that hierarchical preference varied across ethnic groups. Their focus group study of participants from different ethnic backgrounds revealed that those from Asian cultures, rooted in Confucian ideology, subscribed to a cultural model that dictated a rigid taxonomy for caregiving based on one’s gender and position within the family. Hispanic American caregivers were also found to have a strong cultural prescription for family elder care, but the caregiving role was assigned based on female gender and was not governed by a strict hierarchy that designated specific female family members. African American caregivers in their study described a cultural prescription for caregiving that extended the responsibility for care beyond immediate family members to include kin, close friends and neighbours. 

Litwak and colleagues’ TSM made similar predictions about the typical composition of caregiver networks for personal and instrumental care needs. However, unlike Cantor’s model, the TSM stresses that the appropriate source of help is tied to the type of task that needs to be performed and presents a direct critique of Cantor’s model for not giving sufficient consideration to this factor. More specifically, the model posits that caregivers of older persons are selected based on: a) their technical knowledge of the particular care needs of the older person; b) the degree of detailed division of labour required; and, c) the use of economic incentives as opposed to internalised commitment as a source of motivation to provide care. All in all, Litwak and colleagues maintain that the selection of care support is primarily based on the capabilities of different network members to meet care needs. They also identified the following dimensions as the main factors that will determine whose help will be enlisted to provide care support:
 i) geographical proximity; ii) long term commitment; iii) size of support group; and, iv) degree of affectivity or shared commonality of lifestyle between the caregiver and care recipient (Feld et al. 2004; Luong 2000; Peters et al. 1987). These dimensions emerged from the results of an empirical study conducted by Litwak et al. in which they obtained information from several sources: a 1978 survey of older persons aged 65 years and over who were residents of York City and Florida; information from residents of nursing homes and congregate living facilities in these areas; as well as, children or other caregivers of the older respondents.

The hierarchical preference framework that underpins both Cantor’s and Litwak’s models, has been criticised for the outdated assumption that many frail older persons live in traditional households with a living spouse or children nearby to provide care and their lack of consideration for how cultural and personal experiences with formal providers and service agencies may impact on care seeking patterns and behaviours of frail older persons (Luong 2000). Both models have also been critiqued for not adequately addressing issues of gender inequity. In this regard, Dykstra (2014, p. 5) shared the following sentiments: 

The hierarchical-compensatory and task-specificity models focus on types of relationships and the normative expectations to provide support associated with them. A drawback of the focus on relationship types is that the gendered nature of social life remains hidden. Women are both expected to and do provide more support to ageing family members.

There have been attempts by individual researchers to adapt these models so that gender is given greater attention. Allen et al. (2012) extended the TSM to include caregiver gender and applied the adjusted framework to their study on the characteristics of transitions in care responsibilities by family caregivers of community-dwelling older persons. Their study supported previous research that showed that husband and son primary caregivers were more likely to transfer care than wives and daughters, and that children caring for same-gender parents were less likely to transfer out of the primary caregiver role than children caring for parents of the opposite sex.

Another shortcoming of the TSM is its lack of consideration of cultural differences in care arrangements. Luong (2000, p. 87) specifically criticised the model for not acknowledging the issue of racial discrimination in the American context from which it was derived:

[T]he task-specificity model does not focus on how group experiences, such as racial discrimination by medical professionals and the general distrust of governmental officials, may deter black elders from seeking formal community-based services. Furthermore, the model does not question how the lower socioeconomic status of black elders in comparison to white elders, may have [affected] their ability to secure services outside their support network.

Issues of race and ethnicity are important considerations in multi-ethnic contexts such as T&T. 

Other theorists such as the symbolic interactionists and feminists underscore the fluidity of decisions concerning care practices rather than the use of linear or step-wise models.  Janet Finch, a prominent feminist sociologist, provided convincing arguments that suggest that care could be motivated by either ‘normative obligation’ or it can be the result of ‘negotiated commitment’. With respect to the latter, Finch and Mason (1993, p. 59) cautioned that:

People’s behaviour cannot be explained by saying that someone is following a set of pre-ordained social rules – as for example … moral rules about family responsibilities. Nor is a person’s behaviour explained straightforwardly by the position which he or she occupies in the social world – for example, the idea that someone’s behaviour is predetermined by the fact that she is a woman, a mother, and so on. Explanations which rely on the idea of following rules, or on the idea that action is determined by structural position in a rigid sense, leave little room for manoeuvre by individuals. By contrast the concept of negotiation emphasises that individuals do have some room for manoeuvre, though it is never entirely open-ended and sometimes it can be quite tightly constrained.

At the same time, Finch noted the importance of structural factors, which is consistent with the SI perspective that she adopted. In an earlier work, she stated her agreement with symbolic interactionists such as Strauss and Giddens, who made more explicit the structural constraints on negotiated interactions. Thus, on the issue of obligations to provide care, Finch (1989, p. 183) concluded that:	

[N]egotiations in which human beings engage are never completely open-ended because they always take place ‘under specific structural conditions’. These conditions determine who negotiates with whom, when negotiations take place, and so … in practice … situations and relationships are not infinitely negotiable. 

Schumacher (1995) also provided strong arguments in support of merging both structural and interactive conceptualisations of the caregiver acquisition process. This integrated approach she argued allows for a more accurate representation of what obtains in reality. It avoids an overly dynamic view of role acquisition that does not adequately address the consistency and regularity of behaviour in social situations. At the same time, it circumvents the overly controlled and socialised representation of individuals that structural theorists tend to propagate.  In so doing, a clearer picture is developed of how societal and institutional expectations guide caregiver role acquisition, and the creative process by which the caregiver personalises these structural influences. It also allows adequate consideration to be given to the care recipient’s input into the process. The care recipient’s behaviour and attitude towards caregiving as well as their health-related transition are key aspects of the initial impetus for the caregiver role. Thus, this integrated approach is able to explain the variation observed in the caregiver role acquisition process, which is an outcome of the combined effects of structural, interactive and personal factors that are creatively applied by family caregivers to their individual circumstances.

Another important caveat highlighted in the literature on caregiver role acquisition is the issue of choice.  In her study of the pathways to caregiving, Merrill (1997) conducted fifty in-depth interviews with working- and middle-class caregivers from New England (USA). Using a feminist interviewing methodology, she found that there were five possible pathways to caregivers of older relatives adopting this role: 1) Assumed responsibility – those who felt there was no other feasible alternative to care provision; 2) Selection during a family meeting; 3) Selection based on parent’s choice; 4) Gradual progression into the role; and, 5) Volunteers – those who became family caregivers of their own volition. Adult children in the first category assumed the role of caregiver because no one else was available or willing to assume the responsibility, or because they saw no other alternative as feasible. The decision was made, without the deliberations of a family meeting. This was especially the case among daughters from working class backgrounds and sons (men became caregivers primarily when others were not available rather than volunteering to do so). These caregivers also tended to be more ‘available’ than their siblings were. Approximately 20% of the caregivers (ten out of fifty) were selected during a family meeting (Merrill 1997). The least common pathway to becoming a caregiver was for children to volunteer to care for their parents, without the deliberation or consultation of a family meeting (14 %; seven out of fifty). Merrill also observed that adult children who co-resided with their parents were more likely to describe the process of becoming a caregiver as something that gradually evolved as an extension of prior family responsibilities.  

Other studies (e.g. Long, Campbell & Nishimura 2009; Parveen, Morrison & Robinson 2011) also highlighted the relationship between culture and choice in caregiver role acquisition. Long and colleagues found that while Japanese daughters often had a choice in deciding to become a caregiver, daughters-in-law did not. Parveen and colleagues’ qualitative study of British caregivers with Bangladeshi, Indian, Pakistani or European backgrounds, revealed a different practice. All of the thirty participants from the various focus group sessions indicated that they had no choice but to become the caregiver to their older relative as there was no one else available to fulfil that role. These studies are discussed in more detail below.

Based on her findings, Merrill concluded that gender role ideology played an important role in the pathway taken to becoming a caregiver. Assessments of what was appropriate for one's gender greatly influenced willingness to assume caregiving roles and thus the process or pathway by which a child became a caregiver. The intersection of gender and class was also evident in her study. According to Merrill, men and women were more likely to take different pathways to caregiving in working class families, owing to the greater emphasis on sex role segregation. Daughters from working class backgrounds were more likely to see it as their duty as women to provide care to their elderly parents. Understanding the pathways to caregiving is very important as it has implications for the quality of care provided. 

Camden et al. (2011) also studied the reasons family caregivers gave for providing care. From their interviews of 220 consecutively referred dementia family/friend carers from UK Community Mental Health Teams, 17.1% of the participants reported that they became the main carer due to either the high quality of their relationship with the care recipient, their willingness to take on the caregiver role or their suitability for the carer role. On the other hand, 19.8% said they were the main carer due to other potential carers’ negative relationship with the care recipient, or the unwillingness or lack of suitability of other relatives for the role. Those in the latter group reported higher abusive behaviour towards the care recipient when they were interviewed a year later. 

What is evident from these various approaches to conceptualising the process by which family members acquire the caregiving role is that no one framework is able to fully depict or predict this very complex process. Caregiver role acquisition varies from one family setting and cultural context to another. Furthermore, there are clear complementarities between existing theoretical approaches, so much so, that Masuy (2011) chose to use four frameworks to inform her study on the determinants of care in Belgium. Cantor’s HCT and Litwak’s TSM informed the design of her quantitative study. However, given the strong influence of gender and cultural factors, it is important that a framework that is conducive to understanding the nuanced nature of interactions and decision making, is employed. The feminist and symbolic interactionist frameworks are particularly useful for highlighting these issues, as the linear frameworks do not adequately depict the variation that occurs in reality. Thus, given the diverse pathways to becoming a caregiver, the numerous factors that impact on this process and the complementarity of the frameworks outlined above, I have chosen to adopt an eclectic approach to theory application for this study.  

[bookmark: _Toc509940553][bookmark: _Toc509993423]

[bookmark: _Toc40436490]3.3 CARE EXPERIENCES

In the section that follows, I review the literature on how family caregivers and their older cared-for relatives experience care. More specifically, I look at the research findings on the benefits and challenges of providing care. According to the previous research, care experiences can be categorised as either negative, positive, neutral, or by ‘mixed feelings’ or uncertainty, which is subsumed under the rubric ‘ambivalence’. This section is organised according to these main themes in the sociological literature. 
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[bookmark: _Toc40436491]3.3.1     Negative Aspects of Caregiving

Since the 1970s, a considerable amount of research focused exclusively on the negative aspects of care (Tarlow et al. 2004). The deterioration in the health and financial situation of the caregiver, disrupted schedule, interpersonal conflict and feelings of isolation are some of the negative experiences of carers that were highlighted in the various research studies conducted on this issue (Glozman 2004; Neri et al. 2012; Patterson et al. 1996; Rokach et al. 2016; Stenberg & Skippwith 1994; Ruland & Miaskowski 2010). These studies amplified concerns about caregiver burden. 

Caregiver Burden

Caregiver burden may be defined as “the consequences of the activities involved with providing necessary direct care to an ill relative or friend that result in observable and perceived costs to the caregiver.” (Hunt 2003, p. 28). It is a multidimensional, heterogeneous concept that reflects the physical, psycho-emotional, social and financial consequences of caring for an impaired family member (Truzzi et al. 2012). 

Burden is usually subdivided as being either subjective or objective. Subjective burden is based on the emotional responses to caregiving and personal appraisals of the stress or strain that caregivers experience. Objective burden is based on the observable and tangible costs to the caregiver, in particular the time spent in care, which is usually measured by the tasks that the caregiver is required to perform (Hunt 2003; Jones 1996; Truzzi et al. 2012). Burden may develop because of unmet needs, which may fall into one or more of the following categories: 1) finances; 2) housing; 3) health support issues such as access to quality, affordable health care, health information and insurance; 4) transportation; 5) help with daily chores; 6) emotional support; and, 7) family problems. These in turn are affected by a wide variety of related factors including the social policies available in a particular country (Rogero-García & Ahmed-Mohamed 2014). 

A related concept to caregiver burden is ‘burnout’, which is also referred to as ‘compassion fatigue’. Caregiver burnout has been described as a syndrome of physical, mental, and emotional exhaustion resulting from a situation in which an individual provides disproportionally high efforts of time, emotional, physical and financial support to people, over a long period of time but with little positive return or gratification from the experience. Truzzi and colleagues (2012) identified three dimensions of burnout: emotional exhaustion, depersonalisation, or cynicism and reduced personal accomplishment. An individual suffering caregiver burnout may experience limited engagement in social life, poor health, and may switch from being positive and caring, to being unconcerned and having a negative outlook about providing care. In extreme cases, they may disassociate from caregiving altogether or resort to elder maltreatment or abuse (Lilly et al. 2012; Truzzi et al. 2012). 

Research on caregiver burden and burnout revealed that not everyone is at similar risk of having negative caregiving experiences. Several sources of caregiver stress and burnout have been identified, including personal limitations imposed by caregiving (restriction of social life, infringements on privacy), competing role demands on the caregiver (work conflicts, conflicts with familial obligations), the older person's emotional and physical demands (disruptive behaviour, physical work involved in caregiving), the caregiving situation (specifically co-residence), lack of social supports, and the nature of the relationship between the care recipient and the caregiver both before and after the commencement of family elder care (Daatland & Herlofson 2001). 

[bookmark: _Toc509940556][bookmark: _Toc509993425]Caregivers who are most susceptible to these negative aspects of care are usually women, older caregivers who are in poorer health, those who co-reside with their older relative, carers that provide care to highly dependent relatives, in particular, those who provide hands-on personal care, and those who care for older persons who display disruptive or problematic behaviours (Lin, Fee & Wu 2012; Merrill 1997). Research findings also indicated that family carers who received very little support from family, friends and service agencies are more likely to describe the caregiving experience as being fraught with physical, emotional, relational and financial hardship than non-caregivers (Kolmer et al. 2008; Kuuppelomaki et al. 2004; Schulz & Sherwood 2008). However, several of these factors have been called into question as new research emerged that showed exceptions to some of these earlier trends. Some of these exceptions are highlighted in the discussion that follows. 

Care recipient Stress & Dissatisfaction 

Although not as widely studied as caregiver strain, care recipient stress and dissatisfaction with care arrangements is another aspect of the care experience that deserves attention given its implications for all parties involved in the care exchange. Generally, older persons are concerned with maintaining independence and control in their later years (Dunér & Nordström 2005). This is especially the case in Western cultures where independence is highly prized. In non-Western cultures that have a strong collectivist orientation, interdependence among certain family members throughout the life span is encouraged (Liu & Kendig 2000; Lu 2015; Pinquart & Sörensen 2005). In developing country contexts such as T&T, interdependence could be viewed more as a means of survival given the limited resources available, rather than a case of negative over-dependence. As Hatton-Yeo and colleagues (cited in UNDESA 2014, p. 154) asserted that:  

The increased recognition of the mutual interdependence of strong families and strong communities in Europe and other regions reflects the significance of intergenerational solidarity in these times of uncertainty and economic challenge. We firmly believe we are stronger together (Hatton-Yeo and colleagues. 

Thus, families can be defined as consisting of “people related through affection, obligation, dependence or cooperation.” (Rothausen 1999 cited in UNDESA 2014, p. 155).

[bookmark: _Toc509940557][bookmark: _Toc509993426]However, a disconnect may occur between the care expectations of the older person and the family care that is actually provided to them. Rawlins (2014), for instance, observed that older women in Trinidad who participated in case studies in 2009 were dissatisfied about the financial demands made on them by their family members, as well as the inadequacy or absence of financial contributions from their relatives. As noted earlier (see Chapter 1) feelings of loneliness were also prevalent among older persons in T&T, even among those who did not live alone. A study by Rawlins and colleagues (2008) which was based on an island-wide survey conducted in 2002 of older persons aged 65 years and over in Trinidad, found that 16% of the respondents (n = 845) lived alone, but about double that amount (33%) reported that they were lonely. More than a third of the sample (35%) reported that they usually or always ate alone (Rawlins 2008). These findings suggested that older persons living with relatives did not always feel that their emotional needs were being adequately met. Older family caregivers also highlighted loneliness as a main issue affecting older persons in Trinidad (Rawlins 2004 cited in Rawlins 2014).

[bookmark: _Toc40436492]3.3.2     Positive Aspects of Caregiving

Increasingly, research efforts have been directed at exploring the positive aspects of care (Lilly et al. 2012). Tarlow and colleagues (2004), found in their review of 14 quantitative studies on the informal care of older persons, the following wide range of conceptualisations of the positive aspects of care: 1) satisfaction; 2) uplifts; 3) subjectively perceived gains; 4) rewards and gratification; and, 5) positive appraisals.  Satisfaction is one of the more popular terms used to depict the positive aspects of care. Uplifts refer to events that make an individual feel good, joyful, glad or satisfied, while subjectively perceived gains are the desirable aspects of caregiving, including positive affective returns, a sense of gratification, feeling enriched from the tangible and intangible benefits that might have been gained, mutually rewarding exchanges and, providing and sharing intimacy and love. Caregiver growth whereby the care experience may result in the improved competence and confidence of the caregiver in the performance of caregiving tasks, as well as the development of coping skills which enhance the caregiver’s personal abilities both within and outside of their role as a carer, is another positive aspect of care (Roberto & Jarrott 2008). 

These positive care experiences may manifest as satisfaction in fulfilling one’s duty and performing a vital and caring role for a loved one. Kuuppelomäki and colleagues for example, found that “carers derived most satisfaction from seeing they could help their relative feel more comfortable, making them feel needed and wanted ... [and that] this is one way in which they can show their love for the person they cared for.” (Kuuppelomäki et al. 2004, p. 497). Caregivers may value their personal growth and maturity and the increased closeness they experience to the care recipient, as well as, the sense of belonging from the companionship that caregiving facilitates. Some caregivers enjoy having a sense of meaningfulness and purpose from the care they provide, as well as satisfaction from fulfilling social norms which generate social approval (Lee & Singh 2010; Lin, Fee & Wu 2012; Pinquart & Sӧrensen 2003; Sánchez-Izquierdo, Prieto-Ursua & Caperos 2015). 

Several studies have found that caregivers still cite positive aspects of caregiving, even when they experience challenges and an intensification of problems in their care relationship (Schulz & Sherwood 2008). With respect to the cared-for, authors such as Kruse and Wahl (1999) emphasised that the contributions of older persons must not be overlooked and noted that older persons not only received (emotional and instrumental) support, but also gave a lot of support in their family relationships. Caribbean researchers such as Rawlins (2014), Cloos and colleagues (2010) and Sennott-Miller (1989) made similar observations: childcare, accommodation and even financial contributions are some of the ways in which older persons supported their family members.   

The positive aspects of caregiving frequently correlated with variables such as prior relationship satisfaction, satisfaction with social support, increased functional impairment of the care recipient, older age of the caregiver, better health of the caregiver, and the use of problem-solving coping strategies (Tarlow et al. 2004).  However, Walker and colleagues (2016) cautioned against an overemphasis on external sources of caregiver satisfaction which are outside of the caregiver’s control (e.g. receipt of social support from family or friends/how supported they felt by their family, how appreciated they felt as a caregiver, positive mood or interactions with the care receiver/quality of their relationship with the care receiver). The ability of the caregiver to have a positive caregiving attitude, create opportunities for themselves and their cared-for relative, find meaning in providing care and encourage healthy exchanges between themselves and their cared-for relative also helped to improve the caregiver’s experience of providing elder care. This is discussed in more detail in the review of the literature on coping and care management.
[bookmark: _Toc509940558][bookmark: _Toc509993427]
[bookmark: _Toc40436493]3.3.3     Ambivalent & Neutral Experiences of Caregiving

Another important caveat from the research on experiences of care is that an individual can experience both high stress and high satisfaction simultaneously (Barrett, Hale & Butler 2014; Ehrlich et al. 2014; Kramer 1997; Walker, Pratt & Eddy 1995). The sociological ambivalence framework outlined by Connidis and McMullin (2002) is a useful perspective for exploring family care situations of this nature. Using a critical and SI perspective, they defined sociological ambivalence as “simultaneously held opposing feelings or emotions that are due in part to countervailing expectations about how individuals should act.” (Connidis & McMullin 2002, p. 558). These contradictory expectations are “rooted within the social structure.” (Connidis & McMullin 2002, p. 563). Thus, from this vantage point, researchers should be more attuned to conflict and power relations in various facets of family life, and how ambivalence is resolved in such contexts[footnoteRef:36].  [36:  This is in direct contrast to the functionalist mode of inquiry in which solidarity is the starting point of research activities.] 


The life course perspective is also useful for assessing both the positive and negative experiences of caregiving and the ambivalence that may exist in how those involved in care relationships perceive the experience. In this regard, caregiving experiences may be considered to either improve or worsen at different points in time during the caregiving career, and may be influenced by prior experiences.

An often overlooked assessment of the caregiving experience is that there are people who may have a neutral stance on their care experience. For these persons, family care is neither good nor bad (Hunt 2003; Lawton et al. 1989). More research is needed to explore this aspect of the care experience. 
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[bookmark: _Toc40436494]3.4 FACTORS IMPACTING ON EXPERIENCES OF CARE

[bookmark: _Toc509940560]In this section, I look more closely at empirical studies that were conducted on specific factors which affect how family caregivers and older care recipients experience care. These factors have been subdivided into four main categories: demographic; relationship; care; and, cultural factors.

[bookmark: _Toc40436495]3.4.1     Demographic Factors

The demographic factors that are examined in this section are: age; gender; marital status; race and ethnicity; employment and income status; educational background; and, geographical proximity. 

[bookmark: _Toc509940561]Age 

The relationship between age and experiences of care has been mixed. While some researchers (e.g. Lin, Fee & Wu 2012; Metzelthin et al. 2017; Peacock et al. 2017; Wallhagen & Kagan 1993) found that older caregivers’ perceived care to be challenging given their own health problems, other older persons had positive sentiments about caregiving. Walker, Powers and Bisconti (2016), for example, found that older women reported higher levels of well-being compared to young women caring for an older adult, and this was despite the fact that the older women in their sample may have been as equally ‘sandwiched’ between competing roles of working and providing care to young children (usually their grandchildren). They surmised that the positive regard older women had for caregiving might have been a result of the potentially increased sense of purpose, accomplishment, meaning and confidence they experienced because of caring for others and engaging in multiple roles.

[bookmark: _Toc509940562]Gender

Results were also mixed with respect to the gender differences in perceived levels of stress of family carers. In their analysis of the 2004 National Long-Term Care Survey in which data was collected on Medicare beneficiaries aged 65 years and over in the USA and their family caregivers, Lin and colleagues (2012) found that female and adult-child caregivers generally expressed more negative views than did male and spouse caregivers. More specifically, wife and daughter caregivers were more likely to have less time for family members, give up vacations or hobbies, have physical or emotional strain, feel exhaustion, feel that they have more things to do than they could handle, do not have time for themselves, and work hard without perceiving progress. Lin and colleagues noted that this may in part be explained by their observation that wives and daughters faced different challenges while taking on the caregiver role than their male counterparts, such as being less likely to have someone else available to take their place if they could not provide help, spending more hours helping and less time working in jobs outside the home, and they reported more problem behaviours of care recipients than did male caregivers (Lin, Fee & Wu 2012). 

Similarly, Metzelthin and colleagues (2017) in their analysis of national survey data collected in 2010 and 2013 on Dutch caregivers and care recipients found that female caregivers experienced increased subjective burden and a decrease in care-related quality of life when compared with their male counterparts. They also found that caring for an older male relative increased the possibility of the family carer experiencing higher levels of subjective burden and poor quality of life. Another study conducted by Friedman and Buckwalter (2014) found from their multicultural sample of Latino and Caribbean people in the greater Miami area of South Florida, that women were more likely to experience caregiver burden than men since they viewed caregiving as female duty.  

On the other hand, Merrill (1997) in her review of the literature found three different sets of results. One group of researchers found that daughters reported higher levels of burden or stress than sons did. They explained these findings as being a function of daughters’ greater investment of time, physical energy, and emotion for the samples of caregivers that were studied. Other researchers found that the gender difference in caregiver burden decreased once they controlled for care provision tasks, work role strains, and resources. A third group of researchers found no gender differences in levels of stress for sons and daughters caring for parents living in the community. One possible reason for this was that the levels of burden reported were more comparable when sons and daughters provided similar types and amounts of care. 

[bookmark: _Toc509940563]Marital Status

[bookmark: _Toc509940564]Marital status was another variable that had inconsistent findings with respect to experiences of care. According to Merrill’s review of the literature (1997), married daughters were less likely to have negative experiences of care than unmarried ones, potentially because married daughters received some support from their spouses. 

Race and Ethnicity

Race and ethnicity seemed to be a key variable with respect to experiences of care, especially in the context of the USA.  Lin and colleagues’ (2012) analysis of US national statistics on long-term care, found that caregivers who were white were more likely to perceive care as burdensome. Cahill and associates’ (2009) qualitative study of older persons in Baltimore (USA) also found a similar trend. When their sample of 50 older respondents was stratified by ethnicity, older adults who expressed the concept of burden were more likely to be white, when compared with older adults who did not express burden. The three subthemes of burden that emerged from their study were: 1) not wanting to complicate the busy lives of adult children; 2) guilt about health problems; and, 3) concern that children were overly worried about the care of their older family member. Cahill et al. also found that expression and meaning of burden differed according to ethnicity – white older adults were more concerned about interrupting their adult children’s busy lives.
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Employment & Income Status

In some studies, nonfamily occupational roles were identified as an important buffer in relation to caregiver experiences. Merrill (1997), for instance, found that women who were working and were caregivers, reported being better off in terms of self-esteem and life satisfaction than non-employed women who were family caregivers of an older relative. However, the results of a study conducted by Edwards and colleagues (2002) which compared employed and non-employed caregivers found no significant differences between employed and non-employed caregivers on measures of role overload, worry, strain, and depression. Nevertheless, their analysis revealed that working caregivers who experienced greater conflict on the job, reported higher role overload, worry and strain. Beneficial work experiences however, were only weakly associated with these negative outcomes. Given these findings, Edwards et al. concluded that job-related experiences might contribute to role conflict and depressive symptoms in working caregivers, but that different factors may result in negative experiences of care by non-employed caregivers.   
  
[bookmark: _Toc509940566]Educational background  

No clear pattern was found in the literature on the relationship between educational background and caregiver experience. Lin, Fee & Wu (2012) found from their analysis of data on Medicare beneficiaries and their carers in the USA, that better educated daughters experienced more stress from caregiving. They surmised that daughters with more education held a less traditional gender ideology, which contributed to them experiencing more caregiving strain than daughters with less education. It was unclear from their study why higher incomes and more resources did not help to reduce the negative caregiving experiences of the better-educated women, especially since educational background was more likely to be associated with higher income and the capacity to buy in-home care support.
Lu and colleagues (2015) found similar results in their investigation of the relationship between the various dimensions of burden and the wellbeing of the caregivers of older persons with musculoskeletal conditions (MSK) in China. Caregivers with higher educational attainment were more likely to report higher levels of developmental burden. Developmental burden refers to “the perceived feelings by the caregiver that they are ‘out of sync’ with their peers or feelings of missing out on life.” (Razani et al. 2007, p. 4). However, in a study conducted by Ehrlich and colleagues to describe and compare urban and rural Swedish family caregivers’ reactions to caring for a relative with dementia, they found that there was no associated relationship between educational level and the carers’ reaction to caregiving. 

[bookmark: _Toc509940567]Geographical Proximity

For the most part, the literature has been consistent about the relationship between geographical proximity and perceived negative aspects of care. As Wild, Wiles, and Allen (2013) observed from their literature review, family/lay caregivers who lived with a frail older person tended to provide more hours of assistance and performed a more diverse range of caregiving tasks, than those who lived away from care recipients. Caregivers living together with the care receivers were also more likely to experience higher levels of subjective burden than those who lived apart. Metzelthin and colleagues (2017), for example, found that Dutch caregivers who lived with their cared-for relative experienced increased subjective burden and a decrease in care-related quality of life.

[bookmark: _Toc509940568]Kleban and colleagues’ (1989) study of 150 families in Philadelphia found that wives sharing households with their mothers-in-law were more likely to report negative aspects of this arrangement such as interference in their social life, family vacation plans, time with their spouse and children, and relationships with other relatives. Husbands and wives disagreed on the extent to which relationships in the nuclear family were affected by caregiving but agreed about the occurrence of more objectively apparent lifestyle disruptions. 

Relationship Factors
[bookmark: _Toc509940569]
This section mainly discusses the impact of type of filial relationship on the family elder care experience. Other relationship factors are briefly considered at the end of the section. 
Type of filial relationship

There were mixed findings in the literature on the impact of filial relationship and experiences of care. In their study of people caring for older persons diagnosed with dementia, De Labra and colleagues (2015) found that consanguineous relatives (e.g. adult children, siblings, grandchildren, nephews and nieces) had significantly higher caregiving satisfaction than those in non-consanguineous relationships (e.g. spouse, children-in-law). Long and colleagues (2009) had a similar finding in their qualitative study of Japanese daughters and daughters-in-law.  Unlike daughters, Japanese daughters in-law, tended to express bitterness toward their mothers-in-law, which often stemmed from how they were treated when they first entered the house as a bride, rather than because of their current caregiving situation. Most daughters-in-law had a bad or tense relationship with their in-laws. The interpersonal conflicts that arose with the extended family over the years were a main source of their unhappiness with their role as a caregiver. Furthermore, daughters-in-law were often the assumed caregiver to their mothers-in-law in that they were often not given a choice in the matter, and many felt unappreciated for the care they provided. Several of them also struggled with feelings of resentment or guilt over not being able to care for their own ageing parents even though it was not a cultural norm for them to do so. 

On the other hand, Japanese daughters in that study generally perceived caring for their own mother as a ‘natural’ thing and saw it as an opportunity to reciprocate care to her. They also shared (directly or indirectly) about being satisfied with acting as a ‘good daughter’. Daughters rarely mentioned the need to hear words of appreciation. Rather, they seemed to recognise that their work as caregivers was appreciated, possibly because they were not the assumed caregiver. Generally, daughters took on the role of primary caregiver in response to a specific need or crisis. Unlike the daughters-in-law, their involvement was an outcome of their own choice, which often resulted from family discussion. 

Other studies presented a different picture of the difference between the experiences of affinal-kin and blood relatives. Lu and colleagues’ (2015) study of family caregivers of Chinese elders with MSK, found that spouse caregivers were more satisfied with their lives than adult-child caregivers were.  No explanation was provided in their publication to explain these findings. However, the results of Lloyd, Patterson and Muers (2016) study provided some useful insights that may be applicable to understanding Lu et al’s observation, about the difference in spouse and adult-children’s experiences of the impact of caregiving on their lives. Lloyd and colleagues observed subtle differences in how positive aspects of care were experienced by different groups of carers. In their study, positive aspects of care identified by adult child carers included personal growth and learning more about themselves, which boosted their conﬁdence in their ability to handle difficult situations in the future. In contrast, spousal carers, particularly wives, tended to place a higher value on gains based in the dynamic of their relationship and on spiritual growth. Wives viewed their caring role as an extension of their marital relationship. Husbands identified the opportunity to reciprocate the care they had received through the marriage as a benefit of caregiving, as well as the new sense of purpose gained from taking on the caregiving role. Husbands also reported beneﬁtting from a perceived social honour of being a male carer.

With respect to spousal care of demented older persons, Fitting and colleagues (1986) found that husband and wife caregivers experienced similar degrees of burden but wives reported more depressive symptoms. Their study also highlighted how the age of the spouse influenced the participants’ experience of care. Younger caregivers seemed to be more lonely and resentful about their plight. Their embittered view of their situation may have resulted because of responsibilities that they had, such as mortgage payments and paying university fees for young adult children. Older caregivers may have already fulfilled such financial obligations, hence their more positive outlook. 

From the viewpoint of care recipients, Martire and colleagues (2003 cited in Tetz et al. 2006) found that wife care recipients were more critical of husband caregivers: 41% of wife care receivers agreed with the statement “Sometimes my spouse does not do it in the right way,” compared to only 17% of husband care receivers. One possible explanation put forward by Martire and colleagues for the relatively lower satisfaction of women with the care they received from their husbands, was that the cohort of men was not as skilled as women, in providing functional assistance. 

[bookmark: _Toc509940570]Other Considerations

Generally, carers who described their prior relationship with an older relative in positive terms were more likely to report a deeper level of satisfaction in their role as a caregiver (Lloyd, Patterson & Muers 2016; Merrill 1997). Also, lack of support from friends or relatives, family conﬂict, and not having someone to take over caregiving tasks, were relationship factors that often resulted in negative appraisals of the care experience (Lin, Fee & Wu 2012). 

Care Factors
	
The care factors that are discussed in this section are: intensity of care; duration of caregiving; culture and experiences of care. 

[bookmark: _Toc509940572]Intensity of care

Caregivers that spend long hours helping with ADLs or IADLs were more likely to perceive care as negative (Lin, Fee & Wu 2012). The number of care tasks and demands were in many instances a function of the health condition of the older care recipient. Generally, people caring for older relatives with degenerative illnesses such as dementia and Alzheimer’s were more likely to view their care experience negatively given the extensive and increasing care that is required over time. However, exceptions to this pattern were also observed. De Labra et al. (2015), for example, found in their study of caregivers of persons with dementia, that the more severe the dementia, the greater the satisfaction felt by the carers. They suggested that the increased satisfaction might have been as a result of the competence gained by the caregiver from their increased involvement with their loved one. The intensification of their care activities may have also strengthened the emotional bond between the two parties. Pinquart and Sӧrensen’s (2003b) study on family caregivers of older persons with dementia provided additional clarity on this issue. They observed that caregivers were more willing to tolerate physical limitations and cognitive deficits in older relatives more than behavioural problems. 

[bookmark: _Toc509940573]Duration of caregiving

Pinquart and Sӧrensen (2003b) found three distinct and contradictory hypotheses in the literature on the duration of care and how care is perceived, namely: 1) the wear and tear hypothesis; 2) the adaptation hypothesis; and, 3) the trait hypothesis. The wear-and-tear hypothesis predicts that the longer caregiving is sustained, the greater the decline in caregiver subjective well-being. The findings from Naef and colleagues’ (2017) study seemed consistent with this. Naef et al. found that a low intensity group of family caregivers, consisting of equal proportions of spouse and adult children, reported high relationship quality and self-perceived ease of caregiving, whilst the high intensity group experienced significantly lower relationship quality, felt less prepared for elder caregiving and appraised caregiving as more difficult, time-intensive and burdensome. The high-intensity group of participants had significantly lower levels of quality of life and self-perceived health when compared to the low-intensity group. Lu et al. (2015) obtained similar results from their study of family caregivers of older persons with MSK: higher intensity caregivers had lower satisfaction and higher depressive symptoms. 

There are two different schools of thought on the impact of duration of care on family caregivers. The adaptation hypothesis suggests that caregivers will adapt to the stress of caregiving over time. Caregivers might experience an increase in negative emotions at the start of their caregiving career with the level of distress being at the midpoint of the care timeline, but this is expected to decline thereafter because of adaptational processes or decreases in problematic behaviour by the cared-for relative. The trait hypothesis suggests that because of the caregiver’s pre-existing resources, such as resilience and coping skills, caregivers will maintain a constant level of adaptation despite care recipient deterioration. Also, if caregiving demands increase at the same rate as the ability to cope with those demands, the trait hypothesis predicts that there will be a weak association between the duration of caregiving and caregiver burden and depression. 
[bookmark: _Toc509940574]
Culture and experiences of care

There is consensus in the literature that caregiving experiences differ significantly across cultures and ethnic groups (Pharr et al. 2014). Culture may be broadly defined as “widely shared ideals, values, formation and uses of categories, assumptions about life, and goal-directed activities that become unconsciously or subconsciously accepted as ‘right’ and ‘correct’ by people who identify themselves as members of a society.” (Brislin 1990, p. 11 cited in Pharr et al. 2014, p. 3). It includes values such as cultural identity (feeling you belong to a group or culture, language), familialism (interdependence, loyalty, reciprocity, solidarity with family), family support (family communication, cohesiveness, and coping), gender roles, spirituality (beliefs of a higher power expressed in practices e.g. prayer and faith), as well as health beliefs, traditions, and values (e.g., causes of illness, illness appraisal) that influence how we assess care needs and respond to them (Juarez, Branin & Rosales 2014). 

Ethnicity refers to a group's shared sense of peoplehood based on a distinctive social and cultural heritage as evidenced by common ancestry, shared historical memories, elements of a common culture (language, religion, and diet), a symbolic attachment to a homeland and a sense of solidarity (Aranda 1997; Parveen, Morrison & Robinson 2011).  Although a relationship usually exists between culture and ethnicity, common ethnic grouping does not always indicate cultural uniformity (Parveen, Morrison & Robinson 2011). 
[bookmark: _Toc509940575][bookmark: _Toc509993429]
Parveen and colleagues (2011) conducted focus groups to investigate how ethnicity affected participants’ experience of care over time. From their sample of thirty (30) caregivers, all participants identified positive and negative aspects of the caregiver role. However, there was a clear difference in what was considered positive about the care experience. Parveen, Morrison & Robinson found that whereas the White-British caregivers gained satisfaction from learning new skills and gaining life experience, British-Bangladeshi, British-Indian and British-Pakistani caregivers mainly discussed the positive experience of gaining satisfaction due to receiving religious blessings for fulfilling their duty. The participants unanimously reported that they perceived the care role to be made more difficult by having multiple roles such as employee and parent if they had other dependents (Parveen, Morrison & Robinson 2011).

Several studies have been conducted to explore the impact of cultural beliefs on caregiver appraisal among different ethnic groups in the USA. Many studies have found that familialism and positive appraisal of caregiving may be greater among African-Americans, Asian-Americans and Latin-Americans than with European-American caregivers. Generally, however, the findings have been inconsistent with respect to the relationship between ethnicity and caregiver outcomes such as level of burden and distress (Pinquart & Sӧrensen 2005). The overlap between ethnicity and access to socio-economic resources adds further complexity to the findings and contributes to some of the variation in the results on this issue.  

[bookmark: _Toc40436496]3.5 CONCLUSION

This review highlighted the importance of several variables that serve as determinants of the acquisition of the role of family caregiver. Gender and cultural norms are particularly important, as are other demographic and personal factors. While structural factors have a strong influence on the decision about who provides family care, so too are the negotiated commitments that arise from each unique family situation. The dynamic nature of social life and people’s circumstances mean that more than one family member might serve as the primary family caregiver, especially in the case of older persons who live long lives but with the need for long-term care. Structural factors also affect whether or not a potential caregiver passively accepts the role of family caregiver or actively volunteers to undertake the responsibility. Thus, conceptualisations of this process must reflect its fluidity while at the same time highlighting the patterns that are evident within specific structural settings. Given the present state of knowledge on this issue, an eclectic approach to conceptualising the determinants of care was used in this study so that a more accurate picture of what obtains in reality is achieved. 

Generally, the research literature showed inconsistent patterns in the relationship of socio-demographic and cultural factors on how caregivers perceived the care experience. While some trends have been observed in the literature on the factors that resulted in positive, negative, neutral or mixed assessments of the care experience, the findings for the most part have been inconclusive. The inconsistency in the results may in part be explained by the different methodologies used in research studies on the subject. Many studies used convenience samples, were cross-sectional and applied varying measurement strategies (Kramer 1997). How a person experiences care determines whether they will commence and continue with a caregiving relationship, be they the caregiver or care recipient. Both positive and negative assessments of care are related to the decision of the caregiver to continue providing care, so it is important to examine the risk factors associated with both aspects of the care experience (Lin, Fee & Wu 2012). The review also highlighted the need for more studies on how older care recipients experience care. The limited number of studies that addressed the perspective of older family care recipients made it challenging to give equal attention to both viewpoints. The chapter that follows examines the coping and care management strategies of family caregivers and their cared-for older relative.

[bookmark: _Toc40436497]CHAPTER 4 – LITERATURE REVIEW 
[bookmark: _Toc40436498]COPING & CARE MANAGEMENT STRATEGIES

[bookmark: _Toc505945219][bookmark: _Toc40436499]4.1 INTRODUCTION

The study of coping and care management has not been a core feature of sociological research. Rather, it has predominantly been the stomping ground of psychologists who have made significant and invaluable contributions, but at the same time, have not been able to adequately address the structural and other societal aspects of coping and care management for which sociologists are better equipped. Some sociologists (e.g. Pearlin and colleagues) have sought to address these limitations by conducting multi-disciplinary work which generally falls within the domain of social psychology. Pearlin (1989) however made a strong case for a distinct sociological approach to the study of stress and coping for, as he argued, a multi-disciplinary approach is only as good as what each discipline brings to the table, and indeed sociology has the wherewithal to contribute ample amounts to the feast. However, his proposed caregiver stress and coping model, although popular, has several limitations. 

While there is general agreement about what coping entails, there is lack of coherence on what care management strategies involve. Sometimes the terms coping, resilience, care strategies and care management are used interchangeably. In this section, I begin by reviewing some of the key approaches to conceptualising coping and care management, followed by a critical review of two main theoretical perspectives to understanding coping and care management, namely: i) Pearlin and colleagues’ (1990) stress and coping theories; and, ii) Wise and colleagues’ (2011) family ecological systems (FES) perspective. I also include an overview of some of the empirical studies on coping and care management, and give particular attention to the role of social support in care relationships. In the final subsection, I provide the definitions that I believe are best suited to the current examination of coping and care management. This literature review does not include the work of various family theorists as the study focused primarily on obtaining the contributions of older cared-for relatives and family caregivers. As I explain herein, the ecological systems perspective is particularly suited to a sociology study of this nature, as it allows for sufficient consideration of the micro, meso and macro influences on care relationships. 

[bookmark: _Toc505945220][bookmark: _Toc40436500]4.2 DEFINING COPING & CARE MANAGEMENT 

In this section, I examine sociological literature on coping and care management with particular attention to how these terms are distinct yet overlap. Conceptualisations of adversity, caregiver strain, stressors and life events are discussed, as these are important triggers of the coping and care management process. The influence of social support and social resources on coping and care management practices are examined, as well as the suitability of related concepts such as resilience, to the sociological study of coping and care management. 

[bookmark: _Toc505945221][bookmark: _Toc40436501]4.2.1     The Sociological Study of Coping & Care Management 

The relatively recent focus of sociologists on coping has been lauded by researchers such as Pearlin (1989) and Bury (1991), as a welcome development given the need for attention to issues of social structure and how social organisation impacts on individual coping proclivities. However, researchers such as Dunahoo and colleagues (1998, p. 139) observed that there has only been nascent interest in the social dimensions of coping:

[S]ocial dimensions of the environment, such as power constraints, the need to preserve social ties, the wellbeing of the group, or the sacrifice of personal needs for the good of the family or group are not included in coping conceptualizations.

Thus, there needs to be greater sociological interest on this very important subject.

Coping has been generally referred to as “the actions people take in their own behalf as they attempt to avoid or lessen the impact of life problems.” (Aneshensel 1992, p. 18). McCubbin and McCubbin provided an even simpler definition of coping as “strategy for managing stress” (McCubbin & McCubbin 1979, p. 238). Coping behaviour includes changing the situation from which the stressor arises, managing the meaning of the situation in a manner that reduces threat, and keeping the symptoms of stress within manageable bounds (Pearlin 1989). Thus, coping implies the existence of stress, stressors and adversity. 

Pearlin defined stressors as “the experiential circumstances that give rise to stress.” (Pearlin 1989, p. 243). They are the “conditions, experiences, and activities that are problematic for people; that is, that threaten them, thwart their efforts, fatigue them, and defeat their dreams.” (Pearlin 1990, p. 586). His stress process framework emphasises that “stressors are socially embedded: they arise from the conditions that accompany social position and social disadvantage”. With respect to caregiver stress, Pearlin (1990, p. 590) maintained that it is not an event or a unitary phenomenon, rather, it is: 

[A] mix of circumstances, experiences, responses, and resources that vary considerably among caregivers and that, consequently, vary in their impact on caregivers' health and behaviour. The mix is not stable; a change in one of its components can result in the change of others.

On the related concept of adversity, Dohrenwend defined it as a “calamitous or disastrous experience” and “a condition of suffering, destitution or affliction.” (Dohrenwend 1998, p 5). Adversity is synonymous with grave or persistent misfortune, which “may apply to either the incident or conjunction of events that is the cause of an unhappy change of fortune[footnoteRef:37] or to the ensuing state of distress”. A potential outcome of adversity is a decrease in wellbeing, including psychopathology, but there are instances where adversity does not result in this. Factors may modify or amplify the effects/of adverse circumstances. There has been a lot of interest in such factors and in determining how and why some persons are able to cope or be ‘resilient’ in the face of difficulty. I will discuss the concept of resilience in more detail below.  [37:  Misfortune is distinct from mishap, since the latter refers to “a trivial instance of bad luck”. It may be caused by man-made or natural disasters and may be caused by factors external to the individual, or it may be triggered by the actions of the person suffering from adverse circumstances.] 


Mattlin and colleagues (1990), drawing on the work of McCrae (1984)[footnoteRef:38] for their study on the situational determinants of stress and coping, operationalised the most stressful situations as falling within the following six categories: 1) Illness i.e. all illnesses, injuries, and chronic health conditions reported by the respondent as happening to himself or herself; 2) Practical problems i.e. events such as job losses, legal problems, burglaries, accidents, and financial difficulties; 3) Interpersonal problems including marital difficulties of the respondent and spouse as well as problems in getting along with other family members and friends; 4) Death of a loved one; 5) Network illness i.e. all acute and chronic health conditions of anyone other than the respondent; and, 6) Network other which includes all other problems reported as happening to someone other than the respondent. These categories are a useful summation of the main factors identified in most research on this subject. Since all these factors are implicated in most care relationships, it is not surprising that, as was discussed earlier, significant attention has been placed on the negative aspects of caregiving. However, as was argued, more attention must also be given to the adaptive strategies employed by all parties in the caregiving relationship in order to overcome these adverse circumstances.   [38:  Mc Crae’s article entitled Situational Determinants of Coping Responses: Loss, Threat, and Challenge was cited in Mattlin (1990). ] 


The multi-dimensional nature of stress and coping has long been established in the literature. As Hobfoll observed, “[h]ow people respond to challenges from their environment can be seen as a function of their personality, constitution, perceptions, and the context in which the stressor occurs.” (Hobfoll 1989, p. 513). The interrelated influences of both agency and structure, personal, psychological, physiological and social factors on coping have resulted in overlaps and blurred distinctions as to what the term means in the fields of sociology and psychology. In psychology, coping is largely associated with emotional and “cognitive processes” whereby an individual learns to tolerate or put up with negative experiences and maintain a feeling of personal worth, a “sense of coherence”, and meaning in life, in the face of disruption (Bury 1991). 

In sociology, coping is also used to refer to the alleviation of stress (Pearlin 1989) but gives focused attention to the social aspects of coping which include: a) the interpersonal nature of coping i.e. how coping occurs in a relationship between two persons; and, b) communal coping which refers to coping responses that are “influenced by and in reaction to the social context.” (Folkman & Moskowitz 2004 cited in Mojica 2016, p. 21). From a sociological perspective, coping is “learned from one’s membership and reference groups in the same ways as other behaviours are learned or internalized” (Pearlin 1989, p. 250). Thus, the emphasis is on the “forms of coping and the social values and factors that affect its choice of utilization by various people.” (Cornell 2014, p. 7).

[bookmark: _Toc505945222]Coping as Strategy or Care Management

The overlaps and blurred use of the concept in psychology and sociology has stimulated social researchers such as Bury to suggest an overhauling of how the term is used. More specifically, Bury recommended that the term ‘coping’ be relegated to the attitudes people have, and another term such as ‘strategy’ or ‘strategic management’ should be used to refer to the actions people take to overcome challenges. Strategy or strategic management, he argued in contrast to ‘coping’, or the “rather confusing use of such terms as ‘coping strategies’ or ‘social coping’ … in the literature … directs attention to the actions people take, or what people do in the face of illness, rather than the attitudes people develop.” (Bury 1991, p. 461 - 462). Since strategy refers to “actions taken to mobilise resources and maximise favourable outcomes” he proposed that this is in fact the better term for what most researchers referred to as coping. Bury also underscored “the need for a dynamic view of choice and constraint, as people attempt to weigh up alternative forms of action.” (Bury 1991, p. 462). Whilst the increased attention to dynamism and action as proposed by Bury is applaudable, I am of the view that the use of the term strategy or strategic management minus the term care, transfers the problem of terminology to other disciplines such as management and administration. 

Aldwin also observed that coping in the social science literature was conceptualised as strategies that “are thought to consist of both cognitions and behaviours that are directed at managing a problem and its attendant negative emotions.” (Aldwin 2007, p. 96). Aldwin agreed with the distinction between coping and management and suggested that once a person has mastered the task (e.g. driving on the freeway) it becomes more of a management skill than a coping behaviour. She defined ‘life management skills’ as “routinized and everyday ... situation-specific skills used to forestall [stress] or avoid a problem.” (p. 95), and ‘coping strategies’ as being directed at novel events for which the outcome is uncertain and effort is required. Thus, coping strategies that are mastered and become a repeated pattern of behaviour in a given situation evolve to become management skills. 

In so doing, Aldwin, in my view, resolved a problematic aspect of the coping literature about whether or not coping should be limited to intentional actions or, if effortless automatic behaviours should also be considered as valid forms of coping. This is further complicated by the blurred boundaries between these two elements, in that, automatic behaviour is not always synonymous with that which is effortless. For example, smoking might be a form of coping, which is both automatic and effortless, whilst getting extra sleep may be an effortless form of coping but may be an intentional act. However, as Carpenter (1992, p. 7) acknowledged, intentionality or awareness and nonconscious coping activities may be difficult to account for in practice.  Despite this benefit, the use of the term life management that Aldwin proposed is not ideal because it is too broad a term. Thus, I have adopted the use of the term care management for the purpose of this study.

I am also of the view that sociological research should focus more on actions rather than cognitions, as the latter is best explored within the domain of psychological research. But, at the same time, a carte blanche exclusion of cognitions and individual responses by sociologists should be discouraged, as there may be sociological explanations and measures of these. Durkheim’s work on suicide is an example of how sociological inquiry can be applied to areas that might be considered the domain of psychology. As (Pearlin 1989) explained in his seminal work on the sociology of stress and coping, it is not merely the topic area but also the data collected and methodological approach employed by sociologists, which helps distinguish between the coping and stress perspectives in the two disciplines. 

With respect to the types of data collected on the sociological aspects of coping, Pearlin observed that while non-sociological disciplines have collected basic sociological data on people’s background such as their gender, socio-economic status, ethnicity and age, only token attention is placed on these variables at the analysis stage as opposed to it being a primary area of interest (Pearlin 1989). Thus, Pearlin concluded that sociology is best placed to deal with the effects of “social stratification, social institutions and interpersonal relationships” as they relate to stress and, by extension coping, since these social facts are ‘fundamental’ to an understanding of same by sociologists (Pearlin 1989, p. 242). 

[bookmark: _Toc505945223]Coping, Life Events, Strain & Stressors

Pearlin also emphasised the need for sociologists to give attention to life events and stressors. Stressors are “the experiential circumstances which give rise to stress.” (Pearlin 1989, p. 243). For the most part, sociologists tend to explore stressors, which are chronic strains, or life problems that endure or are recurrent, and “arise within the boundaries of major social roles and role sets.” (Pearlin 1989, p. 245). Life event stressors are generally referred to in the literature as objective, discrete occurrences of sufficient magnitude to result in substantial change to the usual activities of most persons (Aneshensel 1992). Examples of life event stressors include illness, changing or losing a job, marriage and divorce. Pearlin (1989) argued that the initial focus of stress theorists on life events was not sufficiently sociological, and that for the necessary balance to be achieved, researchers must investigate the “patterned differences among groups and collectivities differentiated by their social and economic circumstances.” (Pearlin 1989, p. 244-245)[footnoteRef:39]. [39:  According to Pearlin, life events and stressors are interdependent. The relationship that exists between these two stressors are, inter alia: 1) Life events lead to chronic strain; and, 2) Chronic strains lead to life events.] 


With respect to role strain, Pearlin advised that sociologists give attention to the following: a) Role overload – “a condition that exists when demands on energy and stamina exceed the individual’s capacities”; b) Interpersonal conflicts within role sets – “problems and difficulties that arise among those who interact with each other in sets of complementary roles” e.g. caregiver and care recipient; parent and child; c) Inter-role conflict – “the incompatible demands of multiple roles” e.g. the demands of work and family; d) Role captivity – “exists when one is an unwilling incumbent of a role”; and e) Role restructuring – “alterations in long established patterns of expectation and interaction”. According to Pearlin and Lieberman (1979 cited in Aneshensel 1992), women, the young, and those of low socioeconomic status encounter the most severe role strains. Other types of strain that are structural in nature include economic strain and inconsistency of social standing. The latter can be further sub-divided into status inconsistency (discrepancy between occupation and income), goal-striving stress (discrepancy between aspirations and achievements), and life-style incongruity (behaviours inconsistent with an individual’s social class) (Aneshensel 1992). These recommendations by Pearlin and observations highlighted by Aneshensel are important considerations for the current study. 
[bookmark: _Toc505945224]
Agency, Structure and Coping

The situation-specific nature of coping as it pertains to the arrangement and persistence of statuses and roles in social institutions and how this impacts on stress and coping over time, is of key interest to sociology (Pearlin 1989). Pearlin is clear that a sociological perspective gives attention to “the unequal distribution of resources, opportunities and self-regard”, variations in “hardship and privilege, threat and security, conflict and harmony” and the exigency that is ascribed to threatening or burdensome situations, across groups of people in different social contexts (Pearlin 1989, p. 242). Gerhardt also argued that a sociological focus on coping is mainly about “whether and how coping depends on social institutions and the structures of power and production in society.” (Gerhardt 1979, p. 196). For Gerhardt, the analytical framework of sociologists should take into account the fact that an individual's ability to cope is influenced by the organisation and distribution of economic and political resources in society. To achieve this, he adopted a Marxist approach to assess coping in his study. 

Gerhardt (1979) provided a more balanced view of coping strategies vis à vis structure when compared to Bury’s notions of coping as strategy or strategic management mentioned earlier. Gerhardt (1979, p. 218) argued that coping:

[E]xtends beyond the strategic callousness of the skilful actor whom Goffman pictures as the stage manager of his everyday life. Rather, coping becomes conscious production (or attempts to do so) under the circumstances and limited opportunities which characterize the quality of one's social existence. 

He distinguished social coping from psycho-physiological coping and psychological coping and qualified these as follows: 
· Psycho-physiological coping – all cognitive and motor activities which a sick person employs to preserve his bodily and psychic identity, to recover reversibly impaired function and compensate to the limit for any irreversible impairment. Coping is seen as a psycho-physiological reaction of the body to life change. Psycho-physiological mechanisms are referred to as coping devices; 
· [bookmark: _Hlk28089975]Psychological Coping – identified in terms of personality traits or cognitive processes as resources, which characterize persons who after a stressful event do not develop an illness. Coping is deemed a psychological process;
· Social Coping – An individual may tackle a problem by actively influencing his environment and doing something to change his situation. It is distinct from psychological coping in that the focus is not on ‘manipulation of cognitions about the environment’ but on ‘manipulation of the environment itself’ (Gerhardt 1979, p. 207). It is more appropriate to adverse circumstances that are based on external public factors outside of the individual’s control and which require a call to action.

Thoits holds a similar position to Pearlin and Gerhardt and noted that “studies of individuals' active efforts to cope with specific stressors may best reveal the complex interplay between personal agency and structural constraints on that agency.” (Thoits 1995, p. 68). However, she (Thoits 1995, p. 62) observed that research thus far on the impact of structure on coping in later life is either inadequate or inconclusive:
To date, there are no reliable findings with respect to age differences in coping responses ... Racial and socioeconomic differences have rarely been examined … In general, social status differences in coping styles and in situational coping responses require further exploration ... Whether social status differences in the use of coping strategies help explain status variations in health and mental health outcomes is a crucial issue which deserves far more research attention by sociologists.

[bookmark: _Toc505945225]Coping and Social Support

It is widely accepted that social support systems are one of the main mediating factors that help with overcoming stressful situations. It is the “the most frequently studied psychosocial resource.” (Thoits 1995, p.64). According to Pearlin (1989), social support systems refer to the mix of formal and informal social attachments of friends and relatives that an individual actually uses in dealing with life’s problems. It is a subset of one’s social network, which he defined as “the totality of social resources on which one potentially may draw.” (Pearlin 1989, p. 251)[footnoteRef:40]. More specifically, social networks indicate the organisation, extensiveness and composition of people’s social attachments across a range of institutional and social contexts such as the family, neighbourhood, occupation, religion, civil society groups and medical care systems. Thoits (1995, p. 64) echoed this sentiment and observed that: [40:  Thoits qualified social networks à la Pearlin as referring to structural support: “Structural support refers to the organization of people's ties to one another, in particular, to the number of relationships or social roles a person has, to the frequency of his/her contact with various network members, to the density and multiplexity of relationships among network members, and so forth. Network measures often capture the individual's level or degree of social isolation/integration or social embeddedness” (Thoits 1995, p. 64).] 


Indeed, the size of a person's social network, the cohesiveness of the network, and the types of relationships in a network (e.g., strong ties vs. weak ties) have been shown to influence the receipt of various kinds of social support.  

Thoits defined social support as “a coping resource, in this case, a social ‘fund’ from which people may draw when handling stressors.” (Thoits 1995, p.64). She went on to note that it “refers to [various supportive] functions performed for the individual by significant others, such as family members, friends, and co-workers.”  (Thoits 1995, p.64).

The literature also distinguishes between perceived and received social support. The evidence seems to suggest that emotional and perceived social support has a greater impact as a buffer against the mental impact of stress, more so than membership in social networks or the actual receipt of social support (Aneshensel 1992; Thoits 1995). According to Thoits, “perceived emotional support is associated directly with better physical and mental health and usually buffers the damaging mental and physical health impacts of major life events and chronic strains.” (Thoits 1995 p. 64). With respect to perceived social support and social status, Thoits (1995) observed from her review of the literature, that this varied given gender, relationship status, age and social status. The research suggested that women reported either more perceived support than men or, that men and women do not differ in this resource. Men tended to have larger networks than women but women exhibited greater investment and intimacy in their relationships. Thus, male participation in social networks across the life course was more ‘extensive’ but less ‘intensive’ than that of females. Married individuals reported higher perceived support than the unmarried. Perceived support was found to decrease with age and increase with indicators of socioeconomic status. Network size and participation declined with age and increased with employment status and socioeconomic status. Her review also revealed that involvement in social networks also varied by social status.  

Pearlin (1989, p. 251) cautioned against ignoring the history of reciprocity and interaction in social support studies: 

[T]he forms of support, its reciprocity, its connections between seeking and receiving support, its stability, and even whether or not it is welcomed are some of the issues that can only be examined properly if both the donor and recipient’s role are explored.

The simplest and most powerful measure of social support appeared to be whether a person has an intimate, confiding relationship or not (typically with a spouse or lover; friends or relatives function equivalently but less powerfully). Having a confidante significantly reduced the effects of stress experiences on physical and psychological outcomes (Cohen & Wills 1985). 

[bookmark: _Toc505945226]Social support as positive and negative

The literature also cautions against viewing social ties as being only positive as there are situations in which they may be a negative influence and result in less than desired quality of life and wellbeing. As Thoits highlighted, “studies are beginning to show that there are important limitations on the degree to which the possession of social ties benefits physical or mental health.” (Thoits 1995, p. 66). Consideration must be given to the potential negative effects of social support on the wellbeing of care recipients. On the other hand, the absence of social ties, or social isolation, may be a stressor in itself, which produces chronic loneliness, lack of identity, or lack of behavioural regulation (Lloyd, Patterson & Muers 2016) . 

Some evidence indicates that obligatory social ties (e.g. spouse, parent, relative, and worker) can produce stressful demands which may cancel or outweigh the positive consequences of these roles in the context of care relationships. In contrast, voluntary ties (e.g. friend, church member, and group member) have more manageable or escapable demands, and may allow people in those roles, benefits that exceed their costs. Furthermore, the results of several studies on caregiver stress suggest that support giving or, caring for and/or about others can be costly (see previous Chapter on care experiences). The possibility also exists that the worst support-givers are family members who are themselves affected or threatened by the care recipient’s situation. Family members may push too hard or too soon for evidence of recovery or, alternatively, may become so protective and overly helpful that the victim comes to resent his/her implied dependency. The mechanisms through which social support can influence a target individual's physical health may be even more complex.  Supporters may encourage (or sometimes sabotage) individuals’ attempts to: control their eating, drinking, smoking, or exercising behaviours; actively monitor and regulate a target's health-related behaviours; model or be co-participants in health-related activities; and, urge medical treatment-seeking, among other possibilities. 

The literature also highlighted gender differences in preferred coping and support-giving strategies and in the types of support men and women wished to receive. For instance, husbands are more likely to hide problems and give (unwanted) advice, less likely to ventilate, and more uncomfortable with their wives’ emotional expressivity. Often what one spouse hopes to receive is incompatible with what the other spouse thinks it is best to offer, which generates conflict and mutual dissatisfaction between them. It may be that the most effective support-givers are ‘similar others’, that is, individuals who themselves have successfully faced the same stressful circumstances that the ‘victim’ is currently facing (Thoits 1986). Similar others are more likely to offer support that best ‘matches’ the emotional and practical needs of the distressed person. 

Thoits (1995) concluded from her review of the literature that we still know very little about support-givers. She recommended that detailed qualitative studies of age, race, and socioeconomic differences in preferred coping and support-giving strategies would be valuable for both theoretical and applied reasons.

[bookmark: _Toc505945227]Social resources in later life

With respect to older people, their ability to cope in later life is in large part a reflection of the resources that they have access to. Resources are thought to be different in advanced age, with psychosocial resources being more accessible, but other resources are perhaps less so in later life. Resources were also found to be context-dependent. Social support, for example, was constituted differently for people living alone than for those living intergenerationally (Hayman et al. 2017). 

[bookmark: _Toc505945228]Coping Strategies & Care Management

Coping strategies used by family caregivers may be generally subdivided into two categories: i) internal – which includes both the mental and emotional dimensions; and, ii) external – behavioural actions (Gitlin et al. 2002). However, as Gitlin and colleagues observed, there is a preponderance of research on the former, with relatively less attention to the latter. I am of the view that this gap provides a bevy of research opportunities for sociologists to make a significant contribution. 

Internal coping strategies include inter alia: acceptance, finding meaning (including spiritual/religious and moral reasoning), humour, creativity, resourcefulness (with respect to managing time, material, and social resources), assertiveness, confidence and perseverance. Per my previous arguments about the subject matter of sociological study vis à vis cognitions and emotions, these internal coping strategies are worthy of sociological study, and even more so since sociologists have not given sufficient attention to these factors when compared to psychologists, gerontologists and other disciplines that provide focused study on family caregiving. As a result, I have had to draw from these specialised fields for literature on internal coping strategies. 

Meaning-making has been consistently identified as a main coping strategy that is employed by family carers and the cared-for. According to Hayman and colleagues (2017), how people experience adversity is dependent upon the meaning they ascribe to the challenges they face. They suggested that “[p]eople in advanced age have had more time and opportunity to be exposed to stresses and to develop resources to deal with them.” (Hayman et al. 2017, p. 581). Thus, in their view, it is possible that older people have developed adaptive coping strategies that they might not have had in earlier years. They also noted that an individual who continues to cope in difficult circumstances may have gained increased confidence from surviving trauma, and substantiated this point by referring to data on WWII veterans who experienced the greatest adversity during the war but showed the greatest improvement in resilience in later life. 

With respect to family caregivers and meaning-making, researchers have found that meaning may have a cognitive component (e.g. rationalising experiences), an emotional component (e.g. feelings of fulfilment), and a motivational component (e.g. sustaining coping by finding meaning) that together help a caregiver adapt, create a ‘caregiver’ identity, and find empowering qualities that highlight the strengths required to provide care to someone living with a chronic illness or disability. These methods of meaning-making may help explain why certain caregivers are able to positively appraise the caregiving role (Walker, Powers & Bisconti 2016).

Sánchez-Izquierdo and colleagues (2015) observed that finding meaning was widely regarded as one of the main ways in which caregivers positively appraised their caregiving situation. It involved making sense and giving order and coherence to one’s existence. According to Farran, meaning may occur on two levels: 1) provisional meaning, which refers to the day to day or short caregivers’ experiences in which they can see a positive response to their caregiving [for an] older adult, engendering feelings of confidence in the care provided, and thereby having the subjective experience that they are changing and growing; and, 2) ultimate meaning, which refers to a deeper sense of life meaning, which usually includes a spiritual content. Provisional meaning was generally associated with persons caring for older relatives at home, while ultimate meaning was associated with those caring for institutionalised older persons (Farran 1997 cited in Sánchez-Izquierdo, Prieto-Ursua & Caperos 2015). Farran’s study of 140 family carers in Spain found that caregivers of older people with dementia have a significantly greater loss of meaning than caregivers of elderly people without cognitive impairment.

[bookmark: _Hlk27819814]Carrion and colleagues (2017) examined perceptions of coping among Latino men and women with a cancer diagnosis living in the US. While the study was not exclusively focused on older persons, it is still relevant to this study as 37% of the participants were aged 60 years and over. The main themes that emerged from their qualitative study were: a) Positive reframing – the participants identified the need to positively reframe their experiences with being diagnosed with cancer and expressed an urgency to acquire a positive attitude, which impacted the outcome of their lives and ability to cope; b) Family support – from spouses, siblings, parents, and in-laws for assistance with cancer care; c) Religion and Spirituality – many felt comfort knowing their lives were in God’s hands, which reduced stress and enabled them to cope with a cancer diagnosis; and, d) Support from health-care providers – the participants appreciated the verbal and  emotional support, as well as informational and educational resources in Spanish from health-care providers from diverse disciplines in medicine, nursing, and social work. They coped through reliance on providers’ knowledge, skills, confidence, and the overall relationship with their patients. Health-care providers attended to the psychosocial and family needs of the participants. Additionally, they also provided referral resources that could be used immediately and information for future use in a caring, patient, and attentive manner[footnoteRef:41] (Carrion et al. 2017, p. 236).  [41:  The participants felt that doctors, nurses, and social workers communicated with compassion and that they were instrumental in providing support and referrals. The health-care providers assisted with tangible material but also focused on providing the patients with encouragement, attended to their emotional needs, provided support, and assured them that they were not alone in their medical journey.] 


Religious coping has featured significantly in the resilience literature.  Folkman and Moskowitz described religious coping as “one of the most fertile areas for theoretical consideration and empirical research.” (Folkman & Moskowitz 2004, p. 759). There is some concern about whether religious coping methods are indeed distinct from secular or non-religious coping (Pearlin 1989). Pargament et al. 1988 attempted to bring some clarity to this by identifying 3 methods of religious coping: 1) Self-Directing approach – people rely on their God-given resources in coping; 2) Deferring approach – people passively defer the responsibility for problem-solving to God; and 3) Collaborative approach – people work together with God as partners in the problem-solving process. 

The literature also presented diverse points of view with respect to distinguishing between religion and spirituality. Spirituality is generally described as existing outside the boundaries of formal religion, but is also a part of religion. As with social support, distinguishing between positive and negative religious coping has also received attention in the literature. For Pargament and colleagues, positive religious coping methods are evidenced by an expression of “a sense of spirituality, a secure relationship with God, a belief that there is meaning to be found in life, and a sense of spiritual connectedness with others.” (Pargament et al. 1988, p. 712). It includes benevolent religious reappraisals, collaborative religious coping, and seeking spiritual support. Negative religious coping methods on the other hand, may be characterised by an individual expressing a less secure relationship with God, a tenuous and ominous view of the world given one’s religious beliefs, a religious struggle in the search for significance, punitive religious appraisals, demonic religious appraisals, negative appraisals of God’s powers, and spiritual discontent. 

The coping strategies employed in care relationships directly affect how family carers and cared-for older people perceive their care situation (see sections 3.3 and 3.4 above on experiences of care). As Lloyd, Patterson and Muers observed in their review of fourteen qualitative studies of dementia care, “positive aspects described by carers did not simply appear, but were achieved through the choices and strategies adopted by the carers.” (Lloyd, Patterson & Muers 2016, p. 1554). Acceptance of their situation and the ongoing implications was a very important aspect of this as it enabled carers to make a choice to view the situation with a positive attitude and be compassionate and empathic towards their loved one. Their study also revealed that choosing to commit to the relationship whilst drawing upon sources of strength and creating meaningful opportunities for the older person to be happy and comfortable appeared to empower carers to continue in their caregiving role. They conclude that using such adaptive strategies enabled the caregivers to go beyond just coping with the situation, to growing and taking something positive from it.

Carers also described drawing strength from various sources in order to remain positive. Some spoke about drawing strength from faith, knowledge and experience gained from past challenges, supportive friends, family or services. Accessing these resources enabled carers to maintain a balance in their lives and continue caring in the face of hardship (Lloyd, Patterson & Muers 2016). 

Different levels or units of analysis have been employed in research studies on coping. McCrae (1984, p. 28), for instance, highlighted three levels of coping that were important to consider when conceptualising family coping: 1) The individual level – coping is viewed as the cognitive and behavioural effort made by the individual to master, resolve, tolerate, or reduce demands that tax or exceed her or his personal resources and the styles and efforts employed; 2) the intra-family level – “subsystems within the family (i.e. husband-wife) or the individual's relationship to the family unit.” (e.g. extended family network); and, 3) the family level – the focus here is on the “fit between environmental and family demands”. With respect to the latter, family coping strategies may be generally defined as the specific types of responses made by a family either cognitively or behaviourally to demands. There are numerous frameworks and models that have been developed over the years by various family theorists such as Reuben Hill, Hamilton McCubbin, Marilyn McCubbin and Joan Patterson. However, since this study focused primarily on the care relationship between the family carer and the cared-for relative, it is beyond the scope of this review to consider these frameworks. Nevertheless, as was expressed above, any good sociological account of this dyadic relationship must consider the family and wider social context in which it occurs. It is for this reason that the FES framework has been selected as one of the main conceptual frameworks for this current study. It is discussed in the section on theoretical perspectives below. 

[bookmark: _Toc505945229]Resilience and Coping

Another contested issue in the literature on coping and family care is the use of the concept of resilience. The literature surrounding resilience is large, messy, and includes many ongoing debates. The concept of resilience originates from psychiatric and developmental studies that focused primarily on how children and young people coped with difficult circumstances, but recently it has also been used in studies on older populations (Tomas et al. 2012). Unfortunately, there appears to be more disagreement than consensus about what resilience is and how to define it. It is beyond the scope of this thesis to fully explore the debate on the utility of the concept of resilience to a study of family care, coping and care management. However, since there is considerable literature on the care of older people, family caregivers and resilience, this research should not be ignored but, should be critically applied where appropriate, bearing in mind the limitations of the concept. What follows is a brief overview of some of these principles.

Resilience is commonly understood as the ability of people to resist and effectively overcome adversity (Windsor, Hunter & Browne-Yung 2015).  One of the reasons for the popularity of the concept of resilience is that it provides a strengths-based approach to understanding individuals’ learnt coping skills and how they treat with challenges in life (Atkinson 2009; Browne-Yung, Walker & Luszcz 2017). This is a noteworthy application in the field of family care which, as was noted previously had a propensity to view persons in care relationships as merely those who are burdened or entrapped. However, beyond this common understanding, there are different views on whether resilience is a personality trait or a process (it is now more widely accepted as being the latter rather than the former). There is also a lack of consensus in academic circles on the dimensions of resilience, the consistency of resilience over time, and, whether the concept adds something new to developmental and life course theories (Luthar et al. 2000). 

Some social scientists (e.g. Browne-Yung, Walker & Luszcz 2017; Graham & Thurston 2005; and, Piel et al. 2017) used the terms coping and resilience interchangeably but without providing a definition of either in their publication. Tomas et al. (2012) even merged the two concepts together to form a concept they referred to as ‘resilient-coping’, which they used in a study of non-institutionalised older people. Others (e.g. Campbell-Sills, Cohan & Stein 2006; Hutchinson 2014; Ungar 2016) viewed coping as subsumed within a resilience framework, either as part of a continuum or, as a hierarchy of different levels of resilience. 

Ungar’s (2016) approach to conceptualising resilience is very broad. He adopted the position that resilience occurs in all situations of stress but to varying degrees, and that what varies is the type of coping patterns employed by families, which determine the level of functioning (e.g. optimal or sub-optimal) that is displayed. But, increasingly social scientists (e.g. Empress 2015; Joseph, 2013; Olsson et al. 2015) caution against such an unrestrained view of resilience and its broad acceptance in social science discourse, especially as it pertains to social policy issues. They argue that the concept of resilience with its emphasis on growth, functionality and equilibrium, is subject to the same weaknesses as structural-functionalism. To quote Empress (2015, p. 538):

[T]hese concepts still tend to view the preservation of the (normatively) assumed identity of a threatened social entity as a positive goal, which means they (must) consider comprehensive, and especially disruptive, social changes as something that ought in principle to be avoided.

They also note the relationship between a resilience approach to policy formulation and a neoliberal policy agenda. 
Olsson et al. argued that “resilience theory rests on functionalism as a theoretically superseded understanding of society; furthermore, owing to its emphasis on self-organization, it appears to be aligned with the contemporary neoliberal economics paradigm.” (Olsson et al. 2015, p. 6). Joseph shared a similar view and observed that “although not wanting to reduce the idea of resilience to neoliberal governance, in policy terms it fits extremely well into this environment.” (Joseph 2013, p. 44).

Ungar’s (2016) conceptual model of family resilience in which he identified a clear relationship between resource availability and level of functioning of a family unit in response to adversity, is also consistent with other perspectives on coping and adaptation such as the ecological systems framework. Ungar postulated that people from well-resourced social systems are more likely to attain optimal levels of adaptation to adversity. On the other hand, he surmised that families from less well-resourced systems are able to adapt to adverse circumstances but in less optimal ways. These postulates are worthy of consideration. They also seem to be in alignment with perspectives such as the political economy approach, which was highlighted in the previous chapter that reviewed the Social Policy discourse on ageing and family care. 

Generally, in addition to these postulates from Ungar, two key concepts that can be adopted from the resilience literature for studies of family care, coping and care management are protective factors and risk factors. Protective factors are conceptualised as facilitating adaptation and continued development of the individual across the life course. In contrast, risk factors increase vulnerability and the likelihood of a non-resilient response in the face of stress or challenge. Protective and risk factors can represent characteristics of: 1) individuals (e.g., aspects of personality); 2) social relationships (e.g. availability of a supportive social network); and, 3) aspects of the environment (e.g. age-friendly urban design).  These concepts are compatible with an ecological systems framework (Jordahl & Lohman 2009). Ecological systems theory is discussed in more detail below. 


[bookmark: _Toc505945230]

[bookmark: _Toc40436502]4.2.2     Theoretical Perspectives on Coping & Care Management

In this section, I review stress and coping theories, the lifecourse perspective and the FES framework. I conclude with a definition for coping and care management that informs the design and analysis approach used in this study. 

[bookmark: _Toc505945231]Stress and Coping Theories

As noted earlier, social science theorising and research on stress and coping is mainly derived from and situated within the psychological tradition, and more specifically, clinical psychology (Melnyk 2011). Whilst psychological research on stress and coping began over eight decades ago, sociological research and theorising on coping has a more recent history. The three key elements often identified in stress/coping and social support theories as having a significant impact on the caregiving experience are: 1) Stressors – objective factors (e.g. the functional capacity of the care recipient, the work status of the caregiver, number of tasks performed by the caregiver) and subjective factors (e.g. the caregiver’s subjective appraisal of the situation) are explored relative to outcomes; 2) Mediating factors – include the subjective appraisal of the situation and their social support networks. Generally, social support is seen as a buffer to the potentially harmful effects of the caregiving relationship and as a way of strengthening the caregiver’s coping capacities; and, 3) Outcomes – are measures of caregiver burden, stress or strain. 

Thoits observed that while most sociologists “have implicitly adopted a fairly straightforward underlying model of the stress process” (Thoits 1995, p. 68) which prima facie appears to have significant validity, further data and analysis of this model needs to be conducted. She summarised this implicit sociological model of stress and coping as follows: 
1. Individuals' locations in the social structure differentially expose them to stressors which in turn can damage their physical and/or mental health; 
2. This damage is generally moderated or lessened by individuals' social and personality resources and the coping strategies that they employ; and 
3. The possession of psychosocial resources and the use of particular coping strategies are socially patterned in ways which at least potentially may leave members of disadvantaged groups more vulnerable to the harmful physical or psychological effects of stress. 
However, although the stress-process framework has helped to identify key ways in which caregivers can be supported in the performance of their duties, its applicability is limited by: an emphasis on an individualistic approach to caregiving which fails to acknowledge and critique the external political, economic and social forces that impact upon the caregiver’s experience, as well as a uni-dimensional framing of the relationship between caregiver and care recipient in which the carer is burdened by the demands of caregiving (Dow & McDonald 2003). As a result, these approaches place negative outcomes of the caregiving experience as primarily a function of caregiver failure, without taking into account the impact of external factors such as lack of State funding for care (support) services. The idealisation of support services as a solution for alleviating caregiver stress is another limitation of this approach. Research has disqualified this postulate by showing that some carers are reluctant to use support services because of: cultural influences; caregiver isolation; they associate the use of services with a sense of failure; or, caregivers are reluctant to entrust duties of caregiving to others (Dow & McDonald 2003). 

In addition to ignoring the interpersonal nature of coping, an individualistic approach also has a propensity to be ethnocentric and skewed to a more Western conceptualisation of coping. Fine (1992)[footnoteRef:42] has suggested that individualism has guided psychology to mistakenly assume that the poor and disempowered will experience positive consequences of ‘taking-control’. Rather, what is needed is a framework that gives adequate attention to the structural factors that impact on an individual’s ability to cope. While the stress and coping model considers structural factors, there are limitations to this model such as its overemphasis on the negative outcomes of coping and care management activities. For this reason, I am of the view that although it has useful elements, the FES theory is more conducive to a sociological understanding of family care management and coping. I discuss the FES theory in more detail in the sub-section that follows.  [42: Disruptive Voices: The Possibilities of Feminist Research by Fine (1992 cited in Dunahoo et al. 1998).	] 


Lifecourse Perspective

Another perspective that aligns itself to discussions about coping and family care is the life course perspective, which was highlighted earlier. It expands on the caregiver history component of Pearlin’s (1990) model and is not limited to a focus on issues of burden and the negative impact of care. It is also more overtly applicable to explaining the experiences of both the caregiver and the care recipient, and its concepts (e.g. linked lives, historical time, social pathways, trajectories and transitions, timing of an event, off-timedness and duration) are in alignment with the heterogeneous nature of care experiences (Ghosh, Capistrant & Friedemann-Sãnchez 2017).

[bookmark: _Toc505945232]Family Ecological Systems Perspective 

Wise and colleagues (2011) adapted ecological systems theory to understand the ecology of care. Their conceptual framework is based on their view of family caregivers as informal care managers, whose activities are not limited to meeting the physical needs of their older relatives. They also refer to non-family members who are formally trained elder care specialists as formal care managers. 

A main benefit of using an ecological systems framework is that it helps to describe and explain how care occurs in several domains in which care managers must function, including the physical, economic, and interpersonal. This framework is also useful for highlighting the influence of the larger socio-cultural environment, which includes institutions, government, and mass media coverage on family care. They noted that care management within this domain involves “balancing resources in the form of assistance or nurturing with demands created by role expectations, reciprocal exchange, and qualification criteria and requirements.” (Wise et al. 2011). Given the need for a holistic approach to understanding care-work, they conceptualised care in two distinct but inter-related ways: 1) care management is the process of the individual’s manipulation of available resources to meet demands; and, 2) the process and context of care is nested within a multi-dimensional socio-ecological system. 

Care management, according to this framework, involves identifying needs/demands and available resources and manipulating those resources to meet demands. This results in change, which may satisfy or alter demands, as well as supply new insights for more effective management. All of this is set in the context of a dynamic environment of ever-changing demands and resources (Figure 3). The process of care management and its concomitant resource flows do not occur in a vacuum. Rather, this management process is set in the context of near and far ecological environments, as described in Figure 4.



[bookmark: _Toc40436633]Figure 3: Management of Care Process Model
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[bookmark: _Hlk27831939][bookmark: _Ref505942785]Figure 4  consists of three concentric circles representing three levels of the individual’s ecology of care namely: 1) the innermost (Individual) – an individual may have some measure of direct control but this is contingent upon their knowledge, skills, time, and personal assets;  2) the middle (Personal) – the relationships contained in this level are not bound by social mores or organisation norms, but are organic, developing over time out of informal social exchanges (e.g. neighbours, friends, family, and pets) and, 3) the outside (Community) level – characterised by institutional boundaries and more formal interaction and structured relationships (e.g. faith communities, school, work, social services, health care providers, legal services, and other institutions). The bi-directional arrows across the boundaries of these levels represent the exchange of information and interaction between each level. The concentric circles are placed on a broader plane representing the macro-environment context, which includes economic conditions, government, environmental conditions, mass media, and policy.



[bookmark: _Toc40436634]Figure 4: Ecology of Care
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Several family care studies have employed an ecological systems framework including Chandran, Corbin and Shillam (2016), Eckenweiler (2007), Greenfield (2011), and Wilder (2010). According to Greenfield (2011), ecological systems theory orient attention to dynamic person-environment processes. She employed the framework to describe the similarities and differences in a range of programs identified as ageing-in-place initiatives in the USA. Eckenweiler asserted that an ecological perspective is useful for illustrating the ways in which the world of caregiving, usually seen as a set of disparate parts, is in fact a complex whole. I am of the view that the ecological systems framework as expressed by Wise and colleagues (2011) is particularly useful for the current study: their use of the principle of care management is directly aligned to the focus of this research. 

[bookmark: _Toc40436503]4.2.3     Key Definitions

From my review of the literature, I have chosen to define care management strategies as routinised actions or behaviours (Aldwin 2007; Bury 1991) or what some refer to as external coping strategies (Gitlin et al. 2002). It involves “identifying needs/demands and available resources, and manipulating resources to meet demands.” (Wise et al. 2011).  Coping on the other hand, refers to internal strategies such as finding meaning through religious, spiritual or moral reasoning, humour, creativity, resourcefulness, assertiveness, confidence and perseverance (adapted from Gitlin et al. 2002, p. 61).
 
[bookmark: _Toc40436504]4.3 CONCLUSION

The conceptualisation of coping and care management is at times problematic given the multiple ways in which the concept has been defined by social scientists, and the alternative terms that are commonly used. Nonetheless, there is a wealth of knowledge that can be obtained from these debates on terminology. Strategies such as acceptance, finding meaning, humour, creativity, resourcefulness, assertiveness, confidence and perseverance, which are used within other social science disciplines, are also beneficial to the sociological discourse. At the same time, sociology has a distinct contribution that can be made to understanding coping and family care management. The ecological systems framework is particularly helpful in this regard, as it allows for focused attention on the structural and interactional aspects of coping and care management at various levels of investigation i.e. the macro, meso and micro levels. 

[bookmark: _Toc40436505][bookmark: _Toc508858739]CHAPTER 5 – METHODOLOGY

[bookmark: _Toc40436506]5.1 INTRODUCTION

This study is based on a mixed methods approach. It was initially designed to be a within methods qualitative study with two distinct approaches to data collection. However, because of the numerous challenges that were experienced during the fieldwork phase, I had to make several adjustments to my original plans. The need to make changes to studies that fall within the domain of exploratory research and qualitative investigation is not unusual in social science methodology (Harris & Dyson 2001; Mack et al. 2005). Qualitative research is amenable to such changes given its epistemological and ontological underpinnings. 

Changes to the original plan included shifting from restricting the sample to care dyads only (i.e. initially both the primary family caregiver and their cared for relative had to agree to participate) for in-depth interviews in 2010, to including caregivers whose older relative may have been too frail to be interviewed. It also included reducing the number of meetings that were originally assigned to each family represented, and adding a quantitative element to the study. These changes were made in order to ensure that the overall aim of the study was achieved, especially when it came to the inclusion of key stakeholders who were impacted by and involved in elder care policy development, while at the same time maintaining the integrity of the research project, especially given commitments that were still in effect with the main funding agency for this project[footnoteRef:43]. [43:  These are discussed in the section entitled Setbacks and Mitigating Circumstances below.] 


In the sections that follow, I have provided details on the original design of the study and the adjustments that were made to compensate for the challenges encountered. The design rationale, ethical considerations and the data analysis approaches are discussed. This account highlights some of the challenges faced when conducting research in developing country contexts, and in multiple locations. While there are numerous benefits to research in these situations, it is important that the constraints in doing so are not overlooked. 
[bookmark: _Toc508858740][bookmark: _Toc40436507]5.2 INITIAL INTENTIONS 

I initially designed this study to follow a qualitative approach consisting of two phases: 1) in-depth interviews, which were to involve both the primary family caregiver and their older care recipient who would be engaged in a series of meetings; and, 2) focus group sessions in the islands of T&T. Given the applied nature of the study, for which a core objective was the generation of data that could be used to inform policy development efforts in T&T vis à vis older people and their family carers, and the related research questions that this study addressed, I adopted a pragmatic approach to the study’s design.

[bookmark: _Toc508858741][bookmark: _Toc40436508]5.2.1     Research Design Philosophy

The pragmatic school of thought espouses that the methods used in a study should be selected based on their appropriateness in addressing the research questions, rather than limiting method-selection to their epistemological foundations in the first instance (King 2010). As opposed to persons from the purist school of thought who view qualitative and quantitative methods as being mutually exclusive, pragmatists assert that, the alleged distinctions made by purists about the ontological and epistemological positions of these two approaches are exaggerated. Bryman (2006) presented numerous arguments in support of a pragmatist approach, contending that quantitative methods are not necessarily positivistic, and qualitative methods are not necessarily hermeneutic. Quantitative studies, for example, may have open-ended questions that can lend themselves to strong qualitative insights. Thus, the arguments of the purists are deemed as promoting a false dichotomy between the two methods (Bryman 2008). 

In keeping with the pragmatists’ position that the research question should be the main factor for selecting methods, the current study was designed so that in-depth interviews would be used to obtain answers to some of the questions i.e. those on the determinants of care, experiences of care and coping/care management strategies, while focus group interviews were to be used primarily to generate feedback for answering the research question on social policy solutions. The strong qualitative orientation of the study was deemed necessary given the exploratory nature of this research investigation in T&T, and the population that it targeted. The latter included frail older people and their caregivers from different socio-economic backgrounds, some of whom were limited in their ability to communicate in writing given their health or educational limitations (Barbour & Kitzinger 1999; Devine & Heath 1999).  Additionally, while this study did not target women exclusively, but sought to include men as well, the possibility existed that most participants for the in-depth interviews would be female given international trends on gender and caregiving. Feminist researchers advocate that qualitative methods be used when studying women’s experiences of the family, as it allows women to speak out for themselves (Devine 1999).

Inclusive data collection strategies are a key feature of social policy research in a democratic context. Popular among these is the use of focus groups. Focus groups are “a carefully planned series of discussions designed to obtain perceptions on a defined area of interest in a permissive, non-threatening environment.” (Krueger & Casey 2000, p. 5). They allow for the study of group norms and the collection of concentrated and detailed information on a particular aspect of group life (Bloor et al. 2001). They are useful for interpreting survey results and complement other methods in a multi-method design, by providing greater depth to the information from earlier approaches (Bloor et al. 2001)[footnoteRef:44].  [44:  The benefits of using the focus group approach is discussed in more detail in the section that describes Phase 3 of the data collection process. ] 


In-depth interviews also have several advantages that have been amenable to this particular research effort. They are useful for obtaining detailed and thorough information on a topic that usually could not be obtained from a survey. For some individuals, the interaction between one or two individuals is far less intimidating than discussions in a group setting (Adams & Cox 2008). While focus groups are useful for gaining access to well-rehearsed ‘public knowledge’ and mutual experiences and identities, in-depth interviews can provide the researcher with the viewpoints of individuals who may be silenced in a group context where they may feel marginalised because of their social standing or differing opinions (Michel 1999).  However, this is dependent on individual preferences as well as how the interview session is organised. 

In-depth interviews and focus groups, when used in a mixed-methods study, provide an opportunity to capture the views of participants who may prefer one style over the other. Fraquhar and Das observed from their review of research on focus group methods that “people may be more, rather than less, likely to self-disclose or share personal experiences in group rather than dyadic settings.” (Fraquhar & Das 1999, p. 47). Some people may feel relatively more empowered and supported in a group situation, surrounded by their peers or friends, when compared to an interview session where they might feel intimidated by the seeming power differential between themselves and the researcher. On the other hand, the opposite may also occur with persons who perceive themselves as being more marginalised among their peers, and may therefore prefer to share in an in-depth interview session rather than in a group (Michel 1999). Thus, given the strengths of both the in-depth interviews and focus groups in addressing specific research questions for this study, a mixed-methods approach was selected which was also commensurate with the ethos of inclusion and participation, which are key characteristics of applied social policy research (Bryman 2008). 
[bookmark: _Toc508858742]
[bookmark: _Toc40436509]5.2.2     Sampling Procedure and Recruitment Strategy

As noted previously, older people in this study were defined as persons aged 60 years or older. Physically frail older people were identified as those who needed consistent care support with an ADL or IADL from a relative (or close friend). Family caregivers were relatives or friends who provided care support with the ADLs and/or IADLs over a period of time. 

In their research on the challenges of recruiting and retaining participants, Feldman and colleagues (2008) recommended the use of a flexible-strategy as opposed to a ‘one-size fits all approach’. In light of this, a multi-pronged purposive sampling approach was adopted which for this study involved using a combination of purposive and snow-ball sampling (Given 2008; Flick et al. 2005). 

As was noted in the background chapter for this study, although the islands of T&T are part of one nation, they have very distinct demographic and cultural features. Thus, I aimed to include participants from both islands in the in-depth interviews as well as the focus groups. For the in-depth interviews, I set out to recruit a minimum of 32 participants consisting of 18 care dyads. While the population of Tobago was only 5% of that in Trinidad, I planned on having 25% of the study sample i.e. at least 8 participants (4 care dyads) from Tobago. This was to ensure that I had representatives from both the relatively ‘urban’ South East part of the island (2 dyads) as well as the more ‘rural’ North West area (2 dyads). The other 24 Trinidadian participants (12 dyads) were to be recruited equally from North, Central and South Trinidad (i.e. 4 dyads for each area). 

A total of two (2) focus group sessions were to be scheduled: one was to be held in Trinidad, and the other in Tobago. The most suitable size for a focus group is six to eight people, however, I planned on inviting about 10 participants to the session, which is still a manageable size, but would ensure that there were sufficient participants, in the event that all invitees did not turn up on the day (Krueger & Casey 2009).  In the original design of the study, the focus group sessions were to only consist of representatives from agencies involved in the family and elder care sector on both islands. More specifically, this sample of professionals was to be drawn from government agencies, community-based organisations, faith-based organisations, the private sector and academic institutions. I also planned to get an equal mix of male and female caregivers and older participants for both the in-depth interviews and focus groups.  

To achieve these targets, I prepared research flyers (Appendix 6) and information sheets (Appendix 4) which were to be distributed in hard and/or soft copy to various agencies and individuals. Large print versions were made available to persons who had visual limitations. Also, using information obtained online and from the Ministry of Social Development, I prepared a list of agencies from both islands that were involved in providing services to older people. I also solicited the assistance of family members, friends, former co-workers and acquaintances from social agencies. One challenge to this process was that, with the exception of the Alzheimer’s Association of T&T, there were no agencies that were specifically organised to meet the needs of the family caregivers. Given this, my main strategy was to identify older people who met the criteria of the study, and then ask them to refer me to their family caregiver so that I could discuss with both parties the possibility of participating as a care dyad. I was also sensitive to the possibility of encountering family caregivers in various spheres of everyday life, and sought to keep a print or digital version of the recruitment documents with me when I was in the field, or conducting business in my community, should an opportunity arise to discuss the study with an interested individual. 

[bookmark: _Toc508858743][bookmark: _Toc40436510]5.2.3     Ethical Considerations & Risk Management 

This section outlines the ethical considerations that informed the design of this study such as the informed consent process, use of incentives, approach to data management, as well as safety and risk considerations.  


Research Ethics

This study received ethics approval from the University of Sheffield (UOS) in 2009. In keeping with the University’s ethics policy and other ethical codes and declarations[footnoteRef:45], this study recognised and respected the rights of participants to: consent, withdraw from, or refuse to take part in this study; confidentiality (personal information or identifiable data was not disclosed without participants’ consent); security (data collected was secured and anonymised where appropriate); and safety (participants were not to be exposed to unnecessary or disproportionate levels of risk).  [45:  Examples include the Nuremberg Code (1946), the Belmont Report: Ethical Principles and Guidelines for the Protection of Human Subjects for Biomedical and Behavioural Research (1978) and the British Sociological Association’s Statement of Ethical Practice. ] 


With respect to informed consent, the main guiding principles included choice (being fully aware of all alternatives), voluntariness (this required the absence of any subtle coercion or manipulation by the researcher, including the withholding of information), and competence (this refers to the capacity of subjects to give consent with the knowledge that they are giving it and with an understanding of what it involves) (Harris & Dyson 2001). These tenets were incorporated into the design of the study, and reflected in the information sheet and informed consent form, which were presented to participants before interviews commenced. Researcher safety and support is another important aspect of conducting ethical research and is discussed in a separate section below on risk management. 

On the issue of competence, I decided to limit the in-depth interviews to people who were physically frail rather than include those who lacked the cognitive capacity to participate. In so doing, I sought to achieve balance between the choice and competence criteria for informed consent. However, in order to ensure that the study included information on care for older people with cognitive frailty, I opted instead to obtain these insights from family carers of older persons with cognitive limitations in the focus group sessions. Although the use of a surrogate was not ideal as best practice suggests that as far as possible, marginalised groups that are within the research population should be included in research for which they are a part of the population, the in-depth interviews with older people in Trinidad and (the subsequently added) focus groups with elders in Tobago, compensated for this to some degree, as they included older people of varying ages. 
With regards to determining the cognitive capacity of interview participants, the UOS’ Research Ethics Committee stipulated that the first step in the process of seeking informed consent is determining whether a person has the necessary competence to participate.  To achieve this, some social researchers resort to using cognitive tests such as the Mini Mental State Examination (MMSE). However, as Hellstrӧm and colleagues (2007) and Harris and Dyson (2001) observed, such tools do not provide an accurate indication of whether or not an individual who may be diagnosed with a disease such as dementia, can talk about their life experiences and needs. 

Annas et al. (2011) echoed this sentiment and noted that people who are diagnosed with a cognitive limitation may have varying degrees of competence which may fluctuate. Given these considerations, for the purpose of this study, instead of using cognitive tests, I chose instead to use a screening process that involved obtaining proxy information on the capacity of the older person from their family caregiver in the first instance, and triangulate this information with my own observations (the steps are specified below in the section on the original and actual study design). In so doing, I adhered to the UOS’ ethical guidelines in that I did not unquestioningly accept the view of the caregiver about the cognitive capacity of the care recipient, but at the same time the caregiver was included in the screening process, as they were a main gatekeeper from whom I needed to garner support in order to obtain access to the care recipient.  

In keeping with the recommendations of social researchers who specialised in studying vulnerable populations (e.g. Annas et al. 2011; Harris & Dyson 2001; Sessums, Zembrzuska & Jackson 2011; Sudore et al. 2006), the main approach for determining whether a person had the necessary capacity was based on the ‘ethics as a process’ framework depicted in the work of (Harris & Dyson 2001). They asserted that informed consent should be a dynamic and interactive process that is “not an absolute state or just a process of getting a signature on a form.” (Harris & Dyson 2001, p. 645). They proposed that this process should begin by explaining the project to the potential research participant, assessing their understanding by asking specific questions about the information that was provided about the research, before asking the potential participant for their decision about whether or not they want to participate in the study. These are the basic principles that informed Sudore and colleagues’ ‘teach-to-goal strategy’ in which participants with cognitive challenges were presented with the informed consent information on at least two occasions, and were engaged in discussions to ascertain the degree to which they understood the requirements of the study, and provided with clarification where necessary (Sudore et al. 2006, p. 868). However, care had to be taken to ensure that respondents were not made to feel insulted by repeated questioning (Harris & Dyson 2001).  

Harris and Dyson’s approach to assessing a respondent’s capacity to engage in the research process was also instructive. Some of the cues they recommended researchers should give attention to, were whether the individual was able to concentrate and engage in what the researcher was saying, as evidenced by the appropriateness of the questions they asked, and their response to what was shared. Researchers should pay attention to any inconsistencies in what the individual said, and whether the respondent constantly went off tangent or, was preoccupied with another agenda. Researchers were also required to note whether the individual sought clarification if they appeared to not understand what was shared or if they denied not understanding even when it was obvious that they did not grasp the information. Particular attention must also be given to assessing whether the respondent understood the risks and benefits of participating in the study and the consequences of consenting or not consenting to participate (Harris & Dyson 2001). 

Additionally, Hellstrӧm and colleagues’ recommendations for treating with dementia patients were also relevant for addressing the needs of all participants, irrespective of whether or not they were diagnosed with a cognitive disability. These included inter alia, providing a safe context, establishing good relationships based on trust, warmth and empathy, being sensitive to power inequalities, and finding a positive subject on which to conclude interviews (Hellstrӧm et al. 2007). These principles were used to guide the design and implementation of the various phases of this study.  The steps for operationalising these principles are presented in more detail in the sections that follow.

Incentives for participants

Another important ethical consideration, was to ensure that participants benefitted in some way from the study either directly and/or indirectly, given the time invested and the invaluable contributions that they provided (Creswell 2013; Jensen & Laurie 2016). The information sheet specified some social incentives such as providing information that could be used to develop useful policies and services to help older people and their family caregivers. Also, participants were to be presented with a tangible token for their participation which was valued at an average of 30 T&T dollars (TTD) which is equivalent to about £3) each. Tokens included non-monetary gifts such as stationery items and miniature daily living aids (e.g. grip tools, holders and writing tools). These were given to both in-depth interview and focus group participants at the end of their (final) session. A meal and snack was also provided to focus group participants. Since most interview participants were interviewed in their own home, no meals or snacks were provided, except for those who were to be interviewed outside of their personal space, in which case they were offered a snack item. 

Recording of sessions

Participants were informed via the information sheet and during the briefing session that the interviews and focus groups were to be voice recorded. A small digital voice recorder and a cell phone were to be used at the interview and focus group sessions so as to increase the accuracy of the data obtained for analysis (Bell 2014). Voice recording the sessions facilitated a more natural interaction between the participants and the interviewer. It also allowed me to take note of non-verbal expressions, which might suggest strong emotion (King & Horrocks 2010). 

Participants were given the option of providing oral informed consent. Lloyd and colleagues (2008) noted that audio-recorded methods of obtaining informed consent are an acceptable alternative to written consent in study populations where literacy skills are variable. In addition, I was mindful of the need to allow participants the option of refusing to be voice recorded but allowing them to still participate in the study if they so chose, and to stop recording if they requested this during the session. The recording devices were stored in a secure space when not in use (i.e. a locked cabinet) and the recordings encrypted and stored on a computer that was password protected. 

Notes were taken either during or soon after the interview session, which supplemented the voice-recorded notes, and could be used in the session as reference notes for follow-up questions. Written notes also served as a contingency feature of the study in the event that problems were encountered when voice recording the sessions. Transcripts were prepared from the recorded sessions. Additional information on the recording of the focus group and in-depth interview sessions and preparation of transcriptions are provided below. 
Safety and Risk Management

As Harris and Dyson (2001) noted, older people may be suspicious of research studies because of feelings of vulnerability or prior bad experiences they may have had with research or other data-gathering exercises. Allowing them to have another relative or friend of their choice present may help them to have a greater sense of security (Holroyd-Leduc et al. 2016). Thus, the first two meetings (i.e. the briefing session and joint interview) were designed to be a joint session with both the caregiver and the care recipient present. For accountability purposes, older persons and caregivers were also provided with contact information for my supervisors in both the UK and at UWI on the information sheet. This was done to give participants recourse in the event that they were unhappy with any aspect of the study, and to help reduce the seeming disparity in power between myself and the participants. Another important proviso that was included in the information sheet was that, in the interest of good ethics, whilst I respected participants’ need for confidentiality, I maintained the right to report any criminal practices or forms of abuse or neglect to the relevant local authorities. 

Steps were also taken to ensure that the location of the interviews was conducive to the safety of all parties. Most of the in-depth interview sessions, in particular those with the older care recipients, were to be held in the home of participants. One-on-one sessions with family caregivers were to be held in a private office setting at a mutually agreed upon location, be it at the participant’s office or an enclosed office to which I had access. For these sessions, as well as the focus groups, I adhered to the guidelines provided by the UOS[footnoteRef:46] for lone researchers which included designating a relative or friend as a safety contact, and having a reliable call-in system with that individual.  [46:  Two undated word documents with ethical guidelines were available on the UOS’s website and entitled: i) A Brief Student Guide to Research Ethics:  https://www.sheffield.ac.uk/polopoly_fs/1.221498!/file/ABriefStudentGuideToResearchEthics.pdf  ; ii) Specialist Research Ethics Guidance Paper: Ethical Considerations in Research Involving Older People. https://www.sheffield.ac.uk/polopoly_fs/1.165643!/file/SREGP-Older-People.pdf. These were last accessed on 20th February, 2018.] 






[bookmark: _Toc508858744]5.2.4     Original Design of In-Depth Interview Stages & Rationale

Several key stages were incorporated in the original design of the in-depth interviews including: (M1) an introductory briefing session; (M2) joint session with both the caregiver and older person; (M3) individual session with care recipient; (M4) individual session with family caregiver and; (M5) closing session (see Figure 5 below). A decision was taken to use a mix of individual and joint interview sessions to capitalise on the advantages of both. The research literature is replete with arguments for and against individual and collaborative interviews. In addition to the safety considerations mentioned earlier, joint interviews were deemed to be beneficial in that respondents could corroborate and confirm care experiences, timelines and other details which could increase the validity of the study (Harris & Dyson 2001; Laslett & Rapoport 1975) . However, co-presence may undermine the validity of participant responses as participants are less open to sharing opinions with which the other party may disagree (Allan 1980; Arksey 1996; Larossa, Bennett & Gelles 1981; Seale et al. 2008). 

[bookmark: _Ref506892351]Individual interviews may allow respondents to be more open about sensitive information that they may not feel comfortable sharing in the presence of another member of the care dyad. At the time that the study was designed, the literature was inconclusive about whether one approach was better than the other, or which research studies are better suited to either approach. What was clear from earlier studies was that each approach had strengths and weaknesses. The closing interview (M5) was included in the original study design to facilitate the ongoing negotiation of consent between the researcher and participants. This strategy was recommended by Kaiser (2009) to facilitate continued consultation between the researcher and participants as to how, what and to whom the information they provided was to be presented. The post-interview confidentiality form developed by Kaiser was incorporated into the informed consent package for this study (see Appendix 4), and discussed with potential participants during the briefing session, and completed during the closing interview. 




[bookmark: _Toc40436635]Figure 5: Flowchart Showing Original Meeting Sequence


[bookmark: _Toc508858745]

[bookmark: _Toc40436511]5.3 HOW THE STUDY ACTUALLY UNFOLDED

As part of ensuring transparency and accountability about the dynamics of the research exercise, I begin this section by providing insights on some of the major challenges that necessitated a revised approach to my data-collection efforts. I then explain the ways in which I adapted the original research design to treat with these challenges whilst at the same time addressing the overall objectives of the study. It is important to note that unlike a quantitative research design, qualitative studies generally adopt an iterative approach, in that data collection and research questions are adjusted according to what is learned as the study progresses (Mack et al. 2005). Since this study was primarily qualitative and based on a pragmatic research approach, the in-field adjustments made to the study’s design are not in and of themselves unusual. 


[bookmark: _Toc508858746][bookmark: _Toc40436512]5.3.1     Setbacks & Mitigating Factors

There were several factors that inhibited the full implementation of the original study design. These included a significant funding shortfall, the untimely death of the first UWI lecturer who was assigned to assist me with the research in T&T, administrative challenges with respect to joint supervision arrangements in the UK and Trinidad, as well as a personal health challenge which limited my mobility and precluded my ability to engage in fieldwork within the original timelines. 


[bookmark: _Toc508858747]Research Funding & Administrative Challenges

From 2009 to 2011, my PhD studies were to be funded by a Developmental Needs Scholarship from the GORTT. However, when I returned to T&T to commence fieldwork in 2010, I was informed that, despite the contracted amount for my Joint-Location studies, I would receive a more than 50% reduction in funding. The monthly stipend I received for that academic year equated to just under $2500 TTD, which was approximately £250 a month. This amount was insufficient to meet the research costs or my living expenses. 

To compensate for the shortfall in funding, I had to re-divert some of the time for conducting the study to obtain additional finances for the research. This involved contacting private sector agencies to fund certain aspects of the study, such as the incentives for people to participate in the focus groups, as well as the survey that was added to the data collection effort (the rationale for including a survey is discussed in more detail below). 

The main costs covered by private sector agencies were for the meals and snacks for the two focus group sessions in Trinidad[footnoteRef:47].  Katrina Therapy Centre also provided one of the gift items for the online survey i.e. a hydrotherapy session. Other expenses for the study such as tokens for persons participating in the in-depth interviews, advertising, printing of flyers, information sheets and other documents, costs for a rapporteur and transcribers as well as travel throughout T&T, had to be paid for out-of-pocket. I had to obtain leaves of absence and, time limit extensions, so that I could work to obtain the additional finances to cover these expenses. The different phases in the study are also reflective of these changes in my student registration status. [47:  The focus groups in Tobago were mainly held at senior activity centres where meals were usually provided for members so I was not required to meet that cost.] 


Another significant challenge I had, was a delay in supervision and academic support from the UWI (St. Augustine) in T&T, which was part of the Joint-Location requirements for the UOS. The delay resulted because of an additional requirement made by the Centre for Graduate Studies at UWI, for a letter of acknowledgement to be provided to Dr. Brown for his role as my local supervisor. However, the then Director of Postgraduate Studies at the Department of Sociological Studies (UOS) refused to do so, and no resolution was obtained until over a year had passed, and the SATD intervened and solicited support from the International Affairs Office at UWI. However, these administrative challenges meant that I had no support from a local agency to help with snow-ball sampling and recruitment of participants in the early phases of recruitment. However, once a local supervisor was identified (very kindly, Dr. Innette Cambridge voluntarily provided this support) I was able to obtain an official letter endorsing the study from her office, which helped with recruitment efforts. I also received some support with promoting the study from the DOA, which was based in the Ministry of Social Development. I was allowed to distribute flyers and information sheets at two events that they had i.e. the Elder Abuse Awareness Day Event (2013) and, a public consultation on the ‘Homes for Older Persons Act’ (2014). A flyer that was used during this phase is presented at Appendix 6.

Given the funding challenges, data-collection efforts were initially limited to Trinidad where I resided from 2010 to November 2013. In December 2013, I made my first attempt to obtain participants in Tobago. 

[bookmark: _Toc508858748]Personal Challenges and Revelations

During the study period, I too became the cared-for and a carer. From September 2009 to 2010, I suffered from a serious case of tendonitis in my feet and legs, which affected my mobility. I was forced to delay my entry into the field because of this. However, this situation afforded me an opportunity to obtain first-hand experience on receiving care from both the public and private health care sector in Trinidad. 

From 2010, I became a family carer to my older parents who experienced different health challenges. This provided another opportunity to experience care in various arenas in T&T. My experience as a family caregiver also included engaging with health practitioners in both the private and public sector, as well as seeking paid care support services from privately run social service entities. With respect to the public health care system, I had the opportunity to personally engage with the health care system in various locations including North, East and South Trinidad, as well as Tobago whilst caring for my parents. Later on, I engaged in intense end-of-life care for my father while finalising this thesis for submission, which again involved direct interaction with the public and private health sector. For ethical reasons, I am unable to divulge the specific details of these experiences. However, in keeping with the critical gerontological approach as well as the reflexive component of qualitative research studies, I thought it necessary to briefly share the aforementioned, so as to identify some of the factors that may have influenced my perspective.  

Apart from financial and personal challenges, the changes to the methodology were also deemed necessary given the slow uptake of family caregivers and older care recipients to willingly agree to give their informed, signed consent to participate. Several potential participants from both islands were willing to share details of their family caregiving experiences once I told them the purpose of the study. However, they were unwilling to follow through with committing to a meeting or signing the consent form. Five persons (3 in Trinidad and 2 in Tobago) shared their family caregiving stories with me with full knowledge of the need for informed consent. Some of these persons even conversed with me sometimes for up to an hour after I introduced the study to them and explained the need for informed consent, yet they refused to sign the form or make a verbal commitment in keeping with the ethical requirements for the study.

All five of these potential participants (4 = female and 1 = male) were people I had not met prior to conducting this study, and were strangers to me at the time that they shared their stories. One of the potential Trinidadian participants chatted with me while I was waiting on my own medical appointment in 2009. The waiting time was long and she shared details of her caregiving experience during that time. I met another potential participant while on a long bus trip. The third potential Trinidadian participant contacted me by phone on more than one occasion in response to an advertisement I had in a newspaper. He was an older person who claimed to have worked extensively with a civil society agency that catered specifically to the needs of older people. While he was interested in chatting about the research project on the phone, he did not commit to meeting to discuss it further. 

A similar pattern of events occurred on my first visit to Tobago in December 2013 to seek out participants. The first potential participant inquired about the study and shared extensively about her care experiences, but did not want to commit to giving consent. Another individual shared her personal experiences as a family caregiver, but was unwilling to give signed or verbally recorded consent. Although I stayed on the island for a week, the purposive-snowball sampling approach I used was not successful. I decided subsequently to limit data collection in Tobago to focus group sessions with older people, and in-depth interviews with service providers. Official permission to conduct data collection in Tobago was received on May 26th 2014 from the THA[footnoteRef:48].  [48:  After writing to the THA on April 25th 2014, I received official permission to conduct interviews on May 26th 2014.] 


The research literature notes that low response and retention rates may be attributed to factors such as greater age, recent illness or poor present health, high use of medical care, competing responsibilities, researcher skill, low educational status and/or literacy level, unemployed or low occupational status, low family income, male gender, urban residence, general mistrust as well as participant preferences (Bryman 2016; Mody et al. 2008; Patel, Doku & Tennakoon 2003). These are all possible factors that may have impacted on the response and retention rate in this study. 

Potential participants who spoke at length about their personal care experiences but did not commit to signing the consent form, may have been more interested in having someone listen to them who seemed more like a familiar friend with a sympathetic ear, rather than participating in what may be deemed a ‘formal’ encounter where they were the ‘subject’ of study. It may be that signing the consent form made them loose the seeming security they had from a sense of what I term ‘distant-familiarity’ when speaking to someone they perceived to be an empathetic stranger. 

Tillman-Healy (2006) is a strong advocate of the friendship as method approach in which research is conducted at the natural pace of friendship. The primary procedures used in her approach are based on the principles normally employed to build and sustain friendship (e.g. conversation, everyday involvement, compassion, giving, and vulnerability) in conjunction with traditional qualitative data gathering techniques such as systematic note-taking, formal and informal interviewing (Tillman-Healy 2006). It is founded on a radical commitment to reciprocity and the principles of hope, caring, justice, and even love in which there is greater attention to the needs of the participant, so much so that maintaining true friendship in fieldwork relationships is on par with a project’s objectives, more so than in traditional qualitative inquiries. This she notes is an anthropological approach in which a “project’s issues emerge organically, in the ebb and flow of everyday life.” (Tillman-Healy 2006, p. 278). 

[bookmark: _Toc508858750]Even though I had not initially set out to use the emergent ‘friendship as method’ approach to qualitative data collection, the benefits of engaging participants in this manner seem particularly beneficial in hindsight. This is not to say that elements of the ‘friendship as method’ approach were not tacitly employed in this study. As Tillman-Healy (2006, p. 290) explained, almost any study involving human subjects can incorporate some aspect of this approach. At the same time, Tillman-Healy’s ‘friendship as method’ strategy would have required a greater investment of time and other resources if I were to have adopted it in its entirety for this study. There are other risks associated with this approach, which Tillman-Healy outlined such as, the emotional demands, and that, as with friendships in everyday life, despite a researcher’s best efforts, a bond of friendship may not be developed or maintained. 

[bookmark: _Toc40436513]5.3.2     Initial Efforts & Revised Plans

The actual study followed the following phases:

· Phase 1 (2011), In-depth interviews in Trinidad with care dyads; 
· Phase 2 (2013), Mixed Approach including In-depth interviews in Trinidad with care dyads as well as interviews with family caregivers alone and other interested persons who provided unique perspectives relevant to the study; 
· Phase 3a (2014), Survey; and
· Phase 3b (2014), (Mixed Approach) In-depth interviews with care dyad in Trinidad, individual family carer in Tobago, and public sector service providers in Tobago; Focus Groups in both T&T.

[bookmark: _Toc508858751]
Phase 1 (2011)

[bookmark: _Toc508858752]In-depth interviews with care dyads

The recruitment strategy I used throughout this study was largely based on purposive snowball sampling.  Snowball sampling is a non-probability approach that is based on the assumption that an initial known subject is linked to others in the same target population (Flick et al. 2005; Given 2008). This sampling strategy is useful when the study population is considered to be rare, difficult to identify, or is broader and more heterogeneous than can be accessed through other research methods (Shaghaghi, Bhopal & Sheikh 2011). As noted in the literature review, in developing countries like T&T (Ghosh, Capistrant & Friedemann-Sãnchez 2017) as well as more developed jurisdictions such as the USA (O’Connor 2006), family caregivers of older persons do not often readily self-identify as such. Thus, the use of snowball sampling was deemed appropriate for this study. 

During this initial phase of the study, I began the snowball sampling process by sharing information about the study with friends and acquaintances. I also advertised the study on some course pages with UWI’s Open campus. Five care dyads were successfully recruited using this approach[footnoteRef:49]. Each dyad participated in about 3 to 4 meetings. The dyads consisted of two (2) daughters and mothers (Mother Freeda and Sheila; Ms. Kumar and Rebecca), one (1) father and daughter pair (Mr. Khan and Samantha), (1) one great-aunt and her niece/god  daughter (Tanty Edna and Adelina), one (1) older man and his friend (Uncle Wilton and Mr. Birch) (See Pen Portraits at Appendix 9). In addition to these dyads there were other interested persons who had to be excluded from the study either after the introductory meeting(s) or when interviews commenced. Two main factors that affected the attrition rate of the study were: 1) death of older participant; 2) gate keepers and participants (both older care recipients and family caregivers) ignoring or reinterpreting the requirements of the study.  [49:  I was able to get a commitment from four care dyads through persons recommended to me from friends and acquaintances. One of the five dyads was referred to me by a member of UWI’s Open Campus.] 


In one case, a care recipient and her friend had completed individual interviews but soon after the older care recipient died. This was not the only time that a participant had died after the initial recruitment phase. With respect to gatekeepers ignoring or reinterpreting the selection criteria, one example of this was that of an older gentleman whose family caregiver (his niece) ignored the capacity requirements. I visited the gentleman on a couple of occasions but his carer kept missing the appointments. By the second visit, I observed that the older gentleman who was in his 90s was unable to recall key aspects of our discussion. When I shared my observations with his carer about his memory limitations, she admitted that she had noticed this but did not think it was an issue. In another related scenario, a son who was interested in participating in the study and wanted me to interview his older father, assured me that his dad met the cognitive capacity requirements of the study despite suffering from the effects of a stroke. However, when I first met with the older man, it was clear that he was unable to speak clearly, as his speech was distorted after the stroke. He was also unable to write, which made it very difficult to get clear responses from him. There being no other means available by which we could communicate, I was obliged to discontinue his interview. In keeping with the commitments outlined in my information sheet, once an individual was no longer able to participate in the study, their information was not used in the data analysis phase. 

In addition to the challenges encountered in recruiting participants, some of the older care recipients tended to view the in-depth interview experience as an opportunity to chronicle their life, proselytise, or even request assistance with a challenge they may have encountered with obtaining assistance from a state agency. Some caregivers ignored the specific requirements of the study as they saw it as an opportunity for their older relative to have some ‘company’ and someone to talk to. 

These experiences illustrate the tendency of potential participants to reframe the study’s requirements, even after being informed of them. Wengraf (2001) for example, described reframing as the process by which the interviewee encodes whatever the researcher says and does, into a frame that determines how they understand and respond to the interview event. Wrong-framing can occur for a variety of reasons, including (perceived or actual) socio-economic background, and differences between the participant and researcher, past/future history (i.e. the feared, desired and expected futures which may affect the interview interaction), interactional goals and strategies (people’s official purposes may differ from unofficial purposes and may be reflected in participants’ hopes and fears for the process and its outcomes, which may vary over the course of the research interaction), issues of power-knowledge, domination and resistance. 

The impact of some of these challenges may have been averted if I had been afforded the opportunity to conduct a pilot study prior to entering the field. There are mixed views in the literature about the benefits of pilot studies. Some have argued that in qualitative approaches, separate pilot studies are not necessary as the researcher can learn from each encounter with participants: they can consciously reflect on earlier sessions and use what they learned to improve on their execution of the study in future sessions (Holloway 1997). However, other social scientists argue that piloting provides the qualitative researcher with various advantages including testing of the research instrument, practising to interact with potential participants, and focusing the study so that the researcher can concentrate on collecting data on a narrow spectrum of projected analytical topics (Frankland & Bloor 1999). This latter viewpoint is the more popular position expressed in the literature on pilot studies. But, while it is widely accepted that pilot studies can help identify and reduce potential obstacles in data gathering efforts, it is generally agreed that this is not a guaranteed solution for avoiding obstacles in data gathering efforts, as the fieldwork context is in many respects different to what obtains under pilot-study conditions. Unfortunately, the uncertainty and other challenges associated with poor funding of this study meant that I had to make a trade-off between obtaining data within a specified timeframe, and conducting the pilot study. I chose therefore to obtain data when possible, and use the knowledge and experience gained in earlier encounters in a developmental manner as the study progressed. 
In addition to the challenges in the recruitment phase, I realised that my strategy of engaging with the members of the care dyads on multiple occasions was proving to be counter-productive. In 4 of the 5 dyad interviews, I was able to maintain the initial planned meeting approach whereby there were 3 to 4 meetings on different days i.e. one with both the carer and caregiver to review informed consent, two separate sessions with each pair, and a final session where an initial report was prepared and both parties were asked to verify and comment on its contents. However, by the fourth session, I realised that this approach was hindering my recruitment drive. One caregiver was reluctant to meet for a fourth time and others did not seem to be interested in the final review session. I decided therefore that in the second phase of the study, I would reduce the number of times I met with the participants. Time is usually a very limited resource for family caregivers who have to balance the demands of their caregiving responsibilities and other commitments (Gallagher-Thompson et al. 2003; Holroyd-Leduc 2016; Whitebird et al. 2011). While I was aware of this prior to entering the field, I was still hoping to increase the validity of the study, by conducting multiple interviews. However, the low response rate to the study coupled with the resource and other challenges I faced, made the need to adjust the number of interviews a priority for the continuity of the project. 

The need to expand the study so that it was not limited to dyads also became evident during this phase of data collection. In the first year based on the original research design, I had to exclude about 12 older persons who were willing to participate in the study, but their family caregiver was unavailable or unwilling to do so. Since I had not met the quota during this initial phase and, given the time constraints I had for data collection, by the end of this phase of the study, I decided to revise my recruitment approach to ensure that I had sufficient participants. I must underscore here that since this was a qualitative study, my intention was not to have a ‘generalisable’ sample but to have enough persons participate so that the study would have adequate depth (Bryman 2008 & 2016). 

[bookmark: _Toc508858753]Phase 2 (2013)

[bookmark: _Toc508858754]In-depth interviews 

At this stage of data collection, I decided that in addition to interviewing care dyads, I would include individual representatives from a dyad, as well as other persons who were intimately involved in providing family care to an older relative. Two care dyads were interviewed during this phase. One was a father and son (Mr. Druman and Timothy), and the other a husband and wife (Mr. and Mrs. Sanchez). I also interviewed an informal paid caregiver (Melissa) who worked for the father and son. In another case, I interviewed an older woman (Mrs. Flora) who was caring for her husband. I had initially planned to interview both Mr. and Mrs. Flora, but on the day I visited their home, Mr. Flora was too ill to participate fully in the interview as he had heightened symptoms from the Parkinson’s disease from which he suffered. However, while Mrs. Flora was chatting with me on her porch, she would on occasion call out to him for an answer or clarification, as he was resting in a room nearby.  

The other participants who were interviewed during this period were not family caregivers at the time, but their background suggested that they would be able to provide useful insights from their experience as prior caregivers or, as an older person who was in need of care and support. Susan Maharaj and Dyann fit the former category and Ms. Doreen the latter. Susan had formerly cared for her mother as well as her two older sisters. Dyann was once a paid informal carer. Ms. Doreen was an older woman with a mobility challenge who lived with her son. Both Susan and Dyann contacted me after viewing the advertisement for the study in the local newspaper. Dyann was introduced to me by another person who knew about the study, and felt that Dyann would be able to provide useful insights even though she did not fit the exact requirements as advertised. Given the challenges associated with obtaining and maintaining participants using the initial criteria for the study, I decided to include Susan, Dyann and Ms. Doreen as participants. Individual participants who were not interviewed as part of a dyad were only interviewed in one session. Dyads were interviewed over the course of 2 to 3 sessions during this phase of the study. The interview guides are presented at Appendix 5. 

Table 4 below presents the number of persons interviewed in phases 1 and 2 of this study, and disaggregates this information by the gender of participants. 



[bookmark: _Toc40436603]Table 4: Total Participants Interviewed in Phase 1 and 2 of the Study

	Data Collection Activity
	Format
	Phase 1
(2011)
	Phase 2
(2013)
	Total Participants[footnoteRef:50] [50:  As noted previously, the minimum target for interview participants was 32 respondents. ] 

	
	Gender

F = female; M = male

	
	
	Family
Carer
	Family Care Recipient
	Paid Carer
	Other

	In-Depth Interviews
	Dyads
	5
	2
	14
	
	F = 5
M = 2
	F = 3
M = 4
	

	
	Individual Participants
	
	5
	5
	
	F = 2
M = 0
	
	F = 2
M = 0
	F = 1
M = 0

	TOTAL
	19
	
	F = 13; M = 6


[bookmark: _Toc508858755]

Phase 3A (2014)

[bookmark: _Toc508858756]Survey (Self-administered online & print versions)

Given the recruitment challenges experienced with conducting the in-depth interviews, I decided to conduct an online survey to help obtain data that would still be relevant to addressing the research questions that the study set out to answer, while at the same time, exploring other issues that emerged from the initial data collection efforts. Of particular concern was the need to obtain data that would help with answering the research question that focused on policy recommendations and solutions[footnoteRef:51]. The in-depth interviews conducted in 2011 and 2013 did not seem to generate sufficient information from the participants about the programmes and services that were of policy interest at the time. Some of the participants seemed reluctant to answer policy and programme related questions. Possible reasons for this are provided below.  [51:  Research question four was: a) what are the social service needs of frail older persons and family carers and b) what culturally appropriate social policy solutions can be employed to address these needs?] 


The limited number of participants that met the initial study criteria, also contributed to my decision to do a survey (by the end of 2013, I had only interviewed seven care dyads – see Table 4 above). The survey would allow me to obtain feedback from family caregivers on issues pertaining to family elder care, with special attention to programmes, services and other policy matters. This data was necessary for the focus-group sessions which (according to the original research design[footnoteRef:52]) would inform how the focus group questions were structured, in particular those with the representatives from social sector agencies.  [52:  The concept of a mixed method ‘development’ approach is explained by King (2010) who noted that one of the purposes of a mixed methods approach may be for the results obtained from one method to inform the development of the design of another method. This is what transpired at this stage of the study. ] 


Bryman (2016) who is a strong advocate of both within-methods and between-methods approaches identified several advantages to the integration of methods which are applicable to this study. Obtaining a more comprehensive account of social phenomena is a key benefit that can be derived from an integrated approach. Combining both quantitative and qualitative approaches can help to offset the inherent weaknesses of each method. One approach may be used to facilitate the sampling of respondents or cases, and the data obtained can be used to word questions for use in another method.  Qualitative research may be used to obtain contextual understanding, coupled with either generalisable, externally valid findings or broad relationships among variables uncovered through a survey, and qualitative data could illustrate quantitative findings. Additionally, one of the two research methods may be used to help explain findings generated by the other. For instance, the relationships identified from quantitative studies may be further explained by the meanings obtained from qualitative inquiries. Thus employing both approaches could enhance the integrity of findings. A pragmatic approach, which is also espoused by Bryman (2006 & 2016), is particularly amenable to the use of mixed-methods research (King 2010). 

A 50-item questionnaire was designed which had questions that addressed the following themes: 1) family caregiving experience; 2) institutionalisation; 3) services (preferences for family care and feedback on civil society and public services in T&T); 4) background of older relative; and, 5) participant’s demographic information (see Appendix 7). A main issue that emerged from the interviews which preceded the survey, was the significant challenges involved in providing family care to older relatives in a developing country context, where there were limited formal support systems. In light of my initial findings, and consistent with the original research questions on the determinants and experiences of care, as well as caregiver coping strategies, I sought to obtain greater clarity on the factors that may impact on a caregiver’s willingness to continue providing in-home family care, and the conditions under which they would consider institutionalising their older relative.  
The inclusion criteria used for the survey were persons who cared for an older relative in their own home or, a private family residence. In addition to responding to the closed-ended questions, participants had the option of providing open-ended feedback for most of the questions. Many took the opportunity to do so, and several persons provided lengthy comments, which seemed to suggest that persons involved in elder care relationships in T&T were eager to share their experiences, but preferred to express their opinions anonymously. I also gave survey participants the opportunity to indicate whether they were willing to take part in the focus group sessions. If they were interested in co-operating, they were required to provide contact information. The main inclusion criteria used to select survey participants for the focus group sessions were as follows: 
1. survey respondent indicated an interest to participate in a follow-up session (n = 51 persons); 
2. respondent’s older relative was alive at the time they did the survey (n = 28 persons); 
3. respondent provided care to an older relative in the last 7 days when they completed the survey (n = 19 persons); 
4. respondent’s relative was moderately or severely dependent (n = 14 persons); 
5. respondent provided care to an older relative for more than 3 hours a week (n = 11 persons); 
6. include male participants (n = 20 persons); and  
7. exclude names without contact information (number of invitations =16 persons).

Participants had the option of completing the questionnaire anonymously either in hard copy or online. The online version of the survey was administered via a free application at https://eSurv.org. This application allowed for the real-time generation of descriptive statistics including bar graphs and line graphs of the data collected. It also had a feature that limited repeat responses from the same email address: this feature was activated for the duration of the data collection period.

Invitations to participate in the survey were sent out via the eSurv application to the email addresses of potential participants. The letter of invitation to survey participants explained the ethical commitments of the study.  Participants were advised that they were free to skip any questions and withdraw from the survey at any time. Since the survey had minimal risk to participants, they were not required to provide signed consent: survey completion was considered to be an indication of consent (Fink 2017). The introduction to the survey questionnaire also assured potential participants that their responses were confidential. In addition to this, they were provided with a link to the project website where they could get further information on the study. To fulfil the survey’s ethical commitment to anonymity, I enabled a feature on the eSurv application that hid the participant’s email and IP address information.   

[bookmark: _Ref507924330]In total, I sent out approximately two thousand, one hundred and twenty four (2124) email invitations and a total of two hundred and thirteen (213) persons responded via email. Another twenty-eight (28) persons completed the hard copy version of the questionnaire. Thus, overall, I received a total of two hundred and forty one (241) completed questionnaires (see Table 5 below). As with the other data collection approaches, most of the respondents (78%) were female (see Table 6 below). 

[bookmark: _Toc40436604]Table 5: Number of Survey Respondents by Questionnaire Version

	Questionnaire Version
	# of Respondents
	% of Respondents

	Online
	213
	88

	Hard Copy
	28
	12

	TOTAL
	241
	100



[bookmark: _Toc40436605]Table 6: Gender of Survey Respondents

	 Gender
	Survey Respondents
	% of Respondents

	Female
	188
	78

	Male
	53
	22

	Total
	241
	100



Emails were obtained from my workplace directory as well as on the internet, where I used the Google search engine and Facebook, to obtain emails from T&T web pages. In addition to the emails, in 2013, I advertised the study on a free community events page in a local newspaper. I also created an online website[footnoteRef:53] using https://wordpress.com  to advertise the study. A Facebook page[footnoteRef:54] and twitter account were also created to promote this data gathering exercise. The Trinidad and Tobago Association of Retired Persons Limited (TTARP) emailed the survey and related promotional material to their membership for which they had email addresses. Dr. Innette Cambridge, who provided academic support in T&T, advertised the study on the UWI (St Augustine) website (see Appendix 6). Hardcopies of the questionnaire were also distributed in various locations, including the lobby of the Katrina Therapy Centre in Princes Town (South Trinidad), and were handed out to interested persons I met at various locations and events such as churches and other gatherings where older people and family elder caregivers were present.  [53:  https://hyacinthblake.wordpress.com/familycarettelderly/information-for-participants/.]  [54:  The name of the Facebook page is ‘Family Care for Senior Citizens in T&T and Beyond’.] 


While the survey did not target older care recipients, it enabled me to collect meaningful data on policy issues from persons with experience as primary or secondary family carers of older people. Eighty-five percent (85%) of the survey participants were between 18 and 59 years of age. Only 15% of survey respondents were aged 60 years and over. A main limitation of the online version of the survey is that persons who were without internet access or, not internet savvy, could not participate. 
[bookmark: _Toc508858757]
Phase 3B (2014)

In-depth interviews and focus groups

In light of the constraints highlighted above, the focus group sample was expanded from service providers alone, to targeting family caregivers and, service providers to older people and their caregivers. A total of five focus groups were conducted: two in Trinidad and three in Tobago. The interview sessions and interviews lasted between 1 and 2 hours. The Trinidad focus group sessions were conducted on July 4th, 2014. The Tobago sessions were done between the 8th and 15th of July, 2014. Table 7 below highlights the number of participants in each focus group: the information is disaggregated by gender. 
 
The guidelines for the sessions are presented in Appendix 8. As with the interviews, participants were, for the most part, provided with the information sheet for the study before the session, which highlighted their right to withdraw from the session at any time and that their contributions were to be kept confidential and anonymous in the written report since actual names of individuals and agencies would not be included in the final write up. This information was repeated before the session began, in the event that persons participating did not obtain or read the information sheet. Participants were advised prior to the session that it would be recorded but, if they wanted to say something off the record, the recording devices were turned off. This occurred only once during the focus group session. 
[bookmark: _Ref507784184]
[bookmark: _Toc40436606]Table 7: Completed Focus Group Sessions in T&T (2014)

	Location
	Participant Category
	No. of Participants
	Gender
	Dates
(2014)

	Trinidad
	Caregivers
	6
	3 female; 3 male
	July 4th (am)

	
	Service Providers
	7
	All female
	July 4th (pm)

	Tobago SACs
	North
	6
	All female
	July 8th (pm)

	
	East
	16
	13 females; 3 males
	July 15th (am)

	
	South
	16
	15 females; 1 male
	July 10th (am)[footnoteRef:55] [55:  8.30am to 9.30am.] 


	TOTAL
	
	51
	44 females; 7 male
	



[bookmark: _1ksv4uv]I recruited participants for the Trinidad service provider focus group session from a contact list of agencies that I received from the Ministry of Social Development. As noted above, participants for the family caregiver focus group session in Trinidad were recruited from the online survey. For the Tobago focus group sessions, I targeted the senior activity centres (SACs) on the island. Contact information for these agencies was obtained from the Ageing Unit and Department of Health and Social Services in Tobago. 

Focus group sessions

Although I tried to ensure that the focus groups were homogenous, and had a manageable number of persons (between 6 to 8) I had to make adjustments in the Tobago sessions given the response of the gate keepers i.e. managers of SACs to my request. While phone and written communication were exchanged prior to the meeting in which I indicated the requirements for the session, on arrival, the managers at the different centres convened a group that did not meet with my specifications. At one of the SACs for example, I had called the manager and asked if we could meet to discuss in more detail what I had shared about the project. When I arrived, he insisted that I conduct the session right then and there with persons at the SAC since they had a good turnout that day. At another location, the manager called all persons in attendance including about 6 staff members. Since I did not have an assistant with me to facilitate a separate group[footnoteRef:56], I had to conduct the session with all persons in attendance, especially since I wanted to avoid offending the managers who arranged the session. It may be that managers, like some of the persons who were interested in one-on-one interviews in Trinidad, reinterpreted the study design to fit their own priorities. Some of the managers may have thought it was more important to show large numbers of their members in attendance as this was a better indicator of the effectiveness of their agency. It may also be that managers reframed the session to be more in keeping with a town-meeting approach[footnoteRef:57] given the study’s policy focus and wanted it to be as inclusive as possible for various reasons (Krueger & Casey 2009).  [56:  Given the limited funding, I was only able to hire a rapporteur for the Trinidad focus group sessions. ]  [57: Town-meetings, also referred to as Town hall meetings are group meetings held in town halls or other public venues such as schools, libraries, municipal buildings etc. for which the objective is to give as many people an opportunity to speak to local and regional officials about their views on public issues. Usually, the person holding the meeting will make opening remarks. Local leaders may also address the audience. The main part of a town hall meeting tends to occur when the floor is opened up to questions and comments from the audience. Attendees generally present ideas, voice their opinions and ask questions of the public officials at the meeting.] 


In addition to their heterogeneity, another characteristic of these focus groups was that they were derived from a pre-existing group. There are pros and cons to such an arrangement. Homogenous groups have greater external validity than heterogeneous groups, but the latter are useful for obtaining insights from situated discourses, rather than shared perceptions of the sample population (Gray 2014). Given this, and the limited control I had over ensuring that the groups were homogenous, I decided that the best way forward was to adopt a contextual constructionist approach, and ensure that the analysis of the data from the sessions focused on points of consensus as well as dissent. 

In one session, the reticence of participants to respond was particularly evident when asked to share about any challenges they faced personally as older people on the island. Again, the managers/leaders at that SAC had insisted on being present, and a lot of the opening discussion was about how grateful they were for the support they received from a governing body on the island. The presence of the managers and their contributions which had a strong political element clearly contributed to this initial silence of the participants. I had to remind that particular group that I was an independent researcher and not a representative of that governing agency. I also reiterated the ethical responsibilities I had, and that an agency outside of T&T, i.e. the UOS as well as the local UWI, had supervisory oversight of the study. This seemed to ‘break the ice’ and the conversation flowed thereafter. 


In the Trinidad service provider session, participants were reluctant to provide feedback to questions emerging from the data that was previously collected. It was difficult obtaining straightforward answers to questions such as what their service needs were. To illustrate further, several participants in the interviews and online survey indicated that a particular public sector agency had no vehicles to conduct field visits, which was an important aspect of the service they provided. However, when a senior official from that agency was asked about service needs, on more than one occasion the individual did not provide this as an answer, and continued to minimise the challenges the agency experienced. After several attempts at getting a direct answer about challenges, I decided to specifically ask about the lack of a vehicle, which they admitted was indeed an issue. This type of response to the discussion was not unique to that individual but pervaded during the entire session, which was in stark contrast to the openness of the family caregivers in the earlier session. 

The constant deflection of the service providers in Trinidad from providing straightforward answers to the questions posed, may have occurred for various reasons. It may be that they were more eager to impress one another and were therefore unwilling to share about their service needs, which would have inadvertently indicated a shortcoming in the service provided (Adams & Cox 2008). Another factor may have been the level of sensitivity ascribed by the participants to the questions asked. As Farquhar & Das (1999) explained, sensitivity is a subjective term that is not ‘fixed’ but socially constructed. They provided a broad definition of sensitive research as, any research that raises strong feelings and opinions, or poses a threat to those involved. Also, groups may contain dominating as well as reticent members whose particular views and experiences may overwhelm that of other group members (Bloor et al. 2001). This particular session may have been impacted by these various factors. 

[bookmark: _Toc508858760]A preventative strategy that could have been employed to reduce the impact of such challenges, was to conduct comparative focus group sessions and compare responses. This was achieved to a limited extent with the Trinidad caregiver focus group. However, that session was not fully comparable with the service provider group, as the roles of the participants in the two groups had clear differences vis à vis elder care provision. Resource constraints prevented me from convening another service provider session in Trinidad.  Another solution that is widely recommended in the literature for dealing with the aforementioned challenges, is to conduct separate in-depth interviews with individuals from the same population (Bloor et al. 2001; Michel 1999). This is the solution I adopted for engaging the Tobago service providers. 

In-depth interviews (2014) 

As indicated above, my aim in 2014, with respect to data collection was to conduct focus group sessions on both islands with family caregivers and service providers. However, quite unexpectedly, two sets of participants volunteered to participate in in-depth interviews during this period. One set of participants was a mother-daughter pair that was recommended to me by a member of an informal group of older persons, who usually met for socials and outings. Although I met with members of the group on more than one occasion in 2013, it was only in 2014 that I was referred by one of the members to a family who met the study criteria. They provided me with contact information for Ms. Violet and her daughter Marian. Ms. Violet was a centenarian and her daughter was an older woman. I had not planned to continue in-depth interviews in 2014, but I decided to take advantage of the opportunity, since I felt it would allow me to obtain unique insights about the oldest-old in the country. Another opportunity emerged during my second visit to Tobago. A transnational Trinidadian carer (Professor Nurse) who was visiting the island from the USA, agreed to participate in the study. I also conducted in-depth interviews with three THA representatives in Tobago and with three representatives of a senior activity centre in North Trinidad who were unable to participate in the service provider session that was scheduled. Table 8 below summarises the number of in-depth interviews conducted in 2014, and the data is disaggregated by gender and island location. 

[bookmark: _Toc40436607]Table 8: In-Depth Interview Participants (2014)

	Location
	Participant Category
	Number of Participants
	Gender
	Dates
(2014)

	Trinidad

	Caregiver & Care recipient Dyad
	2
	Female
	February 26th (pm)
March 17th (am)

	
	Service Provider (SAC)
	3
	Females
	July 17th (am)

	Tobago

	Transnational Caregiver
	1
	Female
	July 12th (am)

	
	Public Sector Representatives
	1
2
	Female
Females
	July 10th (am)
July 14th (am & pm)

	TOTAL
	
	9
	



Total Sample

A total of three hundred and twenty (320) persons participated in this study (see Table 9 below). Seventy-five percent (75%) of the sample consisted of survey respondents, sixteen percent (16%) were focus group participants, and nine percent (9%) were in-depth interview participants. Most participants were female (80%), and only twenty percent (20%) were male. 

[bookmark: _Toc40436608]Table 9: Number of Respondents Participating in Each Data Collection Approach

	 
	In-Depth Interviews
	Survey Respondents
	Focus Group Participants
	TOTAL

	
	(Number of Participants)
	
	
	

	Female
	23
	188
	44
	255

	Male
	5
	53
	7
	65

	TOTAL
	28
	241
	51
	320



Overall, most of the participants in this study (73%; n=234) were from the island of Trinidad. A smaller proportion (27%; n = 46) were from Tobago. As noted in the Background of this study, Tobago’s population is only 4.6% (n = 60,874) of the overall population of this Twin Island Republic (n = 1.3 million). Thus, the proportion of participants from Tobago in this study significantly exceeded the total proportion of persons living in Tobago relative to Trinidad. 

[bookmark: _Toc40436609]Table 10: Number of Participants by Island

	
	Trinidad
	Tobago
	Unknown
	TOTAL

	In-Depth Interviews
	24
	4
	na
	28

	Online Survey
	197
	4
	40
	241

	Focus Groups
	13
	38
	na
	51

	TOTAL
	234
	46
	40
	320



[bookmark: _Toc508858761]Recorded Sessions

With the exception of the three (3) in-depth interviews in Tobago, all of the interviews and focus group sessions were voice recorded. Whilst I recorded the focus group sessions in Tobago, I decided not to voice record the one-on-one sessions with service providers, given my concerns about participants (in particular social service providers) being unwilling to be candid in their responses. Handwritten notes were made during and immediately after each interview. 

Transcriptions

Transcripts of all recorded sessions were typed and stored on a password-protected computer. The transcripts had both positivistic and interpretivistic features. While the positivist approach to transcription is based on the assumption that talk can be objectively presented, an interpretivist perspective views talk as representational, with meanings and perceptions that construct reality. Thus, positivists tend to prepare transcripts that include as much detail as possible including idiosyncratic elements of speech such as involuntary vocalisations, stutters and pauses. This transcription approach is also described as being denaturalised as it is not consistent with how most written data is represented. Interpretivists are more likely to use a naturalised approach to transcription which excludes these idiosyncratic elements and allows choices to be made about what to record and how (Davidson 2009). Both naturalised and denaturalised approaches can be viewed as existing on a continuum and varying degrees of each approach may be incorporated in a research project. 

For this study, I chose to use a denaturalised approach although some elements of naturalism informed the transcription process. I found this approach was especially conducive to this study given the language used by the respondents. In T&T, even though English is the official language, English-creole with distinct African and French elements is generally used in everyday talk. While the original transcripts were prepared with as much detail as possible and some idiosyncratic elements were included (i.e. denaturalised elements), to ensure readability and understanding of the quotes used in documents prepared for readers who may be unfamiliar with the dialect of T&T, I decided to do some tidying of the information while endeavouring to maintain the original meaning of what was shared. In keeping with the recommendations of Gibbs (2008) for transcribing recordings of participants with a dialect or heavy accent, dialect words and regional grammatical expressions were retained. I generally did not try to capture the actual sound of the accent but occasionally, an exception was made to this in order to maintain the essence of what was shared.

[bookmark: _Toc40436514]5.3.3     Analysis Approach

Qualitative data analysis

Braun and Clarke’s (2006) six-phased approach to thematic analysis was used to analyse the qualitative data from the in-depth interviews and focus groups. These ‘phases’ were as follows: 1) Familiarisation with the data – become familiar with the data by reading and re-reading the material so as to become immersed and intimately familiar with its content; 2) Coding – generate initial succinct labels (codes) that identify important features of the data that might be relevant to answering the research question,  coding the entire dataset, and collating all the codes and all relevant data extracts together, for later stages of analysis; 3) Searching for themes – examining the codes and collated data to identify significant broader patterns of meaning (potential themes) and collating data relevant to each candidate theme; 4) Reviewing themes – check the candidate themes against the dataset, to determine that they tell a convincing story of the data, and one that answers the research question, and refining themes which sometimes involves them being split, combined, or discarded; 5) Defining and naming themes – develop a detailed analysis of each theme, working out the scope and focus of each theme, determining the ‘story’ of each and deciding on an informative name for each theme; and 6) Writing up – this final phase involves weaving together the analytic narrative and data extracts, and contextualising the analysis in relation to existing literature. As Braun and Clarke (2006) noted, these phases are iterative and recursive in practice, with movement back and forth between each phase.

The qualitative analysis approach used in this study involved a combination of both the inductive and deductive thematic analysis process. Braun and Clarke (2006) maintained that an inductive approach to thematic analysis involved coding and theme development, which is directed by the content of the data, whilst the deductive approach involves coding and theme development that is directed by existing concepts or ideas. As noted earlier, the initial research questions for this thesis were very broad, mainly because the study of family care of older persons in the specific country-context of T&T was an under-researched area. Thus, this particular study was deemed exploratory given the context in which it was conducted, and a more inductive, qualitative approach was more appropriate. However, at the same time, the general study of older persons and family carers has been widely studied in MEDCs such as the UK and USA since the 1980s. 
The substantial literature on this subject could not be ignored during the analysis, but at the same time, the use of previous literature was guided by the data obtained from the interviews and focus groups. Throughout the analysis process, codes and themes were created from what emerged from the data, and subsequently compared to the themes in the existing literature. Even in instances where the development of codes and themes were inductive, once a literature search was conducted subsequently, these codes and themes were in many instances found to be consistent with concepts and terms used in previous research studies on family elder care. Thus, there was a continuous merging of inductive and deductive approaches throughout the analysis process. Where the data did not correspond with the existing literature, new codes and themes were created. For instance, the quote by Mr. Birch, “I will still do what I have to do for him an’ t’ing because he was always good to meh yuh know” was highlighted in a transcript as noteworthy during the ‘familiarisation with the data’ phase (step 1). An initial code was created i.e. “Quality of Pre-crisis Relationship” using inductive reasoning (step 2). A subsequent reading of the literature resulted in this quote being categorised under the overarching theme of ‘reciprocity’. When this information was compared with other quotes and initial codes generated during the ‘search for themes’ (step 3), it was deemed as overlapping with a sense of duty to give care given the support provided by the care recipient (CR). Further reviews of the raw data resulted in this quote being linked to the emergent theme “willingness to care” (step 4). By the end of this process, a unique theme ‘requited care’ was created given this and other information obtained from participants (step 5). Table 11 below highlights this and other examples of the application of Braun and Clarke’s thematic analysis method to the data collected.  

Care was taken to ensure that the thematic analysis was not limited to merely summarising or organising the data obtained given the research questions and literature reviewed. Instead, I sought to transcend this by continuously reviewing the material to identify patterns that were interesting and important. Using Braun and Clarke’s approach, both semantic and latent themes were identified. Semantic themes are those “within the explicit or surface meanings of the data and the analyst is not looking for anything beyond what a participant has said or what has been written” (Braun & Clarke 2006, p. 84). On the other hand, themes at the latent level “identify or examine the underlying ideas, assumptions, and conceptualisations – and ideologies – that are theorised as shaping or informing the semantic content of the data (Braun & Clarke 2006; Maguire & Delahunt 2017).

Given the large quantity of data obtained over the three phases of qualitative data collection, the NVivo software was used to facilitate the analysis of the qualitative data.  The analysis also involved constant comparison between the focus group, interview and survey data.

Quantitative data analysis

With respect to the survey information, the analysis of the quantitative data was limited to non-probability statistics, since the survey sample was not randomly selected, but obtained via purposive and snowball sampling. Also, while the eSurv software provided instantaneous descriptive statistics, non-probability statistical analysis could not be conducted using that application. Thus, SPSS software was used to perform the non-probability statistics. This was made possible because both SPSS and eSurv are compatible with Microsoft Excel. The eSurv software generated an Excel version of the raw data, which was then imported into SPSS. Given the total number of survey participants (n = 241), the quantitative data could not be used to establish causation, but rather, it provided additional descriptive accounts to help answer the study’s research questions. 
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[bookmark: _Toc40436610]Table 11: Examples of the Coding Process

	
	1. Familiarisation with Data
(Transcript Quote)
	2. Initial Coding

(Recorded in NVivo)
	3. Search for Themes
	4. Reviewing themes
	4. 5. Defining and Naming Themes

	
	
	
	Comparison of Code with Literature[footnoteRef:58] [58:  This was an iterative process.] 

	Tertiary Theme
	Secondary Theme
	Primary Theme
	
	

	a) 
	“I will still do what I have to do for him an’ t’ing because he was always good to meh yuh know” (FrCG Mr. Birch) 
	Quality of Pre-crisis Relationship
	Reciprocity
In an earlier study by Kietzman et al. (2013, p.520) they observed from their literature review that family and friend caregivers were influenced by various factors including ‘normative obligations of reciprocity’ which contribute to their decision to become caregivers. 
	Reciprocity 
	CG Role Acquisition > Duty
	Determinants of Care

	Linked to the emergent theme “willingness to [provide or continue] care” even when the caregiver finds it challenging (Mr. Birch for example shared that he is a ‘moody’ person and sometimes he doesn’t feel to be helpful or go the extra mile for Uncle Wilton. But generally, he still does what is needed given the nature of their relationship. Thus, reciprocity helps him to overcome the ambivalent feelings he experiences. 
	Requited Care: 
Family elder care that is based on a desire to reciprocate care that was previously provided by an older relative, and /or a sense of duty.  

	b) 
	“Every first Saturday in December there is a luncheon for retirees. They wanted to honour me but I declined because – to me it’s an embarrassment. To men who know me and knowing who I was to what I am now, it’s just an embarrassment.” (CR Mr. Sanchez)
	Evasion / Withdrawal / Refusing social interaction / support
	While the psychological literature explicitly identifies avoidant coping as one of several strategies that may be employed in response to stressful circumstances such as caregiving, there are few sociological studies which use this terminology. The sociology of health is an exception to this. Link et al (1991, p. 312) observed that an avoidance- withdrawal orientation had significantly harmful effects on patients with a mental illness as evidenced by higher levels of demoralization and unemployment by those who employed this strategy[footnoteRef:59]. [59:  This study was published by the American Sociological Association and should be considered a sociological study. ] 

	Avoidant coping strategies / Maladaptive coping / Sub-optimal coping
	Refusing-Care Strategies
	Coping & Care Management Strategies
	What distinguishes these two types of care is that refusing care has to do with avoidance and withdrawal and is a relatively passive response, while resisting care is more direct and active.
	Refusing-care” refers to the overt rejection by the caregiver or cared-for person of a formal or informal service that was presented as a possible solution for meeting a care need.

Refusing care could be considered to be an adaptive response of older persons to services that they deemed to be highly risky to them, or particularly undesirable.

	c) 
	“Sometime later … the doctor called me and … she said … “You know your mum could go home today”. I said “No! I am sorry but I have nobody to take her up the stairs”, which is a lie, but I came home and sat down by myself in a chair for three hours. I just sat down like this. And I did not put on the TV, radio, nothing … I couldn’t cope, I said oh God this lady coming back home today: Lord Jesus!” (TrFGC Omatee)  
	Refusing to give care; CG self-preservation / controlled neglect / abandonment
	As noted in the literature review section on resilience and coping, Ungar (2016) conceptualised resilience as occurring to varying degrees in stressful situations i.e. from optimal to sub-optimal with the latter including avoidant and maladaptive responses to stressors. A study on elder abuse by Nhongo (2001) observed that in African countries such as Kenya, an alarming number of older persons are being abandoned in hospital without any family member responsible (p. 8). This they suggest is the result of the changing family structure and values in African countries such as Kenya. 
	Sub-optimal coping
	Resisting Care Strategies
	Coping & Care Management Strategies
	The issue of physical infrastructure at home and its impact on care provision and the wellbeing of older persons was highlighted in several interviews. This should be underscored as an important social policy issue. 
	“Resisting-care” is similar to refusing care in that it involved rejecting a particular service option or care solution but in a covert manner. It includes behaviours such as avoidance and in some instances withdrawal, while refusing care is more overt and direct.




[bookmark: _Toc40436515]5.4 CONCLUSION

In this chapter, I provided a descriptive and reflective account of the actual approach that was used in the data collection and analysis phases of this study. As is often articulated in textbooks and papers on social research methodology (e.g. Harris & Dyson 2001; Mack et al. 2005), although different phases of the process are often described in a linear manner, the process in practice is dynamic and iterative. Research, in particular research with a strong qualitative element, is in reality a very messy business that requires constant negotiation and renegotiation to address the emergent and unexpected issues that often arise. A mixed methods approach, grounded in a pragmatic social inquiry, is one means of buffering the negative effects of an ever-changing research landscape. In the current study, despite the challenges and subsequent adaptations made to the original research plan, I was able to successfully obtain rich and meaningful information which was pertinent to the research questions that I initially set out to answer. In the next four chapters, the results of the various phases of this data collection exercise are presented. 


[bookmark: _Toc40436516]CHAPTER 6 – QUALITATIVE RESULTS
[bookmark: _Toc40436517] DETERMINANTS OF CARE

[bookmark: _Toc40436518]6.1 INTRODUCTION

[bookmark: _Hlk27929793]This study sought answers to the following four distinct but interrelated research questions: 1) Determinants of caregiving – What are the factors contributing to a person adopting the role of family carer for a frail older person?; 2) Experience of care – How do family carers and their frail older relatives experience the caring situation?; 3) Care Management Strategies – What are the strategies used by family carers and their frail older relatives to manage and cope with the caring experience?; and 4) Social Policy Solutions – What are the social service needs of frail older persons and their family carers and what social policy solutions can be employed to address their needs? In Chapters 6 to 8, I present the qualitative data obtained in the interviews and focus groups, while Chapter 9 sets out and analyses the quantitative findings. Chapter 10 presents the overall conclusions together with some policy recommendations. What immediately follows is a presentation of the qualitative findings on the Determinants of Care. 

[bookmark: _Toc40436519]6.2 DETERMINANTS OF CARE

Research Question 1:

“What are the factors contributing to a person adopting the role of family carer of a frail older person?”

To solicit the views of the participants on the main factors that influenced them to accept the role as a primary caregiver to an older relative, both the caregivers and care recipients were asked to describe when they first felt that their older relative needed help with care-related activities. They were also asked to share about the factors that motivated them to look after their older relative. Based on the analysis of the data, three main themes or groups of determining factors emerged: 1) Required-care; 2) Requited-care; and 3) Inspired-care. 

Required care was conceptualised as care that should be provided as a matter of necessity, given the socio-economic circumstances of an older relative, and was also predicated on values such as a sense of duty or filial responsibility. The structural variables associated with this impetus to care included the health care needs and level of dependency of the older person, family composition, gender, geographical proximity of the potential caregiver, as well as inadequate alternatives to informal family care. 

Most participants emphasised the importance of reciprocity as a main motivating factor for them to provide primary care. Given this, the category requited care is presented as a separate category that underscores this value. However, it is a category that overlaps with both required care and inspired care, as an individual may desire to reciprocate care because they feel compelled to do so, or they may feel inspired to provide care by the care that was demonstrated and provided to them by their older relative in previous times. Inspired care refers to care that was driven by a willingness to provide support that transcended the needs of the individual, the limitations of their circumstances, or a desire to return favours previously obtained. 

Most caregivers in this study were influenced by factors that fell under all three categories of care determinants to varying degrees. Requited care was very popular among this sample of participants. Thus, these three categories of determining factors should be viewed as heuristic, since in practice, for all family caregivers, they each affected the decision of most individuals in their decision to provide care. The discussion that follows describes the qualitative data collected, which illustrate how these three types of factors impacted on the decision of family members to adopt the role of caregiver to an older relative. 

[bookmark: _Toc40436520]6.3 REQUIRED CARE

This section discusses the effect of the following factors on the provision of required care by primary caregivers: care needs; loss of a primary carer; gender and geographical proximity; family composition; type of filial relationship; filial responsibility; education, training and occupational status; and economic and material factors. 



[bookmark: _Toc40436521]6.3.1     Care needs

The health status of an older cared-for relative was the main factor identified by family caregivers as precipitating their role as a caregiver. As Sheila explained, “I think family, in the first instance have to recognise that [older relatives] … have special kinds of needs … and we have to be willing to make sacrifices.” (FCG Sheila). The health care needs and level of dependency of older persons varied considerably at the time that the interviews were conducted. Most of the older cared-for persons were either severely or moderately dependent (see Table 12 below). 


[bookmark: _Toc40436611]Table 12: Level of Dependency of Older Family Care Recipients

	LEVEL OF DEPENDENCY
	TOTAL

	LEVEL
	Slight
	Moderate
	Severe
	

	Care recipient
	Tanty Edna
	Mother Freeda
Mr. Flora
Ms. Kumar
Uncle Wilton
	Mr. Druman
Ms. Indrani 
Mr. Khan
Mr. Sanchez
Ms. Violet
	

	Number
	1
	4
	5
	10



Severely dependent persons included those that were unable to carry out ADLs and IADLs without help, and were in need of round-the-clock care support given their health challenges. Moderately dependent older persons were able to carry out some basic ADLs (e.g. walking, bathing, and feeding) without help on occasion, but were generally unable to carry out most IADLs by themselves (e.g. shopping, cooking, and housework). Only one participant (Tanty Edna) remained relatively independent: she was able to carry out most ADLs but required help with some IADLs (e.g. shopping, cooking, housework, etc.). However, she was included in this study on frail older persons as she had limited mobility, and was in receipt of both formal care from the GAPP provided by the then Ministry of Community Development[footnoteRef:60], as well as informal family care support from her niece Adelina. The level of dependency, health conditions and care needs of these older persons are presented in Table 13 below.  [60:  GAPP was subsequently moved to the Ministry of Social Development and Family Services in 2018.] 



[bookmark: _Toc40436612]Table 13: Health Care Challenges and Needs of Older Family Care Recipients

	#
	Care Recipient
	Main Health Issue(s)
	ADL Needs
	IADL Needs
	Level of Dependency

	1. 
	Tanty Edna
	Controlled Diabetes
	Walking
Climbing Stairs
	Shopping
Transportation
Managing Finances
	Slight

	2. 
	Uncle Wilton
	Diabetes
Visually Impaired
Hard of Hearing
	Climbing stairs
Walking (outside of home given vision impairment)

	All
(may partly be a function of gender)
	Moderate

	3. 
	Mother Freeda
	Diabetes
Arthritis
	Able to perform all but with some difficulty, especially given mobility challenges. Received occasional assistance with bathing and grooming
	All
(except cooking)
	Moderate

	4. 
	Mr. Flora
	Parkinson’s Disease
	Need help on days when medication is not effective
	All
	Moderate

	5. 
	Ms Kumar
	Heart condition; controlled diabetes; vision challenges.
Generally frail
	Able to perform some on occasion but generally received assistance  (except for eating)
	All
	Moderate

	6. 
	Mr. Druman
	Diabetes
Hard of Hearing
	All
	All
	Severe

	7. 
	Mr. Khan
	Kidney Failure (one functioning kidney)
Hard of Hearing
	All
	All
	Severe

	8. 
	Ms. Indrani
	Cancer
	All
	All
	Severe

	9. 
	Mr. Sanchez
	Diabetic amputee
Visually impaired
Hearing impaired
	All
	All
	Severe

	10. 
	Ms. Violet
	Incontinence
(Generally frail; centenarian)
	All
	All
	Severe



The hospitalisation of an older relative after a serious health crisis was usually the starting point of the family caregiver role. However, it is important to note that, as was indicated in family care studies in other countries (e.g. Kietzman 2013; Merrill 1997) the period of focused care to an older relative was usually preceded by sporadic assistance by the individual who eventually became the primary carer. 

[bookmark: _Toc40436522]6.3.2     Loss of a Primary Caregiver

Loss of a primary caregiver was another major factor identified by some of the participants (i.e. Samantha, Timothy, Adelina, and Marian) as contributing to their decision to provide support as a primary family carer. These caregivers initially provided secondary care support, and only became the main caregiver after the primary carer was no longer available to do so. For two of the carers (Timothy and Marian) the death of the primary caregiver was the main factor that launched them into the role of primary carer. In Samantha’s case, her role as a primary caregiver to her dad began in earnest after her mother died, and her sister-in-law (Kalima) was reluctant to continue giving care support (this case is described in more detail below). The main starting point for Adelina’s care relationship was the migration of Tanty Edna’s granddaughter, who had initially served as her primary carer. 

It was sometimes difficult for caregivers to identify the specific trigger that initiated their care role. It may be that this is a reflection of the dialectical relationship between what Tronto (1993) referred to as ‘caring about’ someone and ‘taking care of’ them. In Adelina’s accounts, it was clear that the death of her mother increased her appreciation for Tanty who she valued as “the last surviving relative” from her mother’s generation.  Thus, her ‘caring about’ Tanty increased after her mother passed away. However, the actual ‘caring for’ began when Tanty’s primary caregiver (her granddaughter Marlene) migrated. In another case, the caregiver (Mr. Birch) identified both the loss of the primary carer (Mrs. Wilton) and the declining health of the older cared-for person (Uncle Wilton), as the main factors that initiated their care response:
 
I think is after his wife die … about 10 years now yuh know ... [When his wife was alive] ... he was still drivin’ an’ t’ing yeah … he was more strong ... So, he really didn’t need [much help]. Is only after his wife died he really started to … kinda suffer with de sugar an’ with de ah hypertension … [it] start to take over. 

Sheila also associated the intensification of her role as caregiver to her mother (Freeda) with the death of her spouse (Sheila’s father) and health related issues. 
There was a little crisis ... my dad had died [sometime aback so] she was home here more or less on her own … But then there was a time when her sugar escalated and … I think she actually left with the [neighbour] next door, and then when she got to the [private] doctor’s office then the doctor called me because I had to take her to the hospital … At that point, we felt that maybe she needed a little more support emotionally and otherwise in every way. And we felt that living alone here may not have been the best thing. 

Thus, based on the reports of the caregivers, both the loss of a primary carer and care needs were key factors that contributed to care initiation for all of the caregivers, and these factors at times overlapped or coincided with each other. These findings are consistent with research done by Schrӧder -Butterfill & Marianti (2006).

[bookmark: _Toc40436523]6.3.3     Gender and Geographical Proximity

Only two participants (Samantha and Tanty Edna) identified gender as a key determining factor. This factor seemed to be taken-for-granted by the participants.  While most of the caregivers were female[footnoteRef:61], only one (1) family caregiver (Samantha Khan) explicitly identified gender as an important aspect of her care role:  [61:  Eight out of ten of family caregivers. ] 


Before [my mother] died she was ill for about three years, so I really had to fill in at that time ‘cause I’m the only girl. And you know for a mother, she would be more comfortable with a girl helping her … I was [also] filling in for her [in taking care of dad].

The sentiments expressed by Samantha about her mother’s preference for a same-sex carer is consistent with the literature on this subject. Henz (2009) refers to this as the ‘cross-sex’ taboo and noted that many studies have confirmed its existence. In this study, only one of the older care recipients (Tanty Edna) explicitly identified female gender as a preferred trait for care provision. Her preference was also linked to the type of filial relationship i.e. a preference for care by an adult daughter. Unfortunately, because of the estranged relationship that existed between Tanty and her daughter (Eleta), Tanty Edna was unable to have her preferred family care arrangement realised: 

I fail having these two (2) children. Because de boy [tearful voice] on drugs, although now de Muslim take him over an’ he getting over it ... but Eleta being as ah GIRL! ... she shoulda be more close to me! … [Eleta] shoulda be de one to be here wit’ me! 
Geographical proximity had a strong impact on the decision to provide care. Most of the older persons[footnoteRef:62] had a family carer living in the same household or compound. This is consistent with the findings of Rawlins (1996) who observed that older Caribbean people in countries like T&T were very likely to live in multi-generational households, or in close proximity to their relatives in later life. However, this did not preclude family members living outside of their older relative’s community from accepting the role of primary care provider (e.g. Sheila, Adelina and Timothy). [62:  Seven out of nine older persons. ] 


[bookmark: _Toc40436524]6.3.4     Family Composition

Being the only child[footnoteRef:63] or only daughter[footnoteRef:64] was another important factor that influenced the decision of some of the participants (i.e. Rebecca, Marian, Timothy) to become the main family carer.  Marian and Timothy each survived an only sister and both of them became primary caregivers after their sibling’s death. Rebecca never had a sibling and was her mother’s closest relative. Ms. Kumar’s common-law husband had died prior to her needing care, and so Rebecca was the most likely candidate to be her caregiver after her mother suffered a heart attack.  [63:  Three out of ten caregivers.]  [64:  Two out of ten caregivers.] 


Both Sheila and Samantha were the only daughters born to their respective parents. As noted above, Samantha felt that as the only daughter, she was required to give care support to her parents. Sheila on the other hand was the only child that permanently resided in Trinidad. She had two brothers but one had died several years before Mother Freeda needed care, and her other brother (Winston) lived abroad. In Sheila’s case being the only girl, in addition to her geographical proximity to her mother, were the main factors that precipitated her role as a primary carer. These findings provide support for the hierarchy of preference that proponents like Cantor (1991 & 2000) as well as Masuy (2011) and Merrill (1997) have highlighted in their research on caregiver role acquisition. Additional evidence in support of the HCT is noted below. 



[bookmark: _Toc40436525]6.3.5     Partnership Status 

Partnership status of the older person also appeared to be another key factor in caregiver role acquisition. Most of the older cared-for persons[footnoteRef:65] were single[footnoteRef:66] or widowed[footnoteRef:67]: only two older persons were married at the time of the interviews (Mr. Sanchez and Mrs. Flora). As noted previously, two of the caregivers (Uncle Wilton and Sheila) observed that their older relative’s health declined significantly after they were widowed, and indicated that their care and support to their relative increased subsequently. Death of a spouse and the concomitant effects of grief and the loss of a partner who may have contributed to one’s overall wellness may have escalated the deterioration of the surviving spouse’s health. This in addition to the health challenges associated with the increasing age of the survivor seemed to have increased the need for care support from younger relatives. This is not to say that older persons that were still in a long term relationship were not in need of family care from other family members. As the case of Mr. and Mrs. Flora and also Mr. Druman when his wife was still alive, older married couples often require the assistance of their adult children (usually daughters). Cantor (1979 cited in Tolkacheva et al. 2010) found a similar pattern in his research. [65:  Seven out of nine older care recipients. ]  [66:  Three older persons (Tanty Edna, Ms. Kumar and Ms. Violet) were single after being in common-law unions. ]  [67:  Four older persons (Mother Freeda, Mr. Khan, Uncle Wilton and Mr. Druman) were widowed. ] 


The partnership status of family caregivers participating in this study was diverse[footnoteRef:68]  and seemed to have less of an impact on their decision to care than did the relationship status of their relative. The carer’s relationship status seemed to have more of an impact on the type of care support they provided, rather than their decision to provide care.  [68:  In all, six (6) of the family carers had partners (4 were married and 2 in a common-law relationship when they began caregiving) while four (4) were single (1 single, 2 widowed and 1 divorced). Only two (2) of the four (4) married individuals were the spouse of the older care-recipient. The other two were adult children with marriage partners.] 


[bookmark: _Toc40436526]6.3.6     Type of Filial Relationship

The type of filial relationship that existed between the cared-for person and their older relative was another important factor that led to required-care. An initial assessment of the interview data seemed to suggest that a hierarchy of preferences consistent with Cantor’s (1991 & 2000) postulations informed family caregiver role acquisition. For older persons who were married and in need of care, their spouses (in all cases wives) were their primary carer in the first instance (e.g. Mrs. Flora and Mrs. Sanchez). When no spouse was available to provide care support, an adult daughter usually became the main carer (e.g. Marian and Sheila). However, if no daughter was available, then a son seemed to be the next likely relative to accept responsibility as the principal caregiver (e.g. Timothy). Nieces, who, in the case of this study were also the goddaughter of their older relative (e.g. Adelina and Tricia) were next in line to adopt the role of family carer if no other relative was available or willing to do so. Friends (e.g. Mr. Birch) became an integral part of care provision when family members were not available to provide care support. Daughters-in-law (e.g. Kalima Khan and Patricia Druman) may or may not be involved in providing care. 

In the two cases in which an older widowed man had a daughter-in-law living in relatively close proximity (i.e. Mr. Khan and Mr. Druman), their daughters-in-law seemed disinclined to provide primary family care. According to Timothy, his wife did not provide much care support since she had her own health care needs to address, and she was intimately involved in caring for their granddaughter who lived with them from Monday to Friday. Interestingly, after Timothy’s sister (Hazel) died, her widowed husband David continued to provide financial support to help with the cost of paid caregivers for Mr. Druman: this arrangement continued many years after Hazel passed away and is indicative of the unique contributions that in-laws might provide to older persons. 

In the case of the Khan family, Mr. Khan was initially cared for by his daughter-in-law Kalima after his wife died. However, she began to display considerable reluctance to provide primary care support to him. This was a main factor that contributed to his daughter (Samantha) leaving her job as a nurse to become his full-time carer, (other factors are discussed in the section on inspired care below). Mr. Khan and Samantha surmised that Kalima’s reluctance to provide care might have been because of the other care responsibilities she had, such as attending to her three primary-school aged children. According to Samantha,

[Kalima] started to … say things … which was when I took the decision … to leave the job and see about him. ‘Cause it was affecting him and it was also affecting her family life: she was becoming a bit snappy.  So I [thought] ... it would have been best for everybody [that I took care of him], which it was … Then knowing that my sister-in-law like she was singularly getting tired of being here with him ... although she didn’t really have anything to do, just to be there and look out for him, and he was starting to pick up on it, knowing that she had a reluctance ... so all those things I considered ... But … she still comes and helps.” 

Kalima’s unwillingness to provide primary care is consistent with the findings of Merrill who found that daughters-in-law seemed more willing to provide “back-up care to daughters” (Merrill 1997, p. 114) rather than primary care support. It is also reflective of Grahame’s (2006) findings on the shifting role of East Indian daughters-in-law in the provision of elder care in T&T. 

Although Kalima lived on the same compound as Mr. Khan, she did not feel compelled to continue to provide care. Mr. Khan’s other daughters-in-law showed a similar reluctance. One even lived about a five-minute drive away from him but she and his son rarely visited. Parveen, Morrison and Robinson (2011) also found similar results in their study of British-Indian and British-Pakistani daughters and daughters-in-law, in that there was disagreement over whose role it was to provide family elder care. One of the cases in that study closely resembled that of the Khan’s, as the daughter-in-law did not work outside the family home, yet she was unwilling to assist the daughter who had to take time off work to perform care duties, such as taking her parents to medical appointments. 

[bookmark: _Toc40436527]6.3.7     Filial Responsibility

Filial responsibility also emerged as a form of required-care in the contributions of some of the participants.  Rebecca Kumar for example was motivated to care for her mother by a sense of filial responsibility as well as a sense of duty: 

Why do I look after my mum? … She’s my mother … Nobody can take de place of a mother … she’s the one who brought me into the world, she looked after me, and I think is only fair now that I  give her back [t]hat soughta care. So it’s ah matter of being dutiful.

Her mother shared similar sentiments about the importance of filial responsibility as the basis for elder care provision. She surmised that, “It’s a kinda strain – it’s very strenuous. But, I’m her mother and she has to make sacrifices along that line, yuh understand (CR Ms. Kumar).” Adelina was also motivated by a desire to care for her aunt who was the closest relative to her mother. Her sense of filial responsibility is reflected in the following quote:

Mummy is not there, Tanty is the only surviving person … her children will not do it, so … it has to get done. I mean to say, it’s not as though Tanty will be here forever … and, you just want to know that there is a sense of comfort for her, that she’s ok.

This sense of filial responsibility was also reflected in a quote by Tanty Edna noted earlier in which she opined that her daughter Eleta should have provided primary care to her.

[bookmark: _Toc40436528]6.3.8     Education, Training and Occupational Status

Educational status and training in elder care provision did not appear to be strong determining factors in this sample of family carers. The caregivers came from mixed educational backgrounds including primary, high school and professional/vocational training, and tertiary education. Samantha Khan was the only family caregiver in this study that had special training in caregiving before committing to the role of primary family carer to her father. She was a trained nurse and geriatric care specialist and worked for a private hospital before leaving her job to care for her dad full time. While she did not explicitly identify her nursing background as a requirement for her providing primary family care to her father, she shared about her feelings of guilt in providing paid care to strangers while her father was at home and in need of care: 

I would step into a room with a patient and it would come back to me, ‘But you going and care for somebody and your Dad home?’  So for me doing it gives me peace of mind knowing that I’m taking care of him and I know that when I do it he is also happy [even though] I may not be getting monetary rewards.

For Samantha, the peace of mind she got from caring for her father surpassed the monetary benefits she would have obtained from being employed outside of the home. Mynatt, Essa, and Rogers (2000) also highlighted the importance of ‘peace of mind’ to adult children caring for a widowed parent. 

Reshma Maharaj explicitly linked her work arrangements to her decision to become a carer to her mother Indrani. As she explained:

I had a [s]hop at home … so it was easy for me to see about her. I was [t]he one to see about her the [most because] all [my siblings] is soldier and nurses and … one of meh sisters was in England.

Mr. Birch’s status as a retiree was identified by him as a contributing factor to his decision to provide care support to Uncle Wilton: 
	
What I does really enjoy about it is that I helping somebody. He need the help yuh know and I around to help him … It doh really hambug me … because right now I doh really have no set ah obligations … I ah retiree. Ah getting’ meh pension … national insurance, so, yuh would fine’ most times I home.

However, as is evident in this quote and others shared in the sections on requited and inspired-care, Mr. Birch’s occupational status while important, was not a primary determining factor of his care relationship with Uncle Wilton. Rather, Uncle Wilton’s congenial and generous behaviour that characterised their long-standing friendship as well as Mr. Birch’s civic-mindedness and desire to reciprocate support to him, were the main factors that contributed to his decision to provide care support. 

[bookmark: _Toc40436529]6.3.9     Economic and Material Factors

Caregivers generally did not speak about material benefits as a determining factor in their decision to provide primary care. Mr. Birch was the only participant that shared about receiving some non-monetary gifts for the care he provided. However, he discussed this in context of his assessment of Uncle Wilton as a generous and considerate friend: “We have a very close, relationship eh … For instance, I was goin’ to see about meh national insurance … he gimme money for meh to open ah bankin’ account … All dem t’ing ah does watch.” (FCG Mr. Birch). As Lewinter (2003) observed, such exchanges were more symbolic than quid-pro-quo behaviour, and were valued not so much for their monetary worth but because they evinced appreciation and consideration for the caregiver. 

Uncle Wilton also shared about the financial arrangements he had with Mr. Birch and his niece Tricia: 

Well I give my niece (Tricia) money because she see after me ... I does give this next one (Mr. Birch) a few dollars … because he see after my medication: every month I give him. My niece … she does draw my pension, she bring the money for me. I will give her so much to last out the month an’ I save back the balance in the bank: it on my name and her name – ain’t no problem with that. If she buy anything, she bring the receipt for me: I’m sure about that. I gave her yesterday to pay the phone bill ... she say, ‘I owe you $4’. I say, ‘You will bring back the $4?’ (he said in astonishment).
 
However, although Uncle Wilton could entrust Tricia and Mr. Birch to conduct his financial affairs, he did not have the same trust in Ann, a woman he referred to as his “so-called-daughter”. Uncle Wilton was convinced that Ann only assisted him because of a desire to inherit his property rather than out of genuine concern for his wellbeing:

Well right now she (Ann) has her youngest daughter. [The young woman is twenty-one [years]. [Ann] brought her here. [Sometime after] Ann tell me the girl pregnant. I tell her she right. I say, ‘The only daughter you have yuh fightin’ for possession’. I tell her jus’ so: ‘You let her go to the world ... you have 3 boys an’ one daughter. You bring her an’ let her go here … what you expect?!’... Well she shake her head. She say, ‘No’. But I know to myself she fightin’ for possession – yeah. Because she tell herself, if my niece (Tricia) could be downstairs there, she could be there too whilst I’m still alive.

According to Uncle Wilton, Ann was the daughter of a woman who purported that he was her father. However, since he and his wife were childless, he felt strongly that he could not have fathered Ann with another woman. Although he was unwilling to accept that Ann was his daughter and did not trust her motives for helping him, he allowed her to assist him with his housekeeping. He had hoped that his niece-in-law Maria, who he and his wife raised as if she were their own daughter, would have helped with care provision. But, Maria did not reciprocate the care he and his wife provided. According to Uncle Wilton, whenever Maria displayed any interest in him, there always seemed to be an ulterior motive: 

Sometimes [Maria visits] once a month, maybe twice a month, especially when she broken she call me – she want a raise …. After she get married, she hardly used to visit us ... haaaaaaardly. The only time we would see her is if she in trouble: she want money, she come up ... Since my wife die, she always calling me an’ begging me ... she does not do anything for me.

This complex family situation led Uncle Wilton to ask his niece Tricia to move in to one of the other houses he owned nearby and assist him by providing his meals and attending to his financial affairs. Thus, the care arrangements he had were largely based on his assessment of whether or not his family members were willing to care for motives other than financial gain. 

Owning property and having his personal finances enabled Uncle Wilton to negotiate his care arrangements in a manner that was favourable to him, rather than being dependent on relatives who were reluctant to provide support, or did so for seemingly nefarious reasons. His situation was reflective of the findings made by Rawlins (2014), who observed that homeownership by older persons was an important resource for arranging suitable family care by relatives. 
None of the other primary family caregivers from the in-depth interviews mentioned material benefits as a determinant of care provision. However, other participants in the interviews and focus groups raised concerns about persons who they suspected were only providing family care support in order to obtain material benefits. Professor Brenda, a secondary family carer, believed that her mother was being financially abused by her Uncle who was providing primary care support while she was overseas: 

I have an uncle … he sees to her affairs … [S]he used to have money in the bank [but] when I came … all the money was gone … she get her pension, and she had money and sometime I send money. When I asked her what happen, you know what she said? She said, ‘I don’t know: they take me to the bank, the teller comes out, I tell them what I want … and time I get home here I don’t know where the money gone’. And she’s afraid to accuse anybody because these are the people that you’re depending on to take care of you. So it’s really … really hard.

The issue of financial abuse of older persons by family members was also shared in the focus group sessions. One participant (Gaitri) in the Trinidad caregiver focus group indicated that after her brother inherited property from their mother, he stopped providing any care support but kept demanding other valuables:

Well when my brother got what he had to get from my mother … he got land and he sold [it, then] he stop coming: he got what he wanted … [Some time afterwards] he came and quarrel for the jewellery and my mother said, ‘No … I have a granddaughter’. [She was referring to] my daughter. He came and carry-on with his wife and my mother said, ‘No. Sorry’.

Another participant (Lakshmi) from the focus group session in Tobago East (TEFG), shared about her sister’s desire to inherit from their father but was reluctant to provide family care: 

When I go see my father [at his house in Trinidad] … I know he like shrimp. I will buy a hundred dollars in shrimp. I’ll go an’ prepare it … That is my duty as a chile: I doh want he to pay … I know he like he juice, I go in de grocery I buy 2 gallon … That is what children are for. Not to take from parents … I have a sister living close [to my father], an’ when he get sick to go in de health centre (he said) “Call de one in Tobago” … but she comin’ an’ study (what he has) an’ that’s not fair … He plant he lil tomato dey pickin’ an’ carryin’. He lil melongene, he lil pepper an’ t’ing: [they] fullin’ [dey] bag an’ gone but ain’t bringin’ nothing [back for him] … [And yet] dey want to know w’en he dead, what [I] doin’ with he share. ‘Cause de day when [he] buy de land an’ we get de deed, he tell meh ‘Chile, you carry this to Tobago with you, because anything happen to meh they will take it’. [My sister] gone an’ askin’ de ole’ man ‘How she could take de deed …?’ [But], when de house was builin’, she ain’t put ah fart!’… [She even] sell [my father] van [for] $20,000. Dat is de ole man comfort!

Lakshmi’s father was 93 years of age at the time of the interview. Despite his decision to provide her with an inheritance, Lakshmi maintained that it was her duty as his child to care for him, and was dismayed by the fact that her sister seemed more intent on obtaining his material resources than providing quality family care. 

Moral / Religious Duty

Some of the caregivers shared about their religious beliefs, which served as a moral imperative for caregiving. According to Samantha Khan, “the bible says, you must honour your parents”. Her belief in this religious tenet was one of the many reasons why she decided to provide primary care. Adelina shared a similar sentiment when she reflected on the estranged relationship between Tanty Edna and her children:

But I can’t understand them and their thinking and attitude and behaviour because we grew up in an era where you respect your parents. You don’t tell them certain things, you don’t do certain things to your parent because it is dated back from the bible from the commandments … ‘honour they mother and thy father so that thy days shall be long the land of the living’. And when you, curse yuh mother … you do your mother certain things … [it is unacceptable].

Mrs. Flora’s religious values also contributed to her views about family care provision: 
If anybody finds themself in the situation that I am in, I would advise them to do the best they could for their partner, even if the person wasn’t good (she chuckles) … But they should] just forget that and do what God says: do the right thing.

These participants linked family care to a religious requirement, and applied this viewpoint to how they assessed and prescribed the family elder care relationships of others.

Inadequate Formal Care Services

Another key factor that contributed to the decision of family members to adopt the position of primary caregiver was the unavailability of suitable alternatives to family elder care. Many shared about the inadequacies of institutions such as Homes for Older Persons and nursing homes in T&T. (FCG) Rebecca for example, shared the following position: 

I think what is important is to get family members as much as possible involved because [older people] need to have people that they familiar with … a chile, a siblin’, a niece or somebody … and if you could care for them at home, I think they enjoy that environment better than goin’ like to [a] Home outside of [their] own home … that warmth an’ that bond that they have with family members yuh wouldn’t get it from strangers, hardly likely yuh know. So … where it’s possible to care for them in their own environment … their own comfort zone, somewhere that they familiar with … I would go that way … [O]nly when that’s not possible … an’ there’s no other choice … take them to … another Home somewhere.

In Marian’s case, her decision to provide care was also motivated by her mother’s expectation and desire to be cared for at home:

In Trinidad … if you don’t have anyone to see about you, that’s the difficulty, especially where you see they decide to put you in these Homes ... They don’t get the best treatment. My mother is fortunate and I guess it’s something she always wanted, never to be put in a Home. She always wanted to stay at home and she was able to get that.

Negative beliefs associated with institutional care and fear of an older person dying prematurely if placed in a facility were expressed by several of the Trinidadian interviewees. According to Sheila, Mother Freeda was afraid of being placed in an institution: 

So mummy is always in fear that she might be discarded an’ we might put her in ah Home ... I think deep down older people have that fear. Especially in Trinidad, nobody wants to go in a Home to stay … So as far as possible … we would really make an’ effort to take care of her, even self it means bringing somebody in to spend a few days, an’ a few hours every day to do that.

Adelina expressed a similar view and noted that Tanty Edna would not be able to stay in a Home for even a short period of time: “Please, that that would just kill her”. (FCG Adelina). One of the TEFG participants (Gwendolyn) also felt that institutionalisation would lead to a significant deterioration in the health and wellbeing of older people in the country: 

If you take them to ah Home … they figure yuh take their house and they start to get more sick! But in their own environment, they feel they could lie down on their own bed, go watch their own TV and even, no matter what, it is their own environment.

Some Tobagonian participants saw the placement of an older relative in a facility as a dereliction of one’s filial responsibilities. Lakshmi for example shared the following experience: 

People have their chi’ren … Why they have to send their parents to a Home?! I had an aunt in ah Home in Trinidad. And me an’ my father went to visit … An’ yuh doh eat fry bake in de morning an’ yuh have diabetes an’ that is what they givin’ yuh … All she chi’ren is big-shot: Millionaire! (said in disbelief that they would leave their mother in that situation)

Another set of Tobago focus group participants were only amenable to institutionalising their relative if they were cognitively frail. One respondent from the TNFG justified her position with the following example: 

[My] cousin, sometimes she don’t want take ah shower. As you go give her a shower [she cries out] ... ‘How dare you! Can I come to your house an’ try to give you ah shower?’ and she would go on like that … And they would even try to take things like take bed things, put it on the fire. They don’t know what they’re doing! So that’s why people need professional help to care for these Alzheimer’s people. I have a friend, she has been caring for an in-law like that. And she said she nearly lost it caring for the [person].

The negative stigma of institutionalisation held by several of the participants seemed to reduce the possibility of institutionalisation being considered as an alternative to family care. This may in part be associated with how the original Homes for Older Persons were perceived, and the lingering effects of these perceptions. As two participants (Miriam and Judith) shared in the Tobago South focus group (TSG), “Poor house was looked down on as a disgrace … you couldn’t put your relative in poor house.” (TSG Miriam). According to Judith: 

We had one poor house … And it was a place where people who had no relatives at all [or] nobody to look after them [went] … It was not a place that people were glad to [go]. Old people used to say, ‘Yuh see when I get old, I don’t want my children to carry me to no poor house’ … It was kind of disgraceful: is not de treatment, it was a stigma to take your parents to de poor house. It was one place. Is not like there was plenty poor house all over … And then they close it down about 5 - 6 years ago, and they had the people in a little area of the hospital in the geriatric ward.

This negative stigma was also associated with the former poor houses in Trinidad (Blake 2003). Despite the fact that the poor houses no longer exist (in Trinidad they were converted to what are now called Community Homes for the Aged), the negative stigma still seems to persist. Nevertheless, a few Tobagonian participants admitted to placing their older relative in a facility.  



[bookmark: _Toc40436530]6.4. REQUITED CARE

A desire to reciprocate care emerged as a prevailing theme in the responses of most of the participants in the qualitative phase of this study. For Samantha Khan, reciprocating care was an important determining factor that influenced her decision to provide primary care to her father: 
 
Before he got sick it was like he is the one in charge, he’s the one that runs around and does everything.  Even our banking, I would just come home with my salary … and give it to him and he would do everything. And I’m the spoilt one, he’s doing everything.  If I need something he would run all over Trinidad to get it. But then, he started to get sick so the roles reversed. So I don’t have a problem with it.

But, as was alluded to in the previous section on required care this seemed to be a secondary rather than a primary influence as she remained as a secondary caregiver up until she was no longer satisfied with the care provided by her sister-in-law Kalima. 

Mrs. Flora’s decision to care for her husband was based on both her desire to reciprocate care to him and her sense of duty: 

Well, one, he was a good husband. Two, even if he wasn’t a good husband, I think it is my duty to take care of him because I made vows, and those vows were not vows that you should break. Those are vows that you should keep…I will do what I should do.

This quote from Mrs. Flora shows the interplay between required care and requited care. 
Adelina was also motivated by a desire to reciprocate care to her older relative: 

Tanty was the one who would do everything for the brothers and sisters. If one is ill she would make sure, get up whatever time, go and see the person … like when my brother was sick in hospital, she leave home must be 3 in the morning or some kinda thing like that to go down to Port of Spain hospital to make sure he had a change of clothes and she change him. She was that type of person ... so it’s no big thing [for us to care for her].

She like many of her family members directly benefited from Tanty’s care. At one point in time, Adelina lived with Tanty Edna for about a year so that she could receive Tanty’s support while she recovered from surgery. Tanty also took care of Adelina’s baby for an extended period: the child stayed with Tanty during the week, while Adelina was at work, but went home with Adelina on the weekend. 

Mr. Birch shared consistently about the support he received from his friend Uncle Wilton over the years. He was strongly motivated to provide care support to him because of this:

If he [want me] to buy food [for him], he would tell me well buy two … that’s how it does be eh. Then when ah go in town, ah know he like pholourie[footnoteRef:69] … I would buy some pholourie bring it for him an’ t’ing yuh know ... daiz how we does move. And then if I cook … I tell him wha’ I cookin’. [If] he want [some of the food], I would carry it for him. [69:  Pholourie is a snack food commonly eaten in T&T and also known in Guyana and Suriname. It consists of fried, spiced dough balls (made up of flour, ground chickpeas, water and spices) that are served with a chutney (usually made of mango).] 


Mother Freeda (Sheila’s mother) also identified reciprocity as an acceptable motive for family elder care provision by her children: “Well … I took care of them, (laughs) and they jus’ returning dat.” (CR Mother Freeda).

[bookmark: _Toc40436531]6.5 INSPIRED CARE

The main determinants of inspired care included divine or supernatural influences, socialisation, civic-mindedness, and love for the older person. 

[bookmark: _Toc40436532]6.5.1     Divine or Supernatural Influences

Unlike religious duty which may compel family members to provide care, spiritual or supernatural experiences can inspire a willingness to become a caregiver by generating a positive regard for care provision. Samantha Khan for example, was inspired to care by a supernatural experience that her dying mother had. That experience encouraged her to provide full time care to her father, even though it meant leaving her job as a nurse, and giving up a scholarship she had to study nursing in the UK:

[bookmark: _Hlk27935837]It might be strange but, when my mom passed on, she had what the doctors called a near-death experience, where for like three days she was speaking to us about the things that she was seeing and that gave you a strength. We were there, present at her bedside, and it was at that point she asked me to look after him for her. It started off where she asked us … if we saw the brook with water. And then she would mention she seeing friends who had died before and [other] beautiful things, [she also saw] her mom who had died ... They were waiting for her at a river bank, and they were singing … And there was an atmosphere around that was calm and peaceful and strengthening. So, while it might have been hard ... because seeing her pass on and to take care of him now … that strength that we got there – keeps you going. 

She emphasised that her decision to provide primary care to her dad was based more on a desire to achieve peace of mind than to obtain a spiritual blessing: “[A] lot of people would say … ‘You would be blessed.’  But I don’t really consider that (chuckles) … it give me peace of mind.” (FCG Samantha).

[bookmark: _Toc40436533]6.5.2     Socialisation

Family care could also be inspired by the care that an individual observed another family member or ‘significant other’ provided to persons in need. Mrs. Flora was inspired by her mother’s example of caregiving. The training she received from her mother and, the experience she had in giving care at a young age, gave her the confidence to continue providing care, even in later life:

When I used to go to high school, I used to run away every lunch time to care [for] an ole lady who was doing everything for herself. And the other children were like, ‘why you doing it and how yuh doing it?’ And I said, ‘It’s because my mother show me how to do it’ … And I used to go and change her, sponge her and put on something on her ... So, I am accustomed helping old people or anybody that sick … [b]ecause of how I was brought up. My mother used to tell us, ‘help anybody who needs help’.

[bookmark: _Toc40436534]6.5.3     Civic Mindedness 

A couple of the participants shared about the need to provide care as a way of fostering a healthy community. Mr. Birch for example shared about the rise in crime and the need for people to be kind to each other in whatever way they can.  His sense of civic responsibility was another factor that contributed to his decision to provide care support. Adelina also shared her views about maintaining care and concern for others in the community. Her civic-mindedness was also informed by her religious values: 

So is about all of us working together to help one another to make life better … is important that we are there for one another … for our old folks because … we will need people to be there for us when we become that age if God decides ... because you know it’s all in His hands … it’s also about our soul salvation.



[bookmark: _Toc40436535]6.5.4     Relationship Quality and Love

Relationship quality prior to becoming engaged in elder care was mentioned by several participants as influencing them to accept the primary caregiver role. Sheila for instance, described Mother Freeda as “always a sweet person, generous, kind, lookin’ out for her children, making sacrifices for them and so on, so she’s always been like that, to survive kind of way.” (FCG Sheila).

However, there were other family caregivers, Rebecca and Marian for example, who provided care despite the fact that the relationship quality with their cared-for person was fraught with conflict. Rebecca Kumar described her mother as having a very difficult personality: 

She’s ah very strong personality: very difficult to deal with. She’s always been over de years. She was a very strict disciplinarian … In my case [it’s] just both of us alone ... Because remember I have no siblings. And then, I have no children … I got married and then my husband just die! So at the end, when she goes, that’s it in terms of close blood relatives.

Marian shared a similar view of her mother who she described as “not easy to deal with”. But despite the challenges experienced, these women accepted the responsibility to provide elder care. 

However, while relationship quality did not prohibit these participants from becoming primary family carers, it was a major factor in Tanty Edna’s care arrangement. Although Tanty had a positive relationship with her nieces and nephew who reciprocated care to her, she was estranged from her daughter after a family conflict about finances: 

An’ from DAT [claps hands together] de livin’ never come back as normal … No ‘morning’ … no conversation … no speech, no nothen to me. Ah livin’ here like ah dead enemy. An’ I use to cry everyday an’ ask God why it should be like dat: bring it back like how it was before! … [Elena eventually] get a work to mine ah ole lady, sleepin – in … an’ she gone. 

Love 

Only one interviewee explicitly identified ‘love’ as the basis for providing care. In response to the question, “Why do you help your mother in the way you do?” Sheila emphatically stated, “Love for her! I wish she could live 200 years (laughs) forever! … I think I appreciate her so much more now, that really, that’d be fine.” (FCG Sheila). While love was her principal motive, Sheila also identified a sense of duty and the need to reciprocate care as significant factors that motivated her support:  

Hyacinth: “[What] do you think the role of the family should be in terms of caring for seniors?”

Sheila: “I think they should view it as a duty, as an obligation. They should feel obligated to their parents … not because the parents have gotten old they should be discarded in a corner [as if]  their needs don’t matter … When we think about the end result and the fact that we givin’ an’ we makin’ dem happy, that really should be the motivating thing. An’ when we think of how much they have done for us over the years, [and] where you are [and] … where [you] would have been if they did not care for you at that time … it really is more a sense of love. But, even self yuh figure yuh can’t find de love, [then do so] out of a sense of duty at least.” 

Thus, based on her response, inspired-care was ideal but required-care would suffice in its absence.

[bookmark: _Toc40436536]6.6 CONCLUSION

In this section, I presented the qualitative findings on the factors contributing to a person adopting the role of family carer of a frail older person in T&T. The determining factors that emerged from this study were linked to specific types of care: 1) required-care factors; 2) requited-care factors; and 3) inspired-care factors. Required-care factors were based on the belief that care must be provided out of a sense of duty, obligation or necessity. The health care needs of the older person and the loss of a primary caregiver by death or migration were the two main variables that triggered caregiver role acquisition in the form of required care. Gender, in particular being female, was another strong factor that contributed to caregiver role acquisition.  Related factors included family composition and type of filial relationship, such as being a wife, an only daughter, or adult child in T&T. 

Geographical proximity was another key variable that served as an impetus for required-care. Migration of a potential caregiver had a significant impact on the care arrangements of some of the families represented in this study.  Relationship status of the older person such as being single or widowed had a stronger influence on required-care than the relationship status of the caregiver based on the data from this sample. Some family carers also felt that care must be provided because of their religious values and beliefs about providing help and support to parents and spouses. 
Required-care was slightly related to the education, training and occupational status of the family carer, however this may have been an effect of the small non-random sample that was studied. Economic and material factors were highlighted by several participants as an issue that may have motivated persons to provide care, but usually this was shared in connection with concerns about the (potential or perceived) financial abuse of older persons. Generally, caregivers did not identify material gain as a main reason for providing care. This may in part be because this was viewed as an undesirable reason for providing care: persons may have been reluctant to admit to this if they were in fact motivated by material factors. The lack of adequate formal care services was also identified by several participants as an important factor that made providing family care a necessity. 

Almost all participants shared about benefitting from care provided to them by their older relative before they became frail, and emphasised the importance of reciprocating care to them now that they were older and in need of support. This ‘requited’ care was generally viewed as care that should be provided. Some participants were inspired to care as a result of either divine or supernatural influences, the effects of socialisation in which they were motivated by the care they observed another significant family member providing to other persons, and/or by a sense of civic- mindedness. Only one interview participant explicitly indicated that she was inspired by love to provide family care to her older relative. 

Table 14 below summarises the main features of the three categories of care determinants that emerged from the qualitative data collected. As is evident from the table, the three main categories of care are all different manifestations of an underlying commitment to care as a result of a sense of duty. However, duty is strongest in the required care category. In this table, the relationship between the determinants of care, experiences of care and the coping and care management strategies employed by caregivers and care recipients is also taken into consideration. As with the prevalence of duty as a crosscutting theme vis à vis the decision to provide care, ambivalence was a pervasive theme that transects the participant’s experience of care. These interrelationships will be further examined in the sections that follow. 

Definitive statements could not be made about the impact of ethnicity as a determinant of family care as most of the persons participating in the interviews and focus groups were African Trinbagonians. However, there were a few participants of East Indian decent in the interview sessions (Mr. Khan and Samantha, Ms. Kumar and Rebecca, as well as Susan Maharaj) and a few persons who described themselves as mixed (Mr. Sanchez and Mrs. Flora). What was clear from the responses of these and other participants was that all caregivers, irrespective of the ethnic background of their members, were influenced by similar factors with regards to caregiver role acquisition, such as the gendered nature of care and the significance of geographical proximity in family care arrangements. On the issue of the gendered nature of care, even though some persons seemed to expect that caregiving should be performed primarily by females, the cases with Lakshmi (Tobago focus group participant) Tanty Edna (Eleta’s mother), and Kalima (Mr. Khan’s daughter-in-law) showed that not all females are necessarily good caregivers nor are they always willing to provide elder care. Of particular note was the shifting role of the East-Indian daughter-in-law that was described by Grahame (2006) and reflected in the experiences of the Khan family. 

An interesting finding in this study was the importance of goddaughters in the provision of care. There were three separate reports of a goddaughter serving as a main caregiver. Future research should be conducted to explore their role in family elder care in more detail. It is also important to note that both the caregivers and care recipients did not view care provided out of a sense of duty, filial responsibility or a desire to reciprocate care, as negative motives for care provision. In the Chapter that follows, the qualitative results on how participants experience care are presented. 
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[bookmark: _Toc40436613]Table 14: Factors Associated with Caregiver Role Acquisition

	Dimensions
	REQUIRED CARE
	REQUITED CARE
	INSPIRED CARE

	RATIONALE
(Reason for providing  / family care)
	I must/have to provide
Prompted by: elder’s care needs; limited caregiver options; societal expectations from peer, family, religion or community; socio-economic constraints that pushes the individual to provide care.
	I should/ought to provide care

Family elder care that is based on a desire to reciprocate care that was previously provided by an older relative, and /or a sense of duty  
	I want to provide  care

Propelled by: the good example of others; divine or supernatural influence or other ethical beliefs or values which created and / or fuelled the desire to make a positive contribution to the life of the cared-for individual; positive regard for the individual; a desire to reciprocate care


	
	DUTY

	

	IMPERATIVES
Examples of variables impacting on the decision to care
	· Economic situation & material factors (inheritance issues)
· Education & training
· Filial Responsibility
· Gender 
· Geographical proximity
· Health care needs
· Inadequate formal care services
· Loss of a primary caregiver
· Moral/Religious Duty
· Number of (de-facto) children
· Occupational status
· Partnership status of CR
· Type of filial relationship
	· Reciprocity: History of mutual sharing and exchange of resources 

	· Divine or supernatural influences
· Care provided by a person other than the cared-for person (socialising influence) 
· Care motivated by a sense of civic mindedness
· Care based on love and affection for an older relative 


	
	
	
	

	APPRAISAL
Associated feelings and sentiments (care experience) and concomitant caregiving behaviour (coping / care management response)
	Mixed: May display forbearance and temperance despite the challenges experienced in providing care support; may feel ambivalent about care provision or merely tolerate the experience; 


Neutral: may view family elder care as neither positive nor negative but rather as a matter of course.

Negative: Compelled to care by their circumstances and/or a desire to obtain material benefits; the caregiver may appear unenthusiastic and reluctant about providing care; may feel entrapped and seek opportunities to resist or escape caregiving or avoid providing care altogether.
	Mixed: May display forbearance and temperance despite the challenges experienced in providing care support; may feel ambivalent about care provision or merely tolerate the experience; 


Neutral: may view family elder care as neither positive nor negative but rather as a matter of course.
	Mixed: May display forbearance and temperance despite the challenges experienced in providing care support; may feel ambivalent about care provision or merely tolerate the experience; 


Neutral: may view family elder care as neither positive nor negative but rather as a matter of course.

Positive: Feels enthusiastic about providing care; provides care out of feelings of goodwill (i.e. a disposition of kindness, compassion and empathy); the caregiver is committed to giving family care support for as long as possible. 

	
	AMBIVALENCE




[bookmark: _Toc40436537]CHAPTER 7 – QUALITATIVE RESULTS
[bookmark: _Toc40436538]EXPERIENCES OF CARE

Research Question 2:

How do family carers and their frail older relatives experience the caring situation? (What are the benefits and challenges of providing or receiving care?)

[bookmark: _Toc40436539]7.1 INTRODUCTION

In the previous chapter, I presented the main factors that contributed to caregiver role acquisition, which emerged from the interviews and focus groups. Three main categories of determinants were identified which were generally associated with a particular type of care, namely: required care, requited care and inspired care. I also presented some initial observations about how these groups of determining factors may be linked to the family carer’s experience of care. In this chapter, I elaborate on those connections. 

The main focus of the present chapter is to describe how participants (older care recipients, family caregivers as well as paid care workers) experienced elder care. With respect to the family and paid caregivers, positive aspects of care were either: a) self-oriented (based on the caregiver’s response to their care circumstances and the changes they noticed in themselves) or; b) other-oriented (based on the response of others to their care work). Whether older persons experienced care as either positive, negative, mixed or neutral was largely centred around five key caregiver characteristics, namely:  1) compatibility; 2) willingness; 3) availability; 4) ability; and, 5) caregiver integrity/motive. 

[bookmark: _Toc40436540]7.2 CAREGIVER EXPERIENCES 

The care experience of caregivers and care workers was consistent with the findings of other studies on this subject. Their responses were generally categorised as positive, negative, mixed or neutral.
[bookmark: _Toc40436541]7.2.1     Benefits of Caregiving

Most of the caregivers and careworkers that participated in this study were able to identify positive gains that they derived from their care experience. This was similar to the results of the qualitative research conducted by Parveen, Morrison and Robinson (2011) in which one of the issues they investigated was the experience of the caregiving role by persons from different ethnic backgrounds in the UK. In this current study, these benefits were classified as self-oriented benefits and other-oriented benefits, to distinguish between the main triggers that contribute to the caregiver’s assessment of their care experience.

Self-oriented benefits were those directly associated with positive changes that the family caregivers and care workers perceived within themselves. These included: 1) Personal Growth (self-efficacy) – feeling good about their own personal development including the practical caregiving skills they learned and the knowledge gained about ageing and caregiving, as well as their character development as evidenced by increased patience, compassion and peace of mind; 2) Enhanced Care Relationship – the development of a closer emotional bond with their cared-for relative; and, 3) Religious/Spiritual Blessings – acquiring what the caregivers considered to be spiritual blessings from fulfilling the tenets of their religious/spiritual faith on providing care. 

Other-oriented benefits were those based on the response of others to the support provided by the family carers and paid careworkers. These included: 1) Appreciation from Others – the expressions of gratitude from the older cared-for person as well as other relatives and members of the community for the care provided; 2) Wellbeing of Others – the improvements observed in their relative’s emotional, social or physical wellbeing as well as others who may be directly impacted by the care they provided; 3) Support from Others – the emotional, spiritual or material support received from the older cared-for person and the caregiver’s social network.

Altogether, three (3) self-oriented benefits and three (3) other-oriented benefits emerged from the contributions of the family caregivers and care workers, for a total of six (6) inter-related positive outcomes of providing care. Each of these positive aspects of caregiving are discussed in the sections that immediately follow.  
[bookmark: _Toc40436614]Table 15: Themes Associated with Experiences of Care

	Self-Oriented Benefits
	Other-Oriented Benefits

	Personal Growth (Self Efficacy)
Enhanced Care Relationship
Spiritual / Religious Blessings
	Appreciation from Others
Wellbeing of Others
Support from Others 




Self-Oriented Benefits

Personal growth 

The family caregivers and paid care workers spoke positively about the growth they perceived in themselves as a benefit of care provision. Some shared about the knowledge and skills they gained, and how their confidence to care for other people increased. This is consistent with the findings of several studies on the benefits of caregiving (e.g. Farran et al. 1991; Farran 1997; Parveen, Morrison and & Robinson 2011).

Samantha Khan, who was a trained geriatric nurse prior to caring for her father full time, saw her family care work as providing her with ample opportunity to gain useful experience that she could use in the formal health sector. She was confident that the nursing skills she used at home with her father were transferrable to more formal work contexts: 

I know that a lot of places do look for experience and they would see a gap in your CV and ask well, ‘Why from this period to this period you wasn’t in an institution?’ But the way I see it ... you don’t have to be in an institution to do nursing, and the nursing that I’m doing at home, a lot of nurses [are] not doing it in an institution. So all I have to do is fill in my CV with what I was doing here.

Timothy Druman shared about the practical caregiving and age-related life skills that he gained from providing support to his older parents. In Timothy’s view, providing care to an older relative was an extremely beneficial experience since the lessons learned could be used by the caregiver to better prepare for and manage their own ageing process: 

I remember telling someone just recently … that taking care of your parents is a necessary step for you dealing properly with ageing. I mean, if you do it well it will be very good for you, because you learn a lot … I think it is a healthy process.

In addition to life skills, Timothy learned technical care skills from other trained individuals: 

Well, some of the things that I learned was from the emergency people who come when we called them: by just watching what they do. Some of it had to do with people we had come to assist, who had training. At one time … we had a nurse: she would come and help in the day, so I would learn some stuff … The 2 ladies who do the night have training.

Melissa, one of the paid informal care workers who helped to care for Mr. Druman, also shared about learning technical care skills from Timothy and the other paid care workers. One skill she learned was how to give Mr. Druman insulin injections. She also shared about the increased appreciation for life that she gained as a result of the elder care-work she provided: 

It makes you … take life less for granted. Because … when you see it taking somebody 20 minutes to just get up and reach for something, it causes you to feel a little more thankful and grateful for all that you can do and … to think more about life and using your time wisely while you have it.

Mastering new skills has been highlighted in several studies in which caregivers described gaining a sense of competency as a positive aspect of caregiving (Lloyd, Patterson & Muers 2016; Peacock et al. 2017).

Melissa was a University student who provided part-time elder care support on a weekend. She was also the youngest interviewee that participated in this study. She admitted that providing elder care was at times challenging, especially when she first started doing paid care work. However, she valued the increased patience and understanding that she developed over time:

I think it is a very valuable experience. [I]t is really difficult at first because you have to learn to be humble … to have patience and be accommodating … you just have to learn to swallow your pride and say yes, the food is too hot even though you know it’s not and let it cool, and you know it’s just right and the person can eat it but … yuh just say yes … I have become a LOT more patient than when I started, ‘cause that’s the only way: there’s no alternative.

An increased sense of empathy and compassion was another self-oriented benefit of providing care. Reshma Maharaj identified this as a positive outcome of the care she provided to her older mother and sisters: “It gives you [an] opportunity [to] see people out there and know what they going through, and you will have a heart for them.” (FCG: Reshma).
A related benefit of providing care was reduced anxiety and peace of mind. As discussed in the last chapter, Samantha Khan shared about the peace of mind she experienced from caring for her father. Her emotional wellbeing improved when she decided to become a full time carer, as her commitment to doing so removed the anxiety she had about the care provided by her sister-in-law, and any guilt she might have felt if she did not fulfil her mother’s dying wish, that she take care of her father.

Enhanced relationships

Some of the caregivers identified an improvement in the quality of their relationship with their older relative. Samantha Khan stated:

I feel maybe we got closer because I’m caring for him now. Before … you’re not thinking about the sacrifices [they made]. But now that you are doing it you realise what a great sacrifice they made … for you.

Sheila shared a similar view:

I know her a lot more now than I would have before. I think that [caring for her] has brought us closer … I think I understand her feelings, her emotional needs more than ever because to me, before, parents are always strong, always formidable and they can do everything and anything. But then you also recognise that they are also vulnerable, and they need your support and she needs me, maybe as much as when I was growing up needed her.

Thus, the experience of caregiving provided these daughters with an increased awareness of the sacrifices their parents made to care for them, and this in turn strengthened the connection between them and their parent. However, in other studies, role-reversal between the cared-for person and their family caregiver was often viewed as contributing to increased physical and emotional strain on both parties (Dellmann et al. 2000; Emami et al. 2000; Parsons 1997; Silverstein et al. 1996). The issue of role-reversal between persons who eventually became caregivers and cared-for older relatives is a long-standing theme in the discourse on family caregiving (Cantor 1983; Hooyman, Gonyea and Montgomery, 1985; McGrew 1998; Stone, Cafferata & Sangl 1987).

For Timothy, a close bond emerged from the quality time that he spent with his father. He was able to listen to music that emerged when his father was a young man, relax, and unwind at his father’s house on the weekends that he stayed over:
To be honest, I can’t say that I mind taking care of [my father] … ‘Cause right now … very often when I go home by my dad, it’s some of the most relaxing periods that I have. I play through his stack of records – Jim Reeves, and all these things (said laughingly), and listen to records. We sit down in the gallery … and I sleep ... so it’s not as if it’s stressful … the only thing that’s stressful about it is that I still have responsibility that I can’t relinquish … in terms of church and these other functions.

Some of the caregivers were sensitive to the fact that their older relative was the only family member they had from an earlier generation, and therefore considered the time spent caring for them to be especially precious. In Rebecca’s case, her mother was her closest family member: “So at the end, when she goes, that’s it in terms of close blood relative.” (FCG Rebecca).

For Adelina, Tanty Edna provided her with a tangible connection to someone from her mother’s generation. It may even be argued that caring for Tanty helped Adelina to preserve her mother’s memory:  “My siblings … the same way I feel is the same way they feel: this is our only surviving aunt. Mummy’s no longer around and before, Tanty was the one who would do everything.” (FCG Adelina).

Spiritual/Religious Blessings

Some participants either directly or indirectly spoke of the religious/spiritual blessings that they believed were a benefit of providing care. This was alluded to in the previous chapter where inspired-care was discussed. Adelina and Sheila for example, shared that the popular biblical commandment about honouring parents was linked to the benefits of providing care. Such associations were highlighted in other research studies such as Parveen, Morrison and Robinson (2011) who found that British-Bangladeshi, British-Indian and British-Pakistani caregivers saw gaining blessings from God and from the care recipient, as positive outcomes of caregiving. However, although strongly implied, the participants in this study did not explicitly identify receiving a spiritual blessing as a positive benefit of them providing care. It may be that like Samantha who focused on the peace of mind she received from caring for her father rather than on being blessed, these caregivers also believed that they would receive a spiritual blessing for providing care. However, this was not the main reason why they were motivated to care, which might explain their limited articulation of this benefit. Also, a focus on doing the right thing for its own sake may be associated with a sense of spiritual maturity, which goes beyond the ritualistic performance of religious duty (Pargament et al. 1998).  
Other-Oriented Benefits

Appreciation from others

Another benefit that was derived by several of the participants from their caregiving, was feeling appreciated by their older relative. Adelina for example, knew that without a doubt, Tanty Edna appreciated the care and support she and her siblings provided: “If is one thing (laughs) Tanty appreciates us quite a lot.” (FCG Adelina). Mr. Birch spoke positively about the appreciation he received from his old friend Uncle Wilton. This in addition to the trust that Uncle Wilton had in him, helped bolster his sense of self: 

He does move good with meh an’ t’ing: always thanking meh yuh know. He’ll trust meh if I have to go an’ buy anything for him. One thing ah does do too is make sure an’ bring he receipt (said smilingly). So, he have ah lot of trust in meh … He would send meh in he drawer to take out money an’ all dat.

Mr. Birch felt that the accountability he practised with the finances entrusted to him by Uncle Wilton, helped build and preserve the trust he received. Trust could be seen as an intangible currency, which motivated him to continue providing support by way of purchases and other monetary exchanges for Uncle Wilton. It may be another manifestation of symbolic reciprocity as conceptualised by Lewinter (2003).

Samantha acknowledged that her father praised her regularly for the care she provided, but was shy about his public compliments:

a lot of people would ask him, ‘… how do you make out with so and so?’ and he would go on and on about, ‘Oh my daughter and my daughter …’ Until sometimes I say, ‘Dad you’re acting like the ‘Miller.’ (Laughter).  You know that story? … Well, this Miller had a daughter and he went boasting and boasting how many things she could do (chuckling) … when she couldn’t (laughs).

Despite the discomfort she felt about being praised, being thanked for the care provided may have helped to alleviate or even mitigate some of the stress associated with caregiving. This in turn may have served as motivation for Samantha and other caregivers to continue helping their older relative (Lewinter 2003).

Wellbeing of others

For most of the caregivers, knowing that they were doing what they considered to be the right thing for another person, and making a positive difference in their older relative’s life, was an important benefit of providing care. In return, they themselves experienced happiness and a sense of fulfilment: 

“I’m jus’ happy knowing I’m doing my best for her. An’ makin’ her comfortable as possible.” (FCG Rebecca)

“What I does really enjoy about it is that I helping somebody. He need the help yuh know and I around to help him.” (FCG Mr. Birch)

“It’s having an opportunity to do the right things, and just basically enjoy life too.” (FCG Adelina)

“I’m taking care of him and I know that when I do it he is also happy.” (FCG Samantha)  

In Marian’s case, ensuring that her mother was happy and comfortable in later life was an important benefit that she derived from being a caregiver, even though it meant that she sacrificed returning to the USA to receive medical treatment for herself. 

And yuh know that’s why I stay because ...  it rewarding to me to know that … at least, she might get up tomorrow and she might be gone but at least she was happy that she was at home in her bed, she has somebody.

Similarly, Sheila was very happy to see that the support she provided to help Mother Freeda live independently in her own home had helped improve her mother’s overall wellbeing. According to Sheila, one of the indicators of Mother Freeda’s improved wellbeing was when she was attentive to her appearance. Sheila first noticed that her mother had some hygiene challenges when she became a widow and her health challenges escalated. Sheila took several steps to address this such as tactfully hiring a nurse to visit her mother once a week and give her a thorough bath and massage. This, in addition to the other support she provided to Mother Freeda seemed to contribute to an overall improvement in her mother’s quality of life:

Yesterday she went home with us: somebody invited her out to lunch an’ she all dressed up an’ lookin’ really very nice, yuh know. I feel happy when I see her do that. When she dresses herself it shows how she feels about herself. That is what I appreciate.
The other forms of support that Sheila provided are discussed in the chapter that follows on coping and care management strategies. 

Support from others

Several caregivers shared about the spiritual and emotional support they received from their older cared-for relative. This was particularly meaningful to Rebecca who was a widow and the only child of her mother. At the time of the interview, Rebecca was still grieving over the loss of her husband and another close relative. Her mother’s support helped her to be positive about the future: 

Bein’ here she’s been a pillar of support. Emotionally yes … sometimes when I feel down … she’s very prayerful, very spiritual so she pray for me all the time … she has been a pillar of strength for me. She’s an optimist, … Sometimes I get in a mood … because … when I think about my future, it’s intimidatin’, it’s frightening. But she would reassure me an’ give me that assurance an’ … she’s very positive … jus’ being aroun’ her presence, … [having] somebody in the house … [I’m] jus’ thankful that she’s [still here].

Mother Freeda was another care recipient who provided spiritual support to her children. She also made a conscientious effort to encourage them to live a healthy lifestyle:

Well I does help them spiritually because I always tell them they must pray and always remember that there is a God … I tell them go an’ check de doctor … test the pressure an’ de sugar because I have sugar, an’ yuh daddy die with it … it runs in de family… Prevention is better than cure. I tell them keep active and exercise and always go an’ take a check-up. 

However, she was careful to not pressure her relatives into adopting her specific form of religion, especially her son Winston who was a member of a different religion to hers: “I don’t force my religion on them.” (CR: Mother Freeda). Marian also received spiritual encouragement and support from her mother (Ms. Violet). However, for Marian, engaging in religious practises at home with her mother was at times challenging since she had a different belief system that was sometimes at odds with her mother’s religious practises. This is discussed in more detail in the next chapter.

A few participants shared about the material support they received from their older cared-for relative. As was noted in the discussion on material motives in the previous chapter on Determinants of Care, only Mr. Birch spoke explicitly about some of the gifts he received for the care he provided to Uncle Wilton. His candidness about this may be partly explained by the relationship they shared. Mr. Birch was a friend and not a blood relative. It may have seemed more acceptable to discuss the material benefits that he obtained given this. 

Some caregivers were identified by their older relative to be the beneficiaries of their estate after they passed away. Uncle Wilton for example arranged for his niece Tricia to inherit the second house he owned. When she commenced her role as his family caregiver, he asked her to live in the house, which was a short distance from his. Tanty Edna’s granddaughter (Marlene) was to be the beneficiary of her home in the event of her death. Tanty and Marlene shared a close relationship, even after Marlene migrated. Tanty put the house in her name after the dispute she had with her daughter Eleta. 

Mrs. Sanchez’s account included some indirect discussion of material benefits. Caring for her husband allowed her to continue to access some of the normal benefits of marriage such as sharing a house and living expenses. But, during her interview she emphasised the precarious nature of her situation. Because her husband had significant care needs and no house of his own, it was unlikely that she would have a place to stay or any finances to inherit from him when he died. Thus, the material benefits she received from the care relationship were contingent on him remaining alive. However, while being able to live in the Sanchez family home was a benefit in the short term, the threat of homelessness that she battled with made it appear to be more of a burden in the long run. 

[bookmark: _Toc40436542]7.2.2     Challenges of Caregiving

The main challenges shared by the caregivers were as follows: 1) lack of knowledge about the process of ageing and the health care needs of their older relative; 2) problematic behaviour of their cared-for relative; 3) financial cost of care; 4) finding suitable paid home care staff; 5) accessing health care for their older relative; 6) competing interests including self-care, work, study and other family responsibilities; 7) poor health of the caregiver; 8) lack of care-support from other relatives who they perceived should be more involved in care provision; and, 9) anticipatory grief. 



Lack of knowledge

Timothy was one of the caregivers who identified lack of knowledge on ageing as a major challenge in providing family care. As noted previously, much of what he practised as a family caregiver was what he learned by trial and error. However, once he mastered a skill, it boosted his confidence to continue providing care:

I could remember … a number of years ago … my wife had a sister who was diabetic, and everybody at home was very reluctant to give her injections and they were asking me to do it (laughing) I said to myself, ‘I’ve never given anybody diabetic injections’. But now, it’s not a problem.

Problematic behaviour

Several of the participants shared experiences about the problematic behaviour their older care recipients displayed, that made providing care to them challenging. Some found that their relative’s difficult personality was made worse by the health and other challenges they experienced as they aged. Rebecca, for example perceived her mother’s difficult behaviour as stemming from some of her negative personality traits: 
 
She’s a very strong personality, very difficult to deal with: she’s always been over de years … and at this age they like to have things their way. Sometimes it might not be de best way. But yuh know, over de years yuh learn to deal with it, to deal with her. She could be … very demanding, even with de caregivers. She would tell Ms. Sita, go do dis in de kitchen. Before Ms. Sita could take 2 steps [mom is like] ‘Come back’ – calling her again to do something else yuh know. But I suppose daiz de age, de illness an’ all dat is expected … so yuh really have to … exercise ah lot of patience with old people.

Marian also shared about the negative behaviour her mother displayed towards herself and the paid care workers:     

My mother not easy to deal with. Sometimes she gets annoyed and she would tell [Imani, the African refugee I hired as a caregiver] [hurtful] things… [She would even say negative things about me!] There was a time while I was there, I would open the front door. So when I left, Imani and Zihna were leaving the front door open so Mammy said, ‘I don’t leave the front door open’. So they turned and said, ‘Well yuh know Marian [does] leave the [door open]”’. She said, ‘Doh tell me anything about Marian, she have nowhere to live, this is not her house’…. Sometimes she would yell at Zihna.
One caregiver (Samantha Khan) assessed her father’s difficult behaviour as being a by-product of his medical condition more so than it being a result of him being difficult as a matter of course: 

There was a point where, before he started dialysing ... he was starting to get violent ... he would lash, hit you for nothing.  You would pass near him and he would lash out ... or you might tell him something innocently and he would get mad and start shouting.  You would give him something to eat and he would throw it away ... But then I noticed that after he started dialysing it kinda broke off. So then … I thought that maybe the toxin was probably affecting the brain.

Generally however, Samantha described her father as being a good patient. Sheila also perceived her mother to be a good-natured, kind and generous person. However, they had some disagreements on how to manage her diet given Mother Freeda’s diabetic condition: 

So we disagreed on diet plan … I insisted that she don’t have [certain food items] an’ … when she was home with me, she used to take de salt an’ hide it somewhere (laughs) … she used to still buy her lil oil an’ hide it (laughs) I knew all dat … But den, my husband use to always remind me: ‘Well yuh have to balance it yuh know because remember is de quality of life. Let de lady eat nah’. (laughs).

Timothy described his mother’s behaviour as very challenging. At first, he interpreted her resistance to receiving care as being personality based:  “She did not take ageing very easy. Some people are like that.” (FCG Timothy). It was only much later in his care experience that Timothy considered the possibility that her behaviour was in part a result of the onset of dementia: 

Mom became very paranoid as far as dealing with caregivers … accusing them of stealing stuff [but] she [kept showing] them everything she has … It was ridiculous. Dad would complain to her … Hazel would complain, I even would complain and she would do it again and again. But … maybe there was a bit of dementia [from] an earlier age and we didn’t realise it. We probably just thought she was eccentric. But … these types of things were happening and gradually it just meant more and more involvement.

Difficult behaviour from an older person made it very challenging to retain paid care staff, a situation which was further compounded by the limited pool of affordable informal caregivers in the country. 



Financial cost of care

The members of the more financially endowed families such as the Druman’s and the Kumar’s explicitly highlighted the financial cost of care as a challenge. The health care needs of the older person in addition to other factors such as their financial management practices had a moderating influence on this particular issue. For some caregivers, not having the resources necessary to meet their own basic needs negatively affected their ability to provide care. Mrs. Sanchez for example, struggled with the fact that she did not have a permanent and suitable place to call home. This was a constant source of worry for her:

Mrs. Sanchez: “the property is supposed to be a family house after the mother died. It was always family lived here. And the agreement was he would live in the house and do all the lil repairs. But then he became sick. We did do some repairs: change the roof and do some other work but I can’t do anything. I can’t spend X amount of money on the house and then when he goes I goes too … with nothing because I have nothing. He has no house he have no house, nothing.”

Hyacinth: “But what is happening with his pension though?” 

Mrs. Sanchez: “Well that’s what he surviving on. Now that is what I pay the bills I buy the food and the lil change that I get I’m trying to save something to see if we could get a house.”

Although other families like the Kumars seemed to be in a more financially stable situation, meeting care needs adequately was still very challenging: 

Ms. Kumar: “Well my medical bill is exorbitant. Ask (my daughter) Becky.”

Rebecca: “That’s the only thing.”
Ms. Kumar: “Thousands of dollars.”

Rebecca: “I mean I spend my own money to finance the medication.” 

Ms. Kumar: “I tried the am CDAP … [but that programme] don’t provide the medication that I want, so I have to buy it over the counter. That is a concern because it costs a lot of money: it costs me ah fortune.”

Rebecca: “… every time I full ah supply which is about every month … it costs me about $1200 TTD … (i.e. about £120).”

The Druman family seemed to be able to manage the cost of care provision until an unfortunate series of events occurred in which Mr. Druman mismanaged his life’s savings. (FCG) Timothy explained: 
Well that is a touchy area. I just went through a lil crisis with him. He complain about my handling his finances so I left it to him and he end up giving away all his money … I never argue with him yuh know … He called me and told me he want me to help him. So I say, ‘Well ok, well let me go and see what happened’. I checked all the accounts and I say, ‘You realise it’s all gone? … So, you ok if I take back charge of it?’ He say ‘Yes’. 
 
Thankfully, Mr. Druman was in receipt of a monthly pension and Timothy still received some financial support from his brother-in-law (Winston). Winston contributed to Mr. Druman’s care even though his wife (Mr. Druman’s daughter) Hazel died. But despite Winston’s support and Timothy’s efforts, one of the Druman’s paid care workers (Melissa) suspected that the Drumans still struggled to cope financially:

I think that he [Timothy] might be trying to save money and I have volunteered to [provide care] for no money. But I feel like it’s one of those situations where even though you volunteer and the person say yes, they feel bad to not pay you, so they always end up paying you. So then, I’m always ending up causing him not to save, because even though I volunteer, he feels he has to pay me … there’s this cycle so I’m like … let me let it be, and let him save money, and if he really really needs me, he knows that he can call me.

Finding suitable paid care workers

In T&T, apart from a few private nursing agencies, the government’s GAPP, and the THA’s ‘Golden Apple Partnership Programme’, there is no system in place for recruiting and sourcing in-home care workers for older persons. Families either take care of their older relatives themselves, or hire persons in their community who may or may not be trained in geriatric care. This was a considerable challenge to the families who needed this kind of support.
 
As noted in the background to this study, the state services were generally under-resourced and had long waiting lists. The procedure for applying for the service and the method used to assign caregivers to families were, according to participants in this study and focus groups conducted by Cloos (2014) inconsistent and lacked transparency. Furthermore, GAPP caregivers only worked during the daytime, i.e. from 9am to 3pm. This did not suit the needs of some family caregivers (e.g. Mrs. Sanchez and Sheila) who were more interested in having paid in-home care support in the evening and/or night-time. 

Only Tanty Edna and Ms. Violet had a GAPP caregiver. Tanty Edna was able to obtain a caregiver and even switch caregivers, even though it was apparent that she was less dependent than other persons who were in greater need of the service. Her success in obtaining a GAPP caregiver was in large part due to the assistance Adelina obtained from one of her clients who worked in the GAPP agency. The person helped fast track Tanty’s application so that the waiting time was significantly less than what applicants like Timothy had to endure. Timothy shared the following experience:

I’ve found where government helps in these scenarios … it’s almost like a friend and acquaintance thing yuh know. You have to really harass them … to be banging on the door all the time, and you’re only going to do that if you’re desperate … I wasn’t desperate. So I went once, twice, and then I stop going … Well, I met the lady and I full out the form and submitted it, and I’ve never heard from them. But everybody told me you have to call them and go back and sit down and wait … and so on … One of the risks you run with taking people from there is that you take what you get right, and then there’s always a story about what the people do and what they don’t do. But these ladies [I hired from my personal network], I trust them ... I don’t worry about them. I’m comfortable: I’m willing to pay for that.

Tanty Edna wasn’t satisfied with the work ethic of any of the GAPP caregivers she had. Her views corroborated Timothy’s sentiments. She complained that although her GAPP caregiver Kasey had a relatively light workload (she didn’t have to help Tanty with personal care but only had to help her with light housework such as washing, sweeping and purchasing items in the shop nearby), Kasey usually arrived late and left early without completing her duties. The previous GAPP caregiver (Patricia) would also leave early, and told Tanty that she did so because she had another job to go to. Tanty reported Patricia’s behaviour to the GAPP field supervisor who confronted Patricia and informed her that her salary would be halved as a result. Patricia was eventually replaced with Kasey.  It is because of these inefficiencies that families like the Drumans, were reluctant to use this state service, and resorted to making ad hoc care arrangements privately. 

However, not all GAPP caregivers provided poor service. Like Tanty, Ms. Violet received help from a GAPP caregiver (Lisa). Ms. Violet became eligible for this service when she became a centenarian. Marian (Ms. Violet’s primary family caregiver) was very pleased with Lisa’s work ethic, but was unhappy with the service she received from her informal care worker Onella. This was because the care provided by Onella was inconsistent, and her relationship with Marian was fraught with conflict and intrigue. 

Onella was referred to the family by a mutual acquaintance. She was a migrant caregiver who came from another Caribbean country. Initially, she provided what Marian believed was excellent care to Ms. Violet. But eventually, Marian found her to be less diligent and the relationship between them became increasingly tense. Although she was very dissatisfied with Onella’s performance, it was difficult for Marian to terminate Onella’s services as she had become very involved in Onella’s life. Marian helped care for Onella’s 8-year-old daughter, Naila, who was treated like a member of the family by both herself and Ms. Violet. Onella was also treated in like manner. The complexities that characterised these relationships rendered it very difficult for Marian to extricate herself from them even though she strongly considered doing so. 

The blurring of the role of the informal caregiver vis à vis that of other blood relatives was also highlighted by Sheila: 

Because of Mammy independence … she used to take care of de girl yes to tell you de truth (said laughingly). Mummy, she so soft hearted she would be willing to take care of others … she would see about her, like company. [Ms. James was a mature lady and she] used to work [s]hift. But she used to come home to stay with mom [as I didn’t want her alone in the night]… But mummy used to more take care of [her]. 

Only one of the families in this study (the Kumars) hired a caregiver through an agency that specialised in providing private nursing assistants. However, that arrangement was short- lived as the Kumars were dissatisfied with the service: 

It was very difficult – expensive … they wanted to charge something like $25 an hour and I couldn’t afford that … In fact we did have a girl come … Mummy didn’t like her approach. She was cold and nothing like what mummy wanted somebody like that to be. She was a young person … she worked 2 nights and I told her it’s ok, I’m getting a family member.

Rebecca opted instead to hire a housekeeper (Nadia) to work in the day. Nadia also helped monitor her mother. The cost for Nadia’s labour was half the price of the trained nurse and Ms. Kumar found her personality to be more agreeable. Thus, this arrangement was suitable in terms of its affordability and ability to meet the practical care needs of the family. Rebecca also hired Ms. Sita who provided care support in the night for less than minimum wage (these care arrangements are discussed in more detail in later chapters). Generally, the price for in-home nursing services was beyond the reach of many families.

Adequate and affordable health care

As with obtaining in-home care workers, it was also challenging for the caregivers to access affordable and good quality health care. Some family carers (e.g. Sheila) preferred to obtain private health care for their older relative to avert the long waiting times and the poor service they received from public health facilities: 

[bookmark: _Hlk27941283]You take 2 years for an appointment [with the public hospital] … even the tests they assign for me to do for her I have to do it privately which is costly… But we still have to … Because of the slowness of the system … and then they might tell me [she] has to wait another year for the operation – that’s unacceptable. So it’s quite likely we will do it [privately] once the doctor is available to do that operation.

Rebecca also preferred to obtain private health care for her mother (Ms. Kumar) given the bad experience they had with public health care. They still had to navigate long waiting periods to get appointments with private practitioners. But, because of her social connections, Rebecca was able to get her mother moved up on the list quickly:

Now when you go to [public] hospital, is a big fiasco … you’re waiting like for hours. And she had nobody attending to her. Then de clerk saw that she was almost [ready] to faint! … There was no bed available inside de casualty part … An’ [the clerk] ask a nurse to get a bed for me, and then she took her in there an’ when we went, there were like 50 persons in front of us [to see the doctor] … I said ‘Yuh know what … I can’t let mummy undergo such pressure’. So I took her out right away. I made a decision to take her privately, and I took her right then. We went to [a private hospital], an’ she spen’ 5 days there! … From there … I had to go to ah heart specialist. So through ah friend of mine I got in contact with one of the best cardiologist in Trinidad …. I’d normally have to wait months to see him, but [because it was] through somebody I knew [she got to see him quickly] an’ de res’ is history.

But not all families could afford to use private health care alone. Generally, most individuals tended to use a mix of both private and public health care. This is consistent with the findings of Cloos (2014 p. 35) about access to health care in T&T. The Maraj family is a case in point. Although Reshma and her family disliked using public health care, there were occasions when they had no choice but to seek attention at the state-funded facilities:  

O my God. Public is horrible! If you … who carrying the patient does get fed-up, you could imagine the patient who cannot move. And yuh have to wait there long. No matter what pain … you have to wait … and nobody tells you anything. And if you do ask you get kind of rough up too ... [When they had appointments], I used to get up like 5am. So that by about 5:45am or so we leave the house … It had a time we had to do it for 3 months, everyday… [As for private health care] … if someone said they went to that doctor and they see a little improvement, we would try like that.

Other participants like Mr. Khan, had greater faith in the public health care system after experiencing negligence from private health care practitioners: 

[My wife] she was not ill. Only when she complain about having ah pain in her knee. And for 2 years and more, we keep running by different [private] doctors. And everybody saying she have arthritis in the knee. And whatever they recommended, I was doing it: paying, and doing it … blood test every 2 weeks! 2 [to] 3 blood test. And only when she collapse after all those years and she went in the hospital, is then they diagnose that she was suffering from leukaemia, and NOT arthritis. And the doctor told me her chances of recovering from that, is nil. Well … I know what he meant ... and then he tell me that in Trinidad here, they don’t have the kind of accommodation [to] treat [it]. He say in the States they have, and if I want, I could go in the States. But then … we had no passport ready, we had no Visa, we had nothing. So I tell the doctor do the treatment right here.

Unfortunately, this type of health care experience was not dissimilar to what was described in reports prepared by Cloos (2014), Sancho, (1997), Welch and colleagues (2016), and the World Bank (1995) on the quality of public and private health care provision in T&T.

The difficulties associated with getting a health care practitioner to visit the private homes of older persons were also highlighted by some participants. Older persons with mobility issues and transportation constraints found accessing health care services to be a daunting task. For Mrs. Sanchez, getting her husband up and down the stairs to their house and in and out of a vehicle with his wheelchair was very difficult. It was also expensive to hire a taxi to meet them in front their house so that they could get to a clinic as they lived away from the main road. But it was almost impossible for her to get a visiting health practitioner from the public health centre to see her husband, and too costly for her to pay a private doctor to see him given the other financial constraints she faced. Mr. Sanchez rarely had medical check-ups: 
	
He hasn’t been to the doctor for a while. That is why we spoke to (Minster of the People and Social Development). I hope they mention it in the letter that he needs to see a medical doctor … I went back to the health centre … and I spoke to the Head Nurse … and she said that she alone does the home visiting and she has a lot of patients and is like she have no time to come. Is like they pick and choose who they go to visit. So she hasn’t been here as yet … I don’t know when she’s going to come. 

Mrs. Sanchez was also disillusioned with private health care services and felt that they did not provide value for money:
[Doctor’s] don’t care … one came here to get the paper to send him to DRETCHI [for his hearing aid] $300. He didn’t do the heart test … All he did was take the pressure … I told him well check the diabetes nah. He telling me I could wait. But you come to do a house visit: do a thorough [examination]! [He] jus write out that and test the pressure an’ he gone. $300 jump out jus’ so. That is why I so reluctant to go try to get a house doctor for him.

Competing interests

	Consistent with the literature on caregiver burden (e.g. Hooyman, Gonyea & Montgomery 1985; Kramer 1995; Neal & Hammer 2017; Starrels 1997) several of the caregivers discussed the challenges of juggling caregiving with their other responsibilities. Rebecca found it challenging to cope with being a full-time employee and a part-time graduate student whilst caring for her mother: 

When she first got sick, in de night, she would get up in pain an’ I would have to go every minute [to] see what wrong with her. It would break my sleep an’ remember I would have to work ... An’ de nex’ day ah can’t function properly, because I didn’t sleep well at night. So dat was de hardest part of dat scenario for me … So that’s why de night person, [Ms. Sita], I’m so grateful for her.
 
Even Timothy who was retired and had several in-home care workers assisting him with his father, found it hard to balance caring for his dad with his other responsibilities at his church. Like so many other caregivers, he found it challenging to keep his responsibilities on an even keel:

The only thing that’s stressful about it is that I still have responsibility … I’m trying to relinquish them but I’m kind of betwixt and between at the moment ... Once I get into things I find it very difficult to get out [when it comes to] church and these other functions. [But] I need to come out because I’m feeling a lil bit stressed now from the simple fact that I don’t have the disposable time that I used to have before … I used to build and repair computers and I find it very difficult to do that now because … just like today, I went and started to do work and next thing I catch myself I had a 10 o’clock meeting … Because I’m with dad Friday, Saturday, Sunday and I’m in church doing church stuff on Monday … I really don’t have a rest day … to say that I have a day [that is] really mine and I don’t have any commitments, I don’t have that anymore and I need that.
 
Timothy’s need for respite was not unusual. Even caregivers with seemingly less responsibilities like Mr. Birch who was also retired, had moments when he wanted time for himself:

It doesn’t really be ah problem. Except you know sometimes, [I’m not in] de mood. But … I wouldn’t show no kinda [bad] face: I will still do what I have to do for him an’ t’ing because he was always good to meh yuh know.

Poor health of caregiver

Some of the caregivers had health challenges, which made providing care especially difficult. In Mrs. Sanchez’s case, her health problems may have been related to the strain of caregiving:

I got up one morning I had a headache … With that pain I started vomiting so I went to the hospital and a nurse saw me. 12 hours in casualty and they can’t get a bed … And then the doctor was telling me [I] have migraine headache: but I never had that kind of [headache before].

Marian on the other hand, had a health issue that wasn’t caused by caregiving, but was exacerbated as a result of her care situation. She had to go to the USA to undergo hip-replacement surgery, but, because she could not make suitable care arrangements for her mother, she kept postponing the trip. As a result of this, she continued to suffer with pain on a daily basis:

I need to go. Because my sons want me up there yesterday to do the surgery. But I’m like … I can’t leave my mother. I say maybe I should just pack up her bag and baggage and take her but who’s going to take care of her?

The worsening of family carer’s health has been widely researched in context of caregiver burden and quality of life outcomes (e.g. Morimoto, Schreiner, and Asano, 2003; Edwards et al, 2002; Hughes et al, 1999).  

Marian and Mrs. Flora were the two oldest family caregivers that were interviewed and had shared openly about how their health challenges limited their ability to provide care support to their older relative.  Mrs. Flora suffered from rheumatoid arthritis and found caring for herself and her husband to be especially difficult on the days when her symptoms were heightened. Thankfully, she received some support from her daughter who lived in a house on the same premises, as well as her other daughter who lived about a twenty-minute drive from her:

He can’t go to the bank … I get up on mornings … bathe if I feel good and go … [Housekeeping and laundry] … I could do all those things if I get up and the stiffness off of me … My both daughters … they more help me to go for the grocery and sometimes for medication. If I have to bring plenty groceries, well they would go. If it’s a minor thing like a pack of rice and a lil bit of something, I can go … we have a lil supermarket near us [so] I walk. Sometimes I don’t feel to walk but … the exercise is good for me … Lots of people offer to drop me all the time.

Support from other relatives

	The stress of providing care was made more difficult for those primary caregivers who had little to no support from relatives and friends. This was especially true of Mr. and Mrs. Sanchez. Mrs. Sanchez opined:	

Everybody have their own life to live. Nobody calls him, nobody comes, nobody asks a question, nobody come here to say ok, let me spend an hour or two with him or half day, or a day so you could go and have some time for yourself … No friend, no family, wha’… Practically he send half of [his siblings] to school. One in America, [and] the one up the road who was a Principal … People just don’t care. That one [who lives nearby], if somebody ask a question [about him], she would call [but] that’s it. Christmas coming, then they will know that he living and he in need. So they will only come at that time and for his birthday [to find out] what he need, what he want. So the rest of the year he hibernates.

Others like Ms. Marian could depend on relatives to provide material assistance, but suffered from not having emotional support:

Everybody needs somebody to talk to. I have nobody. [Sometimes] I talk to my neighbour opposite. And there is [a lady at] the church. I know that I can talk to her and she wouldn’t tell anybody either. I could tell her certain things like what would be bothering me with Onella and what she’s doing. But when it comes to financial stuff, I really have nobody to talk to like, if I need anything all I have to do is text my sons. Don’t call them yuh know: text them … because, boys are different than girls. Now my last boy, I notice he calls [mammy] everyday now. But the other two, whatever she wants they would give her, but they won’t call.

Samantha Khan also shared about the limited support she received from her brothers who lived in Trinidad and overseas: “Generally is one of them who really helps. The others, well they would pass from time to time but you really can’t depend on them. And then it have two of them in the States.”  (FCG: Samantha). In Sheila’s case, while she received excellent support from her brother Winston who lived abroad, she could not depend on her son Brandon to fully support his grandmother even though he lived in the same house with Mother Freeda. Brandon would help with tasks when asked, but he did not show much initiative in attending to Mother Freeda’s needs. Sheila believed his age and level of maturity partly explained his limited attentiveness: 

Is ah age – is amazing! People mature at different ages … If she ask, he would go an’ rub her foot. If she wants ah cup of tea, he would bring it. She wants water he would do it. If she has to call anybody, he would do that too. But to say, on ah regular basis he comes in an’ sees what her needs are … we’re working on that. Yuh know, once she’s not flat in bed an’ mummy passes in (said laughingly) Cool! It’s absolutely amazing … I think it’s a way of blocking off the reality too because, I recognise that a lot of young people – and he seem to be one of them – don’t like to face facts. And that’s a fact of life that you gonna get old … To face that is as though it’s too much - I recognise that with him.


Grief (Anticipatory and Cumulative)

Two of the participants (Rebecca and Reshma) were still struggling with grief at the time that they were interviewed. Rebecca, more than the other family caregivers, appeared to be challenged by anticipatory grief. The burden of providing intense care to her terminally ill husband followed by caring for her mother Ms. Kumar, caused her significant emotional strain: 

Remember I went through 4 years of my husband ailin’ with cancer – up an’ down an’ it’s taken a lot from me emotionally. So I’m jus’ bracin’ myself for dat … I’m jus’ numb when comin’ to dat now. I jus’ t’ink I’m loosin’ all my feelin’s. So I mean I care, de concern is dere but I jus’ doh wanna get too much emotionally [involved with providing direct care to mom] … I’ve had too much of dat over de las’ 4 years. In order for me to keep my sanity an’… I still have my job to go to, I still have to look after myself, so … I try to … keep ah distance ‘cause I know I don’t want to get too involve’ because ah mean if anythin’ happen ah doh want to be shattered.

Reshma also seemed to struggle with the grief of losing her mother and two of her sisters who each succumbed to a terminal illness. After caring intensely for three family members, it seemed that she did not have the opportunity to share the emotional strain of losing them with anyone. In response to the advertisement in the newspaper, Reshma voluntarily decided to participate in the study. At one point in the interview, she cried uncontrollably when she recounted her experience as a family caregiver. Her participation seemed to have provided her with an outlet to do so. But, unlike Rebecca who was very reluctant to provide direct care after her experience with her husband, Reshma insisted that she would be willing to provide direct care again in the future. It was clear that she, like Rebecca, needed support to help cope with grief. 

[bookmark: _Toc40436543]7.3 CARE RECIPIENT EXPERIENCES

As noted in the methodology it was very difficult to obtain direct answers to questions from the older care recipients on this subject. Their assessment of their care experience had to be excavated from their accounts and the insights provided by their caregivers. The level of satisfaction of the older persons that emerged was in large part a function of several key characteristics of the family carer. Whilst all of the older persons were grateful for the care provided by the family member interviewed as part of this study, all experienced some degree of dissatisfaction with their family care experience at one point or another, whether as a result of the actions or inaction of their primary family carer, or that of other relatives from whom they expected or received support. The main attributes of the family carer which contributed to older persons’ dissatisfaction were as follows: 

1) Caregiver Compatibility: The primary family caregiver was not the older person’s preferred choice for a carer;
2) Caregiver Willingness: The family caregiver displayed reluctance to provide care support;
3) Caregiver Ability: The family caregiver lacked the knowledge or skill to provide quality care;
4) Caregiver Availability: The family caregiver had limited time to provide the care support that the older person desired;
5) Caregiver Integrity /Motive: The family caregiver provided care for selfish motives such as a desire to obtain material benefits from the older person and may have even been willing to take advantage of them financially. 

These characteristics are very similar to Tronto’s (1995) findings of what ‘good care’ consists of, which were discussed above in the literature review. Tronto’s ‘good care’ characteristics (i.e. attentiveness, responsibility, competence, and responsiveness), are very similar to the preferred caregiver characteristics that emerged in this study. More specifically, attentiveness and competence as identified by Tronto, are directly aligned to caregiver willingness and ability in this study. However, the other characteristics are distinct from Tronto’s conceptualisations. 

[bookmark: _Toc40436544]7.3.1     Caregiver Compatibility

As noted in the previous chapter on the Determinants of Care, the older person’s comfort level with receiving care from a family member was in part a function of: 1) Type of family relationship: older persons in this study seemed to prefer primary family care from a close female relative, in particular a wife or an adult daughter; 2) Quality of the pre-crisis relationship i.e. how close the bond was between the older person and the caregiver before focused family care commenced; and, 3) Perceived motive of the family member providing care. 

It is important to note that several older persons in this study did not have an adult daughter to care for them because either: they had no children (e.g. Uncle Wilton); the daughter who cared for them had died (e.g. Mr. Druman); or, they had an estranged relationship with their daughter(s) (e.g. Tanty Edna and Mr. Sanchez). Thus, the possibility of finding a preferred family caregiver who was compatible with the preferences of the older person was particularly difficult for these care recipients. Finding an alternative family caregiver also proved to be problematic for some of the care recipients. Tanty Edna is a case in point. Whilst she was grateful for the care she received from her niece Adelina and other extended family members, she experienced considerable emotional distress because of the lack of care support from her children:

[Eleta] shoulda be de one to ... be here wit’ me! I shouldn’t have Kasey coming here to do anything for me. She’s de one should ah handle my money, an’ doin' whatever … I ain’t get it from her at all! … She [shoulda] say, ‘Listen, ah can’t go back and work now because Mummy reach to ah stage: she can’t walk, she having this problem with her foot … so ah have to stay home to mind meh mother … Mammy is 79 an’ den yuh doh know how long Mummy might live for. I will do whatever’ … So, my nieces an’ them when dey see de tragedy I go through, dey keep close to me! Not because to take my money or whaeva but, dey give me comfort (tearful voice) yuh know! … I need dat … love, an’ comfort.

Despite Tanty’s positive relationship with her nieces and nephew, their provision of care did not fit her ideal of how care should be provided in later life. 

In Mr. Druman’s case, his son Timothy became his primary caregiver after the death of his only daughter Hazel. Hazel was much more compatible as a caregiver to him than his son Timothy. As Mr. Druman explained: “Hazel, we were very very close. I could have discussed anything with my daughter. My son is not a talker. He doesn’t talk much.” (CR Mr. Druman). Timothy also alluded to the close relationship that his father shared with his sister, and was happy that he was able to find a paid caregiver who had similar traits to Hazel: 

What is weird is that one of the ladies who comes in the night with him … she treats dad just like Hazel used to treat him … Kind of firm (chuckles) … He does always tell her … ‘You remind me of ma daughter’, because she have a kind of relationship like Hazel used to have [with him].
Since Hazel was Timothy’s only sibling and his mother had passed away, there were no other close relatives to assist him with his father’s care. 

Ms. Violet also seemed to struggle with the change in her primary family carer. She seemed to have had a closer relationship with her daughter Avalon who died, than with her other daughter Marian who took over the primary caregiver role. As noted above, there were times when Ms. Violet was unkind to Marian: this may have been in part a result of the incompatibility that existed between them.

[bookmark: _Toc40436545]7.3.2     Caregiver Willingness

Perceived reluctance of a family caregiver to provide care support is another factor that proved challenging to older persons receiving family care. It is distinct from the outright refusal of a relative. In such situations, care was provided but the older person perceived it as being done half-heartedly or grudgingly. Mr. Khan experienced this when his daughter-in-law Kalima cared for him in the aftermath of his wife’s death (their situation was highlighted in the previous Chapter on the Determinants of Care). 

Mrs. Sanchez also seemed to be reluctant to provide care to her husband on a consistent basis. As indicated in an earlier section of this chapter, she shared about the negative effect providing intense care to him seemed to be having on her health, and complained about the limited support she got from other family members. Even though he was blind, hard-of-hearing and had limited mobility as a result of leg amputation, she would leave him unattended to work part-time in a restaurant about a five minute walk from the house. The job, she claimed, provided her with money to save towards a downpayment for a house. She also saw it as a form of respite for her from having to attend to him on a continuous basis. But, this situation placed Mr. Sanchez at risk during the time that he was left unattended. Although some of his neighbours who lived next door would sometimes check on him, that was only a tentative arrangement. One neighbour complained that Mrs. Sanchez should not leave her husband unattended as he was in receipt of a comfortable pension from working as a senior public official. However, Mrs. Sanchez admitted that she saved part of the money from his pension for a downpayment for a house, as she was not sure that she could live in the family home where they resided after he died. Despite this troubling care situation, Mr. Sanchez was very satisfied with the care provided by his wife: “And I am fortunate: there are some people who are fortunate to go to a Home, I am fortunate ‘cause I have a wife who is looking after my needs. I have no complaints about that.”  (CR Mr. Sanchez).

[bookmark: _Toc40436546]7.3.3     Caregiver Ability

Another challenge experienced by some care recipients was having a family caregiver who did not have the requisite skill needed to meet their particular care needs. The older persons who received paid in-home care support had different opinions about how care tasks should be assigned between their relative and the paid home-care workers. Whilst some older persons willingly received personal care support from non-family members (e.g. Ms. Violet), others were averse to this and preferred to receive direct care from their close relative (e.g. Ms. Kumar). Ms. Violet had greater faith in her paid caregiver Onella’s ability to provide hands-on care to her than her daughter Marian. This situation was triggered by an incident where Marian unwittingly mishandled her whilst helping to move her from one position to another:

She does not trust me. She call Onella an’ dem ‘come’… There was one particular time … Onella was having ah bar-b-que out there. I  really was taken up with the bar-b-que. I wasn’t [in] the right position. An’ she told me ‘de knees’. She was goin’ down … I was in front but not in position … she used to walk with a walker at that time, an’ she went down, an’ de wheel for the walker punctured her. So by the time Onella came in an’ she check her out’… she had a deep puncture on her leg. Water … I never see anybody bleed water … So I called the ambulance.

Onella was physically stronger than Marian was and therefore better able to provide physical care to Ms. Violet. Marian was not trained in providing elder care and, as an older person herself, she found it difficult to physically assist her mother. 

[bookmark: _Toc40436547]7.3.4     Caregiver Availability

Unlike Ms. Violet who preferred to receive personal care from her paid caregiver, Ms. Kumar was unhappy that her daughter Rebecca did not provide direct care to her, but chose instead to hire a caregiver to assist with this: “Not everybody like to take care of ole people. My daughter, my daughter for one. She cah handle ole people wit’ illness. Daiz why she have somebody taking care of me.” (CG Ms. Kumar). Ms. Kumar’s interpretation of her daughter’s decision to obtain a paid carer for her, differed from that shared by Rebecca who, as noted above, decided to pay for home care so as to alleviate the emotional strain of caring that she struggled with after the death of her husband. Also, Rebecca was an only child and had no other siblings to help with providing family care. So although Rebecca was willing to provide care to her mom, she was not available to provide personal care given the challenges that caregiving posed to her emotionally. Rebecca’s time was also limited due to her academic and career pursuits. 

[bookmark: _Toc40436548]7.3.5     Caregiver Motive

An individual’s motive for providing care was also a factor that affected whether or not an older person perceived the family care they received as positive or negative. As noted in the previous chapter on the Determinants of Care, Uncle Wilton was very suspicious of his so-called daughter’s (Ann) motive for helping him. He felt that Ann only pretended to care for him in order to obtain his material possessions for herself and her children. He held a similar view of his niece-in-law (Maria) who was raised as if she were his daughter, but did not reciprocate the care that he and his wife provided to her. Given this situation, Uncle Wilton chose to obtain primary care support from his niece Tricia (who was also his goddaughter) and his neighbour and long-time friend Mr. Birch. 

[bookmark: _Toc40436549]7.4 CONCLUSION 

In this study, the family care experience was generally perceived as being a mix of benefits and challenges. The perceived benefits of care fit into two main categories: self-oriented benefits and other-oriented benefits. The benefits that the family carers perceived as positive were gains that they observed within themselves and included personal growth, a stronger emotional bond between themselves and their older cared-for relative, as well as any anticipated religious and spiritual blessings, which may or may not be a tangible benefit. The benefits that they saw reflected in others included expressions of gratitude and appreciation from their older relative and other individuals, improvements in the wellbeing and quality of life of their older relative, and the receipt of (intangible) spiritual, emotional, and (tangible) material support from their cared-for relative. These benefits are important outcomes of the care experience as they positively affect the quality of the care provided, and contribute to whether or not the caregiver is willing to continue providing care. 

Several challenges of care provision were identified in this study. These included: lack of knowledge about providing care; problematic behaviour of the older person; the financial cost of care; finding suitable paid care workers; accessing adequate and affordable health care; balancing competing interests; managing their own health challenges; lack of support from other relatives; and, coping with anticipatory and cumulative grief. The need for respite care was a critical issue that emerged from caregivers’ responses. While the care recipients were also affected by most of the aforementioned challenges, they were significantly impacted by certain characteristics of their family carer, including their compatibility with the family member who provided care, the willingness and motive of the caregiver for providing support, in addition to their availability and ability to provide suitable care. Trust was emphasised in some of the responses of caregivers and care recipients. Table 16 below summaries these key themes. The chapter that follows provides more focused analysis on the coping and care management strategies employed by the caregivers and the care recipients to address these various challenges.

[bookmark: _Toc40436615]Table 16: Main Themes for Caregiver & Care Recipient Experiences of Family Care

	Benefits

	Self-Oriented Benefits
	1. Personal Growth (Self Efficacy)
2. Enhanced Care Relationship
3. Spiritual / Religious Blessings

	Other-Oriented Benefits
	1. Appreciation from Others
2. Wellbeing of Others
3. Support from Others

	

	Challenges

	Caregiver Experiences
	1. Lack of Knowledge	
2. Problematic Behaviour	
3. Financial Cost of Care	
4. Finding Suitable Paid Care workers
5. Adequate and Affordable Health Care
6. Competing Interests	
7. Poor Health of Caregiver	
8. Support from Other Relatives	
9. Grief (Anticipatory and Cumulative)	

	Care recipient Experiences
	1. Caregiver Compatibility	
2. Caregiver Willingness	
3. Caregiver Ability	
4. Caregiver Availability	
5. Caregiver Motive


[bookmark: _Toc40436550]CHAPTER 8 – QUALITATIVE RESULTS 
[bookmark: _Toc40436551]COPING & CARE MANAGEMENT STRATEGIES

Research Question 3: 

What are the strategies used by family caregivers and their frail older relatives to manage their caring experience?

[bookmark: _Toc40436552]8.1 INTRODUCTION

The participants in this study used various coping and care management strategies to meet their family care needs. As was noted in the literature review, coping and care management are the actions and cognitions employed by individuals to resolve a problem and reduce stress. Coping in this study refers to internal strategies such as finding meaning through religious, spiritual or moral reasoning, humour, creativity, resourcefulness, assertiveness, confidence and perseverance (Gitlin et al. 2002). Care management strategies refer to routinised actions or behaviours (Aldwin 2007; Bury 1991) or what some refer to as external coping strategies (Gitlin et al. 2002). They involve identifying needs/demands and available resources, and manipulating resources to meet demands (Wise et al. 2011).

As was highlighted in the previous section, both family caregivers and older persons experienced a range of challenges.  These challenges included context-related factors such as access to health and social services to meet the needs of the older person and their family carer, as well as perceived support from other family members and persons who were part of their social network. Older persons and family carers also identified certain behaviours and characteristics of each other that were problematic. Some caregivers described their older relative as having a difficult personality long before they needed family elder care. Older persons on the other hand alluded to several characteristics of past, present and potential family caregivers that made their care experience uncomfortable or unpleasant. In light of these challenges and difficulties, different coping and care management strategies were employed by participants in order to overcome and/or withstand the negative effects of these experiences on their wellbeing. 
The thematic analysis revealed different coping strategies that were adopted by family caregivers and older persons. The care management strategies employed by older persons were broadly categorised as accepting care or rejecting care. An individual might accept (receive care) either willingly (ardent acceptance) or unwillingly (reserved or capitulated acceptance). Conversely, an older person might reject care i.e. they do not receive the care on offer or presented. Rejecting care might take the form of refusing or resisting care. Refusing care involves declining a request or demand while resisting care refers to attempts to counter the actions or effects of care provided. Refusing care behaviours were overt and assertive, while resisting care behaviour were either overt and aggressive or, covert passive behaviour that may or may not be aggressive in nature. Refusing or resisting care is in large part a function of how insistent or demanding the caregiver is with respect to providing care that is inconsistent with the preference or desire of the older person. It is also a reflection of the communication style that the older person is most comfortable with using in a particular care context. 

The care management strategies employed by caregivers were disaggregated into three main categories: a) accepting caregiving responsibility; b) rejecting caregiving responsibility; and, c) restricting caregiving responsibilities. These three care management strategies were further subdivided into a total of ten (10) secondary strategies. Accepting care strategies included: 1) amenable care; 2) surreptitious care; 3) enforced care; 4) emergent care; and, 5) enduring care. Rejecting care responsibilities involved either: 1) avoiding care; or, 2) evading care. Restricting care took various forms including: 1) selective care; 2) restrained care; and, 3) deferred care. The decision to accept, reject or restrict responsibility for a particular care need of an older relative was predicated on the family caregiver’s acknowledgement that a need actually existed.

An important aspect of the care relationship that influenced the care management practices used by both older persons and the family caregivers, is whether or not they are both in agreement with the care strategy used. Two key themes are used to depict this: a) a congruent care dynamic and; b) an incongruent care dynamic. Two main variables are used to identify congruence in this study: i) willingness i.e. the willingness of the older person to receive care from a particular family member and the willingness of the caregiver to provide care to the older person and; ii) agreement with the care tasks i.e. the proposed care responsibilities of the family carer and the care expectations and requests of the older person. A congruent care dynamic refers to a situation where both the caregiver and care recipient are satisfied that the care on offer is suitable, and both the family caregiver and older person willingly give and receive elder care respectively. Incongruent care is the opposite and refers to a situation where the proposed care exchange does not have the agreement of both members of the care dyad. It also reflects the unwillingness of the older person to receive care from that particular relative, or, of the family member to provide care. It is important to note that in the ensuing discussion, this concept of congruity refers to what obtains at the decision making stage of a particular care experience. In practice, however, the degree of congruence can change once the proposed care is actually provided. In addition to the willingness or degree of congruence, another distinguishing feature of the care management strategy used was the determinability or degree of certainty or uncertainty associated with the identification and use of a particular care strategy.   

The coping strategies that emerged in this study are highlighted within the discussion of the care management strategies as they are interrelated. The chapter is organised according to care management strategies rather than coping techniques as the coping strategies often transect multiple care management strategies. Thus, the discussion of the coping techniques are subsumed within the overall discussion on the care management strategies.  More specifically, the chapter is divided into three main subsections i.e. accepting, rejecting or restricting. The strategies used by older care recipients are discussed first, followed by those used by the family caregivers. However, there are occasions when the strategies used by caregivers and older persons are discussed simultaneously where they overlap. 

As noted in the various theoretical and conceptual approaches on coping and care management outlined in the literature review (see Chapter 4), access to resources is an important consideration in discussions and assessments of the strategies employed by an individual to overcome stressful and challenging circumstances. I begin this chapter by describing the resource systems that characterised the older persons represented by this sample of respondents. I then describe the coping/care management strategies of care recipients, followed by a description of those used by family caregivers. 
[bookmark: _gjdgxs]

[bookmark: _Toc40436553]8.2 CARE RESOURCE SYSTEMS OF OLDER PERSONS

In order to assess how structural factors such as socio-economic background affected the care management strategies used by participants, the older cared-for persons were classified into three types of care resource systems: under-resourced, moderately-resourced and highly-resourced. Five main factors emerged from the data that were used to distinguish between these types of care resource systems: 1) housing, which includes consideration of home ownership, area of residence, and quality of housing; 2) ability to afford private hospitalisation; 3) whether or not they had access to multiple sources of income; 4) access to transport; and, 5) social support network. Using these indicators, older participants were classified as being members of one of the three types of resource systems (see Table 17 below). The caregivers were not classified as such, but were considered as contributing to the resources of the older person, i.e. as a key feature of the resource system of the older person. 

[bookmark: _Toc40436554]8.2.1     Housing

Home ownership appeared as a main factor that affected the quality of life of the older participants. As noted in the previous sections on determinants and perceptions of care, some participants like Uncle Wilton were able to use their position as homeowners to negotiate the terms for family care provision. This is consistent with the findings of Caribbean researchers such as Rawlins (2014) who observed that home ownership was an important asset that older persons used to leverage the conditions of their care, and generate additional income as their property could be rented. Both Ms. Kumar and Uncle Wilton rented part of the property they owned for this purpose. Ms. Kumar was categorised as well-resourced as she lived in an upper middle class area, while Uncle Wilton was described as moderately-resourced because he owned more than one property, but lived in a lower-income community.  He, however, had a better housing situation than Tanty Edna. Tanty Edna was a landlady but she was still paying the mortgage on her house, which was causing her great concern. The roof of her house needed to be repaired, and she worried about whether she would be able to meet the financial costs of fixing the leaks. Given this, Tanty Edna was categorised as under-resourced. 

Mr. Sanchez was categorised as under-resourced on this front, as his home had significant structural weaknesses. The floor was broken, the roof leaked, and there were stairs that restricted his ability as a double amputee to get in and out of his home or use his wheelchair. Furthermore, Mr. Sanchez did not own his home: it was a family property owned by him and his siblings. He could not as such transfer the property to his wife, who was very anxious about this situation, and feared that she would have nowhere to live if her husband (who was about 30 years older than she was) died before she did.  
Area of residence was also reflective of the socio-economic background of the older person. Persons from middle-income communities such as Ms. Kumar and Mother Freeda seemed to have access to substantially more options for care management than participants such as Tanty Edna who lived in an area that was considered to be a lower-income community in Trinidad.

[bookmark: _Toc40436555]8.2.2     Private Hospitalisation

Since all the older participants used a mix of private and public health care, this could not be used as a main factor to distinguish between persons from lower, middle and upper-income groups. As noted in the background to this study, ‘free’ public health care is available to the citizens of T&T, but many persons also make use of the private health care system, given the shorter waiting times and perceived difference in quality of care. At times, public health care institutions refer patients to private facilities for services such as medical tests that they are unable to provide. Thus, a stronger indicator of the older participant’s resource system was whether an individual could afford to be hospitalised or receive surgery in a private institution, as such high-end private hospital care was particularly costly and could mainly be accessed by persons from middle and upper income backgrounds. This trend is consistent with the research done by Cloos (2014) on health care in Trinidad. 

Ms. Kumar, Ms. Violet and Mother Freeda belonged to well-resourced systems as evidenced by their ability to afford the cost of private hospitalisation. Although they could not personally fund the full cost of their hospitalisation in private institutions, the remittances and other forms of financial support they received from their relatives enabled them to access private hospital care. Other older persons like Uncle Wilton, went to the public hospital each time they had a serious medical issue. Mr. Khan was the only participant that preferred public rather than private hospitals given the bad experiences he had using private medical services whilst caring for his wife, who was deceased at the time of the interviews. He believed that the private institutions contributed to her untimely demise. His situation was unique because his daughter Samantha was a trained geriatric nurse who had strong technical skills to facilitate caring for him at home. Samantha’s care significantly supplemented the services he obtained at public health facilities.
. 


[bookmark: _Toc40436556]8.2.3     Income Streams

Having access to multiple income streams in later life was another important indicator of the type of care resources that older persons could access. As noted above, some older persons supplemented their income by renting property. Others like Ms. Violet and Mother Freeda received substantial financial support from relatives who lived overseas to help offset the cost of care. 

It is also important not to limit an assessment of the resource system of an older person to their occupational background as some of the older persons who worked in blue-collar jobs such as Mother Freeda and Uncle Wilton, had access to substantial assets in later life. Furthermore, working in a white-collar job did not automatically guarantee that an individual would have sufficient income when they retired to meet their care needs. Mr. Sanchez’s situation is indicative of this: despite being a retired senior public official, he was in dire need of having a suitable place to live. Given the uncertainty of his financial situation, his wife opted to work part-time, but because she had no one to assist with his care, he was left unattended at home while she worked a couple of blocks away from the house.  

[bookmark: _Toc40436557]8.2.4     Access to Transport

Another main distinguishing feature of the resource system of older persons was their access to transportation. Access to transportation could be described as limited, moderate or high, given ease of access to and dependability of public and private transportation systems. This in turn was related to the topography of the neighbourhood in which the older person lived (e.g. whether hilly or flat), the type of road (e.g. paved or unpaved), access from the older person’s house to the vehicle (e.g. whether their mobility was inhibited by stairs etc. before reaching the vehicle), and availability/frequency of low cost transportation.  

High transport access is characterised by high levels of certainty in obtaining affordable public or private transportation for critical activities and other situations. Such access facilitates high degrees of autonomy for older care recipients to get from one place to the next. Most of the older persons shared about the challenges they experienced accessing transportation. No one was categorised as having high transport access given the lack of a dependable public transportation system, the relatively high cost of suitable private transportation, and their dependence on the goodwill and support of friends and family members who were not always available to give assistance. None of the older persons drove themselves: some never had the opportunity to, and those who did were unable to do so given their health challenges. 

Limited access to transport is characterised by: difficulty accessing transport as a result of topography (e.g. underdeveloped road system) or housing infrastructure (e.g. stairs); and, high transportation costs. Older persons in this situation experienced high levels of uncertainty with regards to accessing critical services such as routine visits to/from the doctor or shopping for food. Mr. Sanchez, Uncle Wilton and Tanty Edna had limited access to transport. Mr. Sanchez no longer had his own vehicle because before he became an amputee, he ‘totalled’ his car while driving under the influence of alcohol. His wife did not own a vehicle and rarely received transportation assistance from any of their relatives. He lived on a narrow side street that was not on a main traffic route so it cost more to have a taxi meet him in front of his house than on the main road. During the interviews, his wife shared about the difficulties she experienced getting him to medical appointments (see previous chapter). One of his close relatives lived about a 5-minute walk from his house and owned a vehicle but, according to his wife, did not assist with transporting him to appointments.

Uncle Wilton was also categorised as having limited access to transportation. He no longer owned a vehicle. Sometimes he hired his neighbour who was a taxi driver to take him to appointments. On other occasions, he had to take public transportation, which was a difficult task as he was visually impaired and had to walk along an unpaved road (dirt track) in a hilly, undulating area, before he could get to the main road to access a bus. Given this, he needed to be accompanied by someone (e.g. Mr. Birch) when he took public transportation. 

Tanty Edna had inconsistent transportation support from her relatives. Her niece/goddaughter Adelina had a busy work schedule and lived some distance away from her (about 30 minutes), as such she was not able to assist Tanty with transport on a regular basis. Because of her inconsistent access to transport and mobility challenges, Tanty had to restrict her activities outside her home. She stopped going to church and depended on her paid GAPP care assistant to do some basic shopping for her. On rare occasions, she ventured out of her home to shop with assistance from her GAPP care worker.

The other older care recipients had moderate transportation access (e.g. Mother Freeda, Ms. Kumar, Mr. Khan, Mr. Druman and Ms. Violet). Moderate access to transportation refers to situations where the older person could obtain transportation for critical events such as doctor’s appointments. However, it was also characterised by uncertain access to transportation and limited autonomy of the older person who was unable to receive transport support whenever they needed it. Mother Freeda for example was transported regularly to church services every week as there was a voluntary car pool system in her church. Her cousin, who was retired and had a vehicle, provided her with transportation to and from the market at one time. However, she had limited autonomy to go and come as she would like from her home as, in addition to her physical limitations, she depended on the availability of the person with the transportation, and, transportation was only consistently available for a limited number of activities. 

Ms. Kumar was also categorised as having moderate access to transportation. Her daughter (Rebecca) lived with her and either drove her to appointments, or hired a private vehicle to get her back and forth when she was not available herself.  Sometimes other relatives and friends assisted. However, like Mother Freeda, Ms. Kumar did not have consistent access to transport. 

As noted in the previous chapter, the Pastor of Ms. Violet’s church provided transport support to her for any occasion that she needed this support. However, her daughter Marian did not want to ‘be a bother’ so limited her requests for assistance. Marian did not have access to a vehicle in Trinidad, and, even if she did, was constrained by her mobility challenges from driving[footnoteRef:70].  [70:  At the time of the interviews, Marina was in desperate need of hip replacement surgery and experienced considerable pain as a result of her being unable to return to the USA to have the procedure done. As noted in her pen portrait, a main reason for her not returning to the USA was because she did not have suitable alternative care arrangements for her mother. ] 


The other participants (Mr. Druman, Mr. Khan, Mr. Flora and Indrani) received support from their children. Both Mr. Khan and Mr. Druman received assistance from their son to get to church services and other important appointments. However, their access to transport was dependent on the availability of their children and was limited to certain events and activities. 



[bookmark: _Toc40436558]8.2.5     Social Support Network

Support from the social networks of the older person and their family caregiver was another important feature of the care resource system of the participants in this study. Their support networks consisted of other relatives (e.g. secondary family carers from the extended family that provided intermittent or regular support), friends and acquaintances (e.g. neighbours; members of a religious community and work/business associates). Of primary importance in the assessment of social support networks in this study was the perceived support provided by these individuals to the participants. Based on the feedback obtained from family caregivers and older care recipients, the assistance received from their social support networks could be described as limited, moderate or substantial. 

Limited Social Support

Uncle Wilton and Mr. Sanchez received limited social support from their friends and extended family. Based on the feedback obtained from Uncle Wilton and Mr. Birch, Uncle Wilton received no assistance from friends or associates. The social groups that he once belonged to were no longer active as most of the members were deceased or very ill.

Uncle Wilton: “We had ah church group yuh know … we used it to visit four different churches in a month with de group but de group kinda break up now, since ... the majority of the members die out ... it end up with … four of us. Since I get sick everything turn ole mas, but de group break up now ... One of de group members, does come here every month now tuh give me communion once ah month.” 

Hyacinth:  “[Are there] any [other] groups that you are part of now?”

Uncle Wilton:  “Before dat church group we had [ah] senior citizens club … Well de club mash up because  ... de last President we had, he died. The founder of the group, she come and she get senile, so well de members start moving out and the majority of de members dead because it was a senior citizen’s club with old people.”

As noted in the previous chapter, Mrs. Sanchez complained about receiving insufficient or no support from Mr. Sanchez’s family and friends. When asked about support from her biological relatives, she indicated that they did not assist her with caring for her husband either. Also, although she and Mr. Sanchez were both members of a civil society organisation, Mrs. Sanchez complained the club did not support its members properly. She was disappointed by their lack of support to her husband, as he was actively involved in performing charitable work with the club for many years:

Even though he was a member they don’t come and see after him at all! ... That man [heading the organisation] is a money bag … all he does study is the money … [My husband] did a lot … give his all and when he got sick and he retired, [they didn’t help him] … [Mr. Sanchez was a high-ranking official in the group].  But, the man who is in charge of it he is the problem; he’s not a nice person. He makes thousands of dollars when the day comes with that place: pockets everything … he don’t care about the members: he don’t care.

Moderate social support 

Tanty Edna, Mr. Khan, Ms. Violet, Mr. Druman and Mr. Flora received moderate social support from their social networks as well as that of their primary family carer. This support was usually from religious organisations that they or their family caregiver belonged to, and in some instances from their neighbours. Tanty Edna’s main source of social support was from her family caregiver’s network. Her caregiver (Adelina) used her social network to reduce the waiting time for Tanty to be assigned a GAPP caregiver by the State. Adelina was also able to obtain home based religious care for Tanty via her connections to a particular religious body. 

Mr. Khan received moderate social support from his church, which assisted him financially and spiritually. Ms. Violet and Mr. Druman received moderate social support from members of their church as well. In addition to helping meet their spiritual needs and giving them an opportunity to engage with others socially, they both received practical support. As indicated previously, Ms. Violet received assistance with transportation from her Pastor. Both Ms. Violet and Mr. Druman were able to source paid caregivers via their church. 

Mr. Flora and his wife received practical support from their neighbours who would on occasion supply them with free meals and food items. Mrs. Flora was well known in her community and would often get free rides to her local shops. Even though the transportation assistance was not directly provided to Mr. Flora who was being cared for by Mrs. Flora, it is still worthy of note as Mrs. Flora was an older person and had health challenges of her own. Thus, Mr. Flora indirectly benefitted when she received assistance from her neighbours in performing duties that were associated with her being able to care for him. 

Substantial social support 

Mother Freeda and Ms. Kumar received considerably more support from their social support network than the other older participants did. Mother Freeda’s social support network included her extended family and her church community. Her daughter-in-law and grandchildren provided her with emotional support. Her church family helped her with her spiritual and social needs in intangible and tangible ways (e.g. free transportation to and from church services). Her daughter Sheila’s social network, which largely came from a church community, was another source of practical support, for example, a previous paid live-in caregiver, as well as the care she received at home once a week from a masseuse and a physiotherapist were all sourced from Sheila’s church community.  

[bookmark: _30j0zll]Ms. Kumar received support from the members of her church, her circle of friends that she referred to as the ‘Golden Girls’, extended family members, and from her daughter Rebecca’s social network. Ms. Kumar’s friendship group (the Golden Girls) provided her with social interaction and a sense of belonging and meaning. This group of high school friends met socially for about twenty five years or more. They all lived close by and had social gatherings at each other’s homes to celebrate birthdays and various national holidays. Ms. Kumar’s daughter noted the importance of this group to her mother’s wellbeing: “Mummy was always a social person, with her church and her social group. That keeps her going.” (FCG Rebecca). Ms. Kumar was also able to obtain care support through members of her church and like Adelina, her daughter Rebecca was able to fast track care transactions as a result of her connections with persons in the business and medical community. 

Table 17 below highlights the key features of the three categories of care resource systems, and the older persons that depicted each category. 
[bookmark: _Toc40436616]Table 17 Care Resource-System Characteristics of Older Care Recipients

	  UNDER-RESOURCED
	MODERATELY-RESOURCED
	WELL-RESOURCED

	Tanty Edna 
	· Mortgaged home and struggled to make payments; Roof in need of repair; lived in a lower-income community; earned income from renting part of her property
· (Was not hospitalised at the time of the interview as she had relatively few health challenges at the time of the study)
· Limited access to transport from relatives  
· Moderate assistance from social-support network, 
	Uncle Wilton
	· Owned two properties in a lower-income community; Obtained additional income from renting property; 
· Usually hospitalised in public health facilities; 
· Limited access to transport via public transport or hired car
· Limited social-support network. 
	Mother Freeda
	· Owned home in a middle income community
· Could afford private surgery; 
· Received substantial financial and other assistance from son living abroad.
· Moderate access to transport from family and church members
· Received substantial support 

	Mr. Sanchez
	· Home owned jointly with siblings; house in need of significant repairs 
· Unable to afford private hospitalisation
· Limited access to transport from  hired taxi 
· Limited assistance from social support network: 
	Mr. Khan
	· Owned home in a middle income community; 
· Multiple sources of income including pension from work as a senior public officer and money obtained from church; 
· Used public hospitals when hospitalised; 
· Moderate access to transport from son next door
· Moderate support from social support network 
	Ms. Kumar
	· Owned home in an upper-middle income community; obtained additional income from renting property 
· Used private medical facilities when hospitalised; 
· Moderate access to transport from daughter (unpaid), paid ‘chauffer’, and other family members and friends
· Substantial support from social network; 

	
	Mr. Druman


Mr. Druman (continued)
	· Owned home in middle-income community; 
· Experienced financial difficulties after mismanaging finances; had multiple sources of income including financial contributions from his son-in-law
· Moderate access to transport from son
· Moderate care support from church and son-in-law.
	Ms. Violet


Ms. Violet (continued)
	· Owned home in a middle-income area; 
· Received significant financial contributions from relatives living abroad; 
· Able to use private hospitalisation with support from children
· Moderate access to transportation from family and friends (church members)
· Moderate social support from members of her church

	
	Mr. Flora
	· Lived in a middle-income community; 
· Earned additional income from rented properties
· Moderate access to transport from daughters 
· Moderate social support from neighbours (food etc.) and church community.
	

	
	Indrani (Maharaj)
	· Lived in a middle-income community; 
· Used public hospitals; 
· Received financial support from adult children living in Trinidad; 
· Moderate access to transport from children
· (Insufficient information obtained on social support received).
	





[bookmark: _1fob9te][bookmark: _Toc40436559]8.3 CARE STRATEGIES OF OLDER PERSONS AND FAMILY CAREGIVERS

[bookmark: _Toc40436560]8.3.1     Accept Care

Several of the participants accepted their care situation either wholeheartedly or reluctantly. The qualitative data revealed different degrees of acceptance by older persons and family carers of their care circumstances, hence the reason for subdividing this care management strategy into different components. For older persons, the main types of acceptance that were adopted consisted of either ardent acceptance or reluctant acceptance. The latter took the form of either capitulated acceptance or reserved acceptance. Concomitantly, family carers also expressed different degrees of acceptance of the role and perceived duties of a caregiver. The acceptance strategies employed by family caregivers included the provision of amenable care, surreptitious care, enforced care, emergent care and/or enduring care. 

Care Acceptance by Older Persons

Ardent acceptance

Ardent acceptance refers to situations where the older person agreed to the care activities performed by their family carer. Also, the family member was perceived by the older person as being willing to provide them with elder care, whether or not this was in fact the case. Thus, for the most part, ardent acceptance is indicative of a congruent care dynamic, but there might be instances where there is incongruence in that the perceived willingness of the family caregiver was an inaccurate assessment of what obtained in reality. 

This care management strategy was evident in the relationship between Tanty Edna and her niece Adelina, Mother Freeda and her daughter Sheila, and Mr. Khan and his daughter Samantha. As indicated in the previous chapter on experiences of care, these three older persons were for the most part very satisfied with the care they received from their primary family carer. Their family carer was also very much aware and confident that their older relative appreciated the care they provided. 

Mother Freeda, for example, ardently accepted the suggestion from her daughter Sheila and members of her church, that she do telephone evangelism to satisfy the religious requirements of her faith: “They arranging for me to do some am telephone witnessing. So, I will do that, to make up some hours, ’cause you must preach.” (CR Mother Freeda). Mother Freeda’s willingness to evangelise by phone attests to her adaptable disposition as well as the willingness of her social network (i.e. her daughter Sheila and church community) to facilitate her inclusion in activities that she valued doing, despite her mobility challenges. Sheila provided amenable care support for this by ensuring that her mother’s phone was in good working condition and had enough credit:

She can’t live without the phone … she calls everybody imaginable (laughs) that she could think of (laughs) to talk to yuh know. She’s that kind of person. So all in all yuh know she’s am, and as I mentioned I speak with her every day.

During one of the interviews held at Mother Freeda’s home, Sheila stopped by with a new phone and phone voucher to ‘top-up’ her mother’s credit so as to ensure that Mother Freeda could continue to make phone calls and be contacted easily by family and friends. 

Tanty Edna was not as fortunate as Mother Freeda was in maintaining contact with the religious group that she once belonged to. She was a member of a non-traditional Christian organisation but unfortunately, when she became too frail to attend church services, no transportation system was provided by the church and, unlike Mr. Khan, she had no family member to consistently provide her with transport. Thus, being a long time member of a religious organisation does not always equate to receiving support in later life. To resolve this situation, Tanty’s niece Adelina sought her permission to have her spiritual needs met by a traditional religious body. Tanty ardently accepted her niece’s offer, and was very pleased with the visits that she received from that religious body each month. 

[bookmark: _3znysh7]Since with dis foot now I really couldn’t go [to church], on account of transportation. Den Stephen (my grandson) hadn’t ah car. Den come w’en he get his eyes wit’ dis [problem], it keep me down. But ah use to read meh bible an’ ah use to pray an’ [say]: you know bes’ Lord ...Only two members use to call meh … An’ one use to come home [here] an’ hav’ lunch wit’ meh ah Sunday … an t’ing roll on - roll on so girl ... very nice but … Well, it was about … 6 months or so, [I] wasn’t seeing nobody at all. An’ Adelina … dey very concern about me eh, very much … Dey want to know what goin’ on in my life, how ah getting on. They are staunch Catholics. [She said] ‘listen to me, yuh cannot travel, yuh ha’ no transportation an’ t’ing wit’ dis foot … it keepin’ yuh back an’ yuh know is one God we all prayer to ... What I’m going to do for you, I’m going to get the Catholic people come an’ give yuh communion every month … Yuh please about dat?’.  No alternative – I say “yes … An’ since den [claps hands], ev-ry month ah get my communion), ev-ry month, ah does be happy. W’en dey done gi’ me communion dey talk, sing a lickle hymn den dey gone. So dat is my state ah life I’m living right now.
 
As noted previously, Mr. Khan ardently accepted his daughter Samantha’s decision to become his primary caregiver after they became uncomfortable with the care he received from his daughter-in-law Kalima. However, ardent care acceptance is not the only care management strategy demonstrated by the aforementioned older persons. At some point in time, all three (3) care recipients either overtly or covertly rejected care from their primary family caregiver, and/or another family member or friend who was willing to provide care. This is discussed further in the sections that follow.  It should be noted that other ‘accepting care strategies’ were adopted by these participants, however, unlike the ardent care acceptance discussed previously, the next two forms of acceptance involved indisputable incongruence, either with the person who provided the care to the older person, or the actual care that was on offer.

Capitulated Acceptance

Capitulated acceptance refers to situations where an older person yielded or submitted to the care being provided after engaging in some form of resistance to the care on offer by their family caregiver. Mr. Druman for example displayed capitulated acceptance to his son Timothy’s offer to help him manage his finances. At first, Mr. Druman refused Timothy’s proposal. In response to his father’s refusal, Timothy used a restrained care approach by relenting to his father’s wishes, and not pressuring him to change his mind. Mr. Druman eventually capitulated to his son’s support, but only after Timothy discovered that Mr. Druman had mismanaged his savings and there was a shortfall in the finances available to meet his care needs. These refusing care and restrained care management strategies are discussed in more detail below. 

Tanty Edna also displayed capitulated care acceptance with respect to receiving care from her paid GAPP care worker. As noted in the previous chapter, Tanty was not pleased with the service she received from her two GAPP caregivers. She complained about the first one assigned to her (Patricia). As a result of her complaints, Patricia was replaced by Kasey. However, Kasey also breached her contract by not providing the agreed upon services. Tanty hesitated to make another complaint about the situation, especially since she did not want to give the impression that she was being difficult: “Because I don’t want them to feel I’m some miserable ole lady.” (CR Tanty Edna). Tanty agreed that the issue could be raised in a one-on-one interview with Adelina. When Tanty’s concerns were brought to Adelina’s attention, she excused the care workers’ behaviour. But, in a subsequent joint interview with Tanty Edna some days after, she revised her opinion and supported Tanty Edna’s concerns. This scenario illustrates how care management approaches can vary over time. In this instance, the dynamic shifted from incongruence to congruence.

Reserved Acceptance

Another type of reluctant acceptance of care is what I refer to as the reserved care acceptance strategy. Reserved acceptance is evidenced by an older person agreeing with the care tasks being performed for them, but they do not necessarily trust or desire the particular family member to perform the care function(s).  Uncle Wilton for example used a reserved care acceptance strategy in response to the help provided by his ‘so-called daughter’ Ann. As noted previously, Uncle Wilton was suspicious of Ann’s motives for cleaning his home. Whilst he allowed her to assist with his housekeeping, this should not be viewed as passive acceptance of her as his primary caregiver. He still maintained agency with respect to the outcomes of the relationship. Uncle Wilton refused to give in to what he perceived as Ann’s attempts to manipulate him to give her free housing and an inheritance in return for the care she provided. Instead, he reserved the inheritance for his niece/goddaughter Tricia, who he personally selected to provide his meals and manage his finances.

Reluctant acceptance of care as evidenced by the capitulated or reserved care acceptance by older persons, may be partly explained as responses to acts of coercion or subversion by family caregivers. Concomitantly, it can also be explained as resulting from the older person’s lack of trust in their family carer, whether or not this is justified. Care management strategies by family caregivers such as surreptitious and enforced care could result in capitulated or reserved care acceptance by older care recipients. In the section that follows these and other caregiver strategies are discussed further. 



Acceptance of Caregiving Role by Family Caregivers

Consistent with the sampling approach used for this study, most of the family caregivers accepted the role of family carer to their older relative. However, there were subtle variations in the degree of care acceptance adopted by caregivers. 

Amenable care

Most of the family members caring for older persons, who expressed ardent care acceptance, could be described as applying an amenable care strategy. Amenable care is very similar to ardent care acceptance as it is characterised by the willingness of the caregiver to provide care, as well as agreement between the older person and carer about the care tasks to be provided. All family caregivers participating in the interviews provided some form of amenable care. For instance, Sheila expressed amenable care to her mother when she directed her to discontinue going to market to shop given her limited mobility. Mother Freeda agreed to this, as well as to Sheila’s position that she should not leave the kitchen when she was cooking so as to minimise the risk of her food being burnt or a fire hazard occurring. For Marian and her mother Violet, amenable care involved going out to a restaurant or other social outing when Ms. Violet experienced bouts of depression. Thus, amenable care could involve facilitating care, or advising that the older person change or stop a particular activity. It is also informed by the willingness of the older person to compromise and adapt to the care provided by their family caregiver. 

The main distinction between ardent care acceptance and an amenable care giving strategy is that with ardent care acceptance, a main feature is the ‘perceived’ willingness of the family member to provide care, whilst amenable care takes into consideration the ‘actual’ willingness of the family caregiver to provide care. The importance of this nuanced distinction is evident in the case of the Sanchez family. Mr. Sanchez displayed ardent acceptance of the care provided by his wife, however, it wasn’t clear if Mrs. Sanchez willingly provided care to her husband. As will be discussed below, she employed a selective and deferred care strategy and possibly even an evasive and enduring care approach. During the various interview sessions, she never expressed a willingness to care. This ‘silence’ was worthy of note, especially since the focus of what she shared was about the challenges she experienced in providing care to her husband. Thus, it was unclear if she was in fact amenable to providing care to him. There were other instances where caregivers willingly provided care but the care tasks were not in alignment with the preferences of the older person. Different strategies were used by family caregivers to treat with the incongruence that characterised such situations, including the use of enforced care and surreptitious care. 

Enforced care

Enforced care is care that is imposed on the older person by the family caregiver. The older person is a reluctant recipient of this form of care. Enforced care may or may not be beneficial to or consistent with the ‘best interests’ of the care recipient. On the one hand, such strategies may be used to protect an older person from harm. Samantha Khan, for example, had to enforce care when her father resisted dialysis treatment to ensure his health and safety (see previous chapter). She had to persevere and be assertive to ensure he took his treatments. The enforced care she provided required that she overcome the interpersonal conflict with respect to her position as daughter and assume that of caregiver who needed to be assertive, so as to achieve positive health care outcomes for her father, even when he resisted her support and wasn’t cooperating. O’Connor’s (2006) repositioning theory mentioned earlier in the literature review is useful for understanding the tension experienced by Samantha in shifting from the role of daughter to assertive caregiver.  

Surreptitious care

Surreptitious care refers to the use of secretive, stealthy behaviour by the family caregiver to address a perceived care need. This care management strategy may be a response to reserved acceptance or rejecting care behaviours (refusing or resisting) that are practised by the older care recipient (discussed below). As noted in the previous chapter, Sheila used an indirect approach to help identify what her mother’s care needs were. She resorted to encouraging her housekeeper to disclose private conversations she had with Mother Freeda, so that she could have a more accurate picture of her mother’s care preferences: 

She never said anything … she wouldn’t want to. She so kinda always want to think about me and not wanting to feel that she’s ah burden to me … she would never complain to me. But then I have a housekeeper [named Esther] that comes in a couple times for the week. So [mummy] would tell her things and [Esther] … she would recognise that she’s grieving about something, and then she would come and tell me … And then [mom] talks about her home, and lil conversations, we kinda build a case around it that she’s missing something, yuh know - she’s not entirely happy as she would like to be … she wants to stay with me but…
	
Whilst this surreptitious caregiving strategy may seem to be an ‘underhanded’ or unethical approach to managing the situation, it was the best strategy Sheila could have come up with given how secretive her Mother was about disclosing any negative feelings she may have had. Mother Freeda’s unwillingness to overtly discuss her discomfort with her living arrangements was, as Sheila surmised, probably done to protect her feelings. As seen in the quote below, Mother Freeda was reluctant to share honestly with her daughter her true feelings about living away from her home:  

Hyacinth: “So how did you feel when you lived by your daughter? Did you feel comfortable?”

Mother Freeda: “Yeah I was comfortable. I was there in the front room. They had the other rooms down there. They put a bathroom and a toilet right in the room for me… I went away … I was still travelling. I used to go every year still and … when I come back I see the toilet and bath inside there – I say ‘Ooo my goodness!’ So [Sheila my daughter said], ‘Yes mammy, you won’t have to come out and go in ours.’ They have 2, and they still put that 3rd one for me. That was good.” 

Hyacinth: “But how you feel now that you’re back here?”

Mother Freeda: “Well … this is home. No place like home. And when (my daughter) comes to see me, she say “Aye, you comfortable! Look at you on the bed! A-a” she say, ‘like yuh really really [was] missin’ [here]. Yuh wasn’t sayin’ nothing but like yuh was missin’ down here?’ I say, ‘I ain’t missin’ nothing’, [but] I was missing down here yes.”

This indirect approach to ascertaining her mother’s care needs was indicative of both a surreptitious and emergent care strategy. 

Emergent care

Emergent care strategies refer to the unexpected and serendipitous care options that older persons and family caregivers discover and employ to meet their care needs. It is a response to uncertainty, but it involves active response(s) to a care need. Many caregivers used emergent ‘trial-and-error’ strategies to respond to the unique care needs and preferences of their older relatives. Timothy, for example, sought to meet his father’s need to feel useful by using an innovative solution that seemed to be practical when he first considered it. Nevertheless, Timothy’s strategy quickly became obsolete as his father’s care needs changed: 

I had a lil faux pas with my dad because he want to go to churches and minister. I don’t see that happening… But he feels he has a message he has something that he needs to share. [But] … when he gets to talking he rambles … he’s not to the point … People listen out of respect but … it’s not an engaging message … for him to understand that it’s difficult … I realise the issue: he wants to be useful.  I thought I found a solution. I say … dad yuh know what, I don’t see you going around to churches, what you need is a webpage. The problem however is that his eyesight is so poor he couldn’t work the computer so he went and get the cataract surgery and so on and then he came back and now his hearing is a problem.

Timothy eventually resorted to a deferred care strategy (discussed below) to treat with this care need, as he was not able to identify a suitable solution after these attempts were unsuccessful. 

Emergent care strategies are in large part informed by caregivers being sensitive to random events that occur in order to capitalise on limited opportunities that arise to meet their older relative’s care needs. Timothy for instance, shared about how fortunate he was to discover the informal caregivers he hired to help care for his dad: 

Things were getting a little difficult … in terms of handling the medical situation. At that point in time we remembered that, my [older] cousin, in her latter years,[had a caregiver] a lady helped her and stayed with her and took care of her … and when we called her it just turned out that a man that she was taking care of had just died: so she was free. And she came, and she got the other lady who helps her in the night … and she also got the lady who helps in the day: 2 or 3 days is not a strain … and it turns out that the lady is kinda distant family (chuckles) … pumpkin vine. So we have an excellent relationship … it’s a very good relationship with dad and what is weird is that one of the ladies who comes in the night with him, her name is Hazel and that was my sister’s name.

Rebecca described the process by which she was able to recruit a caregiver as being a matter of luck. Ms. Sita who was seen as a very compatible caregiver for Ms. Kumar was the friend of a member of Ms. Kumar’s church: 

An’ we lucky in dat respect. I have Aunty Sita right through in de night. But yuh doh get people like dat an’ den when you do get people … dey might not be as attentive, as Aunty is to my mother. So … I have to say we very very lucky in dat respect …  She’s a mature person an’ very patient with mummy …  She’s ah real God-send yuh know: ‘cause young people, they don’t want to probably … We’re very pleased with her.

Even Ms. Kumar, who Rebecca described as having a difficult personality, was very happy with the care support she received from Ms. Sita: 

One thing with her she’s good and kind to me … she’s not cantankerous or anything … she’s always willing to do what she could do, do her job to the best of her ability. So we have ah very good relationship.

But the process by which both Timothy and Rebecca were able to hire caregivers was in large part a reflection of their social network and the financial means they had at their disposal to pay for care. As noted in Table 17 above, Mr. Druman was moderately-resourced and Ms. Kumar was relatively well-resourced when compared to other older persons. With respect to their social networks, both Timothy and Rebecca indicated that the caregiver they hired were a member of a religious organisation that was in some way affiliated with them. The same was true for Sheila who hired ‘sisters’ from her church to provide in-home care to Mother Freeda at different times during the week: 

It’s a friend of mine. A sister [from church], whose mother is also in a [wheel]chair … I told her that I needed some help and she recognised that mummy needed some help too. So she made those recommendations and I spoke with the persons. They also work by her so we had an arrangement and we agree on a day and that’s how it is … for now it’s one day. Two of them come in, then you have the house cleaner come in on another day … [O]ne’s a nurse and one is a masseuse. She’s a doctor something … a therapist. And the other one … I don’t know what is her training but she really takes care – geriatric training maybe. She has some training … She used to operate a Home for someone else.

Like Timothy and Rebecca’s approach to hiring caregivers, Sheila’s access to this support was based more on informal arrangements made with persons from her social network. This ‘organic’ approach to hiring paid care workers and meeting the various needs of older persons was a consistent theme that emerged from this study. It is indicative of the adaptive approaches used by family caregivers and older persons in a country context in which there are few formal services available for elder care. Thus, to cope with this situation, family caregivers must remain alert and sensitive to opportunities that may arise which may be suited to their particular care situation. Another emergent strategy that was observed in the accounts of different caregivers was their ad-hoc approach to determining a wage for their paid care workers. Some caregivers were more generous than others were. Timothy, for instance, used the following approach: 

Everybody gets $15: I had tried to vary it but … the ladies in the night actually were worth more. The lady in the day travels a long distance, so at the end of the day, I had to give her more to compensate” 3 set of [transport she has] to get … [Another caregiver] however lives [nearby] and sometimes she walks … [The others don’t live too far away so] it’s not as difficult for them.”

The Kumars on the other hand did not provide Aunty Sita with an hourly wage that was consistent with the legal requirements for minimum wage. (FCG) Rebecca explained the arrangement as follows: 

Well the [carer] that works in the day I pay her minimum wage ($9.52 TTD) … but the other one in the night (Aunty Sita) – is a friend of a friend so is more of a favour. I give her something, but is not anything, granted she’s not a qualified nurse or anything. So I’m paying her … to be a companion, rub mummy back if it’s paining. She’s only a companion in the night.

The Kumars’ positive valuation of Aunty Sita’s role and concomitant reluctance to pay minimum wage is paradoxical, and is reflective of how undervalued care work is perceived by persons who benefit from it, irrespective of their gender. One of the justifications provided by the Kumars for not paying a proper wage to Aunty Sita was that they provided her with in-kind items. Ms. Kumar described their ‘exchange’ as follows:

Aunty Sita … her position is ah very, ah won’t say sad, but it’s disheartening yuh know why? She has a daughter an’ she has ah granddaughter, an’ she has two (2) great gran’. An’ none of them workin’ an’ they wouldn’t go an’ look for ah job. They dependin’ on dis lady, she’s 64 years, to pay de rent an’ to do everyt’ing. So Rebecca, my daughter, she’s very very reasonable eh. An’ beside that she’s very charitable. So anytime she has any, … ah wouldn’t say leftovers, but if we buy ah loaf ah bread an’ we use it today an’ tomorrow, we have enough … she does give her to carry home. When we cook anything, or we go to de supermarket an’ buy chicken or anything, Rebecca always give her to carry home. Christmas I bought a nice hamper for her from church. An’ now I want to try an’ see how ah could go about in getting food stamps for her, yuh know what I mean, ‘cause she poor, she’s ah poor lady.

The Kumar’s awareness of Sita’s underprivileged position did not lead them to consider giving her a fair wage, but instead, they resorted to efforts that may be regarded as being akin to tokenism.  While it is understandable that families, including relatively wealthy ones like the Kumars would like to maintain or improve their standard of living over the life course, and may even provide some charitable assistance to less fortunate persons, this case highlights the need for stringent protection of the rights of care workers so that they are not disenfranchised, but also receive a fair wage and, experience wellbeing from the services that they provide. 

Marian also adopted an ad-hoc approach to deciding on the wages she provided to Onella: 

I pay Onella $2500 a month and … I think she was upset because she thinks that I don’t pay her enough … The GAPP caregiver (Francine) is paid by the government. She gets $2500 a month: she has to pay rent, buy food and everything else out of that $2500 a month, just $2500 … [Francine works] Monday to Friday ... Onella doesn’t work Tuesday, Wednesday and Thursday. She goes and does house cleaning somewhere else. That $2500 I give to Onella, she has nothing to do with it. I provide food, I provide shelter. She just has to buy clothes and she don’t do that. So why am I giving you more than $2500? And actually, if you had to pay rent you’d have to go somewhere and pay at least $1000. Food is expensive … what I used to do for her, I used to give her $2000 and after when I came back here when I got my citizenship, I thought, you know, she’s been with us so long and she’s been getting the $2000, maybe I should give her a raise. So I decided to give her an additional $500 but I told her ‘I’m not giving you $500 in your hand’: because I know for some reason she never has money … So I said you know what, I’m going to invest [the extra $500] for you [Onella]. So I opened a Unit Trust account for her and I would put that $500 every month in there for a few years. Then she wanted to go home [to Guyana] and she didn’t have money so I said, ‘You have money in Unit Trust: why don’t you borrow it and put it back?’ So when she went to get it, I don’t know if the 3 years wasn’t up yet, she wasn’t satisfied with the interest … she got about $800 interest and she said that.

Although Marian tried to provide Onella with a fair wage that was equivalent to what the GAPP caregiver received from the government, Marian was not convinced that Onella was really deserving of the same salary as she was no longer as attentive to Ms. Violet as she used to be: 

I’m sorry you don’t do a damn thing for my mother. You don’t do anything for me. At first [Onella] used to take care of the house. She know where everything is. Now, her sister [Germaine] does that: would clean the house. I wash all my clothes. She makes sure that the 3 days she’s not there, Tuesday, Wednesday, Thursday, she tells Francine, ‘Make sure you change granny [Ms. Violet] before you leave’. So when she come in, she don’t have anything to do for my mother except that when she’s leaving to go with her mister, I tell her make sure you check my mother, she’s dry, because mammy is already in bed ... The GAPP caregiver already put her in bed and mammy stay in bed there until tomorrow morning … So it’s only on Saturday and Sunday that Onella would bathe mammy and … mammy doesn’t bathe on a Sunday because mammy will bathe on a Saturday to go to church Sunday. So actually I don’t even think she’s doing anything for the $2500 she’s getting now … I’m not gonna give [another raise] to her.

Furthermore, Onella was not entitled to a wage given that she was in Trinidad on a Minister’s permit. Thus, all Marian was legally responsible for, was to provide Onella with room and board, and to pay for any medical emergencies that Onella might have. However, the relationship boundaries were very blurred as Marian in many respects treated Onella as a member of her family, and maybe even like an adult daughter: 
Onella’s here on a special permit [from] the Minister of [National] Security … [The] Chief Immigration Officer told me that in order for this permit to be granted she has to be made a part of my household. As long as my mother’s alive she’s allowed to stay. But I am fully responsible for her … I don’t have to pay her. I ask him, ‘Do I have to get her on NIS?’ He said ‘No, you don’t have to pay her. She can’t get NIS because she’s not employed. She’s a part of your household. She’s here specifically to take care of your mother’. But I pay her anyway. The last time they were here the woman even told me, she said, ‘Remember if she get sick you can’t take her to the clinic or hospital, you have to pay for her. She’s your duty’. [Then Onella] ups and move out … And the way she did it too yuh know … she just snuck out, she took a few pieces of clothes out and I’m just watching … What if something happens during the night.
	
Interestingly, Marian was caring for Onella’s youngest daughter (6 year old Naila) whom Marian perceived was being treated harshly by Onella. Marian was concerned about leaving the child in Onella’s care when she returned to the USA, since she had witnessed her physically abusing the child at one time. Marian was more of a de-facto guardian to Naila: she even considered taking the child with her to the USA when she went back for medical care. However, she was not sure if she could provide a suitable family environment for the child to thrive.  

Marian even housed Onella’s sister (Germaine) for a significantly low fee for several months whilst Germaine was studying in Trinidad at the University. Also, she allowed Onella’s son to stay at the house at no extra cost when he visited for a few weeks. Yet for all her generosity, Onella did not meet Marian’s expectation for care provision to her mother. Marian was very apprehensive about leaving Ms. Violet solely in Onella’s charge. A couple years before, Marian was able to leave Ms. Violet in Onella’s care for several months while she was caring for her terminally ill sister in the USA. However, Marian no longer had faith in Onella and was afraid to leave her mother alone in her care again:

So long ago, I had been backward and forward but I had complete confidence in [Onella]. But she’s shaken that, I don’t have any faith in her … the things that she’s been doing I don’t trust her. And I can’t leave my mother with her otherwise I’d have been gone back already.

Thus, as in the section on experiences of care, and in the earlier discussion in this chapter about Uncle Wilton’s reserved care acceptance, trust was an important aspect of the care management strategy employed by participants. 

Were it not for Marian’s care and concern for Naila, she would have terminated Onella’s services without much discomfort. Another consideration for Marian was that her mother (Ms. Violet) had grown very close to Naila (Onella’s daughter), especially after Marian’s sister died some years ago. Marian was therefore mindful of not creating further discomfort for her mother by severing the relationship between her and Onella. This tangled web of relationships between the care worker (Onella), Onella’s family and Marian’s family, made it very difficult for Marian to disentangle herself so that she could have a less conflicted relationship with her paid care worker. It also delayed Marian from leaving Trinidad to obtain critical medical treatment that she urgently needed. 

Interpersonal conflict was clearly experienced by Marian vis à vis her role as primary caregiver to her mother and the complex relationship she and Ms. Violet had with Onella, Naila and the other members of Onella’s family. Marian used religious coping and a deferred care strategy to help her overcome this conflicting situation, as well as an emergent care approach. Sheila also talked about the complexities involved in the care relationship between older persons and paid care workers. As noted previously, Mother Freeda ended up taking care of the member of her church who they hired to ‘keep her company’ during the night time before her son Brandon agreed to live with her.

In the Trinidad Caregivers focus group, Ravindra shared his experiences with hiring paid care workers for his mother that illustrated how the tenuous nature of paid informal care arrangements made it very challenging to get committed, skilled and trustworthy persons to provide care at an affordable price. He described his family’s experience in relation to this as follows: 

It costs roughly $40,000 (TTD) a month to have full time care for mum. Every one of her children gives. In fact, we just had to up it a bit because the carers are complaining this money eh enough. They have to be washing clothes and cleaning mum … when my mum lost her leg in a simple operation … it hasn’t been easy. We have gone through about 45 caregivers in our home (between 2012 and 2014). Mom took quite a while getting use to all these people around her and losing her independence … Many times when she could talk properly she would tell you where to get off and let you have it. In fact, a few of these caregivers left in frustration.  Thankfully now … mum has tapered down quite a bit … I would say that she is almost like the person I knew when I was growing up … Some caregivers tend to bring a whole load of baggage with them … Recently, when we were having one of our family conferences we were saying that you want quality care but you are paying minimum wages. You cannot afford to pay big money for people who taking care of your loved ones, so you going to have a mix of a person who just trying to make it, because [the] salary small … you might get somebody who come into this for the love of it, for the love of human being. Remember there is no emotional tie between you as a caregiver and somebody else mother or somebody else father. And then they come with little or no recommendation so you eh know nothing about this person …We had a terribly incident recently, whereby one of the [care workers] apparently [w]ent upstairs where my sister lives and took almost $6000 (TTD) [i.e. £600] that we keeping to pay all [of them]. Of course none of them will admit [who it was], but my sister search that house from top to bottom and eh find a cent of it. And the thing is, these days you know how Trinidad is [with the crime].

This case gives some initial insight into the impact of the subculture of criminal activities on the quality of care in T&T. 

Professor (Prof) Brenda’s stepmother (Ms. Rose) had a care situation that was very similar to the complex informal care arrangements that Ms. Violet, Ms. Kumar, Mr. Druman and Ravindra’s mother had:

She’s being taken care of by a nephew with two trained home [helpers]. One take care of her in the daytime and one on weekends; and in the evening my nephew and his wife take care of her … she could walk, but she needs support … because she’s weak. Her history is she has high blood pressure, and that causes some kidney dysfunction … but other than that she’s home on meds.  She can eat for herself, nobody has to feed her … It’s just supervision to make sure she doesn’t fall down  ...  There’s a lady that came in every morning I think from 7am and she [leaves] at 5pm. And then my nephew [takes] over then … On weekends, there’s a lady, a next door friend … that would [t]ake care of her. And if that friend had to go anywhere, then the lady who took care of her during the week would spend the weekend with her and was paid.

Creativity and resourcefulness are the coping methods associated with emergent care management strategies. It is also important to note that the unintended effects of the emergent care strategies required that caregivers and older persons employ other strategies such as deferred or enduring care to address the new problems that might emerge.

Enduring Care

Another form of acceptance adopted by family caregivers was the enduring care approach. Enduring care refers to a caregiver putting-up with or tolerating uncomfortable care situations usually because the individual believes there is no other suitable solution for meeting their particular need.  It is directly related to perseverance, which is one of the ‘internal’ coping methods identified in the literature, as well as feelings of ambivalence towards giving care. 

Marian and Mr. Birch at times employed an enduring care approach. As discussed previously in the section on emergent care, although Marian willingly provided care to her mother, she experienced ambivalence given the challenges she experienced such as the conflict between her and the paid migrant care worker, the loneliness she experienced as a caregiver, her mother’s temperament that was at times difficult and, her personal health problems. Also, As noted in the previous chapter, while he was for the most part happy to assist Uncle Wilton, there were instances when Mr. Birch was reluctant or ‘not in the mood’ to give care. Nevertheless, more often than not, he would still give assistance. As seen in these examples, and consistent with a life course perspective, it is important to consider the duration and context within which a particular care strategy is employed, as the strategy that is used by an individual may vary over time. To do otherwise could lead to a premature assessment of the overall commitment of a family member to care for an older relative.

[bookmark: _Toc40436561]8.3.2     Reject Care

Family members and older persons may choose to opt out of a proposed or actual care situation. In addition to their willingness to provide care, rejecting care behaviours can be distinguished by the level of transparency (i.e. overt vs. covert behaviour), directionality (whether direct or indirect), and aggression employed by the older person or their family member to convey their rejection of a care arrangement they deem unsuitable, given their needs and/or preferences. 

Rejecting care strategy of older persons
 
Rejecting care refers to the unwillingness of an older person to accept care support from family members or their designates. Two sub-categories of rejecting care behaviours have been identified in this study: i) refusing care strategies and ii) resisting care strategies. Overt and covert aggressive behaviours that actively seek to oppose, counter, undermine or frustrate the care efforts of another may be generally referred to as resisting care strategies. Refusing care strategies are non-aggressive behaviours that negate care efforts given the preferences of the older person. It is predicated on the use of an assertive, open, communication style, rather than an aggressive, covert or passive approach to communicating. 


Refusing care

Refusing care is an adaptive response of older persons to informal or formal care support that they deemed to be undesirable or risky. Several of the older persons used this open, assertive approach to reject a particular care strategy that was proposed to them. Mr. Druman used this strategy to refuse the proposal made by his son Timothy for him to move from his home to Timothy’s home. Timothy acceded to his father’s request. Ms. Violet, a centenarian, also used an overt, assertive approach to refuse medical care i.e. cataract surgery: “I don’t want surgery – I don’t want to go through that.” (CR: Ms. Violet). Her decision to refuse medical care may have also been influenced by the response of health care professionals to her needs. As her daughter Marian explained:

But right now the other eye has cataract but no doctor would touch her … No because they don’t know how to deal with someone that age … she had ah doctor but am, that was another thing, finding a doctor. You don’t have geriatric doctors here.

Like Timothy Druman in the example above, Marian accepted her mother’s decision. 

Mr. Sanchez used a refusing care strategy, which was informed by an avoidant coping approach, in response to social situations that he thought were uncomfortable for him. As a way of preserving his dignity, he refused the invitation of his former employers to be a guest of honour at an annual social event:
 
Every first Saturday in December there is a luncheon for retirees. They wanted to honour me but I declined because – to me it’s an embarrassment. To men who know me and knowing who I was to what I am now, it’s just an embarrassment.

In addition to being an amputee and being dependent on the wheelchair, it was very difficult for Mr. Sanchez to engage with others socially given his visual and hearing impairment. Without a proper hearing aid, he could not even communicate effectively on the phone: “[To] carry on a conversation is difficult [be]cause [of] my hearing problem. What I need to get is a proper hearing aid.” (CR: Mr. Sanchez). Lack of critical health care resources in the form of assistive devices limited Mr. Sanchez’s ability to fully participate in social life.   
   


Resisting care

The feedback from participants revealed instances in which older persons used overt aggressive behaviour, as well as covert, subtle strategies to reject care. As noted in the previous chapter, Mother Freeda used covert methods to resist her daughter Sheila’s diet plan for her. She chose to hide salt and oil in her room to adjust her meals. Other older persons used more overt strategies to reject care. Timothy’s mother for example strongly resisted receiving various forms of care support:

It’s not that she was bedridden or anything yuh know. It’s just age and she was losing her sight and she got really discouraged kinda mentally like she didn’t want to live … My dad accepts the fact of sitting down in a wheelchair and wearing am … disposable things and so on, but she never accepted that. She didn’t want [a] walking stick, she wouldn’t sit down in the wheelchair, she wouldn’t wear the disposable things. She was very much … against all of that, all the things that have to do with ageing. She was mentally opposed to it yuh know. So she never accepted it, adjusted to it. So, she didn't do what was necessary for her survival. She would kind of reject it. She never liked the medication given to her – always opposed going to the doctor and so on.

Before Mrs. Druman became frail, she was very afraid of dentists. Because of her strong fear and opposition to receiving formal dental care, Timothy used a deferred-care strategy, which proved to be less than optimal when he decided to actively attend to her dental health needs later on. 

One of her problems as she got older was … she hadn’t taken care of her teeth very well because she had a tremendous fear of dentists … Her mastication of food became a problem because all of her teeth were like falling out. So, at that age I started taking her to a dentist … (The dentist) had taken them all out and was preparing her gum to give her some dentures, when she passed away. Well it just shows that really, you need to take care of your teeth within your 50s 60s, do some major work, and then you could relax. To wait ‘til you’re 70 - 80 to do it is difficult! (said laughingly).

Timothy also shared about his mother’s unwillingness to be hospitalised and her strong resistance to medical staff when she eventually was warded. Her behaviour was in stark contrast to his father (Mr. Druman) who was more accepting of the medical care he received:
 
 [My mom] actually had to be hospitalised three times and the third one she died. It was a problem for her ‘cause she never liked being in hospital ... I got to the point where I really prefer to deal with mom at home than to put her in a hospital, because from the time she get in the hospital she used to get into a mode of behaving and behaviour that was worst than usual. She wouldn’t eat the hospital food she want to eat her own biscuit or bread and butter or whatever it is. She would leave the hospital food. If they put her in a bed and put the catheter or [d]rips she would pull it out. She was a real bad case in terms of medical attention. But, luckily most of what was needed we were able to do it at home. The only time that she really had to go into the hospital was when she had those 2 episodes with high blood sugar or low blood sugar. The third time actually … she was getting congestion on her chest - pneumonia. [My dad] is a joy as far as hospitalisation is concerned … He is one of those people who will live long because he doh fuss about these kinds of things … when I get older, I gonna have a lil bit of problem with … being unable to take care of myself and people having to clean me and all this kind of thing. He copes pretty well with it … He doesn’t make a big fuss about it … [My mom] accept nothing as it is. She, she’s a fighter. Everything must conform to her way of doing things … he’s a lil more moderate and more easy-going, yuh know: wha’ happen, happen.

Mrs. Druman’s constant resistance of medical care placed Timothy in a challenging situation where he had to balance her objective and subjective care needs. In a bid to respect her independence, Timothy had to find creative solutions to care for her and to cope with her negative reactions when she resisted care. His deferred response to care provision (see section on deferring care strategy discussed below) could be misconstrued as negligence if his circumstances are not holistically considered. Policy providers and social service practitioners must be sensitive to such circumstances when treating with family elder care issues, lest persons providing exceptional support are prematurely labelled as negligent or abusive.

Rejection of care by older persons may result in a family caregiver revising their care management strategy by either restricting their caregiving duties or using one or more strategies associated with accepting or rejecting caregiving. 
[bookmark: _2et92p0]

Rejection of Caregiving Role by Family Members

Some family members who were considered by participants to be potential caregivers, decided to opt out or refuse to participate in the family care experience by either avoiding or evading care provision. Avoiding care and evading care behaviours are indicative of an incongruent care dynamic whereby the older person is willing to accept care, but the (potential) family caregiver refuses to provide care.
Avoiding care 

Avoiding care refers to the caregiver (or potential family caregiver) intentionally removing him/herself from the care relationship, or actively engaging in behaviour that inadvertently disqualifies them from being a carer. Several of the participants in this study (older persons and family caregivers) shared about family members who they felt should have provided care, but seemed to be ignoring or avoiding their care needs, and did not provide any support to them.  Tanty Edna’s experience is a case in point. As indicated in the preceding chapter, Tanty Edna lamented that her daughter Eleta did not care for her. Eleta’s avoidance of providing care to her mother was a source of great distress for Tanty. 

Other family caregivers also shared about relatives who they perceived as avoiding caregiving. Samantha Khan noted that her brothers and sisters-in-law who did not live on the same property as she and her brother (Sunil) seemed to avoid visiting their father or giving their support. Mrs. Sanchez also complained that Mr. Sanchez’s family seemed to be avoiding giving support to him, even the ones that lived a few minutes away (see previous Chapter)

Evading Care 

Evading care refers to covert behaviours of the family caregiver to avoid caregiving. These covert behaviours also included underhanded or nefarious practices. Some family caregivers evaded giving care to preserve their own wellbeing and avoid role overload.  Omatee, a participant in the Trinidad focus group for example, admitted to misusing the public health services so that she could receive much needed respite care for herself: 

We live in a two story house my mother is upstairs. Which is safer for me … she knows she cannot go down the stairs … she can’t go out the door. And getting mental care is extremely difficult. Getting my mother down the stairs with a stroke, and now she’s 83 is hard. She, last year she got a cold … the cold got worse …. I called my nephew, the [one whose] wife that takes care of my mother. I said ‘Dinesh, your grandmother is ill. Come, get somebody to help you take her down the stairs: we’re taking her to [h]ospital’. The minute they saw her they said, ‘Your mother is very ill, she has bronchitis.’ They warded her…they took care of her. [Some time later … the doctor called me and … she said … ‘You know your mum could go home today’. I said, ‘No! I am sorry but I have nobody to take her up the stairs’, which is a lie, but I came home and sat down by myself in a chair for three hours. I just sat down like this. And I did not put on the TV, radio, nothing … I couldn’t cope, I said, ‘Oh God this lady coming back home today: Lord Jesus!’  

Omatee’s reluctance to resume caregiving is reflective of what resilience researchers such as Ungar (2016) describe as sub-optimal coping. But, in the absence of adequate respite care services or support from other family members, and in an attempt to preserve their own health and wellbeing, the probability of carers employing maladaptive coping strategies increases, which unfortunately may result in other systems and individuals being burdened. 
Restricting Care

There were instances where the caregiver limited the care they provided, either at the behest of their older relative or, because of their own constraints and preferences. This restriction of care was expressed via three main care management strategies: a) selective care; b) restrained care; and c) deferred care. 

Selective care 

Selective care refers to the family caregiver intentionally limiting the care they provide, given their personal preferences, which may be aligned to their skill, availability or emotional capacity to provide care. This type of care occurs in an incongruent care dynamic in that the older person is willing for the family caregiver to provide care but, what they expected of the caregiver was not fully aligned to what the caregiver wanted to provide. This care management strategy is similar to ‘reserved acceptance’ by the older person except that with reserved care acceptance, the older person is not willing for the family caregiver to provide care, but still allows them to undertake the care tasks they wish to provide. 

Selective care may be applied at different levels of the ecological system of care i.e. 1) at the interpersonal level such as with the decision making process between the family caregiver and care recipient vis à vis direct care provision; 2) the use of secondary or paid caregivers; and, 3) with respect to the use of formal services. It could also be described as positive restraint, and can be viewed as an optimal coping strategy (Ungar 2016). 

Rebecca’s decision to not provide direct care to her mother is an example of a selective caregiving strategy. Having someone help with her mother’s physical needs was also a means by which she could cope with the emotional strain of caring, and minimise role overload. Prior to her mother becoming dependent on her for care, Rebecca was the full time caregiver to her husband who was diagnosed with cancer. This took an emotional toll on her: she was still grieving this loss, as well as the death of her young nephew when she was interviewed for this study. Not becoming directly involved in caring for her mother helped her cope with the emotional pain and anticipatory grief that she suffered.

Rebecca was selective about taking her mother to her social events if the events conflicted with other urgent tasks she needed to complete such as completing assignments for her post graduate programme. 

	Hyacinth: “So you’ll be going to the next [meeting of the Golden Girls on Saturday]?”

	Ms. Kumar: “I want to go.” 

	Rebecca: “It depends on how she feels eh … Week before we had one…” 

	Ms. Kumar: “And they don’t only invite me … they does invite Becky.” 

	Rebecca: “Well I’m the one to take her.”

	Ms. Kumar: “And de lady who works with me in de night, they invite her also.” 

	Rebecca: “I’m too busy Saturday – I have a big exam coming up this Tuesday.”

Mrs. Sanchez also used a selective caregiving approach. In order to cope with the subjective burden she experienced while caring for her severely dependent husband, Mrs. Sanchez chose to limit the time she provided care: 

Well [his pension is] what he surviving on. Now that is what I pay the bills I buy the food and the lil change that I get I’m trying to save something to see if we could get a house … I trying to save up some more in case anything happen, and let’s say I did not get a house, at least I have some money to pay for the house … So that’s why I went across there and get a job but that job is from Saturday to Saturday … And it’s very tiring because right now I suppose to be resting or sleeping or something … I not really getting the time to rest and I have to see after him, see after the house, the dogs … so I need something else. But I don’t want like 6 days a week … The job help me because is like the walls closing in … yuh getting sick, yuh jus’ stagnant, nothing doing… yuh jus’ there there. The up and down, the exercise kind of help.

Working part time was the main strategy used by Mrs. Sanchez to overcome the role captivity she experienced as a family carer to her highly dependent husband. Although this selective approach to care provision provided her with some respite from caregiving which was beneficial to her, it was what Ungar (2016) described as a sub-optimal/ maladaptive approach to her under-resourced circumstances. As a result of this situation, Mr. Sanchez was left unattended in the evenings when his wife went to work: 

Well I see after him before I go. [He stays] inside on the bed … I give him his supper about 4pm because I get there for about (4:15pm). Well that’s it really. He doesn’t have any need. He uses everything in the bedroom ... [I’m gone] just for 6 hours.

Selective care management was also applied as a means of ensuring that persons receiving care support were not perceived as being a bother. As noted previously, Marian for example was careful to not be too demanding of the Pastor who provided voluntary transportation service to Ms. Violet and herself: 

The Pastor of the church will carry us [to places like the HYATT]. That’s the one thing: the transportation. Or else I’d have to pay to take her wherever I want to take her ... But usually the Pastor would, if I say to him, ‘I wanna carry mammy so an’ so’, he would make sure that she gets there … She would go out more frequently [if] I had some way of carryin’ her [but] I don’t like to bother him too much.

In the context of formal care services, selective care strategies included instances in which family caregivers and older persons made decisive decisions about what care they would actively select and the conditions under which they would do so. In the case of the Kumar family, deciding to avoid extremely long waiting times for the receipt of medical attention from a public health facility was one of the selective care strategies they used. Rebecca’s financial and social resources enabled her to exercise choice and agency about the type of service that she accessed to meet her mother’s care needs. Timothy was also able to exercise choice with respect to accessing in-home care for his father.

Caregivers from well-resourced and moderately-resourced systems seemed more likely to be able to make relatively suitable informal in-home care arrangements for their severely dependent older relatives. Ms. Violet and Mr. Druman for example had trained informal care staff with more skill and/or experience help with their care. Mr. Druman needed 24-hour care support and had a mix of trained and un-trained informal care staff attending to him. His son Timothy explained:

Well, we have a structure, where l have three ladies, who help me. There is one who does days, Monday to Thursday; during the day.   And there are two who share the nights. They alternate, well they share it up among themselves. But then I do … Friday in the day, Friday night, Saturday in the day and Sunday … So, between the 4 of us we have it covered.

This complex care arrangement that Timothy developed satisfied Mr. Druman’s desire to continue living in his own home (he refused Timothy’s offer for him to move in with him and his wife). This was unlike the approach used by Mrs. Sanchez who felt constrained by the limited resources she had to meet her personal needs and that of her husband. Mrs. Sanchez eventually placed her husband in a Home for Senior Citizens. 

Restrained Care Strategies

Restrained care involves withholding care that the (potential) caregiver desires to provide. Like selective care, it occurs in an incongruent care dynamic, with the main distinction being that the restraint of the (potential) caregiver was initiated by the older person. It is not deferred to a later date given the older person’s request that they limit their care or the outright rejection of their help by the older person. 

As noted previously, Timothy Druman at one point in time provided restrained care by allowing his father to continue to manage his own finances. Although it eventually resulted in his father mismanaging his finances, the restrained care that Timothy demonstrated was consistent with an empowerment approach to caregiving that respected the right of the older person to choose what assistance they received.  Sheila also used a restrained caregiving approach towards her mother. Despite the fact that she initially had her mother live with her given a serious health episode Mother Freeda had, Sheila eventually relented to her mother’s desire to return to her own home, after she observed that Mother Freeda was desirous of regaining her independence and living within her larger, more familiar, home environment (see discussion on surreptitious care and resisting care above). Her restrained care transitioned to amenable care as Sheila used innovative emergent care strategies to help her mother adjust to the move, such as hiring persons to provide in-home care, having her son live with his grandmother, and making regular visits to her mother during her commute from work to home. Despite her conscientious efforts, Sheila was at time anxious about her mother’s care situation, especially as her son Brandon was not fully attuned to the care needs of his grandmother, even though he lived with her (see previous Chapter). 

The restrained care strategy was also linked to situations in which the needs of the caregiver and their role in providing support to older persons was invisible. As is evident from the quote below, Mr. Birch actively sought to manage his role as a friend providing care support, whilst respecting Uncle Wilton’s right to privacy as well as the protocols of medical practitioners. For instance, he made conscious decisions as to when to be inside the doctor’s office with Uncle Wilton, and when to support from a distance:
When I go with him to de doctor an’ ting. Ah doh really go in and, sit down with him by de doctor eh … I would wait outside because, yuh know it might be personal an’ t’ing nah  and I don’t want dem to think like ah pushin’ up mehself in that kinda way. I will sit down. Only when I go [eye] clinic, I would really go in because, he ah little hard ah hearin’ too … and am, with de medication an’ t’ing I want to hear what de doctor tellin’ him an’ den yuh know I might want to ask ah little question in between … So yeah, when we go clinic ah does am, (clears throat) go in with him to de doctor … Yeah because – well most time I does ask them if I could stay eh. Because I’m not a relative … And they would say yes.

Mr. Birch had to consciously navigate these interpersonal relationships in a context where the rules weren’t always clear or straightforward. His desire to maintain a positive relationship with Uncle Wilton and support his wellbeing guided his care activities in contexts in which there was much uncertainty. As with Timothy Druman, this balancing act had both positive and negative outcomes for the care recipient. A main advantage was that their autonomy was respected. But, as the example above shows, sometimes it resulted in critical assistance being withheld from the older person. 

Deferring Care Strategies

Deferred care refers to the conscious decision by a family caregiver to postpone responding to a care need or challenge, until a suitable solution or opportunity becomes available. It is an intentional act of ‘temporarily’ withholding a care response given the actual or perceived lack of suitable care options to address a care need. The lack of a care response can be considered as a transient state, as the caregiver appears to be willing to provide care at a later date. Thus, it is different to avoiding care, which is characterised by an unwillingness of the caregiver to provide care. A main feature of deferred care is the identification and acknowledgement of a care need, and a desire or willingness of the caregiver to address said need. Both avoiding care and restrained care occur within an incongruent care dynamic, whilst deferred care can occur in either a congruent or incongruent care context as an older person may or may not agree with care being deferred. 

As was noted above, Timothy Druman had to defer care to both his parents at certain points in time. He could not assist his father with his financial situation until his father eventually became amenable to his proposal. He could not help his mother with her dental care, until much later in her life. Family caregivers of older persons had to constantly weigh the options available to them and their older relatives, and make decisions concerning their wellbeing. In some instances, caregivers had to adopt a wait-and-see approach before they could make a reasonably logical decision about how to meet the care needs of their older relative. Sheila for example had to weigh the pros and cons of public versus private health care in order to ensure that she preserved her mother’s vision using the most affordable option. In some cases, family caregivers had to forego obtaining treatment for their relative because of the constraints they experienced in obtaining an essential service. The example from the Khan family below illustrates this: 

Mr. Khan: “I had to wait from 7 o’clock in the morning to about 2 o’clock to see that doctor.”

Samantha: “And they didn’t find his file [at the eye clinic] … He couldn’t sit up any longer and I had to bring him home. The doctor never come until about 1 o’clock.” 

Mrs. Sanchez deferred medical care for her husband given the challenges she encountered in obtaining transportation for him to get to a clinic. It was difficult for her to get assistance to help him down the steps in his wheelchair, and it was very challenging for her to get an affordable taxi to transport them from their home to the health facility. As was mentioned previously, he also encountered difficulty getting a visiting nurse from the public health facilities. On one occasion, she hired a private doctor to pay a home visit to her husband. But she was very dissatisfied with the service he provided and was not at all convinced that she received value for money.  Her complaint is reflective of the challenges highlighted by Welch and colleagues (2016) with respect to accessing health care in T&T.

A focus group participant in Tobago (Mary) also complained about the reluctance of a nurse in her local health care facility to visit her home when her mother had a health crisis: 

[I] get a car and go to the health centre. I say – ‘my mother can’t walk and my big son is not at home as to lift her’…  Is not everybody you ask will do something for you … I said [to the nurse on duty] ‘Doctors does come by we. The nurses and them used to come down’… She come out de office and [refuse to come]. [Long after], she calling, ‘Ms Mary, Ms. Mary’. I turn around. She say, ‘Come, come leh meh talk to yuh’. I say ‘You are too late’ … and that woman follow me … I say “don’t you ever come behind me and call me again. You said ‘No’ and let it be ‘No’.  

When this issue was raised in the focus group with service providers, one of the participants who was a visiting health nurse gave the following response: 

People talk about how we don’t go to visit, but then we have our challenges. Staffing [is a main one]. If you and another one have to go, you cannot be outside there when you have to be in the health centre: that is the challenge.
Deferred care may also be applied to self-care of the caregiver who themselves are in need of care support. Marian for example deferred returning to the USA to receive critical health care as she had not been able to make satisfactory arrangements for her mother’s care.

A main benefit of the concept of deferred care is that it allows persons assessing a care situation to not prematurely judge inaction on the part of the caregiver as a lack of felt care, concern or sensitivity to the needs of their older relative. In so doing, it reduces the possibility of prematurely labelling family caregivers as neglecting their duty of care. 

[bookmark: _Toc40436562]8.4 CONCLUSION

This section described the coping and care management strategies employed by older persons and family caregivers. These strategies involved accepting, rejecting or restricting the care given or received. For the most part, the exercise of agency by individuals in the care relationship was evident, but to varying degrees. Some persons resorted to covert or surreptitious methods of expressing their dissent with a particular care strategy, which seems to be indicative of the disparate power dynamic in the relationship between older care recipients and their family caregivers. Older persons and family caregivers either actively agreed with the care provided, or resisted, evaded or avoided the care situation if it was not in keeping with their preferences or the resources available to them. However, there were instances where participants simply capitulated or endured their care situation when it was far from ideal, and alternative options seemed out of reach. 

The main dimensions of the care management and coping strategies identified included: agreement (congruence vs. incongruence between the care preferences of the older person and their family carer), perceived determinability of care provision (certainty vs. uncertainty) and willingness to give or receive care. In this study, willingness refers to the choice about the person providing care, whilst agreement refers to the sentiments of the care recipient and/or caregiver with respect to the care task. Table 18 below summarises the care management strategies and the dimensions of care. While agreement and willingness could be used to describe all the care management strategies, determinability was a main characteristic of only five (5) care management strategies i.e. ardent care acceptance, amenable, selective, deferred and emergent care. Of these five, two (2) strategies i.e. deferred and emergent care, were more likely to be used in a context of relative uncertainty as they were generally deemed the best way forward given the participant’s assessment of the care needs of the older person and available care options. 

The reasons for reluctantly accepting care may vary in a particular care situation. An unwilling recipient of care might accept assistance because they feel coerced or pressured to do so, or are unable to identify or access alternative care that they deem to be more suitable. Issues of individual and interpersonal power directly affected the selection of care management strategies. Conflict avoidance might be one of the reasons why an older person might accept care, even when they do not agree with the care given to them. Acceptance or rejection of care by an older person was also related to the degree of trust they had in their family caregiver. 

Older persons and family caregivers utilised the different care management strategies at various points in time. At times, the participants employed one main strategy in response to a particular care situation, but generally, more than one strategy was employed in response to the dynamic care situation, and to different care scenarios they experienced, and had to navigate over time. The initial evidence suggests that persons with more financial means and access to wider social support networks, in particular, those with attachments to religious organisations, may have access to more opportunities than others who were less privileged. Religious/spiritual coping was employed by several participants irrespective of which resource group they belonged to. Interestingly, persons from all resource groups used less than optimal care management and coping strategies at some point in time. The sub-optimal care practices included leaving highly dependent older persons unattended, obtaining respite by leaving their older relative in hospital for an extended period of time after the older person was due to be released, and paying care workers under minimum wage.    

Generally, the findings showed that frail older persons depended on their family caregivers in order to cope with and survive the many hardships that they faced. This interdependence was in most instances predicated on a history of mutual exchange. The results on the experiences of care also showed that even in later life older persons made important contributions to family life, such as emotional and financial support to younger persons.  Thus, for many older persons in this study, receiving help from their family carer was considered a privilege rather than a source of shame. As noted previously in the literature review, this is consistent with research conducted in developing countries such as India (Ghosh, Capistrant & Friedemann-Sãnchez 2017) and other non-Western countries that have a stronger collectivist orientation (Lu 2015; Liu & Kendig 2000; Pinquart & Sörensen 2005). Furthermore, despite their need for support for relatives, they engaged in various expressions of agency as was evident from the different care management strategies they employed.  

It is important to note that as with the themes and categories identified in the previous chapters, the care management strategies identified should be viewed as heuristic devices, as in practice, more than one care strategy may be employed by older persons and family carers. Also, while a distinct list of care management strategies has been formulated for older persons and another for family caregivers, willingness to accept or give care is the connecting theme across these strategies. The centrality of willingness to care as a theme emerging in these qualitative findings is a main factor that influenced the conduct of a survey to further explore this issue. The survey results are presented in the next chapter.
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[bookmark: _Toc40436617]Table 18: Dimensions of Care Management Strategies

	Care Recipient
	Willingness
	Agreement
	Caregiver
	Willingness
	Agreement
	Determinability

	Primary
	Secondary
	CR
	CG
	CR
	Dyad (CG/CR)
	Primary
	Secondary
	CG / PFCG
	CR
	CR
	Dyad (CG/CR)
	

	Accept Care
	Ardent Acceptance
	Willing
	Perceived as Willing by CR
	Agree
	Congruence / Incongruence
	Accept Caregiving Role
	Amenable Care
	Expressed Willingness
	Willing
	Agree
	Congruence 
	Certainty / Uncertainty

	
	Capitulated Acceptance
	Willing
	Willing
	Disagree
	Incongruence
	
	Surreptitious Care
 
	Willing
	
	Disagree
	Incongruence
	

	
	Reserved Acceptance
	Willing / Unwilling
	
	Agree / Disagree
	
	
	Enforced Care
	
	
	
	
	

	
	
	
	
	
	
	
	Emergent Care
	
	
	
	
	

	
	 
	
	
	
	
	Agree / Disagree?
	Congruence / Incongruence
	Uncertainty

	
	
	
	Enduring Care
	Willing / Unwilling
	
	
	
	Certainty / Uncertainty

	 
	
	
	
	
	
	
	
	

	Reject Care
	Resist Care
	Willing
	Willing
	Disagree
	Incongruence
	Reject Caregiving Role
	Avoid Care
	Unwilling
	
	Disagree
	Incongruence
	

	
	Refuse Care
	
	
	
	
	
	Evade Care
	Willing/ Unwilling
	
	
	
	

	
	Restrict Caregiving Role
	Selective Care
	Willing
	
	Disagree
	
	

	
	
	Restrained Care
	
	Unwilling
	
	
	

	
	
	Deferred Care
	Willing
	Willing / Unwilling
	Agree / Disagree
	Congruence / Incongruence
	Uncertainty



[bookmark: _Toc40436563]CHAPTER 9 – QUANTITATIVE SURVEY RESULTS
[bookmark: _Toc492959473]
[bookmark: _Toc40436564]9.1 INTRODUCTION

The preceding chapters provided in-depth qualitative information on the factors that contributed to a person accepting the role of family caregiver to a frail older relative, the care management strategies that family caregivers employed, and how family caregivers in T&T perceived and summed up their care experiences. In this chapter, I present the results of the quantitative survey, which was conducted between April 1st, 2014 and July 30th, 2014. In some instances, a comparison is made between the survey data and national census information. In addition to the responses to the closed-ended questions, many of the respondents availed themselves of the open-ended comment boxes and shared extensively on their experiences. Some of the comments provided are included in this section.  

[bookmark: _Toc492959475][bookmark: _Toc40436565]9.2 SURVEY PARTICIPANTS’ PROFILE
	
The persons completing the online survey needed to meet the selection criteria of being a primary or secondary family caregiver to an older person in T&T. The majority (99%) of the 241 respondents were citizens of the country. Most of the survey participants (58%) cared for their older relative within a year of doing the survey (see Figure 6 below). Of these, 35% provided care support within a week of completing the questionnaire. Sadly, 56% of the respondents revealed that their older relative was not alive at the time of the survey. 


[bookmark: _Toc40436636]Figure 6: Last Time Providing Care Support to Older Relative



[bookmark: _Toc492959477][bookmark: _Toc40436566]9.2.1     Family Caregiver Characteristics

The level of care provided by the survey respondents varied. Most respondents (74%) provided care for more than 3 hours a week, and about 70% of the participants cared for someone who was moderately or severely dependent. At the time of the survey, about 8 out of 10 participants provided ADL support. However, it is important to note that care needs can change given the dynamic health situations of older persons. Most of the family caregivers (81%) did not work in the human health or social service sector. The other 19% were employed in that sector but some of these persons also provided informal family care. Details about the care activities of the participants are provided below. 

As seen in Figure 7 below, the three main ethnic groups in the country were almost equally represented in the survey. Most of the family carers were of African descent (33%), Mixed ethnicity (33%), or East Indian origin (28.4%). 


[bookmark: _Toc40436637]Figure 7: Ethnicity of Caregivers



In keeping with the last national census (GORTT 2012), most participants (83%) identified themselves as belonging to a Christian denomination (see Figure 8). There was also some representation from persons belonging to the Hindu (11%) and Muslim faith (6%).  Consistent with the literature on family caregiver characteristics (Globerman 1996; Hooyman & Gonyea 1995; Merrill 1997; Roopnarine & Brown 1996; Seegobin 2003; Spillman & Pezzin 2014), most of the caregivers were female (78%)[footnoteRef:71].  The proportion of family caregivers participating in the survey exceeded the proportion of females in the population as a whole. According to the 2010 national census, the proportion of females of all ages in T&T was 49.83% and the proportion of females aged 20 years and older was 50.07%.  [71:  According to the national census, the proportion of females of all ages is 49.83% and the proportion of females aged 20 years and older is 50.07%. This distribution is significantly different to what obtains in the wider population of Trinidad and Tobago for which the sex ratio is 1.03 males/ female. (CIA. 2014 est.)] 



[bookmark: _Toc40436638]Figure 8: Religious Background of Caregiver



Approximately 43% of the respondents were aged 21 to 39 (see Figure 9 below) which is consistent with the median age (34.3 years) of the national population.  This age distribution is not surprising given that younger people are more likely to use information technology and have access to the online survey (Berry 2011, p. 2). A considerable proportion of caregivers (34%) were aged 50 years and over[footnoteRef:72].  [72:  This is also comparable to overall population estimates for the country. The most recent data indicates that approximately 20.6% of the population is aged 55 years and over (CIA 2014 est.).] 


In terms of the area of residence of the participants, most of the geographic areas associated with the local regional health authorities were represented, including a very small proportion from Tobago[footnoteRef:73]. However, persons from the Eastern region of Trinidad were under-represented (see Figures 10 & 11 below for further details). Family caregivers resided primarily in the municipalities associated with the North Central (36%), South West (30%), and North West (22%) Regional Health Authorities (RHAs). Only 2% of the family caregivers resided in Tobago[footnoteRef:74] (Figure 10). [73:  The relatively lower number of participants from Tobago may be partly explained by the smaller number of persons on the island relative to Trinidad, and the smaller likelihood of family caregivers having public email addresses that could have been obtained online and included in the sampling frame.]  [74:  This is just under half of the proportion of the national population that resides in Tobago.] 


[bookmark: _Toc40436639]Figure 9: Age of Caregiver



[bookmark: _Toc40436640]Figure 10: Caregiver Area of Residence vs. Geographic Distribution of the Population



 On the other hand, most of their older cared-for relatives resided in South West Trinidad (36%) or North Central Trinidad (36%), with about 4% residing in Tobago (Figure 11). The lower figure for care recipients in Tobago is consistent with the small proportion of respondents from Tobago. Very few of the family caregivers and older persons participating in the survey resided in the domain of the Eastern Regional Health Authority.

[bookmark: _Toc40436641]Figure 11: Care Recipient Area of Residence vs. Geographic Distribution of the Population



As seen in Figure 12, a significant proportion of the respondents (56%) lived in the same household as their older relative. This is consistent with the findings of Rawlins (2009) who found that 79% of older women in Trinidad owned their own homes but had relatives living with them. In an earlier study, Rawlins and colleagues (2008) found that most older persons lived with an adult child (51%), their spouse (32%), or other relatives (7.8%).  Only 14% of the survey respondents lived more than 30 minutes away from their older relative. Of these, a minority (1%) lived on a separate island. This is not surprising as geographical proximity was generally found to be a key determinant of care in the literature reviewed from other countries (Gruijters 2017; Tolkacheva et al. 2010; Wolff et al. 2006). Changing the area of residence of the older relative or the care recipient to ensure greater physical closeness is also a common coping strategy highlighted in the literature and in this study. Several of the survey participants in this study explained in the open-ended comment box that they moved their older relative in to live with them when they became too frail to live alone.  
[bookmark: _Toc40436642]Figure 12: Difference Between Residence of Caregiver & Older Relative



About 41% of the caregivers were living with a partner: most of these persons (34%) were married and only 7% were in a common-law union[footnoteRef:75]. However, a considerable proportion (42%) revealed that they never had a spouse or common-law partner[footnoteRef:76] (see Figure 13 below). Several of the participants had different and multiple care challenges. About 56% of the respondents (n=136; N=241) cared for at least two (2) other relatives at the time that they were caring for an older member of their family. Within this group, 23% cared (n = 31) for three (3) or more other persons.  [75:  The proportion of caregivers living with a common-law partner was just under half the proportion of persons in common-law unions in the national census (13.03%).  ]  [76:  Only a small proportion of caregivers (7 %) had a visiting partner and only 4% were widowed.  ] 


Generally, the respondents were highly educated with the majority of the caregivers (about 55%) attaining at least a Bachelor’s degree (see Figure 14 below). This finding is consistent with the literacy rate in T&T, which was reported as 98.8% for the total population, and the school life expectancy for the population, which is about 13 years for females and 12 years for males from primary to tertiary education (CIA 2015). Also, these results are reflective of the fact that at the time of the survey, T&T provided free undergraduate education at UWI and other local tertiary institutions for qualifying nationals via the Government Assistance for Tuition Expenses (GATE). 

[bookmark: _Toc40436643]Figure 13: Caregiver Relationship Status



[bookmark: _Toc40436644]Figure 14: Caregiver Highest Level of Education


A significant proportion of the respondents (52%) were engaged in full time employment. This may have affected the type of care tasks that they engaged in and the frequency with which they provided care. As seen in Figure 15 below, the largest category of employed family caregivers (18%) worked about 31 minutes to 1 hour driving distance away from their older relative’s place of residence.  

[bookmark: _Toc40436645]Figure 15: Distance Between Caregiver's Work & Older Relative's Residence



[bookmark: _Toc492959478][bookmark: _Toc40436567]9.2.2     Care recipient Characteristics

[bookmark: _Toc492959479]Older female relatives were more likely to receive family care (67%) than males. This may be largely a reflection of the longer life expectancy of women in T&T (74 years) relative to men (67 years). Most respondents (32%) cared for an older grandmother and 30% cared for their mother. Support to fathers (14%) and grandfathers (5%) were less common. A few persons (4%) indicated that they cared for an in-law (4%), older friend (4%) or aunt (3%). Interestingly, only a small percentage (2%) cared for an older husband and none of the respondents provided care support to their wife. These findings may partly be a function of the average age of the sample population: most respondents who completed the online version of the survey were, not surprisingly, relatively young family carers; older carers who are more likely to be caring for a spouse or partner may not have accessed the survey. 

[bookmark: _Toc40436568]9.3 FAMILY CARE ACTIVITIES

This section presents the survey results that were specific to the caregiving activities of the respondents i.e. time spent caring and the personal and instrumental care tasks that carers were engaged in. It also describes the level of dependency of the cared-for persons which is indicative of the intensity of care that was required. 

[bookmark: _Toc492959480][bookmark: _Toc40436569]9.3.1     Time Spent Caring

As seen in Figure 16, most respondents (74%) provided care for more than 3 hours a week. Of these, a noticeable proportion of the respondents (19%) helped their relative for 40 hours or more a week.  

[bookmark: _Toc40436646]Figure 16: Time Spent Each Week Caring for Older Relative



Figure 17 below shows that about half of the respondents (50%) had cared for their older relative for more than a year. 


[bookmark: _Toc40436647]Figure 17: Length of Time Providing Care to Older Relative



Not surprisingly, older family caregivers aged 60 years and over were more likely to provide care for longer periods.  The bivariate analysis revealed that the variable “length of time providing care” was significantly associated with caregiver age: 2 (3) = 14.096, p=0.003. The relationship is moderately strong (Cramer’s V=0.270). Interestingly, persons who had a partner provided care for a relatively longer time than their single counterparts “ length of time providing care” was significantly associated with the variable “caregiver relationship status” (Recoded) : 2 (2) = 9.749, p=0.008. In interpreting these results, it is important to note that a significant relationship exists between the age of the respondent and their relationship status 2 (6) = 60.476, p=0.000: persons aged 40 years and over were more likely to be in a relationship than younger persons aged 39 and younger who were less likely to have had a partner.
[bookmark: _Toc492959481]
[bookmark: _Toc40436570]9.3.2     Level of Dependency of Older Care Recipient

Most participants cared for an older relative that was severely (35%) or moderately dependent (35%). A minority (15%) identified their older relative as slightly dependent and another 15% described their older relative as independent and only needing occasional assistance (see Figure 18 below). 



[bookmark: _Toc40436648]Figure 18: Older Relative's Highest Level of Dependence



[bookmark: _Toc40436649]Figure 19: Health Challenges of Older Relative


[bookmark: _Toc492959482]
Consistent with the health trends for T&T (see Chapter 1), the majority of older care recipients that were being cared for by the survey participants were diagnosed with a non-communicable chronic disease (see Figure 19 above) such as hypertension (16%) and diabetes (15%). Some had cognitive challenges and displayed memory problems (8%), behavioural problems (5%) or were considered to have Alzheimer’s (7%). 

[bookmark: _Toc40436571]9.3.3     Care Tasks

As seen in Figure 20, the majority of the family caregivers (81%) assisted their older relative with ADLs, in particular personal care such as bathing, toileting and /or mouth care (44%), dressing, grooming (25%) and feeding (23%). They also helped their older relatives with various types of IADLs (see Figure 21 below). Several provided help with arranging and accompanying their relative to medical and other appointments (11%) and shopping/errands (11%). Cooking and preparing meals also featured among the top care duties (11%) as well as giving and managing medication (11%), house cleaning (10%) and doing the laundry (10%). 

[bookmark: _Toc40436650]Figure 20: Personal Care Tasks (ADLs) Performed by Family Caregiver



There was a significant association between gender and full-time/part-time work (2 = 2,208.500, d.f. = 1, p < 0.01). Using phi to determine the strength of this association, the study also reports that this association is moderate in strength (n = 16967, φ = .361). Kruskal-Wallis tests also confirmed that a significant relationship existed between the level of dependence of an older relative and the total ADLs provided by the caregiver (p = 0.000) as well as the total IADs that they assisted with (p = 0.000). One may deduce from these analyses that there is a high possibility that older persons being cared for by a family member in the same home were very likely to be more dependent than those living some distance away and in need of assistance with more ADLs and IADLs. This is consistent with the findings of several studies such as Merrill (1997). Some persons who lived away from their relatives often moved in with a family member or, a family member moved in to co-reside with them as the level of dependency of the older person increased (Brody et al. 1995). 

[bookmark: _Toc40436651]Figure 21: General Care Tasks (IADLs) Performed by Family Caregivers



[bookmark: _Toc492959483][bookmark: _Toc40436572]9.4 CARE CONTEXT 

[bookmark: _Toc492959484]Consistent with an ecological framework for understanding family caregiving, this section presents the findings on the family support available to caregivers of older persons, as well as the health and social services that they decided to use. 

[bookmark: _Toc40436573]9.4.1     Potential Family Support Base for Care Provision

Based on the accounts of the family caregivers, generally, older persons receiving family care had at least one son and two daughters alive at the time that the survey was conducted. This may have also contributed to the gender differences observed in the provision of care. About 60% of those older persons had at least one child living abroad[footnoteRef:77]. However, as was noted in the qualitative results chapter on the determinants of care, having several siblings did not guarantee that a family caregiver would receive help with care duties. As one respondent (A) explained: [77:  This might in part explain why only a small percentage 6% felt that their family did not help them enough with providing care.] 


Although my parents had five children, I found myself the sole caregiver for them both. My parents were separated, and I was also the sole financial provider for my mother, with a small subsidy from my father. I had no choice but to continue to work and look after my mother's needs at the same time. I was able to afford one caregiver on workdays. 

Researchers like Amaro and Miller (2016) found similar reports of lack of cooperation by siblings of family caregivers who became involved in care provision by default (e.g. because of gender or geographical proximity). Participants in their study with ongoing sibling relationships that were usually quite positive before elder caregiving commenced (i.e. with little conflict and with appreciation for each other) were more likely to receive support with care provision. 
[bookmark: _Toc492959485]
[bookmark: _Toc40436574]9.4.2     Health Care Services

Only 27% of the respondents said their older relative frequently used public health care, and slightly more (32%) used private health care often (see Figures 22 & 23 below). This may be partly explained by the fact that 44% of the participants felt that public health care was bad (27%) or very bad (17%).  It may also reflect the health care needs and requirements of the older cared-for relative. Several of the respondents pointed out inadequacies of the health care service in the open-ended comment boxes. A respondent (B) complained that: 

The public health care system was almost useless to us in getting proper care for my father's prostate cancer. We basically paid to get surgery etc. but the hospital clinic was not very helpful. Although he was in the clinic we still had to buy expensive medication.

[bookmark: _Toc40436652]Figure 22: Public Health Care Use by Older Relative



Respondents highlighted concerns about the out-of-pocket cost of care to persons who tried to access public and private health care services on more than one occasion. One respondent noted the following: “Unless one can afford to care for older persons, there is very little help - most of the care facilities are very bad and the medicine - once it is not on CDAP[footnoteRef:78] is very expensive.” (Respondent C).  [78:  CDAP refers to the state funded Chronic Disease Assistance Programme (see Appendix 1). ] 



[bookmark: _Toc40436653]Figure 23: Private Health Care Use by Older Relative



Another (Respondent D) expressed the following view: 

Trinidad and Tobago needs responsive Health care facilities and social services for the elderly. This is based on my experience with challenges faced by my mother who is a dementia sufferer ... most times the medication prescribed for dementia and mental health sufferers are not available at the hospital pharmacies and the cost are usually very high making it prohibitive for the relatives to purchase.

Other persons chose to provide even more detailed accounts of their negative experiences with the health care system in T&T. Following is one such account from Respondent E:

The most frustrating thing about caring for an older person [is] the horrible state of the public health care available to them, and the lack of information and support available to the family.  These are older citizens.  They have to get to hospitals very early, sometimes stand for long periods waiting for a number, then wait for entirely too long for attention from a doctor.  My mother was diagnosed with breast cancer, but at no time was information shared with us or her specifically about her disease. We were given no kind of support, encouragement or advice pertaining to her care.  We were just told that she had to have a mastectomy and that was all.  Post-surgical care in the form of counselling for us was also non-existent, and I would have loved for some kind of support for both my mother and our family.  She was quite depressed after the surgery and while she had visits to the hospital for post-surgical medical attention, there was nothing offered for her emotional distress, which was as important, if not more so than, her physical trauma.  We had to do what we could to cheer her up and help her work through the loss of what she saw as a key part of her womanhood. My mother has passed away, but the trauma of caring for her, seeing her suffer through metastatic breast cancer with no support from health care providers to her or us is something I will not forget anytime soon.

One respondent went so far as to provide a list of complaints about health care in T&T with a few recommendations in between (see ‘Respondent F’ in Box 1 below). Some participants were critical of private health institutions. One person noted: “I had a really bad experience with [a private medical hospital] and do not think they are following appropriate protocol for end of life and frail patients.” (Respondent G).

[bookmark: _Toc40436663]Box 1: Complaints from Participant (Respondent F) about Health Care in T&T

· Lack of accessibility to wheelchairs for elderly in [public facilities].
· Length of time an elderly person in discomfort/trauma has to wait to see doctor. Some staff accommodating but wait and crowds depressing. 
· Lack of washrooms near enough in above places.
· Dismal and depressive physical look of such places and run down appearance. A paint job can't cost that much.
· The bureaucracy of such places and unfriendly nature of nurses in public health.
· Two hours to fill a prescription in [a public hospital] is an unacceptable wait for elderly with illness. 
· Being treated rough in public health places - after all the taxes working people pay!
· Bureaucracy in hospital: unreal! The clerks seem to be [now learning for the] first time what they are doing for years.
· The difference in cost/care in public and private health is phenomenal and unethical.
· Doctors clearly trying to pull patients to private care and keep public health depressed. 
· Unacceptable for a country with such resources.
· Lack of information on processes … information should be promptly provided to guide a person right through [the system].
· Good thing? Such facility is available for free in TT - but have to kill you to access it.
· Basic kindness, helpfulness and friendliness of nurses/clerical [staff] can do mountains for a dying person and their family.









Another respondent (H) detailed the following negative experience they had from both public and private health care facilities whilst caring for an older relative: 

Greater attention should be given to taking care of the elderly in the public hospitals.  The elderly are sometimes neglected and do not receive the proper care, particularly those who are not visited regularly by family/friends. Luckily, in my case my mum had lots of support from family, friends and church when she was in hospital so there was always someone there to see her. My mother who was bedridden after the stroke while in hospital got bedsores because the staff did not turn her regularly.  Our family provided the special socks and the special air padding out of our own funds but she still got bedsores.  The situation was further exacerbated at the first nursing home we admitted her to and because of this, we moved her to another home as she needed round the clock care. Also from the time the ambulance brought her to the time the tests were done was too lengthy with no anti-clotting drug being administered in a timely manner, which may have improved her chances.  We spent whole day in the hospital and she was not put on the ward until the night around 8.30 p.m.

A respondent (I) shared the following about their experience with health care and social services in Tobago: 

One of the most challenging issues was finding a doctor to make home visits. Since my mother was partially bedridden, it was difficult to take her to the doctor. We did find one eventually who was extremely patient and kind. The system of home visits by Visiting Nurses needs to be improved. Throughout my mother's illness (4 years and 10 months) only two such visits were made. One would think at least once per quarter would have been ideal. We did have a caregiver from the Tobago Social Welfare Services programme but the quality of the care left much to be desired. The person, although trained never provided quality care and they were unreliable and the hours 9-2 are too short. Eventually (for our own sanity) we procured private caregiving services and those turned out to be more reliable, knowledgeable and utilised their training and experience to make my mother's last days more comfortable. Despite this I did enjoy taking care of my mother.

This response echoes what was shared in the in-depth interviews and focus groups. The following observations and recommendation for improving health care in T&T was provided by Respondent J:

The waiting line at public hospitals is too long and strenuous for the elderly so health care gets far expensive when they decide to go to a private doctor.  There perhaps could be a section or line or particular doctor who can give attention specifically to the elderly when they arrive at the hospitals (depending on the issue of course), but it has been frustrating waiting in the hospital with my companion at times which is why he opted for private hospitals.  The costs are exorbitant but private facilities offer more care.



[bookmark: _Toc40436575]9.4.3     Social Services

With respect to social service programmes, at the time that the survey was conducted, most respondents (76%; n =194)  were pleased with the free ferry service and rated this as either very good or good, 72% rated the free bus service as very good or good (n = 191), and 54% rated CDAP as good or very good (n = 192). A significant proportion of respondents (74%; n = 191) confirmed that their older relative received the Senior Citizen’s Grant (SCG)[footnoteRef:79] and most participants (43%) described the SCG as good[footnoteRef:80]. However, some persons were dissatisfied with the SCG. One respondent (K) shared the following recommendation: [79:  21% of respondents indicated that their older relative was not in receipt of the senior citizens grant and 5% were not sure. ]  [80:  See Appendix 20 for further details. ] 


I have cared for my mom, dad, mother in law and father in law. All have now passed on: the last was this year [2014]. Family support is crucial. I was lucky to have 2 of my kids and spouse support me at all times. Both [of the older] men were [employed in the oil industry] who provided for their wives, but the state's subvention of the Old Age Pension helped immensely to make their lives more comfortable. If the retirement age remains at 60, Old Age Pension should kick in for all at the same time.

A noticeable number of respondents selected the option ‘not sure’ when asked to rate the health and social services available to older persons. Respondents were particularly uncertain about the dietary grant (50%), spectacles grant (46%), household items grant (43%), medical equipment grant (41%), social welfare home improvement grant (41%), utilities assistance programme (41%), and the self-help/minor repairs reconstruction grant (50%). Also, between 57% and 65% of persons said they were ‘not sure’ about the services provided in Tobago for older persons (see Appendix 10 below). The open-ended responses also confirmed that several of these participants were not aware of the existence of many of the public services (see Box 2 below). With respect to the provision of transportation services for frail older persons, one respondent shared the view that: “The ELDAMO bus service, while it is a good start is very much oversubscribed and is being used by schools, [i.e.] not only for the elderly.” (Respondent L).

[bookmark: _Ref492805029]Several respondents (62%) indicated that they did not receive training or care support from Non-Governmental Organisations (NGOs). Only a few of the survey participants (7%) received assistance from faith-based organizations (FBOs). 
[bookmark: _Toc40436664]Box 2: Selected Open-Ended Feedback on Quality of State Services for Older Persons
· “Really, I was not aware that some persons got all of this assistance. My father has since died but he nEVER received certain medication for his prostate problem – we had to see the same doctor from the clinic in a private capacity to get a prescription to buy medication. It was EXTREMELY difficult as sometimes all he got through the clinic was pain meds (for CANCER!!!) and I mean Panadol.”
· “I had no idea that half of these services existed. Why is it that certain people know about them and some don’t? If you distribute pamphlets and let the personnel at the local clinics and government offices spread the word then everyone will know about them. When we don’t know of these services it means they don’t exist.”
· “Absolutely no effort is made to contact the elderly by the various branches of Government and tell them of these benefits. Seeing this survey is the first time I realized they are available.”
· “There should be more information about the facilities or programs available to the families who assist in the care of elderly relatives. This survey alone is a clear indicator that they are several agencies that provide assistance in terms of caring for the elderly; however, I was unaware that there were so many. More people lack this knowledge than you think. Clearly not enough is being done to ensure that the public has access to this information. This is most often the biggest downfall of public institutions... Insufficient public outreach and education.”
· “At the time of my Mom's illness, I do not think all these agencies and by extension services were available. While there has been great improvement, there is still too much red tape.”
· “Education is important, especially knowing the wide range of support services available and the criteria for accessing the necessary support.  Many people are unaware of how much is out there in terms of support, including myself.”

















[bookmark: _Toc40436576]9.5 SERVICE NEEDS 

[bookmark: _Toc492959487]In this section, the responses to questions on service needs for older persons and caregivers are presented. 

[bookmark: _Toc40436577]9.5.1     Needs of Older Relatives

Of the eight (8) service options provided in the survey (see Figure 24 below), generally, family caregivers identified in-home health care services (16%), and opportunities for their older relative to undertake activities they enjoy (14%) as priority service needs. Some persons shared their concerns about the quality of in-home care support that was currently available. For example, one respondent (M) shared the following: 
The ideal is to have those with special needs and the elderly cared for in the family home. My observation, from other situations, is that most helpers are not as honest as they should be; they do not help as they should and they help themselves to whatever they can get away with.


[bookmark: _Toc40436654]Figure 24: Older Relative Service Needs


When asked about existing services that their older relative needed, of the 150 responses to this question, the most popular were the: 
1. Senior Citizens Grant (Old Age Pension) (13%; n = 64)); 
2. Public health care (8%; n = 41); and the
3. Chronic Disease Assistance Programme (8%; n = 40).

As noted in the background to this study, the social services provided in Tobago, when compared to those in Trinidad, are very similar (see Table 2 above), but may be managed differently. In Trinidad, the Senior Activity Centres are jointly administered by a partnership between the Division of Ageing in the Ministry of Social Development and Family Services, and civil society organisations. In Tobago, the Ageing Unit which falls under the Department of Health and Social Services assists civil society groups with funding for their Senior Activity Centres. In Trinidad, the GAPP is administered by the Ministry of Community Development.  In Tobago, the Ageing Unit administers the Golden Apple Programme. Also, there were two programmes that were available in Tobago but not in Trinidad, i.e. the THA Emergency Medical Alert Programme and the VOISCES Programme (see Appendix 1).  For those who were affected by social service provision in Tobago (n=48), most (28%) were interested in accessing the SAC and the THA Emergency Medical Alert Programme (27%) (see Figure 25).  The survey respondents’ quality ratings of these and other public services for older persons are presented in Appendix 10.

[bookmark: _Toc40436655]Figure 25: THA Services Needed by Older Relatives

[bookmark: _Toc492959488]
[bookmark: _Toc40436578]9.5.2     Needs of Family Caregivers

The key service needs identified by family caregivers (Figure 26 below) were “information and advice about the type of help and support that is available and how to access it” (21%). This is consistent with the results which indicated that a considerable number of participants were ‘not sure’ of the programmes mentioned in the survey. The other two priority areas were: “help with planning for future care needs” (13%) and “training to help develop skills [needed to provide] care” (13%). In the open-ended response boxes, several of the caregivers highlighted the need for emotional support and counselling for themselves and their older relative. Examples of these comments include: 

“There is little emotional support for the family - especially the ones who are intimately involved in the care.” (Respondent N).

“There should be training and counselling given to people caring for the elders.” (Respondent O).

Others noted the overall lack of support services for family caregivers as a group in and of themselves:  “T&T needs support services for live-in primary [family] care givers who can be highly stressed and suffer burn out when dealing with their older relatives.” (Respondent P). The need for respite care was echoed by another respondent who stated: “Sometimes I think I need a weekend off like once a month. My husband and I find it extremely difficult even going to the supermarket or the mall. Someone must always be home.” (Response Q). One respondent requested greater recognition for the contributions made by family caregivers: “Caring for a family member, especially one who needs 24 hour care is not easy for the caregiver.  I think most caregivers do not get any recognition.” (Respondent R).

[bookmark: _Toc40436656]Figure 26: Caregiver Service Needs



Another (Respondent S) shared extensively about their urgent need for health and social service support: 

I need support for myself physically, mentally, psychologically. In staying at home with her my body is failing me and I need to have some kind of exercise, nutrition plan to keep myself fit, but when, how, where? … (I have gained too much weight since the beginning of caring for her. I need a place (support group) to vent and get advice on how best to take care of her (am I doing the right thing?), what to expect with her illness, and how to cope with it, pamphlets, handouts on all these issues in local clinics. I also need recreation to de-stress, someone to stay with her at times while I make groceries, go to church, recreate etc. The health system here does not support its caregivers. And there is not enough care and support for the elderly: so many of them suffer needlessly because of this. We need that support: if you want proper care for them, there must be proper care for us as well. If we fall down, they will fall too. I had no knowledge of most of these services offered for the older. If we don't know about them, then they surely don't exist. There are ways to advertise these so that we would know and can utilise them.


[bookmark: _Toc492959489][bookmark: _Toc40436579]9.6 SERVICE PREFERENCES 

Respondents were asked to indicate what the preferred gender of a caregiver should be and, who should be responsible for paying for care. The results are presented below. 

[bookmark: _Toc492959490][bookmark: _Toc40436580]9.6.1     Gender of Caregiver

[bookmark: _Ref492813802]The majority of respondents (60%) had no preference about the gender of the family caregiver or paid care worker for their older relative although a significant amount (32%) preferred that the caregiver was the same sex as the older person: 2 (1) = 8.522, p=0.004. Interestingly, no-one chose the male only option, but 5% had a female only preference (Figure 27 below). In the open-ended comment boxes, some persons emphasised qualities other than gender such as caregiver skill, dedication and compassion, as well as the preferences of the older person and their relatives on this issue. Some of these responses are presented in Table 19 below. 

[bookmark: _Toc40436618]Table 19: Selected Open-Ended Survey Responses on Preferred Gender of Caregiver

	Preferred Gender of Caregiver
	Quote from Open-Ended Survey Response

	Female Only
	· Women are better at caregiving than men

	Same-Sex as Older Person
	· Female caregivers for male dependent and male caregivers for male dependent

	Either Male or Female
	· Male or female will do but you have to screen your caregivers very well before hiring them
· Both male and female can provide care when needed
· As the situation demands: it may be a male being taken care of by a wife or daughter, or female taken care of by son or husband
· Gender discrimination should not be a factor here: the circumstances should dictate
· It depends on the older person’s situation. It may require strength to move the person around so it may be male or female
· In my mother’s case, she had both male and female children so it was only right for the female to change her pampers but the male could have helped in other ways even if it was just simply companionship with a little conversation now and then.

	Mixed Options
	· I agree that in some cases it may be more appropriate for the caregivers to be the same sex as the older person and in some cases either male or female will do. 
· I believe a male or female may be allowed to attend a male patient but only a female caregiver be allowed to take care of a female patient. 
· No males for women
· Females for females definitely and either male/female for male older person
· I think it depends on how comfortable the person feels with their caregiver but in the case of my grandmother, she was more comfortable with her daughters helping with more personal bodily tasks

	Other
	· Dedicated, sympathetic, patient
· Caregivers should actually like people and genuinely care for human beings, and also not being an incompetently screened, cynical, under-educated, insufficiently trained, mentally unstable person would be an asset 
· What matters is a firm commitment and love for the patient. In the case of someone who is not a relative, the caregiver must have an abiding sense of duty and commitment
· Depends on the older person’s preference
· Depends on the relatives of the patient also and if the patient is able to verbalize her choice because it’s all about the patient comfort and who will better serve his or her needs.




Several studies have examined cross-gender care arrangements. Ingerson-Dayton, Starrels & Dowler (1996) for instance, found from their review of the literature at the time that the findings from various studies were mixed on whether or not older parents received help from a same-gender or different-gender adult-children. Their empirical study showed no evidence for either same, or cross-gender patterns of caregiving (Ingerson-Dayton, Starrels & Dowler 1996). Generally however, the preference for a female relative has been consistently found in the literature (e.g. Globerman 1996; Merrill 1997; Spillman & Pezzin 2014), so it is not surprising that the results of this study revealed that none of the participants selected a male only option. 
[bookmark: _Toc40436657]Figure 27: Preferred Gender of Caregivers



[bookmark: _Toc492959491][bookmark: _Toc40436581]9.6.2     Responsibility for Cost of Care

About half of the respondents (49%) were of the view that the government should be primarily responsible for meeting the financial cost of health and social services for their older relatives, and just over a quarter of the respondents (29%) identified the family as being primarily responsible for funding these services (see Figure 28 below). Interestingly, persons providing care for more than a year were less likely to identify their older relative as being primarily responsible for these costs[footnoteRef:81]. Some of the open-ended responses about who should pay for care are presented in Table 20.  [81:  “Length of time providing care (Recoded) ” was significantly associated with the variable “Who Should be Mainly Responsible for Paying for Health and Social Services for Elder: 2 (3) = 9.687, p=0.021. This relationship is moderate (Cramer’s V=0.229)] 




[bookmark: _Toc40436658]Figure 28: Financial Responsibility for Health & Social Services for Older Persons




[bookmark: _Toc40436619]Table 20: Selected Open-Ended Feedback on Agent Responsible for Meeting Financial Cost of Health & Social Services for Older Persons

	Agent
	Quote

	Family
	· I would say it should be the families responsibility to provide financial support to the caregivers of the older because the government have done its part in providing free health care, medicine, transportation and food in some instances

	Government
	· It should be the responsibility of the state to provide financial support for special need children from birth to death. The family may not need it or want it, but the option should be there
· Any government agencies where possible
· Utilise all the millions and billions of taxpayers’ money that is wasted behind ‘gratuity’ for public figures/those in authority and especially all the impractical, corruption-infested corruption ‘projects’ that are allowed to continue unabated and uncontested. The Government should stop double taxing the citizens by forcing them to pay income taxes and also paying for every inkling of social amenity that should be considered a basic public service
· Older (and disabled) people and their families should have all the support they need from the state to stay healthy, stay together, and stay integrated with their communities, instead of some or all of them being shut up at home struggling with their issues. That might mean providing therapy, special equipment, more kinds of medication, money, or trained, qualified supplementary care.


	Other

	Family & Government
	· Responsibility should be shared between the government and relatives
· It depends on what preparation the elderly made for his/her future. If necessary all family members should support, and should access the Government services provided for the older person 
· Say 75% government and 25% family
· The situation should be where the government can pay part and the elderly or family can pay part or better yet insurance can pay
· Both family and Government should share
· The family bearing at least 50% of the financial burden
· The family yet there should be cost effective solutions and programmes to assist the older people and their caregivers in this society. A lot needs to be done on the governments part as well. I would say a balanced combination of family and government institutions.

	Family + Government + Older Relative
	· A mix of all three remains possible
· All of the above.



When asked who should be mainly responsible for financially supporting the family caregivers of older persons, the results were somewhat different (Figure 29). The family was selected by a considerable proportion of respondents (48%) as being primarily responsible for financially supporting family caregivers. But, a noticeable proportion (33%) held the view that the government should be the main agent responsible. Some of the open-ended responses suggested that the responsibility should be shared between the government and the family. 
[bookmark: _Ref493016412]
[bookmark: _Toc40436659]Figure 29: Financial Responsibility for Support Services for Family Caregivers


[bookmark: _Toc492959492]


[bookmark: _Toc40436582]9.7 DETERMINANTS OF CARE

When asked to describe their caregiving experience, most of the survey participants (see Figure 30 below) shared that they provided care because of love and affection for their older relative (25% of responses) or out of a sense of duty (21%). Some of the open-ended responses to the survey that highlighted these sentiments included the following: 

· Love - “I did it because I wanted to do it and I love being around older persons because I can learn a lot from them.”
· Duty – “I believe that part of the responsibility of being in a family is looking out for and after, as far as possible, sensible and practical, the needs of the members.”
· Reciprocity – “She had made tremendous sacrifices to bring us up, so it was my responsibility to look after her.”

Interestingly, in contrast to the survey results, few persons identified love as a key motivator for providing care in the qualitative study. Furthermore, few survey respondents associated giving care with religious or spiritual beliefs. Unlike the survey respondents, a noticeable number of the participants in the qualitative study voluntarily shared information about their religious/spiritual values and how this impacted on their role as a family caregiver (see Chapter 3 above). One of the survey respondents (T) who associated family care with their religious beliefs shared the following: 

The elderly should never be removed from the comfort of their homes. Placing them in Homes make them feel useless and of no importance. The money that is spent to place them in Homes can instead be used to employ persons to take care of them in the safety and comfort of their homes with their loved ones around. Persons who place their relatives in Homes should put themselves in the same position. All the religions teach us to seek the blessings of our parents, and what better way than doing for them what they did for us as babies. How can a mother find the time to care for all her children, but seldom one child finds the time to care for that parent?

Even fewer survey participants admitted to caring for material gain (Figure 30). This was not unusual as this is considered a socially undesirable motive. Thus, respondents would most likely be unwilling to admit that this was a main reason for providing care support. However, in the open-ended comment boxes, some persons expressed their concerns about financial and other forms of abuse of older persons who lived in their own/family home or in institutions. Examples of these statements are presented in Box 3 below. 
[bookmark: _Toc40436660]Figure 30: Motivation for Providing Care

[bookmark: _Ref492909461]

[bookmark: _Toc40436665]Box 3: Selected Open-Ended Responses on Financial Abuse of Older Persons
· “I have heard several situations of the elderly who were being cared for at home by children and the children financially abused the elderly person by taking money from them or bullying them into giving them money.  There should be some sort of hotline perhaps for the elderly in this situation.”
· “Social services also need to ensure that the elderly in their private homes and those of relatives are also properly taken care of and are not abused.  There are numerous stories heard of elder abuse and family members taking the old age pension of their family members and neglecting them.  This should be urgently addressed by all stakeholders (government, NGO's and citizens).”
· “Care for older persons has become predatory for those persons who purportedly ‘take care’ of the elderly.  It is unbelievable what passes for care these days.  The elderly are treated like garbage.  All these persons want is the pension cheque of the elderly.  Imagine one ‘Home’ has about 4 branches in the same district.”
· “Young people are taking [caregiving] courses just for the money, they don't care about these elderly people, and therefore the elderlies get abuse by them [sic].”











It should be noted that 12% of the respondents identified “limited caregiver options” as a motivating factor which contributed to them adopting the role of family caregiver[footnoteRef:82]. One caregiver (Respondent U) took the opportunity in the open-ended comment box to describe the mixed emotions they had about their caregiving experience:  [82:  Of these, 7% were associated with having no other option for their relative to receive care and 5% were from persons who identified as being the only family member willing to provide care.] 


Caring for the elderly is one of the most difficult but rewarding task [sic] one can undertake ... throughout your life elders once took care of you and now that they have become to age and need some assistance you should render whatever you can afford, whether it be time or money... the onus is on you/family to take care of the elders ... it should be the duty of all households in Trinidad and Tobago.

[bookmark: _Toc492959494][bookmark: _Toc40436583]9.8 WILLINGNESS TO PROVIDE CARE

When asked, ‘what is the main change (if any) you would like to make to your caregiving responsibilities for this older relative?”, most family caregivers (46%) were willing to continue providing care support if their care situation remained the same (Figure 31). One respondent (V) summed up their experience as follows: 

I don’t think that I could in hindsight, have done anything differently … I considered it necessary to stay at home to look after and supervise her care (rather than go out to work): she would not have survived.[footnoteRef:83]  [83:  Theme: fear of death of older relative from non-family care] 


About 18% of caregivers were willing to increase their care responsibilities (see Figure 31). Of these, 3% would do so for a limited time only. Some caregivers were willing to increase their responsibilities once they received additional support from other family members, friends or service agencies (14%). A few respondents specifically mentioned their desire for affordable, trained and trustworthy in-home nursing support. One respondent (W) shared about the restrictions of their care situation: 

Even though I only spent a few hours actively doing things for my father, I was at home almost all the time in case he needed something. I wouldn’t have minded taking on more active care but I really, really longed to be untethered from the house.
[bookmark: _Ref492827250]A minority, (8%) of the respondents, were willing to move their older relative to a long term care facility. An even smaller proportion of respondents (about 4%) wanted to reduce their care responsibilities or stop care altogether. The bivariate analysis revealed that a moderately strong and significant relationship existed between the variables ‘main change to caregiving responsibilities’ and ‘length of time providing care’ 2 (2) =8.355, p=0.015; (Cramer’s V = 0.229). 
[bookmark: _Ref493016667]

[bookmark: _Toc40436661]Figure 31: Main Change to Caregiving Responsibilities


Almost half of the respondents (49%) would not consider institutionalising their relative under any circumstances. An almost equal proportion of respondents (44%) would only consider doing so if their older relative was severely dependent (see Figure 32 below). One person explained that their value system kept them from considering institutionalisation: “I think that people, myself included, feel that it is a wrong thing because it feels as if I am abandoning her. This is a general impression, not just mine alone.” (Respondent X). However, not everyone shared this view. Another respondent expressed the following suspicions about some family caregivers who were unwilling to institutionalise their older relative: “Some families keep their older at home in order to exploit them of their old age pension and other financial support they may be receiving.” (Respondent Y). Another person (Respondent Z) who supported institutionalisation was of the opinion that: 

The family has to ensure that this is what they really want to do, in taking care of the older relative because it is a very difficult task. It takes a lot of time and sometimes effort to tend to someone at mostly all time of the day when there are other things going on in one's life. If people know they are too busy and would not be able to fully commit to the act, get someone else to do it or consider an older home.
[bookmark: _Ref492828757]
[bookmark: _Toc40436662]Figure 32: Willingness to Place Older Relative in a Long Term Care Facility



As seen in Table 21 below, the majority of respondents (60%) strongly agreed that the quality of institutional care was the main deterrent to institutionalisation, and about half the respondents feared that institutionalisation might lead to the early death of their older relative (50%).  One respondent (A1) shared the following experience: 

Moving them out of the comfort of their homes causes severe emotional stress and feeling that they are burden to their children.  I know of one relative whose children placed her in a home where she cried for a day and died the following day.

The concerns these survey participants expressed are consistent with various studies that have shown the negative emotional and physical effects of institutionalisation on older people (e.g. Anderson 1967; Baum 1977 cited in Hill 1978; Castle 2001; Kasl 1972; Lieberman, Prock & Tobin 1968; Prock 1969; Rowland 1977; Thorson & Davis 2000). 



[bookmark: _Toc40436620]Table 21: Factors Preventing Families from Institutionalising a Chronically Ill Older Relative

	
	Strongly
Agree
	Agree
	Neither Agree nor
Disagree
	Disagree
	Strongly
Disagree
	n

	Cost of institutional care
	46.19%
	32.99%
	13.71%
	5.58%
	1.52%
	197

	Quality of institutional care
	59.90%
	31.25%
	6.77%
	2.08%
	0%
	192

	Sense of duty to provide care to older relative in the family home
	43.72%
	37.69%
	14.57%
	3.52%
	0.50%
	199

	Fear that institutionalisation might lead to early death
	50.26%
	28.57%
	13.76%
	6.35%
	1.06%
	189



Several respondents felt that Homes for older persons, nursing homes and other formal institutions needed to be better regulated (Box 4 below).  Others lobbied for increased in-home care support, which would help, minimise the need for institutionalisation: “The elderly should not be removed from their home environment. A caregiver should be sent to their home. They will be happier at home with their loved ones and will recuperate better.” (Respondent B1).

[bookmark: _Toc40436666]Box 4: Selected Open-Ended Comments on Institutions for Older Persons in T&T
· “There needs to be investigations into care facilities for the elderly in Trinidad and Tobago. Stories tell of meals which are below standard. There is also the issue of abuse. Patients are even beaten with belts like children.”
· “In looking at the various geriatric homes, it was appalling to see what others accepted as a good place to put their loved ones ... Government intervention is desperately needed in the monitoring of this type of NECESSARY service.”
· “Authorized checks/visits should be made to senior citizen homes to access the care given by these people responsible for the Homes. The checks should be spot checks so that they will never know the date and time of the visits.”
· “Close monitoring of nursing homes must be done by the government.  There are too many homes not properly run where patients are not receiving the care they need as well as suspected cases of elder abuse.”
· “Homes for the aged do not nearly have any sort of adequate activity programming. The staff, including management of these homes, do not have an idea of the benefits of engagement in appropriate activities to the quality of life and health of their residents.”














[bookmark: _Ref493016745]About 15% of the participants (n=32) admitted that their older relative was institutionalised at some point in time. One respondent explained: “I had no real issues until she had a major stroke and had to go into a nursing home as I could not provide round the clock care as she was bedridden.” (Response C1). Another respondent expressed regret with institutionalising their older relative because, “she passed away two weeks after placing her at the facility.”  (Respondent D1). In one instance, the older person (an older aunt) was institutionalised, but later unceremoniously returned to the family home: “She became too much for her caregivers so they brought her back to my home one day while I was out.” (Response E1).

[bookmark: _Toc40436584]9.9 CONCLUSION

The survey provided insights into the factors motivating persons to be involved with family caregiving. As in the qualitative investigations, most carers were females, and there was a high possibility of older parents receiving in-home family care in later life.  Family caregiving was very demanding since caregivers tended to perform caregiving duties for more than 3 hours each day and for more than a year. Most respondents provided elder care to a relative who was moderately or severely dependent. It follows that family caregivers provided assistance with various ADLs as well as IADLs. Generally, frail older persons lived in the same home as their family caregiver. Furthermore, several family caregivers had to care for at least two (2) other persons in their family unit. This coupled with their work demands made caregiving a very demanding experience, especially when treating with persons who were cognitively frail. Given this situation, caregivers expressed a desire for in-home care support for their relatives and support services for themselves. 

Unfortunately, many of the family caregivers felt they had to function in a context where health and social services were insufficient to meet their needs and that of their older relative. As with the qualitative findings, several respondents shared extensively about the inadequacies in both public and private health care and the large amount of time and money expended in trying to access these and other services. They also shared information on the poor customer service that they received at public health facilities. The inefficiencies of social service programmes were also highlighted: the lack of awareness by significant numbers of persons about the existence of several of the programmes provided by the state was underscored. Another interesting finding was that very few respondents received assistance from civil society organisations in the provision of care to their older relatives.  

Unlike the qualitative study, most persons shared that their main motivation for providing care was because of love for their older relative. It may be that persons felt more comfortable expressing such emotions anonymously as opposed to doing so in a face-to-face encounter. It may also be that in the face-to-face interviews love was taken-for-granted, given the acts of kindness and generosity that the participants spoke about. Duty and a desire to reciprocate care may have also been viewed as tantamount to love by those who were more explicit in identifying those motives in the interviews. Also, survey respondents were less likely to indicate the role of religion/spirituality in their decision to provide care than in the qualitative study. Thus, the methodology used for determining the main values that motivate caregiving behaviour must be taken into consideration when designing studies on this subject, and interpreting the research findings in a particular cultural context. 

A significant proportion of the participants were willing to continue to provide family care for their older relatives, and would only consider institutionalising them if their relative became severely dependent and the requisite care could not be provided in the family home. The poor quality of institutions such as Homes for Older Persons was a major deterrent against persons exploring institutionalisation as an alternative to care. Many participants were also afraid that institutionalisation might lead to the premature death of their older relative. A few shared actual experiences of this occurring. This assessment was fuelled by both the perceived poor quality of these institutions, as well as a strong belief by some respondents that older persons should be cared for in the family home, lest they suffer from depression and die as a result. Several respondents complained about the lack of proper monitoring and evaluation of Homes for Older Persons. 

The chapter that follows will provide an overall discussion of the findings of both the quantitative and qualitative investigations, and the implications for social policy and programme development in T&T. It will also situate the findings in the context of existing literature on these issues. 

[bookmark: _Toc40436585]CHAPTER 10 – DISCUSSION & CONCLUSION
[bookmark: _Toc26414884]
[bookmark: _Toc40436586]10.1 INTRODUCTION

This chapter is divided into two main sections, namely the discussion of the findings and the conclusion. The discussion is organised according to each of the research questions that the study set out to address. To recap, it focuses on the factors that contributed to caregiver role acquisition, describes how older persons and their family carers experience their care situation, highlights the coping and care management strategies employed by family caregivers and older persons, and, suggests policy and programme provisions given these findings. 

For each research question, key themes were developed based on in-depth interviews and focus groups that were conducted on both islands of T&T. These themes are discussed below and comparisons made to existing literature and theoretical perspectives. The results-based themes should be seen as heuristic devices that illuminate the subtle differences and nuances in the data, but which in practice overlap and interlink in each care context where they often occur concurrently. In the discussion that follows, the convergence and divergence of the findings from both the qualitative and quantitative components of the study are discussed and consideration given to areas for further research on this subject. 

[bookmark: _Toc26414885][bookmark: _Toc40436587]10.2 DISCUSSION

[bookmark: _Toc26414886][bookmark: _Toc40436588]10.2.1     Determinants of Caregiving

This section provides an overview of the findings on the determinants of care. Particular attention is given to the significance of gender and religion as well as the importance of non-nuclear family forms and the role of the goddaughter and niece in family eldercare provision. The relevance of Masuy’s Conceptualisation of Family Care, Cantor’s HCT and Litwak’s Task-Specific Model (TSM) was considered. Also, the influence of values such as duty and reciprocity are discussed with particular attention to how love is articulated and expressed in conversations about family elder care in T&T. 

Overview of Findings

The three main categories of determinants of care that emerged from this study were: required care (I must care), requited care (I should / ought to care) and inspired care (I want to care). However, although these results show the relevance of Masuy’s (2011) conceptualisation of need-based, predisposing and enabling factors, these themes go beyond Masuy’s conceptualisation by giving more attention to the values, beliefs and preferences of older persons and their caregivers towards caregiver role acquisition, care provision and acceptance. 

All carers in this study engaged in significant amounts of required care and most provided requited care. Only a few participants provided inspired care as a matter of course. A primary insight from this study is that care based on duty was a crosscutting value that underpinned the family care efforts of all interview participants, whether that care was required, requited or inspired. This sense of duty is consistent with the initial evidence about filial piety as a value that informs the behaviour of persons in T&T (WVS 2010). However, the evidence about filial piety is still preliminary and needs to be examined further. 

At the same time, the findings of this study are not meant to suggest that every close relative of the older participant adhered to the tenet of care as a duty. Some relatives (non-participants) that seemed to be the most likely candidate to provide family elder care, evaded or avoided doing so[footnoteRef:84]. A history of interpersonal conflict with the older care recipient emerged as a primary reason for unwillingness to provide family elder care support. This finding supports research conducted by Scharp and Curran (2018) who observed that adult children that were estranged from their parents did not provide care support to them when they were ill. On the other hand, Siegel and Alderman (cited in Siegler, Capezuti & Mezey 2001) surmise that estranged family members might become closer when an older relative becomes ill, or alternatively, relatives may become more resentful given the caregiving burden they experience. Given these findings, policymakers must be careful not to impose family care in such circumstances, as the risk of elder abuse and caregiver strain is particularly high in those situations. As Walker cautioned, “If policymakers continue to assume that the family is always the soundest basis for care, they will overlook existing conflicts in the caring relationship and be guilty of imposing some potentially destructive relationships on both caregivers and care recipients” (Walker 1993, p. 149). [84:  These strategies are discussed in more detail in the section below on coping and care management strategies. ] 


Thus, while family care may be a preferred option for older care recipients and policymakers who espouse ageing in place, alternative care arrangements should be considered for situations in which elder care by relatives may do more harm than good[footnoteRef:85]. Maltreatment of older persons can be minimised by the timely identification of carers burdened by high stress, anxiety, depression or other risk factors that could lead to abuse of the older person. Carers should be given a choice to take up a relevant support service such as respite care, training or psychological and educational programmes. Furthermore, potential family carers should be allowed to choose whether to provide care at all (Courtin, Jemiai & Mossialos 2014). However, real choice requires that there are suitable alternatives available.  [85:  See recommendations below on in-home care support, residential and semi-residential solutions. ] 



The Relevance of Masuy’s Conceptualisation of Family Care Determinants

In the context of this study, the need factors identified by Masuy were directly related to the provision of required care. As in Masuy’s study, there were several predisposing factors identified which impacted on whether or not family members engaged in this particular type of care in the T&T context. These factors included the health status of the older person, gender, type of filial relationship, partnership status of the care recipient, number of (de-facto) children, occupational status, geographical proximity, education and training, and a sense of religious and moral duty to care for older family members. 

Not surprisingly, all of the interview participants provided required care given the health care needs of their older relatives. This is supported by research conducted by Verbakel and colleagues (2017) on family elder care practices in Europe, which found that need for care given an individual’s health issues was a primary determinant of family caregiving. The importance of geographical proximity of the carer as a determinant of care in T&T is also a common finding in the literature. Spijker and Zueras (2018), for example, found from their analysis of the Spanish sample of the Survey of Health, Ageing and Retirement in Europe (2006 & 2013) that availability, proximity and co-residence of children were the main determinants of family elder care provision in Spain. Furthermore, she noted that the co-residence of older persons with their family caregivers is especially prominent in Southern European countries (Spijker & Zueras 2018).

Gender as a Main Determinant of Care Provision

Consistent with previous studies on family care in various countries (e.g. Globerman 1996; Grigoryeva 2017 & 2014; Masuy 2011; Merrill 1997; Peng 2012; Razavi 2007; Razavi & Staab 2008; Spijker & Zueras 2018; Spillman & Pezzin 2000), the findings suggest that women mainly perform family caregiving in T&T. The qualitative interviews and focus groups revealed that men usually served as secondary caregivers in the first instance, and only became primary caregivers if there were no female relatives to perform that role (e.g. FCG Timothy Druman). Similarly, researchers like Matthews (2002) observed that sons expected their sisters to take the lead with caring for their older parents, and Grigoryeva (2017 & 2014) found that sons provided relatively less care if they had sisters. However, given the small proportion of male participants in this study, more research will need to be conducted to obtain insights into the contributions of men to family elder care in T&T. 

Gender of the care recipient also emerged as another critical predisposing factor. Most of the family caregivers participating in the in-depth interviews and survey, cared for older female relatives. This is consistent with Masuy’s (2011) observation that women were more likely to need family care as they have a longer life expectancy than men do. The WHO (2018), estimated that, in T&T, males could be expected to live to about 68.2 years, while females may live to an average age of 75.6 years. However, some of the male interview participants were exceptions to this trend as they outlived their wives.

Cantor’s Hierarchical Compensatory Theory vs Litwak’s Task-Specific Model

The findings of this study show that both Cantor’s (1979) HCT and Litwak’s (1985) TSM, explain to varying degrees the process by which a family carer of an older person, emerged and accepted that role. With respect to Cantor’s HCT and, consistent with various studies on this subject, including Masuy (2011) and Wolff and colleagues (2006), type of filial relationship was a key predisposing factor of caregiving in the current study. More specifically, the HCT postulates that a hierarchy of preference exists in which spouses are the first choice for the role of caregiver, followed by children, other kin, friends, neighbours and finally, formal helpers, seems to be useful in predicting who is likely to become a family caregiver in T&T. However, this tenet must not be applied carte-blanche to every situation. As the results of this study revealed, there are exceptions to this pattern, given the varied and dynamic care scenarios that families have to navigate.

The in-depth interviews in this study indicated that the spouse was the most likely family member to become a caregiver if a frail older person was married (e.g. Mrs. Sanchez and Mrs. Flora). However, if the spouse died (e.g. Mother Freeda, Uncle Wilton, Mr. Druman and Mr. Khan), or a common-law union no longer existed (e.g. Ms. Violet, Ms. Kumar, and Tanty Edna), then the adult daughter was the next likely person to become the lead family carer (e.g. Samantha and Sheila). However, as the experiences of the interviewees show, life decisions do not always follow an expected order. The hierarchy of preference was not always applicable to the care situation, as factors other than the type of family relationship impacted on the final decision about who provided care. For instance, the dimensions identified in the TSM such as technical knowledge, the complexity of the care needs of the care recipient, geographical proximity, and size of the support group were also useful for explaining the decision for several of the primary carers in this study to willingly accept the role of caregiver.  As noted in the literature review, the importance of geographical proximity vis à vis the hierarchy of care was underscored by Qureshi and Walker (1989).

There was also evidence to support a central critique of the TSM, namely its inadequacy in explaining the impact of cultural beliefs and values on the decision to become a caregiver to an older relative[footnoteRef:86] (Long, Campbell & Nishimura 2009; Luong 2000; Parveen, Morrison & Robinson 2011). Religion and ethnic background were two key cultural factors (see below). In a multicultural society such as T&T, conceptualisations of care must be commensurate with the varied beliefs and norms surrounding family care arrangements that exist.  [86:  For example, on the issue of cultural values and their relevance to caregiver role acquisition, Grahame’s (2006) observation about a shift in the values of East-Indian families which resulted in daughter-in-laws being more likely to give priority to their own household rather than care for their in-laws was relevant for explaining the caregiver pattern in the Khan family.] 

Religion, Ethnicity & Caregiver Role Acquisition

Ethnic and religious background were the two primary indicators of cultural values and beliefs used in this study. However, due to methodological constraints, only limited conclusions can be made about the effect of these two variables on caregiver role acquisition. While the main ethnic groups in T&T were represented in this study (i.e. persons of African, East Indian and Mixed decent), most of the participants in the in-depth interviews and focus groups were African-Trinidadian. Only a few participants identified as East-Indian or Mixed in the qualitative aspects of this study, relative to their proportion in the wider population. More Indian-Trinidadians participated in the survey. Persons from minority ethnic groups in T&T such as the Chinese and Syrian/Lebanese communities did not participate. Given these limitations, conclusive statements could not be made about the extent to which ethnicity impacts on the decision to become a family carer in T&T. 

The under-representation of minority groups in social research is not unique to this study, but is a challenge experienced by many researchers (e.g. Masood et al. 2019; Quinn et al. 2012). Quinn et al. (2012) found that matching the race and ethnicity of the researcher to the community that is targeted is one approach that helps to increase the participation of minority groups in research. This may partly explain why, as an African Trinidadian researcher, access to the African Trinidadian community was a lot easier than to other ethnic communities. Further research will need to be conducted to obtain insights into whether or not there are significant differences in family elder care practices across ethnic groups in T&T. Such a study will also need to consider the interactions between ethnicity and class in the context of care in this multi-cultural context. 

Non-nuclear family forms and caregiver role acquisition

Another shortcoming of both the HCT and TSM that was confirmed in the current study is the inappropriateness of their assumption that households have a traditional nuclear structure with a living spouse and children nearby. This did not apply to several participants. Some of the interviewees were widowed or without a partner, or ‘de-facto’ childless due to factors such as infertility (e.g. Uncle Wilton), family conflict (e.g. Tanty Edna), fatal illnesses (e.g. Petra Druman and Avalon Richardson) and migration (e.g. Marlene Baptiste-Smith and Marian Richardson-Morris). Thus, having an adult daughter or son did not always serve as a protective factor against being without family care in later life.

Given the challenges experienced by the de-facto childless, the decreased birth rate in T&T is cause for concern. Consistent with the demographic patterns in the wider population, several of the interview participants came from small nuclear families. On average, the number of children of older persons from African-Trinidadian families represented in the qualitative interviews was fewer[footnoteRef:87] than those of East-Indian descent[footnoteRef:88]. This resulted in them having a small pool of potential caregivers. However, having a large family did not always equate to having a large support network of potential caregivers. What was a more significant factor was the number of daughters (e.g. the Khan family) and the quality of family relationships over the life course (e.g. the Sanchez family). This is consistent with previous research, which showed that the size of the social support network did not always translate into practical care support (e.g. Aneshensel 1992; Thoits 1995).    [87:  The three older African-Trinidadian participants had an average of 2 children. ]  [88:  The three older East Indian participants had an average of 6 children.] 


The importance of the goddaughter to the care process was a unique finding in this study. Being a goddaughter in addition to being a niece, seemed to increase the chances of an individual becoming the next likely family carer when a spouse or adult child was not available or willing to provide elder care. It is uncertain if goddaughters retain their significance among younger cohorts in the context of family relationships and care in present-day T&T. It is possible that, as with the shift in the role of the East-Indian daughter-in-law (Ghosh, Capistrant & Friedemann-Sãnchez 2017), the role of the goddaughter in care provision might have diminished in more recent times. Further study will need to be conducted to ascertain the significance of the goddaughter to family caregiving in T&T and other jurisdictions. 

One of the limitations of this study is that the sample did not include frail single older persons that were both never married (nor in a committed relationship) and childless. These persons are increasingly referred to as elder orphans (older people without a spouse, children or other family member, designated surrogate or caregiver on whom they can depend) (Carney et al. 2017), solo agers or solo seniors (older adults without children, living alone) (Miller & Wick 2020).  Research will need to be conducted to determine the proportion of this group in the wider population and the extent to which union status impacts on the possibility of a frail older person being institutionalised. The findings of other studies suggest that single, childless older persons are more at risk of being without family care support and are more likely to need publicly funded care (Rodrigues et al. 2012; Schrӧder -Butterfill & Marianti 2006; Verbeek-Oudijk 2014a, p. 3). Community care for older persons must ensure that there are suitable provisions for these solo agers. 

Duty & reciprocity: A Subtle Distinction

For the most part, a history of mutual sharing and exchange of resources were the main factors that motivated family members to accept the role of family caregiver to their older relatives. This often led to what this study refers to as requited care, which is largely founded on the principles of reciprocity. Various researchers have found that reciprocity is an important determining factor in family care provision (e.g. Carruth 1997; Clark 1998; Del-Pino-Casado, Frias-Osuna & Palomino-Moral, 2011; Ghosh, Capistrant & Friedemann-Sãnchez 2017; and Pearlin 1989). However, as many of these researchers observed, reciprocity as a determinant of family care is best understood as a transactional process that occurs across the life course. As Silverstein et al. observed, “[t]he motivation of adult children to provide social support to their older parents is partially rooted in earlier family experiences and guided by an implicit social contract that ensures long-term reciprocity.”  (Silverstein et al. 2002, p. S3).

The balance of the exchange from an older person to their younger relative may vary across time. It is also important to note that older persons may reciprocate care to their caregiver and younger relatives even in later life when they are frail (Isherwood, Luszcz & King 2016). In the current study, reciprocity was mainly expressed as socio-emotional and spiritual support, and providing the carer with companionship, prayer and encouragement. Also, to some extent, the frail older participants provided financial and other material gifts to support younger family members. It may be that the material support provided to relatives by older persons may be more pronounced than was unearthed in this study. Future studies should explore this possibility. 

As was noted previously, most participants identified duty as a primary factor that motivated them to care. Interestingly, this was not deemed as dishonourable but was closely related to the idea of reciprocating care. The positive regard for duty and reciprocity as a basis for caregiving is unlike what is typically observed among non-minority ethnic groups in Western countries like the USA (e.g. Cahill 2009) and the Netherlands (e.g. de Valk & Schans 2008), where dependence on family members is generally not seen as a desirable state. However, it is consistent with the culture of developing countries such as India where, as stated in the Background to this study, older persons see family care as a legitimate right because of their prior contribution towards the child and the family (Ghosh, Capistrant & Friedemann-Sãnchez 2017, p. 28). Further research is needed to ascertain if these findings will be applicable to other cultural and class groups in T&T given the heterogeneous nature of the society. 

Love & Caregiving: Beyond Words 

Of particular note in this study is that participants in the in-depth interviews were less likely to identify love as informing their decision to provide care. This is in contrast to the findings of Kaci and Starks’ (2013) examination of elder care provided within the indigenous Algerian Kabyle family. Their study found that “caring from the heart”, which referred to “love, strong affection, or a strong sincere emotion, given freely irrespective of obligation” was a central characteristic of that indigenous group (Kaci & Starks 2013, p. 174). 

Interestingly, despite the fact that the emotive aspect of care was generally not mentioned by the interview participants in the current study, persons completing the anonymous online questionnaire were more likely to select love as a motivating factor for care provision. This variation in results may have occurred because of the taken-for-granted nature of love as a motive. It may also be that T&T’s culture is similar to that of many Asian countries where love is expressed more by ‘doing’ rather than ‘saying’ (Wang 2007).  Drawing from the work of Janet Finch (2007, p. 72), love is ‘displayed’ through action and interaction. It may also be that culturally, the Trinbagonian participants may feel that love is too private an emotion to express freely to an interviewer. Tsai and Levenson (1997, p. 601) for instance, noted from their review of ethnographic studies that Chinese culture emphasises emotional moderation and control, while the opposite is true in mainstream European – American culture. The same may be true for T&T but additional study is needed to verify this. 

Furthermore, many of the participants equated love with the duty to care and reciprocate care, so much so that respondents were more likely to note duty and reciprocity as their conscious motives for providing care, rather than love. One possible explanation for this is that love and duty may have been viewed as ‘one and the same’ by some of the participants who preferred to use the latter term to describe the basis for them providing care. Also, the ambivalence associated with how a person feels about the cared-for person versus caring-for a person might explain why interview participants were silent about love as a reason for caring. As Elson (2005, p. 2 cited in Razavi 2007, p. 13) observed: “[the fact that much] unpaid care work is done for love, does not mean that we always love doing it”. Thus, love may have been subsumed under the rubric of duty, given the contradictory emotions and experiences associated with family elder care experiences. 

The difference in the mean age of respondents in the qualitative and quantitative aspects of this study may also explain the variation in the findings on love as a motive to care. The survey participants consisted of a more youthful sample of respondents than the interviews and focus groups. The anecdotal evidence suggests that persons from older age groups may be less likely to speak of emotions such as love. Taking this into consideration, talking about love might be difficult for interview participants, despite it being a real emotion that they experience towards an older cared-for relative. Focused study on love and care in the T&T context will need to be conducted to provide a clearer understanding about the silence of interview respondents on love as a motive for elder care provision.
                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                                 
Religion and the Decision to Care

Consistent with demographic trends in the wider population (GORTT 2012), most of the participants in this study were Christian. However, a limitation of this study is that there was an under-representation of persons from other religious faiths when compared to national census results, especially in the interviews and focus groups. This may be partly explained by researcher characteristics, as some of the participants were sampled through Christian networks to which this researcher belonged. Despite this limitation, the interviews included participants who identified as accepting the tenets of multiple religions (e.g. Mr. Sanchez and Ms. Maharaj) and there were responses from individuals who identified as Hindu and Muslim in the survey. However, there was no significant effect of religion on care practices when cross-tabulations were conducted with the survey data. Thus, conclusive statements cannot be made about the relationship between religious beliefs and the care practices, experiences and preferences of family caregivers and older persons in T&T. Nonetheless, some preliminary insights were obtained about the effect of religious beliefs and values on family elder care in this multicultural society. 

Religious duty was found to be a main predisposing factor that emerged in the qualitative discussions about caregiver role acquisition. This is similar to the findings in other studies. Verbakel et al. (2017) for example, found from their analysis of the 2014 European Social Survey (ESS) that there was a higher probability of religious respondents engaging in intensive care than non-religious respondents.  They concluded that “[s]trong care attitudes are partly driven by religious beliefs as religions explicitly emphasize the importance of loving one’s neighbour and to helping those in need.” (Verbakel et al. 2017, p. 93). However, it is important to note the subtle distinction between inspired care (based on divine or supernatural influences), and required care (predicated on a sense of religious or moral duty to provide care). As indicated in the literature review, it is not uncommon for social science researchers to distinguish between religiosity and spirituality. The latter is usually associated with a personal and day-to-day relationship with God, while the former is associated with belonging to a religious group or body and adhering to certain institutionalised traditions (Pargament et al. 1998; Zinnbauer et al. 2015). 

In the section that follows, the discussion continues on how family caregivers and older persons experienced care, and how this affected their overall wellbeing.

[bookmark: _Toc26414887][bookmark: _Toc40436589]10.2.2   Experiences of Care

The results of this study highlighted the benefits, challenges and mixed (ambivalent) experience of family care. Ambivalence was a central theme that emerged from the responses of the caregivers. In this section, special attention is given to some of the structural factors that impacted on how family carers perceived care. The perspective of older participants is also discussed, which was based mainly on what they identified as acceptable characteristics of their primary family carer. The interrelationship between caregiver role acquisition and the overall experience of care is also considered. 

As is evident from this and other studies, the needs of older persons change as they become frailer. To depict the changing care needs of older persons, Ziettlow (2019) developed the following conceptualisation of the trajectory of chronic illness based on previous work done by Lynn and Adamson (2003): 1) a ‘roller-coaster’ – long term period of support requiring intermittent periods of acute care; 2) care in the ‘deep end’ – short term period of support requiring constant, on-site, acute care that can last from a few weeks to several months and ends with death; and 3) the ‘marathon’ – long period of continual support to care recipients who slowly but persistently decline in physical and mental acuity. In the in-depth interviews, examples emerged of care dyads in each of these phases of the care experience. For the most part however, interview participants were in the marathon stage of care when they were interviewed. Longitudinal studies will be especially useful for understanding the variable nature of the care experience of these and other T&T caregivers. This notwithstanding, some useful insights were obtained from this cross-sectional study about the various factors that influenced whether or not their care experience was deemed as positive, negative, or otherwise.

Ambivalence and Caregiving

The findings of this study support the utility of the sociological ambivalence framework, which argues that persons can experience positive and negative emotions simultaneously (Connidis & McMullin 2002; Hillcoat-Nallétamby & Phillips 2011; Lüscher & Pillemer 1998). This framework is founded on a symbolic interactionist perspective, which gives attention to the dynamic nature of solidarity, conflict and power relations that exist in family life. Its basic premise is that inter-generational relationships (such as those involved in family elder care) are not based exclusively on either agreement or conflict. On the contrary, it posits that both states can exist simultaneously in a given relationship and that this is in fact the norm rather than the exception in human relationships of this nature (Lüscher & Pillemer 1998, p. 4).  In the current study, all participants expressed feelings of ambivalence about providing care to their older relative, irrespective of whether their main motive for caregiving was inspired, requited or required. There was also clear evidence that the uncertainty experienced by participants about meeting care needs given limited resources contributed to the ambivalent emotions they had towards their care experience[footnoteRef:89]. [89:  See discussion below on Coping and Care Management. ] 




Benefits and Challenges of Caregiving

Consistent with previous research (e.g. Kuuppelomäki et al. 2004; Lee & Singh 2010; Lin, Fee & Wu 2012; Pearlin et al. 2005; Pinquart & Sӧrensen 2003; Sánchez-Izquierdo, Prieto-Ursua & Caperos 2015; and Ziettlow 2019), this study confirmed that elder care involves a mix of circumstances, experiences, responses, and resources. None of these are stable, but vary in their impact on the health and well-being of caregivers and, by extension, on their care recipients as well. The participants identified both benefits and challenges of family care. Benefits were either self-oriented or other-oriented. Self-oriented benefits included the experience of personal growth, improved relationship with the cared-for person, and the belief that persons providing care would be ‘blessed’. Other-oriented benefits included appreciation from others, receiving support from others, and being able to contribute to the wellbeing of another individual. 

Based on the evidence however, one cannot ignore how demanding and stressful caregiving and receiving is for family carers and older persons in the context of a developing country such as T&T. Lack of knowledge about providing care, problematic behaviour of the cared-for person, and the financial cost of care were some of the main challenges experienced by the caregivers, who also had to juggle other competing responsibilities and interests, such as balancing work in the formal sector, caring for other relatives (e.g. a spouse and/or children and grandchildren), decline in their own health, and the anticipatory and cumulative grief some experienced while caring for an older relative who was in a stage of gradual or rapid decline. Their situation was made even more challenging by the difficulties encountered when trying to obtain adequate and affordable medical care for their older relative and for themselves, support from other relatives, as well as suitable and affordable paid care workers to supplement the care that family members and friends provided. Ziettlow’s (2019, p. 22) description of American family caregivers in a case study she conducted in Illinois provides an uncanny reflection of the experiences of the caregivers in the current study:

[F]amily caregivers are often exhausted. They exhaust their savings account to pay for [c]are. They exhaust their minds in thinking of new solutions to mobility, therapy, or residential challenges. They exhaust their bodies, often compromising their own health needs, to remain present to a loved one in need. They exhaust their creativity in finding ways to balance work and care demands because all care journeys require periods of leave from employment. Despite their weariness, they are proud to be caregivers. 
Although her study was based on the experiences of caregivers in a country that is considerably more developed than T&T, it mirrors the mixed experiences of family caregivers and older persons in this study.
 
Factors Impacting on the Experience of Care

Among the main factors that influenced how family caregivers assessed their care experiences in this study were, other caregiving demands and responsibilities, as well as access to informal and formal support. Generally, the findings were mixed for several variables such as employment status, place of residence relative to that of the older person, intensity and duration of elder care. The results were inconclusive for variables such as age and gender.  Carers who provided intense care to a relative(s) that passed away (e.g. Samantha and Susan) were more likely to experience considerable emotional strain when caring for another relative.  However, the degree of strain they experienced was linked to the number of persons that they provided end-of-life care to, before becoming a primary caregiver to the older relative that they were supporting at the time of the study. Additionally, the time between providing care to their deceased relative and the current care recipient was another critical factor that affected their care experience[footnoteRef:90].  [90:  Interestingly, none of the three (3) participants who were still in the throes of grief while being interviewed were in receipt of counselling, even though their loved one had passed away several years before this study. While some local agencies provide bereavement counselling to families who have lost a loved one (e.g. funeral homes), it may be that caregivers were not aware that this service was available, or were reluctant to access support for various reasons. It may be that counselling was considered taboo or they were reluctant to access government counselling services (e.g. through the National Family Services Division of the Ministry of Social Development) or through Employee Assistance Programmes that private and public companies at times provide. The reasons for persons not seeking counselling is another issue that can be explored in future studies.] 


Several of the participants were sandwich carers, providing care to persons of multiple ages and stages in life simultaneously. These sandwich carers included parents and grandparents with considerable care responsibility for their children and grandchildren. This added to the strain experienced by caregivers who had to use ingenious approaches to manage the various demands they faced. Numerous studies have been conducted over the years on the challenges experienced by sandwich carers (e.g. Brody 2003; Grundy & Henretta 2006; Miller 1981; Neal & Hammer 2017; Pierret 2006; Riley & Bowen 2005; Spillman & Pezzin 2000). The approaches the participants in this study used to manage their multiple care responsibilities are discussed in more detail in the section below on Coping and Care Management Strategies. 

Most participants identified inadequate health and social care services[footnoteRef:91] as a main challenge, resulting in a strong negative effect on how they experienced family elder care. These sentiments are consistent with the findings of Rawlins and Spencer’s (2002) study of caregiving in T&T. Although universal health care is provided to citizens, and there have been consistent increases in public health spending between 2005 and 2014, gaps in service provision and a questionable quality of care were reflected in the responses provided by participants. This is consistent with the findings of the Welch Committee, which concluded that value was not being achieved in the sector and there is an urgent need to upgrade the system (Welch et al. 2016, p. 5). Even in instances where free public services were available to meet the needs of older persons, the survey information revealed that many participants were not aware of the services on offer[footnoteRef:92] and this despite the existence of the Older Persons Information Centre (OPIC), which is a help desk that was launched by the Ministry of Social Development in 2005.  [91:  Social care for older persons refers to “care services that aim to help the care-dependent person to carry out ADL (such as household tasks, eating etc.).” (Spasova 2018, p. 13)]  [92:  The survey results revealed that “information and advice about the type of help and support that is available and how to access it” was the primary need identified by caregivers.] 


Since the close of this study’s survey, the Ministry of Social Development and Family Services has undertaken its Public Education and Information Sensitisation (PIES) sessions. This initiative was designed to inform the nation about all available services that may be beneficial to older persons and the public at large. It is unclear if these sessions have increased public awareness of older persons and their family caregivers about State services that they can access, because at the time of the writing of this thesis, an impact assessment had not been completed on the effect of these sessions. This notwithstanding, the sessions are a positive step in closing the information gap that was apparent from the responses of participants. 

Mixed Results

Family elder care was a challenging experience irrespective of the carers’ employment status. For those who were involved in formal work outside the home on a full-time basis (e.g. Sheila and Rebecca), caregiving was very difficult, although rewarding. Employed carers (e.g. Rebecca and Adelina) depended on paid care workers to supplement their care while they were at work. But finding suitable and affordable care workers was often tricky and made the experience of providing care particularly challenging. Because of this care gap, moderately and highly dependent older persons were sometimes left unattended for extended periods of time when alternative care arrangements could not be made. This added to the anxiety and strain experienced by some carers who were highly motivated to support their older relative, but had to remain employed in the formal sector to meet their personal and other expenses. On the other hand, work was a source of respite for some carers who found full-time family care to be overwhelming (e.g. Mrs. Sanchez and Rebecca). Thus, caregiver employment had a mixed effect on how carers assessed family elder care provision. 
 
Geographical proximity also had a varied impact on how care was experienced. Older persons were more likely to view their care experience as challenging when their preferred caregiver lived a considerable distance from them and was unable to visit them frequently. There were also instances where the preferred caregiver lived on another island (e.g. Lakshmi) or in a different country (e.g. Marian and Prof. Brenda). For some caregivers, co-residential care was even more challenging than caring for a non co-residing relative, as the need to provide care support was ever-present and with little respite. Others reported on the anxiety they experienced about the wellbeing of their relative who lived in a separate location from them. Some long-distance family carers complained of the increased vulnerability of their older relatives to the machinations of family members and care workers who they felt took advantage of the older person financially and otherwise. The challenge of caring from a distance was usually compounded by the absence of suitable in-home carers, whether paid or unpaid. Despite the fact that commuting over long distances within the country or between islands and nations was especially taxing to these carers, some surmised that allowing their older relative to live in their own home was a positive trade-off given their older relative’s desire to age-in-place. 

Care factors such as the intensity of care and duration of care, impacted caregivers and recipients in different ways. What was strenuous varied for each individual. For some persons, the intensity and duration of care, while demanding, was less challenging as they were sufficiently trained in elder care techniques. Others were either motivated by religious beliefs to undertake various care responsibilities. Notwithstanding their commitment to care, many participants found the demands of providing care to be stressful. 

Older Person’s Experience of Care

Older interview participants assessed their care experience as positive or negative based on five caregiver characteristics: 1) compatibility; 2) willingness; 3) ability; 4) availability and; 5) motive. Family care was viewed as a positive experience if the family carer was the preferred relative that the older person believed should provide care (usually an adult daughter rather than a paid care worker), was willingly providing care and not doing so grudgingly or for selfish motives such as financial gain, and had the knowledge and skill to meet the needs that the older person viewed as essential. Not surprisingly, some older participants were dissatisfied with their care experience when the care they expected did not match the care they received from their relative. In some instances, the expectations of the older person were reasonable, and the family carer adjusted the care they provided so that their actions were more positively aligned to the desires of their relative. This compromise sometimes resulted in the carer experiencing considerable strain. The need for older persons to maintain a sense of independence was one of the main areas of negotiation and adjustment. At other times, the family caregiver could not provide the care desired by the older person as it resulted in too much caregiver burden. This is discussed in more detail in the section on coping and care management below. 

Relationship between the Determinants and the Experience of Care

The initial evidence from this study suggests that the motive for caregiver role acquisition had some influence on how family carers assess the caregiving experience. Inspired care, whether underpinned by spiritual influences, civic-mindedness or love, was usually associated with an overall positive assessment of the care experienced by the family caregiver, even though challenges were identified. Required and requited care were also associated with positive experiences of care, but there was a greater tendency for a negative or neutral view of the care experience to be articulated.

An alignment also seemed to exist between the preferred caregiver characteristics identified by older persons and the determinants of care. Inspired care (love) and requited care (duty and respect) were reflected in the characteristic identified as caregiver motive. Furthermore, inspired care may be linked to caregiver compatibility and willingness and requited care to caregiver ability and availability. The distinguishing features of these determinants of care are all a question of intensity or strength of each characteristic. As noted earlier, all carers provided requited care, as duty and reciprocity are strong determinants of care in T&T. Thus, persons providing inspired care in this study also provided requited care. However, the reverse was not always true. More extensive study is needed to explore the linkages between these concepts. 

Inconclusive Findings

[bookmark: _foixgqq278i0][bookmark: _Toc26414888]Given the small number of male participants in the qualitative study and the non-probability sampling approach used for the survey, only tentative statements could be made about the impact of gender on the caregiver experience. Similarly, this study did not unearth a clear pattern on the relationship between age, race/ethnicity, educational background, type of filial relationship, and marital status on how participants experienced elder care in T&T. Further research will need to be conducted to ascertain whether these variables significantly influenced how family elder care is experienced by persons living in T&T, whether they be caregivers or care recipients.  

[bookmark: _Toc40436590]10.2.3     Coping and Care Management

The care management strategies that were employed by older persons and their caregivers were broadly categorised as accepting, rejecting or restricting care. The four main dimensions of care that further distinguished between these strategies were: willingness to provide or accept care, agreement with the proposed care activities, the degree of certainty or uncertainty about care circumstances and available options to meet care needs. These dimensions helped to elucidate areas of congruence and incongruence in the coping and care management strategies used by older persons and their family carers. 



Care Management Strategies and Dimensions of Care

The terms agreement and willingness are closely related in everyday English usage and are sometimes used interchangeably[footnoteRef:93].  However, for the purpose of this study, ‘agreement’ refers to care tasks or activities while ‘willingness’ refers to acceptance (by the family carer) of the caregiver role or, acceptance (by the older person) of the individual providing care. This subtle distinction is important as the data in this study revealed that older persons might accept a family member as their caregiver, whilst at the same time resist some of the care they provided. The opposite is also true. For instance, some of the participants reluctantly accepted the care provided to them because they mistrusted the person, but still accepted the care activity (reserved care acceptance).  [93:  The terms ‘agreement’ and ‘willingness’ are related. However, the main difference between them is that willingness refers to a state of being willing while agreement can be accounted for by a specific set of actions. ] 


Variation was also observed in the willingness and agreement of family caregivers to assist older persons with their care needs. Some willing carers for example, restricted the care they provided in response to the preferences of their older relative, or because of the constraints, they themselves had in providing care. The selective care strategy which is one subset of this approach, refers to situations where the family caregiver willingly provided care but, what they were willing to do did not fully align with their older relative’s preference. On other occasions, there was a reversal in this strategy whereby the family carer desired to assist with specific care duties, but limited their care support in accordance with their relative’s request (restrained caregiving). Respecting the need for their older relative to exercise autonomy was one of the factors that motivated the use of a restrained caregiving strategy. These restrictive care practices were evident in other studies such as that conducted by Funk (2010, p. 57), who observed that Canadian adult-children set limits on care provision given their parents' active attempts to exert their own agency. Funk noted that family carers experienced ambivalence, guilt and uncertainty about their caregiving approaches as they sought to resolve their desire to respect parental independence and their commitment to filial responsibility (Funk 2010). 

Some participants shared their disappointment about relatives who were deemed the most likely candidate to provide care[footnoteRef:94] but rejected the caregiving role altogether. Their reports suggest that some family members either overtly (avoidant care strategy) or covertly (evading care strategy) absconded from care provision on a consistent or temporary basis. Similarly, some older persons also engaged in rejecting the care on offer. In this regard, this study identified two related but distinct strategies of care that were adopted by older persons to reject care, namely refusing  and resisting care. Whereas the strategies used by family carers could be distinguished by the level of transparency of the approach used with older persons (i.e. covert vs. overt), the distinction between the rejecting care strategies was based on whether their behaviour was aggressive or not. As noted previously, refusing care involved the use of non-aggressive, overt, assertive behaviour, while resisting care was associated with either overt aggressive behaviour or covert passive-aggressive behaviour.  [94:  See section above on determinants of care on the factors that made a family member the most likely candidate to be the primary carer of an older relative in T&T] 


Factors such as the extent to which older persons were empowered to express their preferences and have their desires respected, and the degree of resistance from their family carer contributed to the strategy that the older person employed in rejecting care. Barnhart and Peñaloza (2012) for example, identified four types of risky behaviours that were used by older persons to reject help: hashing it out (outright arguments to persuade others of their capabilities), proving themselves (engaging in actions that others recommended they don’t do given the risk), preventing participation (excluding carers from joining them in activities where they believe they will be restricted or demeaned), and hiding their indiscretions (covertly engaging in behaviour against the advice of family carers). Barnhart and Peñaloza (2012, p. 1134) are of the view that such behaviours are “particularly acute in US culture, where individualism, self-reliance, and independence are highly valued”, thus the need for help may be interpreted by older persons as a threat to their independence and an indication that they are no longer capable and empowered. These findings appear to be relevant to explaining some of the behaviours observed among older persons in T&T. 

In response to the rejection of care by older persons, some carers engaged in strategies such as the provision of enforced care or surreptitious care. The use of force or covert methods of providing assistance is highly debated in the literature. However, there is some consensus that there are circumstances in which such practices are appropriate to ensure the wellbeing of the recipient of such actions, such as in situations of crises or where the care recipient suffered from serious mental or physical incapacity (Covert, Rodrigues & Solomon, K 1977; Funk 2010; Haw & Stubbs 2010; Treloar, Beats & Philpot 2000; Wong, Poon & Hui 2005). But, there is the real risk of dehumanising and disempowering persons who are subject to such approaches. As such, it is advised that the application of covert strategies and the use of force be limited to situations where there are no other suitable options available to meet critical care needs[footnoteRef:95].  [95:  The debate on this issue is largely focused on care provided in nursing homes and medical institutions. There are only a few studies in the international literature on the use of covert family elder care practices (e.g. Pratt, Jones-Aust & Pennington 1993; Pyke 1999). The findings of this study point to the need for further research on the nature and extent of this practice locally.] 


The results were not limited to situations of incongruence between carer and cared-for persons. There was notable evidence of congruence in the care management strategies used by participants vis à vis the preferences of their older care recipient. This refers to situations where there was harmony between the preferences of the older person and the care provided, and both members of the care dyad were willingly engaged in the care relationship.  However, it is important to note that there were instances when the perceived willingness of the caregiver to provide support did not match with how the caregiver actually felt. Thus, this study distinguished between ardent care acceptance whereby the older person had a positive view of their caregiver’s willingness to support them, although this perception may or may not be consistent with the caregiver’s perception about their experience and role, and amenable care, where there was clear evidence of the family carer’s willingness to provide support to their older relative. For example, it is possible for an older person to express ardent care acceptance whilst the caregiver was only engaged in the provision of enduring care, i.e. care that was provided reluctantly because the carer felt constrained by their circumstances. These findings are consistent with the tenets of the sociology of ambivalence that was mentioned earlier. 

The level of certainty about the resources available to address care needs was another critical dimension that underpinned the coping and care management practices used by participants. The uncertainty associated with access to resources led several of the family carers to employ a deferred care strategy where they delayed acting to meet a specific need.  Some persons resorted to temporary inaction when the challenges they faced appeared to have no suitable solution at a point in time. This observation is important as it signifies the need to be cautious about ascribing the label of neglect to family caregivers without a full understanding of the constraints they experience in providing support to their older relative. Some ambivalence theorists use the concept of prospective ambivalence to capture “individuals’ concerns with trying to anticipate needs generated by parental dependency or loss of autonomy, but which remain latent realities, and as such cannot be addressed in the immediate, so that ambivalence remains unresolved.” (Hillcoat-Nallétamby & Phillips 2011, p. 207). Thus, the concept of prospective ambivalence is also useful for explaining how some of the participants in this study responded to the uncertain circumstances they were required to navigate. 

Another response to uncertainty by family caregivers involved the use of serendipitous emergent care strategies that they themselves could not have planned for or predicted given their circumstances. In many instances, this serendipitous approach was applied to learning by ‘trial and error’ to care for an older relative. Several interviewees admitted to learning by trial and error. A related finding from the survey was the desire of caregivers for more information on how to support their older relatives. These results are consistent with the observations made by Schulz (2016) about the trial and error learning techniques used by carers in America. 

Serendipitous care management was also strongly evident in the approach used by family carers to hire informal care workers. Based on the interview findings, all care workers mentioned were hired using referrals obtained from friends and/or relatives in the social network of the primary family caregiver or the older cared-for person. Closely related to this emergent care management approach were the ad hoc arrangements that were employed by carers to compensate care workers for the services they provided. Some families paid the care worker above minimum wage while others did not meet the minimum wage standard. Others provided in-kind benefits and services to supplement cash payments. However, the lack of a clearly defined fair wage contract contributed to tensions in the relationship between the care worker and the family caregiver or perpetuated economic injustice towards those hired to do care work. In light of the negative fallout associated with such arrangements, this study recommends that set guidelines and support be provided to families and care workers which promote fair hiring practices and improve the recruitment process. This and other recommendations are discussed further in the section below on social policy considerations. 

The serendipitous approach to care management is an important finding as only a few studies identify serendipity as a feature of family care provision (e.g. Hassan & Jamaludin 2014; Menzies 2004).  Further research is needed to understand the significance of serendipitous events on coping and care management strategies employed by persons engaged in family care, and how this affects the wellbeing of family carers and their older relatives. 

In assessing the utility of the coping and care management strategies identified in this and other studies, it is important to note that each strategy is neither innately good nor bad (Christenson  & Merritt 2017; Martz, Livneh & Wright 2007).  According to Williams, coping techniques “become dysfunctional only when used excessively or inappropriately as a way of avoiding dealing with the stressors” (Williams 2016, p. 228). The appropriateness of a coping strategy is, for the most part, context related. Flexibility is necessary for ensuring that there is a good fit between the coping strategy that is adopted given the particular circumstances, rather than the rigid application of a strategy or strategies. More research is required on coping and care management strategies of carers and older persons in T&T, in order to ascertain their efficacy and overall impact on the wellbeing of the persons involved in the care relationship. 

Theoretical Perspectives on Coping and Care Management

It is generally agreed that a political economy perspective examines how social relationships, in particular, the influence of government, class and other power differentials, influence the production, allocation and use of resources (Wasko 2005). This approach emphasises that institutions, more so than individual actions, have a significant impact on the experiences and outcomes of people. The results of this study provide initial evidence that supports the utility of a political economy perspective for understanding the factors that affect how family care is experienced and managed. All families, irrespective of the socioeconomic resources available to them, were negatively affected by the inefficiency and gaps in the public and private health and social care services in T&T. Although all families experienced considerable challenges in meeting the health and social care needs of older cared-for persons, well-resourced participants were more likely to have access to better health and social care compared to the other participants. Family caregivers from the upper-middle class were better able to navigate private and public services to supplement care activities. Costa-Font and Zigante’s (2016, p. 411) assessment of the middle-class appears to be applicable to the T&T situation: 

The middle class arguably benefits disproportionately from … services and benefits … This is thought to be linked to their ability to navigate services more effectively, enabled by higher levels of education and better social standing. 

‘What you have’ and ‘who you know’ were recurring themes that emerged in discussions about accessing support services in a timely manner in T&T, whether it be from the public or the private sector. However, there were individual decisions, which negatively affected the wellbeing of those who were seemingly well-resourced when compared to their counterparts. Substance abuse (e.g. Mr. Sanchez) and poor financial management (e.g. Mr. Druman) were some of the practices that undermined the care options of persons with relatively more financial means, even when they had access to information and various forms of informal and formal support. Thus, although the political economy perspective is useful in highlighting the effects of multi-dimensional, macro-structural forces on family elder care practices and experiences, it is insufficient for fully explaining how resources are allocated and used by older persons and their family carers in T&T. 

The results of this study provided preliminary support for the use of the FES framework for explaining coping and care management practices in family elder care. As was noted in the literature review, the FES Theory of Wise, Sneed and Berry (2011) explicitly addresses the micro, meso and macro factors influencing coping and care management. The framework acknowledges that on a micro-level, individuals may have some measure of direct control, but this is contingent upon their knowledge, physical capabilities, skills, time, and personal assets. This is useful for explaining the different care management strategies used by carers that belong to similar resource systems. Some of these carers chose different approaches for providing personal care, given differences in their physical strength or technical skill. The meso-dimension of this model is useful for highlighting how informal social exchanges with neighbours, friends and relatives influence the care management decisions of older persons and their primary carers. The in-depth interviews for this study were replete with examples of how individuals from all three (3) resource systems engaged these informal social networks to help fill the care gaps at the community and individual level. Connections with friends and neighbours helped carers and their older relatives to access community-level resources and those without such connections experienced relatively more strain in trying to meet their care needs.
The community-level dimension of the framework is useful for showing the influence of formal health and social care systems as well as legislation and policy impacts on the coping and care management practices employed at the micro and meso levels. Generally, in this study, faith-based organisations played a crucial role in providing social and other support to their members. However, membership in faith-based and community groups did not always result in care support being provided. According to the literature, the difference in the support provided by these groups may, to some degree, be explained by their formal structure, history, and culture (Hayward & Krause 2013). However, no clear pattern was observed in this study to explain this variation. 

The initial evidence suggests that carers and older persons with inadequate macro and meso level supports were especially vulnerable to experiencing incongruence in their care management practices, given the limited options available to them in having their care needs met. What was clear from this study was the need to strengthen formal health and social care services at the community level, to minimise the strain and burden experienced by older persons and their family caregivers. The section that follows discusses this in more detail. 

[bookmark: _Toc26414889][bookmark: _Toc40436591]10.2.4     Social Policy Considerations

A primary objective of this study was to provide useful social policy recommendations, given the findings of this research. In this regard, a main recommendation that is proffered in this section is the development of a stand-alone policy on family care or alternatively, one that is integrated within other related policies. Another distinct recommendation is the provision of direct programmes and services for family carers. These suggestions, as well as the need to strengthen existing provisions for older persons, form the basis of the discussion that follows. This is juxtaposed against the ongoing international debate on “the conflicting aims of higher expectations of informal caregivers on the one hand and higher labor market participation (to offset the rising costs of our ageing population) on the other hand” (Verbakel et al. 2017, p. 94). 

More specifically, the suitability of an optional familialism perspective as the basis for national elder care initiatives is proffered. The importance of adopting a person-centred, empowerment perspective in the provision of care and support to older persons and their family carers and, the value of integrating care services to maximise their accessibility, adequacy and efficiency is underscored. Possible funding solutions for making the proposed policy and programme solutions viable and sustainable are presented. I also consider whether the expansion of services to meet the needs of family caregivers will result in a substitution or complementarity effect. 

Familialism and Elder Care Policy in T&T

The concepts of familialisation and de-familialisation are popularly used to analyse the patterns of care provision by nation-states (Saraceno 2016). As noted in the literature review for this study, social policy in a familialistic system adopts the position that households are primarily responsible for their members’ welfare and the absorption of social risks of their members (Damiani et al. 2011). On the other hand, in a de-familialising regime, the state takes lead responsibility for the welfare of citizens and seeks to minimise the dependence of the individual on kinship relationships (Damiani et al. 2011; Esping-Andersen 1999). Leitner (2003 & 2014) identified the following types of familialism: implicit familialism, explicit familialism, defamilialisation and optional familialism (see Chapter 6). In the section that follows, the suitability of the optional familialism approach for the T&T context is discussed given the values expressed by the participants in the current research investigation, and, other cultural considerations. 

Optional familialism and family elder care policy in T&T

As indicated in the Background to this study and confirmed during the data collection exercise, the state in T&T had several programmes in place to support frail older persons, which at first glance seemed to match the provisions of more developed countries. However, the shortcomings of the health and social care system for older persons and their carers do not fully satisfy the characteristics of an explicit or supported familialism. Arguably, the de-facto realities of inadequacy and inefficiency of state services to older persons and family carers in T&T may be described as optional familialism by default (Saraceno 2016). 

The absence of direct services to family carers in the state’s social services ‘repertoire’ seems to suggest that there is an element of implicit familialism that informs state practices in T&T. At the same time, the existence of a fleet of public services for older persons, despite their flaws, bears some resemblance to explicit or supported familialism, even if not to the extent that obtains in more developed states where there are relatively more services available. The ambivalence of local public policy and social programming in T&T with respect to supports for family care of older persons inadvertently results in families having to choose to provide care for its members on their own, or getting relief from the state or market, with both options having significant financial, emotional and social costs to caregivers and older care recipients. Thus, given this uneven social service terrain, it may be more accurate to say that with regards to elder care support, optional familialism by default is the order of the day in T&T.

Furthermore, the results of this study seem to suggest that the preferences of family caregivers were implicitly aligned to the tenets of optional familialism. Carers were generally willing to provide family care to older relatives but only up to the point that their older relative’s needs exceeded their capacity to provide proper care. In such instances of severe dependence, most carers were willing to institutionalise their older relatives. This position is not surprising and is reasonable given that informal family carers are oftentimes not equipped to provide intensive specialised care, and if they are involved in that level of care, they experience significant caregiving strain as was evident from the focus group and survey findings on persons caring for elders with advanced cognitive impairment[footnoteRef:96]. Thus, it is vital that formal support services are made available to older persons and their family carers in such instances, even if the main policy thrust is for informal community-based care. [96:  As Verbakel (2018, p. 436) observed, “Because intensive caregiving is burdensome, low levels of formal long-term care provisions might bring risks to caregivers’ well-being and healthcare systems’ sustainability”.] 


Participants in this study generally expressed the position that the state was responsible for financing the care of older persons. However, family members maintained that they, and not the State, were responsible for providing support to family caregivers. With respect to this latter point, there was some contradiction between what was said by survey participants and the actual experience of interview and focus group participants. The qualitative data revealed that most participants felt that they did not receive adequate support from other relatives[footnoteRef:97]. That said, it seems that survey participants expressed an ideal that is consistent with a filial piety belief about supporting the family caregiver, but in practice, family carers are oftentimes not sufficiently supported by other kin. Bass and Morris (1993) produced similar findings in their research on family elder care in various developed countries. They observed that families were often ashamed to admit that they were experiencing difficulty in caring for their older relatives: relatives may express a willingness to care and support the primary carer but in practice, the latter were highly burdened. Thus, although respondents in this study may have expressed a desire to support their relatives that were on the front lines of elder care, policymakers should address the mismatch between what is expressed and what is actually done. In light of this, it is recommended that the state gives attention to directly supporting family carers, especially those that are in critical need of financial aid, respite and other assistance. [97:  Family carers such as Mrs. Sanchez, Sheila, Ms. Angela, Rebecca, Samantha and Mr. Birch for example, all expressed some dissatisfaction about the lack of support they received from their family with regards to the care of their older relative /friend.] 


Another finding that needs to be distilled further is that while this study unearthed considerable evidence of filial piety in T&T, this must be viewed in the context of the quality and cost of formal care services as well as the level of dependency and intensity of care needs of older persons. The inadequacies of state welfare provision for older persons and their carers presented most family caregivers in this study with few alternatives for meeting the care needs of their older relatives. The situation is further compounded by the limited provision and high cost of private elder care services, especially for in-home personal care support. An optional familialism perspective will allow for the provision of direct support to carers, and will also give families the option of obtaining alternative care for their older relatives, in particular, those who are severely impaired and require intensive care. Various policy experts (e.g. Aronson & Neysmith 1997; Jones, Camarinhas & Gény 2019; Rhee et al. 2015; Spasova et al. 2018; and, Walker 1993) underscore the need for a balanced approach to community care services for older persons whereby adequate formal and informal services are provided, and, family carers are not overly burdened when caring for their older relatives. At its core, the fundamental principle which underpins an optional familialism framework is that suitable options for providing care support should be made available to families so that the wellbeing of carers and older persons are not compromised (Le Bihan, Da Roit & Sopadzhiyan 2019). 

Another important consideration is the relationship between the familialism regime and gender employment patterns. In her postulations about her varieties of familialism, Leitner surmised that whilst implicit familialism and defamilialisation do not directly determine gender relations, the former has a negative effect on gender equality as it maintains the status quo of gendered care provision based on the male breadwinner model, while the latter reduces the effect of the male breadwinner approach[footnoteRef:98] by allowing for greater gender equality through services in the marketplace. Optional familialism and explicit familialism have a direct regulatory effect on gender relations. Both support traditional gender roles in care provision, whereby women are primarily ascribed the role of caregiver. However, optional familialism supports formal care arrangements, and in so doing gives women the option rather than obliging them to care (Yumakli 2011). Thus, this regime is associated with both the male breadwinner model as well as the dual-earner-carer model whereby both men and women are involved in the formal workforce as well as family caregiving.  [98:  The male breadwinner model which is characterised as a policy framework founded on the principle of “breadwinning for men and caring / homemaking for women” (Lewis 1992, p. 161) is generally associated with a familialism regime. On the other hand, the adult worker or dual-earner model assumes that all adults (male and female) are in the labour market (Lewis 2001) and is associated with a de-familialising regime.] 


The survey results in this study provide some support for both the male breadwinner and the dual-earner/carer model of gender and care:  60% of respondents felt that the family carer could be either male or female, and this irrespective of the gender of their older relative. Given the mixed views on the preferred gender of the caregiver and the need to expand the pool of family caregivers in T&T, it is essential that a policy on family care encourages both men and women to engage in family elder care. At the same time, it must be flexible enough so that families can choose which work/care arrangement is most suitable for their members.  Some families might prefer the male breadwinner model since, even though wage inequality is not ideal, the reality is that in many instances, men generally receive higher wages than women (Mahabir et al. 2013). Thus, it may be more cost-effective for the woman to provide care while the man continues working in the formal arena. The male breadwinner model might also be aligned with their religious beliefs. Others may need to adopt a dual-earner carer approach given their financial needs, job opportunities and career goals. Wider policy measures associated with addressing the gender-pay gap may also affect care decisions. Also, in some instances, the male head of the family might have the requisite skills to provide intensive elder care, while in other situations, the woman might be better placed to do so. 

As noted in the background of this study, T&T is a very religious society, and accordingly, it is unlikely that there will be strong support at this stage in the country’s history for a strong defamilialisation policy regime as was adopted in many Scandinavian countries (Brodsky et al. 2003). Rather, given the influence of faith-based groups on the policies of the state, it is very likely that there will be large sectors of the society that support a familial approach as is the case in Southern European countries such as Spain, Italy and Greece (Mínguez 2004; Saraceno 2016). Another important consideration is that there are significant secular influences on Trinbagonian culture, which will not fully support a familialistic care regime. These contrasting cultural ‘poles’ of influence in the policy landscape of the country makes the possibility of an optional familialistic regime for T&T more feasible when compared to approaches that do not prioritise the rights of families to choose how family elder care should be provided. In light of the varied circumstances and preferences of individuals and families, choice must be a central tenet of a family care policy, especially in a diverse society such as obtains in T&T. Given these and the other arguments presented above, this thesis maintains that an optional familialism approach should inform family policy and programme development in T&T. 

Complementarity vs Substitution of Family Care with Formal Services

A related issue in the policy discourse is whether the response of families to increased public service provision will be consistent with the complementarity or the substitution thesis. To recap, the complementarity or crowding-in view “sees care provisions as a mixed responsibility of state and family”, while the substitution or crowding-out view predicts that generous formal care provisions result in a reduction in the provision of informal care by families (Verbakel et al. 2017, p. 437). A third hypothesis which is consistent with the TSM, suggests that the “state and public take up those tasks in which they are best, implying specialization or functional differentiation”. Thus, “if formal care providers focus on medically demanding tasks requiring high levels of expertise, family members can focus on emotional comfort or practical help”. This latter approach is likely to result in “an optimal mix of care to those in need” (Verbakel et al. 2017, p. 437). 

Relying on the evidence of filial piety that emerged from participants in this study, it may be reasonable to assume that the complementarity rather than the substitution thesis may be more appropriate for explaining the response of family carers in T&T to an expansion in social welfare provisions. Also, as indicated in the literature review, there is considerable evidence for the complementarity (crowding-in) thesis based on studies conducted in various nations (e.g Arber & Timonen 2012; Barrett, Hale & Butler 2014; Birren et al. 2007; Masuy 2011; Merrill 1997; Reil-Held 2005; Spijker & Zueras 2018; Verbakel et al. 2017). Thus, it is recommended that policymakers and social programme developers in T&T should continue to pursue the strengthening of formal long-term care services, to ensure that the best quality of care is provided to frail older persons, in particular, those who are severely dependent. A primary goal of such services should be to preserve the dignity and wellbeing of older persons, and to ameliorate the support provided to family carers who may become overburdened in the absence of such provisions.

At the same time, appropriate screening of applicants for formal care services should be implemented to avoid the provisions being abused or overwhelmed by those who are not in actual need of them. Some more developed OECD countries (e.g. Spain, Sweden and the Netherlands) either explicitly or implicitly ration state provision of elder care services, based on whether or not a family member is ‘deemed’ to be available (Castiello et al. 2008). Given the relatively limited funds available to the GORTT, the rationing of some elder care support services should be maintained. However, there are limitations to means-testing which must also be considered. 

Targeted approaches are generally associated with high administrative costs for data collection, processing and regular reassessment, the use of dehumanising, invasive procedures to assess need, and the stigmatisation of clients which contributes to the low uptake of these services by persons most in need of them (Dijkhoff 2019; Gugushvili & Hirsch 2014; Merlis 2004). Some of these challenges can be overcome by universal service provision. Advantages of universal interventions include the greater possibility of maintaining the dignity of all clients irrespective of their socio-economic background, the ability to mobilise more resources overall since both the non-poor and those living in poverty are integrated into the system (this increases the possibility of better quality services). Ultimately, universal programmes are more likely to achieve broader political support than those that are limited to low-income groups (Bloeck, Galiani & Ibarrarán 2018; Brodsky et al. 2003). One drawback is that universal service provision frequently results in better-off groups receiving more support as they are more adept at navigating the system. These programs are also inherently very costly given the large number of persons that they cater to en total. Many countries, such as Sweden and Spain, have shifted from the universal model of care given these challenges (Brodsky et al. 2003; Spijker & Zueras 2018).

Bloeck, Galiani and Ibarrarán (2018) argued that universal programmes are not feasible in the short term for developing nations. Given this, they recommended that targeting mechanisms be used for long-term care services. They advised that the weaknesses of targeted programmes can be largely overcome by careful analysis of potential beneficiaries using objective, verifiable information such as income, age, assets and labour market status, as well as the conduct of objective and transparent beneficiary evaluation that involves several actors undertaking such assessments. These recommendations seem feasible for the T&T context as the evidence from this study confirmed that T&T is already showing signs of universal services (e.g. public health care) being overwhelmed, and not achieving quality and other objectives. On the other hand, according to Bloeck and colleagues (2018), in the LAC region, targeted programmes are undermined by the high informality that is often used, while fiscal constraints and lack of required ‘know-how’ hinder the efficiency of universal programmes. Thus, for targeting of services to be effective in T&T, suitably trained staff will need to be assigned to conduct these assessments, and sufficient resources allocated to facilitate the monitoring and administration of targeting activities.

In light of the challenges experienced in T&T and other countries in the provision of universal and means-tested interventions, the adoption of a hybrid version of both might help to circumvent some of the bugbears associated with each approach.  In practice, many countries, including T&T, have social security systems that utilise both strategies.  A universal program can cover everybody but vary benefits according to income (e.g. France’s Allocation Personnalisée d'Autonomie)[footnoteRef:99], while a means-tested program may use generous income standards with the result that much of the population is eligible (e.g. Israel’s social insurance programme[footnoteRef:100]). Whatever eligibility criteria or funding mechanism is used, it must allow for a flexible response to changes in the supply of inputs to, and demand for services.  [99:  The Allocation Personnalisée d'Autonomie (APA) when translated into English means “the personalized autonomy allowance”. It is a social measure for the elderly and dependent and constitutes a universal right, the object of which is the care of persons with loss of autonomy through the provision of personalised aids and services at home or in institutions. Support via the APA is based on 4 levels of dependency: levels 1 & 2 are considered severe dependency while levels 3 & 4 to partial dependency. While the allocation of the APA is not subject to means test, its calculation takes into account the income of the beneficiary (Chevreul & Brigham 2013; Muiser & Carrin 2007; Sundström et al. 2008).]  [100:  Israel introduced a means-tested Long Term Care Insurance in 1988. Eligibility criteria includes income tests, level of frailty, and living in their homes. Comparative studies suggest that coverage is generous relative to that provided in other countries with universal programmes (Asiskovitch 2013; Brodsky, Habib & Mizrahi 2002; Iecovich 2012; Sundström et al. 2008). However in recent times, the ‘reach’ of the LTC programme has been challenged as being insufficient to meet growing demand and calls have been made to reform the programme (Chernichovsky et al. 2017).] 




Development of a National Family Elder Care Policy Framework

A main recommendation of this study is that the GORTT should develop a clearly articulated policy on family care for older persons. This policy framework can either be a stand-alone policy or, one that is integrated within other related policies such as the National Family Policy that is currently being drafted by the Ministry of Social Development and Family Services, or, the revised NPA that has been on the agenda of that Ministry as due for completion (Jones et al. 2019). It might also be prudent to have a National Care Policy that addresses the needs of all carers, including persons who care for older persons, children, and pwds altogether. Countries with explicit national policies that target informal carers include England, the Netherlands and Sweden (Courtin, Jemiai & Mossialos 2014). Whatever the instrument that is used, policy provisions for family elder care should be overt, and, as was argued above, they should be based on the principles of optional familialism.  Such an approach will help to ensure that family carers and older persons are better supported, and have ‘real’ choice with regards to family care support. It would also lay the foundation for the development of a National Strategy for Carers, which is a further recommendation for T&T. A National Strategy will specifically address support services for informal carers (Courtin, Jemiai & Mossialos 2014).

Development of a National Carer’s Charter

This thesis proposes that a Carer’s Charter[footnoteRef:101] be developed for T&T either in lieu of or as an outcome of the policy development process for the formulation of a National Family Care Policy. A key benefit of a Charter is that it helps to make the rights of carers more visible, which is what is desperately needed in T&T where caregiving is, in many respects, a taken-for-granted activity. Kohler and colleagues (2006) provide useful guidelines on the aims and articles of a (draft) EU Charter. Based on their review of Charters in five European countries (i.e. the UK, Ireland, the Netherlands, Finland, and Germany), Kohler, Schreiber, and Döhner (2006) observed that access to relevant information, practical help, and entitlement to respite care were noted in all Charters. Most of the Charters identified the right to financial support, awareness, and freedom of choice. Other important aspects of the Charters included coordination of services, participation, support services, emotional support, training and counselling. Individual countries had the following unique themes in their Charter: regular assessment of care needs, involvement of family members, acknowledgement of family carers, planning for the future, infrastructure of care, equality, employment, the right to a personal life, caring as a human relationship, the health and functional capacity of family carers must be looked after, and, the right to have peer support (Kohler, Schreiber & Döhner 2006). Public consultations and other data gathering exercises will need to be conducted in T&T on the aims, articles and other aspects of the Charter so that one that is relevant to the specific cultural context of the nation can be formulated.  [101:  A ‘Charter’ can also be referred to as a ‘Manifesto’, ‘Declaration’, or ‘Statement’.] 


Other Policy Considerations

Defining family 

Policy makers should avoid mistakenly assuming that the nuclear family is the ideal entity from which adequate elder care should be provided. The challenges of family caregivers from small nuclear family contexts were very apparent in this study. There were various reasons why some of the families were small, including the death of an adult-child/sibling or the migration of relatives. Some participants indicated that they were not very close to extended-kin, so could not depend on them to provide primary or secondary family care support. These findings, lend themselves to the conclusion that the existence of certain types of family composition will not automatically protect an individual from being neglected by relatives in later life. The care needs of older persons that were de-facto childless were also evident in this study, especially among those who lived alone[footnoteRef:102]. Thus, it is essential that policymakers and practitioners avoid limiting ‘family’ to the nuclear model as this might result in the exclusion of persons who actually care for and about the older individual, and who the older person identifies as their family carer.  [102:  These findings further substantiate the suitability of an optimal familialism public policy approach to address the needs of older persons who are at risk of not having support from their kin in later life] 


Welch and colleagues’ (2016) recommendations for T&T’s health care system make reference to “limited specified relatives”. But who are these ‘specified relatives’? A family centred care approach will be best achieved by using a broad definition of family so as to avoid the exclusion of actual caregivers from health and social care arrangements. One possible definition is that provided in the Anne Arundel Medical Center (AAMC) Family Presence and Visiting Policy which defined family as, “a group of individuals with a continued legal, genetic and/or emotional relationship as defined by the patient”. Visitors are defined as “guests of the patient or family, who may or may not be a blood relation” (Dokken et al. 2015, p. 35). This definition allows fictive kin to be recognised and respected within formal care contexts. As this and other studies have shown, it is important to acknowledge the role of fictive kin relationships in official policy as their care support sometimes exceeds that of biological and de jure relatives.

Gendered notions of family care

In keeping with the findings of this study[footnoteRef:103], a family care policy for older persons in T&T should promote “the equal sharing of care responsibilities between men and women” (Jones et al. 2019, p. 30). As Razavi (2007, p. 2) asserted:  [103:  As was highlighted above, about 60% of survey respondents in this study agreed that caregivers could be male or female.] 


Ideally, society should recognize and value the importance of different forms of care, but without reinforcing care work as something that only women can or should do, given the well-known and adverse consequences of such gendering: women’s financial precariousness and their exclusion from the public domain.

This is especially needed given the limited pool of potential family carers in T&T, which is an offshoot of the ageing of the nation’s population. The unequal distribution of opportunities and responsibilities in the formal work domain may push women into the caregiver role more often than men, and thus limit their ability to function in other areas (e.g. personal health and wellness). The international research also indicates that women experience higher caregiver burden and more negative effects of caregiving than men, which may be primarily explained by the fact that women provide more hours of care than their male counterparts (Swinkels et al. 2017). To ensure greater gender parity, the UN recommended that caregiving and unpaid work in families be recognised and supported and, suggested that this can be achieved by providing financial compensation to informal carers (Trask 2016, p.17). 

The provision of cash-benefits is mainly based on the assumption that families “have an informational advantage regarding their needs and therefore make a better allocation of their funds” (Bloeck, Galiani & Ibarrarán 2018, p. 22). In some countries (e.g. Denmark, Finland, Germany and Ireland) a carer’s allowance is provided, while in others (e.g. Austria, Belgium, Bulgaria, the Czech Republic and France), an attendance allowance is given to the older person to cover the cost of informal carers (Courtin, Jemiai & Mossialos 2014; Daly & Clavero 2004; Mestheneos & Triantafillou 2005). In several jurisdictions (e.g. the UK, the Netherlands, Slovakia, and Sweden), both types of cash benefit are available (Courtin, Jemiai & Mossialos 2014). Once properly managed, cash-benefits incur relatively lower administrative costs when compared to in-kind services. As Courtin and colleagues (2014, p. 92) observed from their review of benefits to older persons and their carers in various countries:

[F]inancial support for informal carers constitutes important cost-containment measures within the broader LTC financing system as it is always considerably cheaper compared to the costs of institutional and home care services. 

On the other hand, a main advantage of in-kind services is that they allow public administrators to define and control service quality standards. For instance, services can be designed to reduce the need for women to maintain their role as family-based caregivers, which is more likely to occur under cash-based programs. They may also include screening mechanisms such as a requirement for care workers to submit a police certificate of character[footnoteRef:104] for care workers or have basic training in first aid. However, a limitation of in-kind services is that they limit the choices available to beneficiaries (Bloeck, Galiani & Ibarrarán 2018, p. 22). Based on their research in the LAC region, Bloeck, Galiani and Ibarrarán concluded that “pro-poor programs are more effective when they allow for cash transfers” but, “allowing people the choice between in-kind or in-cash subsidies reduces the total cost of the program” (Bloeck, Galiani & Ibarrarán 2018, p. 6). In light of these findings and the preceding discussion on optional familialism and gender-equity, it is recommended that the GORTT consider providing both cash and in-kind services to family carers in T&T.  [104:  A Certificate of Character is an official document issued by the Trinidad and Tobago Police Service that states whether or not a person has a record of previous convictions in Trinidad or Tobago. It is equivalent to the UKs Disclosure and Barring Service (DBS) check. ] 


Another concern is that men are often discouraged from being involved in family care. The social policy literature indicates that they tend to be overlooked by formal social service providers when they seek assistance and support (Schwartz & McInnis-Dittrich 2015). Some steps that can be adopted to make health and social services more friendly to men include introducing gender sensitisation programmes for health and social care practitioners so that they are made aware of the experiences of male carers, and, creating elder care training programmes and public awareness campaigns that specifically target men and boys (Barker 2008). More research is needed on men as family caregivers in T&T so that context-specific programmes can be developed to support their involvement in elder care. 

Family Elder Care Programmes for T&T 

As was noted in the Background to this study, several publicly funded social care services are provided to older persons on both islands (see Table 2 above and Appendix 1 below). However, this study confirmed that there are numerous weaknesses with these services: many are under-resourced, poorly targeted, have long waiting lists, and service delivery is often deficient. Most of the participants in this study were not even aware of the availability of several of these benefits.

There are no public programmes that directly target family carers of older persons in T&T. However, carers can indirectly benefit from the services provided to older persons. They can also access counselling and support from the National Family Services Division of the Ministry of Social Development and Family Services as well as other civil society organisations. But, there is a dearth of social workers in the nation, thus making it very difficult to run programmes that require their skill (Baboolal 2011; Mishra 2006). Generally, the number of health and social service professionals that are available must be increased to meet the specific needs of older persons and their family caregivers. Also, public awareness campaigns about existing services and programmes that directly or indirectly target older persons and their caregivers should be a priority action area[footnoteRef:105].  [105:  Initial steps have been taken to address this issue. In 2017 (after the data collection period ended for this study) the Ministry of Social Development and Family Services in collaboration with other state agencies, launched its Public Education and Information Sensitization (PIES) sessions. PIES should hopefully address the lack of information that older persons and caregivers have. Assessments need to be conducted to ascertain the effectiveness of this and other public awareness campaigns with respect to getting information to vulnerable groups such older persons (in particular those with disabilities) and their caregivers, especially persons from low-income communities who are often less likely to have access to information on social programmes.] 


In the section that follows, I provide some suggestions for services that can be developed and/or strengthened for older persons and family caregivers. More specifically, I focus on the provision of health and social care at the private residences of older people, and respite care services and employment-related benefits for carers. These recommendations are by no means exhaustive, but they present solutions to some of the main challenges experienced by participants in this study. 

Services for older persons

Accessible health care for older persons, especially those with disabilities, is consistent with sustainable development goal (SDG) 3 (good health and wellbeing) and SDG 10 (reduced inequalities). As was evident from the interview responses from this study, older persons with vision, mobility and other disabilities, found it very difficult to get to doctor’s appointments given the cost of transportation and the very early hours that they had to arrive at public health facilities. Despite the fact that there are District Health Visitors (DHVs) assigned to local health centres, none of the older persons that were interviewed had received this service. For the most part, the DHVs remain within the health centres or visit institutional facilities for older persons. Many of the older participants and caregivers were not even aware that the ELDAMO service was an option that they could use to go to their appointments. Even if they had access to public or private transportation, the unavailability of family carers to accompany them to doctors’ appointments was another constraint. Given these challenges in accessing health care, the provision of home health services to frail older persons in T&T is a critical intervention that needs to be strengthened and expanded. 

Home health care is defined as “the provision of medical supplies and/or clinical services directly to patients in the community” (National Clinical Homecare Association 2011 cited in WHO 2015, p. 7). It encompasses a range of services such as: health education; medical, psychological or social assessment; pain management; disease management; wound and pressure ulcer management; rehabilitation; occupational and speech-language therapy; medication reminders; dental care; podiatry; chiropody; palliative care etc. (Ellenbecker et al. 2008; Mestheneos & Triantafillou 2005). Welch and colleagues (2016) identified the need to improve the DHV service in their recommendations on T&T’s health sector. The high cost of a visit from a private medical practitioner in T&T is another key reason for this public service to be revitalised. This study underscores the need to strengthen the capacity of DHVs, and expand the home health care services as a whole. However, given the challenges associated with crime in T&T, it is imperative that security support services are provided to home health care practitioners to ensure their safety. The National Crime Prevention Programme that is currently being developed by the Ministry of National Security should include suitable provisions for home health care providers, especially for those working in crime hot spots. 

Social home care services have been well established for many years in numerous countries, and a wide range of services may be provided under this rubric including home help[footnoteRef:106] and personal / hygiene care[footnoteRef:107] (Brodsky et al. 2003; Mestheneos & Triantafillou 2005). Home care services form the backbone of community care and help delay the institutionalisation of older persons (Rodrigues et al. 2012). The provision of in-home care programmes in T&T is consistent with the community care strategies adopted by other governments in developing and developed countries. As was highlighted earlier, free home care services and training courses are provided in geriatric care through several public sector initiatives[footnoteRef:108].  However, as this study confirmed, the training courses in T&T had several challenges including inadequate supervision of trainees, which has led to variations in the quality of service meted out to older care recipients, limited financial resources to fund supervisory and other activities, and long waiting lists given the small pool of available trainees to meet demand. This service needs to be better resourced and more effective targeting strategies used, so that those who are most in need will have access to it. Also, as far as possible, more persons should be trained to meet the increasing demand for care workers. [106: These services provide assistance with IADLs e.g. shopping, cleaning, laundry, cooking etc.]  [107:  These are services that focus on helping clients with ADLs e.g. bathing, cutting toe nails, toileting, hairdresser at home etc.]  [108:  Training in geriatric care is provided by the Ministry of Social Development and Family Services (MSDFS), and the Women in Harmony Programme which currently falls under the purview of the Gender and Child Affairs Section of the Office of the Prime Minister. Older persons can access home care services funded by the state via the GAPP of the MSDFS in Trinidad. In Tobago, the Ageing Unit in the Division of Health and Social Services provides a similar service known as the Golden Age Adolescent Partnership Programme and Long Term Care for the Elderly (Golden Apple)] 


One approach for expanding the pool of care workers is for the state and other agencies to expand their training programmes so that they specifically target volunteer caregivers, in particular, persons from the young-old cohort (i.e. persons aged 65 to 74 years). State-funded or subsidised short courses and workshops at accessible locations (e.g. local community centres and Regional Complexes) that allow persons to be trained in skills (e.g. first aid and palliative care) is one means of achieving this. Education, training and other support services can also be provided electronically through special apps for caregivers, e-learning courses, and online support groups. At present, the DOA manages an OPIC helpline. Consideration should be given to having a carer support helpline which can either be a subcomponent of the existing OPIC or a separate line similar to T&T’s ChildLine service[footnoteRef:109] (SSIP 2020).  [109:  ChildLine is a telephone helpline dedicated to children, adolescents and young adults in T&T (Source: http://childlinett.org/cms/about-us/).] 


Based on the findings of this study, more attention needs to be paid to protecting older persons, family caregivers and paid care workers from financial exploitation. While there are minimum wage laws, these need to be enforced when it comes to the remuneration of persons involved in care work. Although some effort has been made to increase public awareness about these issues through the efforts of agencies such as the Ministry of Labour, Small and Microenterprise Development (SSIP 2020), more effort is needed to ensure that persons who are particularly vulnerable to such abuses have clear recourse when their rights are infringed. Improving public perception of care work and addressing issues of ageism should help to curb these harmful practices. Other concrete steps include the formal recognition of domestic workers in the Industrial Relations Act of T&T so that workers can be assured of fair wages and safe working conditions, as well as have recourse for grievances such as unpaid extra work, verbal and physical abuse, and arbitrary dismissal. The introduction of standardised contracts for all domestic workers should be instituted to protect the rights of workers and the families that employ them (Ali 2014).  

Interestingly, the qualitative interviews highlighted the role of migrant care workers in the provision of elder care. The possibility exists that the hiring of migrant workers may have increased since data collection was completed for this study. In June 2019, approximately sixteen thousand, five hundred and twenty three (16,523) Venezuelan migrants registered as part of a two-week amnesty process to regularise their presence in T&T. Registered migrants are allowed to work in T&T for a year. But, data will need to be collected to ascertain the extent to which these migrants have become involved in the provision of care support to older persons locally. The employment of migrants, in particular, social and economic refugees, might be one means by which the limited pool of care workers in T&T can be expanded to meet the demands of an ageing population. However, this must be done in a systematic manner that protects the rights of nationals to have priority access to employment locally, as well as to insulate those hiring them (Aronson & Neysmith 1996; Delp et al. 2010; Stacey 2005). 



Services for family carers

Respite care services provide carers with direct and immediate relief by temporarily giving care to a dependent older person in their own home or in an institution, so that the primary caregiver can have some time for themselves (Courtin, Jemiai & Mossialos 2014). As Rose, Noelker and Kagan, (2015, p. 302) argued: 

Because it is unlikely that there will be a sufficient number of direct-care workers to replace unpaid caregivers, improved policies are needed to ensure that their situation is sustainable through increased availability of high-quality respite and other services vital to caregiver health and well-being.

Thus, a priority action area that should be pursued by policymakers and social programme developers in T&T is the development of respite care services for family caregivers.

In OECD countries, respite-related benefits include grants to family carers to pay for respite, tax credits for families who pay for respite care, and long-term care insurance coverage for respite (Rose, Noelker & Kagan 2015). More specifically, services such as in-home care, adult day-care, or nursing home care, overnight care, ‘granny’ sitting, befriending services for the older person and the carer, counselling and support groups, legal advice and concessions for holidays can be provided (Kohler, Schreiber & Döhner 2006; Mestheneos & Triantafillou 2005). Sweden, for example, provides a generous respite package that consists of 4 hour a week of respite for all carers at no charge, and a Carer’s Allowance payment equivalent to the amount that a private provider would receive. The country is also known for its caregiver resource centres which provide a variety of services such as training, counselling, support groups, respite care, in-formation and resources for family caregivers, as well as day care programs for their older family members (Kohler, Schreiber & Döhner 2006, p. 15). In Ireland, qualified nurses offer information and advice free of charge through a network of “carers’ clinics” dedicated to the physical and mental health of informal carers (Daly & Clavero 2004). T&T should consider developing some of these programmes. Some informal carers may be reluctant to access support services due to feelings of obligation and fear that older relatives might view respite care as the first step towards institutionalisation (Courtin, Jemiai & Mossialos 2014). It is crucial therefore, that more extensive research is conducted to ascertain the service needs of carers. New interventions should be piloted on a small scale before they are implemented extensively. 
For respite solutions to be operationalised in T&T there must be adequate residential and semi-residential facilities available. Serviced or sheltered housing[footnoteRef:110] is almost non-existent in the nation and should be considered as a possible residential solution for older persons. Facilities such as SACs must be made accessible to pwds[footnoteRef:111]. Also, there needs to be a concerted effort to adapt the existing housing and building stock to be in keeping with universal design standards[footnoteRef:112] and apply these standards to new public facilities. Employment-related leave measures, as well as employment creation incentives, should also be made available to family carers to help reconcile the challenges associated with work and caregiving. Many countries provide leave for family elder care (e.g. Sweden, Canada, Finland and the Netherlands) as well as flexible work practices such as the option to work part-time (Courtin, Jemiai & Mossialos 2014; Mestheneos & Triantafillou 2005). However, the length, payment, and other dimensions of leave vary considerably (Atcha 2018; Bettio & Plantenga 2004; Koslowski et al. 2019). For instance, care leave varies from as low as 10 days per worker per year for a similar situation (e.g. Québec) to a more generous provision (e.g. France) where leave is available for up to 3 years for care of a terminally ill relative with up to 310 days paid (Atcha 2018; Koslowski et al. 2019). Some countries provide leave in case of common illness while others limit leave to the provision of care to persons with severe or terminal illness (Koslowski et al. 2019). In some countries, paid leave is provided while others only permit unpaid leave. Other employment-related measures that can be instituted to support family caregivers include flexi-time arrangements and reduction of working time (Razavi 2007). [110:  These are houses or self-contained apartments that are specifically designed for older people (or younger disabled people) to allow them to live independently. They usually have communal facilities on site and a scheme manager (or warden) living on- or off-site, who gives advice to residents, ensures that communal areas are clean, and arranges maintenance and repairs. Each unit has access to a 24-hour emergency alarm system so that residents can call for help if they have an accident or emergency (Which? 2019).]  [111:  At the time that this study was conducted, some Senior Activities Centres were not accessible to physically frail older persons.]  [112:  Universal design “is the design and composition of an environment so that it can be accessed, understood and used to the greatest extent possible by all people, regardless of their age, size, ability or disability” (Housing Agency 2018).] 


At the time that this thesis was prepared, there were no national leave provisions for family elder care in T&T. In the absence of such provisions, carers had to resort to using their sick, casual or vacation leave to care for their older relatives or engage in other less productive practices such as late arrival and early departure from their jobs. Since family caregivers of older persons are at risk of experiencing health challenges associated with caregiver burden and strain, their sick leave and vacation provisions should not be compromised. Carers should not have to resort to poor attendance or be at the mercy of their employers because of the lack of explicit workplace policies that support their caregiving responsibilities. The absence of suitable national employment policies that empower family carers results in these soldiers of care being penalised, rather than rewarded, for caring. Given the risk of impoverishment of caregivers who withdraw from the workforce to give full time care, consideration should be given to providing job-protected compassionate leave to persons (irrespective of gender) who are primary family carers to older persons. This leave may be paid and/or unpaid and should be distinct from the sick leave that most employed persons are entitled to. Consideration should also be given to providing employment creation incentives such as vouchers and tax reductions to help cover the cost of employing domestic workers, exemptions from social security contributions for people employed as carers, and subsidies for private care (Razavi 2007). Carers could also be awarded national insurance pension points to compensate for the time they provide informal family care (Castiello et al. 2008; Le Bihan, Da Roit & Sopadzhiyan 2019; Mestheneos & Triantafillou 2005). Austria, the Czech Republic, Ireland, Norway and the UK, are some of the countries that provide pension credits to family caregivers (Courtin, Jemiai & Mossialos 2014; Mestheneos & Triantafillou 2005). 

Funding Family Care Interventions

A critical issue that must be considered is the means by which developing countries like T&T can fund the strengthening and expansion of health and social services for older persons and their carers. A variety of funding mechanisms can be used to cover the cost of health and social care. These include taxation, client contributions (means-tested or fixed co-payment), premiums (compulsory or non-compulsory) and donations, as well as other third party contributions from charities or NGOs funded by private donations or membership fees (Genet et al. 2011). In T&T, NGOs, FBOs and the private sector tend to focus on providing special services and concessions to older persons. However, these organisations should be encouraged to expand their concessions to family carers who oftentimes need to accompany frail older persons and pwds[footnoteRef:113].  [113:  Older persons receive discounts at some movie theatres and recreational spaces in T&T. However, services like these should be expanded to caregivers, as frail older persons (and pwds of all ages) usually need someone to accompany them to social events. In the UK for example, carers can receive discounts or free tickets to the cinema, theatre, sports and other activities, as well as concessions for travel via train, bus or boat. Some countries provide special discount cards to carers and care recipients, which can allow them to get complimentary tickets to participate in social and leisure activities.] 


As in many high-income countries, financing of health and social care in T&T is based on a combination of publicly funded programmes, private insurance, and individual/family financing with other forms of self-insurance (Costa‐Font, Courbage & Swartz 2015). However, in T&T as is the case with low and middle-income families in other jurisdictions, “the amount of personal savings required to afford self-insurance is prohibitively high” (Bloeck, Galiani & Ibarrarán 2018, p. 1 & 13). This results in an increased demand for publicly provided services even in the face of fewer resources (Gutiérrez-Robledo 2002). One solution that has been proposed in the Vision 2030 development framework for T&T is the introduction of a Universal Health Insurance Programme for all citizens using Public/Private arrangements. Under this new programme, the GORTT seeks to ensure that all members of the public will be able to access high-quality health care at any health facility, whether public or private, regardless of their personal financial circumstances (GORTT 2016). It is beyond the scope of this study to provide an in-depth analysis of this Vision 2030 strategy. However, based on a review of the literature on the use of insurance to fund long-term care, the following is worthy of note. 

There are many benefits to a universal health insurance scheme such as the use of progressive taxation, which allows for lower-income earners to make a smaller contribution when compared to higher-income earners, and, risk pooling through mandated contributions, which makes the insurance scheme more secure as risks are shared across the population (Bloeck, Galiani & Ibarrarán 2018). Although social (rather than private) insurance is widely accepted as the best way forward for funding long term care, the effectiveness of this approach in meeting the needs of citizens may be hindered due to the complexity of insurance contracts which makes it difficult for the insured to assess value for money. Also, funding through salaries might restrict the number of persons and services provided, especially in low-income countries, where the level of payment is usually low. Another possible disadvantage is, in the event that fees are paid for each act or visit, it may lead to the overprovision of more expensive services (Bloeck, Galiani & Ibarrarán 2018). 

[bookmark: _Toc26414890]Some of the measures that can be taken to circumvent these challenges include the use of a monitoring system to identify and deter providers from engaging in nefarious practices that result in cost inflation and poor quality service. The creation of watchdog agencies similar to Accountable Care Organisations (ACO) that operate in countries such as New Zealand and the USA is one means for achieving this. ACOs consist of groups of doctors, hospitals and other health care providers who agree to be accountable for the quality, cost, and overall care provided through public sector funding. The goal of coordinated care provided by an ACO is to “ensure that patients and populations — especially the chronically ill — get the right care, at the right time and without harm, while avoiding care that has no proven benefit or represents an unnecessary duplication of services”(Health Catalyst 2019)[footnoteRef:114]. However, this approach will require stringent standards to be set for the medical practitioners and service providers that are engaged to monitor the sector, lest the current problems that plague the health care system (Welch et al. 2016) proliferate in the watchdog agency. Representatives from civil society organisations should be included as part of this oversight body so that it is not skewed to the interests of the medical fraternity.  [114:  Available at https://www.healthcatalyst.com/crucial-to-ACO-Success-patient-population-definition] 



[bookmark: _Toc40436592]10.3 CONCLUSION 

Family care is critical for meeting the long-term needs of an ageing population. As this study has shown, it is the preferred form of care for many older persons and their family carers in T&T. This thesis contributes to the existing literature on family caregiving by providing research on a developing country context i.e. the small island Caribbean state of T&T, where very little was known about family elder care practices. At the time that this study was conducted, the situational analysis of older persons that was provided in the country’s NPA noted that: “The majority of older persons live with families who provide care-giving where necessary, but the quality and stresses of such care are unknown.” (NPA 2003, p. 8). Thus, the information in this thesis helps to address this information gap. This study demonstrates the complexity of social care in T&T and highlights the peculiar problems of older persons and their caregivers in the country as well as the creative measures participants used to address their care needs. It also provides social policy recommendations to address the resource constraints that mitigate family elder care provision in T&T. 

[bookmark: _Toc40436593]10.3.1     Summary of Key Findings

From the qualitative and quantitative data that was collected, rich insights were obtained into the structural factors and social processes that determined caregiver role acquisition, how older persons and their family carers experience care, and the coping and care management practices that were employed.  In T&T as in other jurisdictions, women were more likely to become family caregivers than men were, and a hierarchy of preferences based on filial relationship seemed to be in operation with respect to the voluntary (or involuntary) identification of a primary carer, who was usually a wife or adult daughter in the first instance. In Chapter 6, three main types of care were identified, namely, required care, requited care and inspired care, which were linked to the principles of filial piety, reciprocity as well as religious and spiritual beliefs and values[footnoteRef:115]. Duty and reciprocity were cross-cutting bases of care[footnoteRef:116]. Love seemed to be more taken-for-granted as a motive for caregiving[footnoteRef:117] and was generally expressed through actions associated with duty and reciprocity. [115:  See Sections 6.3 to 6.5 and Table 14.]  [116:  See p. 319-320 above.]  [117:  See Section 6.5.4, Section 9.7 and p. 320- 321 above. ] 


Participants had mixed views about their experience of care (see Chapter 7). The care experiences of older persons were mainly tied to five key characteristics of their family caregiver, namely: caregiver compatibility, willingness, ability, availability and motives[footnoteRef:118].  Older persons were satisfied when care was provided to them willingly by their preferred relative.  Most family carers were able to identify positive aspects of their care experience which were either self-oriented or other-oriented[footnoteRef:119]. These included personal growth, enhanced care relationships, spiritual and religious blessings, appreciation from others, the satisfaction achieved from contributing to the improvement in the wellbeing of the cared-for-person, and receiving support from others. But, there were many challenges associated with caregiving. Access to affordable and adequate health and social care were two of the main challenges identified, and the dearth of in-home care services was underscored. Lack of support from other relatives, the demands of formal employment, and other personal and family responsibilities further exacerbated the care experience[footnoteRef:120].   [118:  See Section 7.3 ]  [119:  See Section 7.2 and Table 15.]  [120:  See Table 16.] 


Given the challenges they faced, older persons and their family carers employed a variety of care management strategies. As was demonstrated in Chapter 8, the qualitative data revealed that older persons engaged in various accepting care strategies (i.e. ardent care acceptance, capitulated care acceptance and reserved acceptance) or rejecting care strategies (i.e. resisting or refusing care).  Family carers also used several accepting care strategies (i.e. amenable care, surreptitious care, enforced care, emergent care, and enduring care) and rejecting care strategies (i.e. avoiding and evading care) that were distinct but similar to those used by older persons. Restricting care strategies (i.e. selective care, restrained care, and deferred care) were unique to the family caregivers in this study[footnoteRef:121]. These strategies showed the interplay of structural (macro and meso level) factors, as well as the negotiated interactions in care relationships and the agency of individuals (micro level factors).  [121:  See Table 18. ] 


[bookmark: _Toc40436594]10.3.2     Social Policy Recommendations

The main recommendation of this thesis is that a family care policy needs to be formulated for T&T, either as a stand-alone policy or as one that is integrated into other family-oriented policies[footnoteRef:122]. Policy frameworks need to factor in elder care as a serious economic and social policy issue, rather than assume that there is an unlimited supply of it flowing from an inexhaustible natural source (Elson 2005; Folbre 2001 cited in Razavi 2007). Policies must be careful about how family and family caregiving are defined (see p. 345-346) since too narrow a definition can result in the exclusion of certain older persons or family members from services that they should be a part of (Bass & Morris 1993). The results of this study suggest that optional-familialism may be the most suitable policy regime to inform a family care policy for T&T (see p. 337-341). This form of familialism can help to alleviate some of the challenges associated with the provision of family elder care by expanding the capabilities and choices of people, in particular women who are traditionally the primary caregivers (Razavi 2007). The development of a Carer’s Charter is also proposed with a view to increasing the visibility of family caregivers in the nation as well as promoting their welfare and right to a good quality of life (see p. 344-345). [122:  See Section 10.2.4] 


At the time that this thesis was written, the main focus of the GORTT was the provision of direct services to older persons. The findings of this study and the international evidence underscore the need for states to provide direct support to family carers, in order to adequately support long-term care arrangements for older persons. Thus, the provision of support to family carers through respite care and other services should be given immediate attention in T&T (see p. 348-354). Considerations for funding these recommendations are also provided (see p. 354-356).



[bookmark: _Toc40436595]10.3.3     The Research Experience, Limitations & Recommendations for Future Studies

While this study provides rich qualitative and quantitative insights on the experiences of older persons and their family carers, it is not fully representative of all sectors of the society. Specific insights on the family elder care experiences of persons living in rural communities, minority ethnic groups and persons from high-income backgrounds were not included, and only limited information was obtained from persons from a non-Christian background[footnoteRef:123]. Indirect information was obtained on family care of older persons with cognitive frailty, and there is insufficient information on the role of men, young people, and children as caregivers. Some of these limitations may be partly explained by researcher characteristics (see p. 317 & 321). It is hoped that in the future, researchers from diverse socio-economic and professional backgrounds will engage in research on family elder care to mitigate this limitation.  [123:  See Figures 7 & 8, 10 & 11 and Appendix 9.  ] 


Purposive and convenience sampling techniques were used for both the qualitative and quantitative components of this study (see p. 158 to 172). This increased the chance of obtaining the target population of caregivers and frail older persons, especially since family elder care is ‘taken-for-granted’ and not as visible as other care responsibilities such as ‘minding a child’[footnoteRef:124] (Shaghaghi, Bhopal & Sheikh 2011). In the T&T context, the concept ‘caregiver’ or ‘carer’ is not part of the everyday discourse of the population. Some local expressions associated with care for older persons include ‘shut-in’ to refer to homebound older persons, and, ‘ah lookin’ after ah sick’, to refer to the act of caring for someone, although interestingly, neither of these expressions were used by any of the participants in this study. The silence and language surrounding family elder care in T&T is an area that researchers can explore further.   [124:  In the UK this is referred to as childminding. ] 


Another challenge associated with studies on older persons is the possibility of high attrition rates due to illness or even death of participants (see p. 159). Given this, researchers must be prepared to address the possible emotional effects of studying such a sensitive population, and should consciously include self-care and debriefing elements into their research design. In this regard, Lee-Treweek’s account of the emotional dangers of researching older persons in a bleak nursing home is insightful and instructive, as are the other papers in the book entitled Danger in the Field: Risk and Ethics in Social Research (Lee-Treweek and Linkogle 2001). Also, studies must be practically designed to minimise the negative effects of attrition (Gemmill et al. 2012). Multiple interviews with respondents increase the risk of attrition of older respondents when compared to one-off interviews. Researchers should also be sensitive to possible cognitive deterioration of frail older persons during the course of a research study that requires multiple visits to the participants (Patel, Doku & Tennakoon 2003; Sessums, Zembrzuska & Jackson 2011). Furthermore, family caregivers may be more amenable to single rather than multiple interviews given the limited time they have to manage care and other responsibilities. This notwithstanding, some older participants and caregivers seemed to prefer the multiple interview approach as it gave them an opportunity to share their experiences and concerns with someone that was willing to listen. This was especially the case for participants who expressed high levels of social isolation as a result of their care situation. Researchers must be mindful of the pros and cons of each approach to data collection given the time and other resources available to them (Adams & Cox 2008; Arksey 1996; Atieno 2009; Mack et al. 2005; Michell 1999; Seale et al. 2008).

Frail older persons appeared to be more inclined to the use of a qualitative interview approach to data collection as it was more in keeping with their desire to reminisce and share stories in a conversational manner. It also allowed them a measure of control on what they wanted to share at a given time, and maybe even provided a sense of empowerment as they were better able to steer the conversation than was possible with a more structured approach to data collection. However, semi-structured and unstructured interviews must be tactfully managed to ensure that the objectives of the interview are met (Wengraf 2001). 

Interestingly, caregivers were inclined to provide lengthy responses via the online survey[footnoteRef:125]. Although the survey was relatively long with a total of about fifty questions (see Appendix 7), many took the opportunity to use the open-ended comment boxes to share their opinions and concerns about family elder care in T&T. This suggests that there are significant numbers of caregivers who are eager for information and discussion on family elder care. The anonymity of the survey also seemed to support their participation. This is in contrast to the many potential interview participants who willingly (and in some cases voluntarily) shared their stories, but refused to provide written or verbal informed consent (see p. 155-160). It maybe that some persons feared being victimised if they were to ‘formally’ talk about their experiences and policy positions, and this despite being assured that their contributions will be kept in confidence and anonymised. One possible factor that may have amplified their reluctance to participate is that in 2013 for instance, local government elections were conducted in T&T: election campaigning coincided with Phase II of the qualitative data collection exercise for this study. This might have increased the scepticism of some to formally record their views as part of this study for fear of being victimised, even though they were willing to share their experiences and opinions informally. Other reasons for the possible reluctance of potential participants to provide informed consent are highlighted in Section 5.3.2 of the methodology chapter.  [125:  See for example Box 1.] 


Generalising the findings of this study must be avoided given the non-probabilistic sampling approach that was employed, and relatively small sample size that was used. Future studies should include those that utilise probabilistic sampling techniques, and larger sample sizes that will allow for greater representativeness of the findings. Also, as noted above, this is a cross-sectional study and provides only a snapshot of the experiences of older persons and carers at a particular point in time. Given the variation in the experience of caring over the life course (Ziettlow 2019), longitudinal studies should be conducted to obtain insights on a variety of issues such as the impact on willingness to give and receive care over time and the efficacy of social service interventions. 

At the national level, studies should be undertaken to ascertain the number of informal carers on both islands and their socio-economic characteristics. Focused studies on elder abuse and other crimes against older persons in the nation are needed, as well as investigations into the exploitation of paid care workers and family caregivers. A more in-depth study should be done on the role of friends and goddaughters as caregivers of older people, and the impact of migration on family elder care arrangements and practices. Research should also be done to identify the coping strategies and needs of frail single older persons that were never married (nor in a committed relationship), and ‘elder orphans’ that are without any family support. Field observations revealed that there are some naturally occurring retirement communities where the adult children of residents no longer reside. These areas need to be identified and mapped so that appropriate interventions can be developed to support the persons residing in those locations. 

A variety of methods should be employed to obtain insights from the various stakeholders involved in family care. As was noted in the methodology chapter of this thesis (Chapter 5), each method had varying degrees of success with capturing the participation and views of different people groups. Older persons seemed to prefer a qualitative, narrative approach with a strong biographical element: in-depth interviews appeared to be more suitable for this group. The focus group method was especially useful with family caregivers who provided intensive care as it allowed them to debrief and identify with and encourage their peers. The ‘friendship as method’ approach (Tillman-Healy 2006) should be considered for future studies of older persons and family carers (see p. 157). Public officials were more willing to disclose information in one-one interviews rather than in focus group settings as the interview method allowed for greater anonymity and candidness. It may be that the use of an online or other survey may also be more effective with this target group.

[bookmark: _Toc40436596]10.3.4     Concluding Remarks

In light of the rapid ageing of T&T’s population, every effort must be made to strengthen care support systems for older people. As a nation, T&T has made positive strides towards recognising and supporting the rights of older persons to a life of dignity. However, more needs to be done. Part of improving the wellbeing and quality of life of older persons is ensuring that those who care for them are empowered to do so. A central argument of this thesis is that we must cherish those who care. Long-term care for older persons requires a collective effort. It should not just be the concern of individuals and their families but is a national issue that has implications for individual rights, gender equity, worker productivity and (some may argue) the collective conscience of the nation. All levels of society must be mobilised to support older persons and their caregivers so that the human rights of elders to dignity and respect in later life can be realised. If we live long enough, we will all need a helping hand at some time. Nurturing a caring society that supports older persons and their caregivers is an investment in all our futures.

[bookmark: _Toc492959496]
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[bookmark: _Toc40436621]Appendix 1: T&Ts Social Assistance Programmes & Social Care Services

A. SOCIAL ASSISTANCE PROGRAMMES

The social welfare benefits provided by the Social Welfare Department of the MSDFS that can be accessed by older persons with limited financial means include the:   

1. Dietary Assistance Grant - This grant of $600 TTD per month assists clients who suffer illnesses that require special diets, for example, renal patients and clients with uncontrolled diabetes.
2. Disability Assistance Grant - This grant of $1,800.00 TTD is available to persons aged 18 to 64 years who have a disability and are unable to earn an income as a result. A person is entitled to receive Disability Assistance if in the opinion of the Local Board, he/she is so disabled that he/she is unable to earn a livelihood and has been certified by a Government Medical Officer as being so disabled. The disability must be permanent in nature.
3. Domestic Help - This grant facilitates the provision of part-time domestic help for three months in the first instance but not more than six months if deemed necessary to clients who are unable to perform normal household chores, for example, while recuperating from surgery, and are unable to afford the cost of domestic assistance. The amount paid to a caregiver is $1,800 TTD per month.
4. Housing Assistance - This grant provides assistance to clients to purchase building materials for construction or repair of their homes. A one-off grant of $15,000 TTD is given to persons to access materials from a reputable hardware vendor. In times of disaster the amount given under this grant is $20,000 TTD.
5. Medical Equipment - Under this grant needy persons can qualify for wheelchairs, prosthetics, commodes, special beds, spectacles, dentures etc. The amount allowed under this grant is $7,500 TTD. (some NGOs also provide this service e.g. the Living Waters Community)[footnoteRef:126] [126:  According to a 2011 UNECLAC study, only a relatively small proportion of pwds in the LAC region (one third of all disabled persons) had access to assistive devices, which are mainly canes and walkers and, to a lesser extent, wheelchairs and crutches. Special devices such as prosthesis, braillers or modified vehicles, were only available to very few pwds (UNECLAC, 2011a: 47). Thus, the provision of this service to pwds in T&T is noteworthy. ] 

6. Public Assistance Grant – this grant provides financial aid to persons who are unable to support themselves or to earn a living because of ill health. It amounts to about $850 TTD per month. 
7. Targeted Conditional Cash Transfer Programme (TCCP) - The TCCTP is a short-term food assistance programme, aimed at providing social protection by promoting nutritional and food security for vulnerable households. 
(GORTT 2016c; Rofman et al. 2015)

B. SOCIAL CARE SERVICES

Social care services that focus on promoting the wellbeing of older persons include the following: 
1. Free Public Transport – older persons can travel on public buses at no cost from the Public Service Transportation Service (PTSC). The only requirement is that they present their national ID. However, this service is fraught with challenges including a limited fleet. Users are also challenged by the unpredictability of this service on some routes;
2. Inter-Island Ferry Service - older persons do not have to pay a fee to use the inter-island ferry service. Unfortunately, this service was disrupted in 2017 and all citizens irrespective of age were no longer able to use the service. To date, this situation has not been resolved;
3. Older Persons Information Centre (OPIC)- T&T is one of the few countries in the LAC with a helpdesk for older persons (Huenchuan, 2013)[footnoteRef:127] [127:  P. 166] 

4. Retiree Adolescent Partnership Programme (RAPP) - utilises the expertise of skilled retired persons to provide support services at the community level in the areas of academic assistance, sport, art, craft, music, academics, life skills, and general guidance to at-risk youth;
5. Senior Activity Centres (SAC) -  the centres are multi-service facilities which seek to promote independence and address the socio-emotional and health needs of older persons aged 55 years and over, by creating opportunities for social interaction and healthy living. This programme is operated by Non-Governmental Organisations (NGOs) in partnership with the MSDFS. 
6. The Village Outreach to integrate Senior Citizens through Edutainment and other Social Activities (VOISCES) - this programme encourages the social engagement of older persons in various activities such as choir competitions, All 4’s tournament, Easter Bonnet Parades, and Island Tours. At the time of data collection, the programme was only available in Tobago. 


Programmes and services that are geared towards the needs of frail older persons include the:
1. Elderly and Differently Abled Mobile Service (ELDAMO) – this service provides a para-transit (wheelchair enabled) transportation to older persons and pwds. However, concerns have been expressed about the adequacy and quality of this service[footnoteRef:128];  [128:  At a Joint Select Committee meeting in June 2016  on the issues facing the disabled community, Sharda Ramlakhan (representative of the Consortium of Disability Organisations) complained that the bus service was not well designed and shuttles people around like objects. (Source: http://www.cnc3.co.tt/news/eldamo-not-working)] 

2. Geriatric Adolescent Partnership Programme (GAPP) – this is an intensive short-term, intergenerational training programme aimed at equipping young persons between the ages of 17-30 years with geriatric care skills in areas such as nursing aid skills, nutrition, home management and life Skills. Trainees are actively engaged in classroom sessions and supervised in field placements in private homes and institutions in Trinidad. 
3. Golden Apple Partnership Programme – This is similar to the GAPP, however it is provided to Tobagonians and administered by the Ageing Unit (AU) which is a subsidiary of the Division of Health, Wellness and Family Development in the THA.[footnoteRef:129] [129:  In Tobago, the Ageing Unit (AU) is the agency with primary responsibility for developing and implementing programmes and projects for older persons. ] 

4. THA Emergency Medical Alert System - In November 2012, the Emergency Medical Alert System was launched in Tobago. It is provided to older people and physically challenged individuals, and enables them to get emergency assistance in their home through the use of a portable alert device when they are unable to reach a telephone. When the device is activated, users are instantaneously connected to the 211 Contact Centre and the relevant emergency service provider is notified. This programme was funded by the THA and therefore only available to Tobagonians. However, Trinidadians can access a similar service via private service providers. 


[bookmark: _Toc40436622]Appendix 2: T&T’s Pension / Social Insurance Prgrammes

A. T&T’s PENSIONS / SOCIAL INSURANCE PROGRAMMES

T&T’s pension system is similar to that of UK and other OECD countries such as Australia, New Zealand and South Africa (Rofman et al. 2015). It was initially formed under a Beveridgean system. T&T is one of the first countries in the developing world to introduce a social pension programme for older persons. This cash benefit (originally called the Old Age Pension) was first introduced in 1939 whilst the country was still under British rule and in response to labour riots which clamoured for better compensation for workers and an improved standard of living for all citizens. The current pension system consists of three layers:

1. Social / Non-Contributory Pension (NCP) - a state pension for older persons (in particular those with lower incomes) known as the Senior Citizens Pension (SCP).  
2. Contributory Social Security Pensions (CP) or Public Sector Pensions for salaried workers in the public and private sector. It includes the National Insurance Scheme (NIS) which was introduced in 1972, as well as public service pension plans provided to monthly paid permanent employees of the public sector. 
Individual / Voluntary Private Pensions (VP) which are based on personal defined contributions based on individual savings and done on a voluntary basis.
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B. PENSION ARRANGEMENTS FOR T&T BY WORLD BANK PILLARS MODEL[footnoteRef:130] [130:  Source: ROFMAN, R., APELLA, I. & VEZZA, E. 2015. Beyond contributory pensions : fourteen experiences with coverage expansion in Latin America. Washington D.C.: The World Bank. (p. 371). Please note that T&T does NOT have the following pillars / pension types: i) Second Pillar - mandatory defined contribution plan with independent investment management; ii) Fourth Pillar - informal support (such as family), other formal social programs (such as health care or housing), and other individual assets (such as home ownership and reverse mortgages).] 


	Modalities for Achieving Objectives[footnoteRef:131] [131:  WORLDBANK 2008. The World Bank Pension Conceptual Framework. P. 7] 

	Zero Pillar
	First Pillar: A
	First Pillar: B
	Third Pillar

	
	non-contributory social assistance financed by the state, fiscal conditions permitting
	mandatory with contributions linked to earnings and objective of replacing some portion of lifetime pre-retirement income
	Voluntary taking many forms (e.g. individual savings; employer sponsored; defined benefit or defined contribution)

	Program
	Senior Citizens Pension
	National Insurance Scheme (NIS)
	Public service pensions
(monthly paid workers)
	Private sector occupational plans—defined benefit; Personal defined contribution pensions

	Legislation
	Senior Citizens Pensions Act
	National Insurance Act 1971 (with amendments)
	11 main plans with more than 20 relevant acts
	Insurance Act/Income Tax Act/1969 Draft Regulation/1939 Trust, Ordinance Income Tax Act (s134)

	Managed by
	Ministry of Social Development and Family Services
	NIBTT, Report to Ministry of Finance
	Ministry of Finance/relevant
ministry
	Trustees (IRB and Central Bank supervise) Financial services firms

	Financing
	General Budget
	(11.4% salary 1/3 employee 2/3 employer) and asset returns
	General Budget with small contributions for three plans
	Employer and employee contributions (plan-specific for DB plans), variable for DC plans

	Retirement age
	65 and older
	65, but retire at 60 without penalty
	Varies: from 45 to 60 for
unreduced pension
	Based on plan (often 60) Based on “maturity date” chosen between 50 and 70

	Benefits
	Means tested, $3,000 TTD for
poorest and decreasing scale
	$3,000 TTD minimum after 750 week of contributions, effectively flat rate
	DB rules vary by plan, new $3,000 TTD minimum, maximum 2/3: 85% salary
	Typically DB: no guaranteed indexation, some insurance benefits, DC: linked to returns

	Coverage
	All 65+, means tested
	All employed, 85% coverage in 2009, self-employed to be
added
	Membership of relevant profession and plan rules
	As per plan rules, 37–55,000 active members, 140,000
annuity policies



Note: DB = defined benefit; DC = defined contribution; NIBTT = National Insurance Board of T&T; NIS = National Insurance Scheme
[bookmark: _Toc40436623]Appendix 3: Dimensions & Components of Care

	DIMENSIONS
	COMPONENTS

	1. Nature of Care
	· Disposition
· Activity
· Relational
· Process (caring about; taking care of; caregiving; care-receiving)
· Oriented to other

	2. Social Identity of the Caregiver
	· Socio-demographic characteristics
· Social roles

	3. Social Identity of the Care recipient
	· Socio-demographic characteristics
· Social roles

	4. Social Anchorage of the Care Relationship
	· Kinship
· Friendship
· Contractual

	5. Social Domain of Care
	· Family and friends
· State
· Voluntary sector
· Market (formal; informal)

	6. Location of Care
	· Home
· Non-residential institution
· Residential institution

	7. Care Purpose
	· Meeting instrumental needs
· Meeting socio-emotional needs
· Meeting supervision/monitoring needs

	8. Caregiving Tasks
	· Instrumental (activities of daily living and instrumental activities of daily living)
· Socio-emotional
· Supervision/monitoring

	9. Conditions of Care Work
	· Care work schedule
· Paid/Unpaid

	10. Caregiving Approach
	· Focus of attention (task-oriented; person-oriented)
· Use of power (directive; facilitative)

	11. Consequences of Care
	· Positive
· Negative

	12. Contexts of Care
	· Social
· Cultural
· Economic
· Political

	13. Foundations of Care
	· Love
· Duty
· Responsibility
· Reciprocity
· Solidarity

	14. Level of Analysis
	· Macro
· Meso
· Micro
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A. INFORMATION SHEET

FAMILY CARE FOR FRAIL OLDER PERSONS: 
ARE YOU WILLING TO TALK TO ME?
Who am I?

My name is Hyacinth Blake and I am a full-time joint-location PhD student at the University of Sheffield (UK). I am a Trinidadian and I am in my final year of studies. 

[bookmark: _Toc6877349]What am I doing?

I am studying frail older persons and how their family and friends help support and care for them. The information I obtain will be used to help develop social policy and social service recommendations to help frail older persons and the persons caring for them in Trinidad and Tobago. These recommendations will be noted in my PhD thesis.

[bookmark: _Toc6877350]Who can get involved?

I would like to talk to anyone who is aged 60 years and over who is physically frail and receives assistance as a result of their health status from family members or friends with any of the following activities:
· 
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· Dressing/Grooming
· Bathing/Oral Care
· Eating
· Housekeeping / Doing Laundry 
· Cooking
· Shopping
· Walking / Climbing Stairs / Transferring
· Toileting
· Driving / Transportation
· Making House Repairs / Doing Yard work
· Taking Medication
· Direct financial support / managing financial affairs
· Arranging or monitoring outside help or services

I also wish to speak to the family member or friend who provides the most support or assistance to the older person with these tasks, and any other person(s) who provide considerable care and support to the older person. Caregivers may or may not be living with the older persons.

For ethical purposes, persons who are mentally frail (i.e. lack capacity to make a decision for themselves because of impairment or a disturbance in the functioning of the mind or brain) will not be included as participants in this study.

[bookmark: _Toc6877351]Is your participation compulsory?

Persons participating in this study must do so of their own free will. It is up to you to decide whether or not to take part. This decision should not be made for you by a relative / family member, friend, agency or any other individual or group. 

[bookmark: _Toc6877352]What type of topics will be discussed?

I am interested in finding out what is involved in caring for / being cared for by a family member/friend. The topics for discussion will include:
· What type of care and support you currently receive or provide? What care needs you find difficult to obtain / provide and why?
· Which aspects of your life have changed since receiving / providing care and how do you feel about these changes (e.g. has it affected social / leisure activities?)
· How are you coping with needing or giving care? What aspects of care you enjoy / dislike, worry about and why?
· What type of services do you think frail older persons and their family members and friends who provide care to them should receive from governmental, and non-governmental agencies (e.g. from the private sector, civil society, and faith based agencies)? How do you feel about the services that are currently provided (or not provided) by these agencies?
[bookmark: _Toc6877353]

What would taking part in this research involve?

Interviews may take from 30 minutes, to two hours, depending on the time available by participants and the amount of information that is divulged. I will respond sensitively and flexibly to the needs/circumstances of participants during the interview process. If you require that we break and resume on another day, I will be mindful of this.  

Which agencies are funding and supervising this research?

I am currently receiving supervisory support from the University of Sheffield (United Kingdom) and the University of the West Indies (Trinidad). 

Will I be recorded?

Our conversations will be audio recorded. The voice recordings will be used only for analysis. No other use will be made of them without your written permission.

What will happen with the information you provide me with?

Your information will be treated with respect for your right to confidentiality as well as your right to express your views and opinions. When I write up the findings of my study, I will not use real names. Copies of the final document will be lodged in the University of Sheffield’s reference collection and will be submitted to the Ministry of Public Administration, the Ministry of the People and Social Development, the University of the West Indies and other relevant agencies. 

At the first screening/briefing session, your permission will be sought to audiotape the session. For security and copyright purposes, the audio-recordings will not be provided to persons participating in the study, but will remain the sole property of the researcher and will be stored securely. Audiotape recordings of persons who decide not to continue to be a part of the project will be erased.


What are the possible benefits of taking part?

It is hoped that this study will help social service providers, social scientists, and policy makers to better understand the needs of frail older persons and their families in Trinidad and Tobago, and so help guide the development and improvement of services for families involved in this kind of care. 

For some persons, participating in a study like this is rewarding since they have an opportunity to share their views and experiences in a meaningful way. Participation in this process may evoke pleasant memories of the care experience and may also help strengthen your relationship with your family member / friend who is also participating in this study.

What are the possible disadvantages of taking part and how have these been minimized?

Participating in this study will require you to commit your time to interviews. Some persons may find this very demanding. Others may view this as time well spent. In some instances, interviews, as with any conversation, may bring to mind unhappy memories or emotions. You are free to stop the conversation or not answer a question if it brings discomfort to you. 

This study seeks to obtain insights from a wide cross-section of persons involved in family care for frail persons. It is possible therefore that, based on the interest shown in this study by various participants and the time and other resource constraints of the researcher, some persons who are willing to participate in the study may not be included as participants. 

Despite the researcher’s best efforts, in some instances persons reading the final report who are aware of your participation in the study (e.g. family members or friends) or who are very familiar with your life situation, may be able to identify some of the information you’ve shared even though you are not named in the document. Given this, if you wish to have certain aspects of the interview excluded you can inform me at the end of the session and I will exclude this from the final report.



What if something goes wrong?

You are free to withdraw from this study at any stage without giving any reason for doing so.

If you have any concerns or complaints about the conduct of this study, please feel free to contact me so we can discuss it. I can be reached on my cell at 331-6011, or via email at (h.blake@sheffield.ac.uk). Alternatively, you can email my UWI supervisor, Dr Innette Cambridge at innette.cambridge@sta.uwi.edu or send a letter to her at
The University of the West Indies
Department of Behavioural Sciences
St. Augustine
Trinidad, WI

You can also contact my UK supervisor, Dr. Lorna Warren at l.warren@sheffield.ac.uk or 
The University of Sheffield
Department of Sociological Studies
Elmfield, Northumberland Road
Sheffield, S10 2TU

Every effort will be made to resolve the issue.

Disclaimer

Please note that I reserve the right to report any criminal practices or any forms of abuse or neglect to the relevant local authorities. In the unlikely event that this is warranted, I will no longer be bound to our confidentiality agreement. 

In the event that the study has to be discontinued, I will inform you at the earliest possible time and will provide you with an appropriate explanation.

Other considerations

Whilst I am very sympathetic to your situation, I will be unable to provide you with financial assistance, or commit to directly assisting you with any of the care needs you may have.
..................................................................................................................................................

Thank you for your time and kind consideration.
Please complete the form below and pass it to the relevant individual.

✂........................................................................................................................................................

  I ................................................................... will be willing to talk with you and can be contacted on ________________________________________ (please give telephone number(s))

 I ................................................................... will like more information before deciding whether to talk to you can be contacted on __________________________________________________ (please give telephone number(s))

 I ................................................................... will not be willing to talk to you
Please return your slips to:
..................................................................................................................................................
..................................................................................................................................................
[bookmark: _2xcytpi][bookmark: _Toc507909119]

B. PARTICIPANT CONSENT FORM
	
Title of Project:          Family Care for Frail Older Persons: Social Policy Implications  
                                      for Trinidad and Tobago

Name of Researcher:   Hyacinth Blake

Participant Identification Number for this project: .............................................................

									         Please initial box

1. I confirm that I have read and understand the information sheet/letter
(delete as applicable) dated [................] for the above project and have had
the opportunity to ask questions.


2. I understand that my participation is voluntary and that I am free to withdraw
at any time without giving any reason. 



3. I understand that my responses will be anonymised before analysis. 



4. I agree to take part in the above research project. 

________________________	________________         ____________________
Name of Participant	Date	Signature

	________________         ____________________
	Date	Researcher’s Signature
To be signed and dated in presence of the participant

Copies:

Once this has been signed by all parties the participant should receive a copy of the signed and dated participant consent form, the letter/pre-written script/information sheet and any other written information provided to the participants. A copy of the signed and dated consent form should be placed in the project’s main record (e.g. a site file), which must be kept in a secure location. 






[bookmark: _Toc40436625]Appendix 5: Interview Guides

A. INTERVIEW GUIDES (SHORT VERSION)

TOPIC: SUPPORT FOR (FRAIL) OLDER PERSONS & FAMILY CARERS IN T&T

Older Person Interview Schedule

1. (Refer to flash card) Which of the following activities do you need help with?

2. Please describe for me the ways in which you receive help from your family
· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

3. Tell me about the support you receive from neighbours and friends

· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

4. What support, if any, do you receive from private, religious or government agencies?

· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

5. Tell me about the support you give to your family

· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?


6. In your view, how can the support you receive be improved?
· From Family
· From Neighbours & Friends
· From Private, Religious or Government agencies

Carer Interview

1. (Refer to flash card) Which of the following activities does (care recipient) need help with?

2. Please describe for me the ways in which you help (care recipient)

3. Tell me about your experience in supporting (care recipient)
· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

4. Tell me about your experience in getting support from other family members to help care for (care recipient)
· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

5. Tell me about your experience in getting support from neighbours and friends to help care for (care recipient)

· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

6. Tell me about the support you receive from private, religious or government agencies to help care for (care recipient)?

· Can you give me an example?
· How did you feel?
· What were your thoughts?
· Can you tell me more?

7. Tell me about the support you receive from care recipient?

8. In your view, how can the support you receive be improved?
· From Family
· From Neighbours & Friends
· From Private, Religious or Government agencies
· From care recipient



B. INTERVIEW GUIDES (LONG VERSION)

SESSION 1
CARER PROFILE
CARER NAME:	(First name/ Surname)	  ___________________________________
RELATIONSHIP TO CARE RECIPIENT: ___________________________________
D.O.B:			(Day/Month/Year)        ________________________________
ADDRESS:		______________________________________________________
_________________________________________________________________________
PHONE NO:		Cell_____________________ Home: ___________________
Email Address:	_________________________________________________________
OCCUPATION:	_____________________________________________________
LAST SCHOOL ATTENDED:	_____________________________________________
ACADEMIC & OTHER QUALIFICATIONS: ___________________________________
_________________________________________________________________________
_________________________________________________________________________
MARITAL STATUS:	Single   Married   Common-Law  Divorced  Widowed 
Do you have any children?	Yes   No 
If Yes:			
How many?		____________________
What are their ages?	 ____________________________________ 
How many persons live in the same house with you? ______________________
How are they related to you: _________________________________________________
_________________________________________________________________________
_________________________________________________________________________
Approximately how far away do you live from CR? _______________________________
Research Notes: ___________________________________________________________
_________________________________________________________________________
_________________________________________________________________________


CARE RECIPIENT PROFILE

NAME:		First name/ Surname)	  ________________________________
RELATIONSHIP TO CARER:  		____________________________________
D.O.B:			(Day/Month/Year)        ________________________________
ADDRESS:		______________________________________________________
_________________________________________________________________________
PHONE NO:	Cell_______________________  Home: _______________________
Email Address:	________________________________________________________
PREVIOUS OCCUPATION(S): _____________________________________________
LAST SCHOOL ATTENDED:	_____________________________________________
ACADEMIC & OTHER QUALIFICATIONS: ___________________________________
_________________________________________________________________________
_________________________________________________________________________
MARITAL STATUS:	Single   Married   Common-Law  Divorced  Widowed 
Do you have any children?	Yes   No 
How many?		____________________
What are their ages?	 ____________________________________ 
How many persons live in the same house with you? ______________________
How are they related to you: _________________________________________________
_________________________________________________________________________
_________________________________________________________________________
Research Notes: ___________________________________________________________
_________________________________________________________________________
_________________________________________________________________________

SESSION 1 - JOINT INTERVIEW
[bookmark: _2p2csry]
Date of interview:	(Day/Month/Year)        ________________________________
Location: 			________________________________________________
Name of Care recipient (CR):	(First name/ Surname)	___________________________
Name of Carer (C):	(First name/ Surname)	  ________________________________

	TO
	
QUESTION


	
A. General Health Status

CR: I’d like to start off by asking you some general questions about your health


	CR












CR
	In general, how would you describe your health? 

Probe: Please tell me some more about your health situation.
Have you been diagnosed with (arthritis, diabetes, hypertension, heart problems, high cholesterol, any others? ...............................................) How long have been diagnosed with this health condition?

What sort of changes has this meant for your day-to-day routine and overall life style?

Probe: Is there anything in particular that you either do or don’t do to help you cope? How do you feel about these changes? What do you think makes you feel this way? Is there anything you would either do or do more of if it were not for these health conditions? Are you taking medication for any of these conditions? (if yes) How many prescription medications do you use on a regular basis?

	


CR
	
Have you been hospitalised as a result of the health condition(s)? 


Probe: In the past 12 months, how many times have you been admitted to a hospital? Please describe this experience for me (e.g. what triggered the decision for you to go to the hospital? How long were you hospitalised for? What support did you receive from family and/or friends? How has this experience impacted on you?

	CR
	Were there any other significant events or major turning points in how your health progressed? Probe: Incontinence, Immobilized etc?

(*If yes) Please describe this for me? Why were these so significant? (what stands out to you about this experience? (Probe: increased need for assistance?) How did this experience impact on you? 


	
B. Care Needs and Support from Primary Family Carer

Now I’d like to ask you a few questions about the support you receive.


	


CR





















	
Instruction: Refer to Flash Card A (Functional Independence)

With which of the following activities do you require/receive assistance?:
· Dressing / Grooming
· Bathing 
· Oral Care
· Eating / Cooking
· Shopping
· Housekeeping / Doing Laundry
· Walking / Climbing Stairs / Transferring
· Toileting
· Driving / Transportation
· Making House Repairs / Doing Yard Work
· Taking Medication
· Managing financial affairs / Direct financial support
 

Please tell me specifically, who provides you with help for each of these activities? How are they related to you? When did they begin to provide this assistance to you? Over what period of time did they provide this assistance? 

	


C

















CR/C




C



CR/C
	Instruction: Refer to flash card A


Please describe for me how you provide care to ..... (name CR).... in a typical week.
Approximately how many hours a week do you spend helping ..name CR...with  each of these activities?
Does anyone help you perform these tasks? Do you have any pieces of equipment or use any special techniques to help you with these activities? Are there any pieces of equipment or special techniques that you would like to have? Have you given up using any pieces of equipment/techniques? Why? 

Did you receive any training in the activities that you help CR with? (*If yes) Where did you receive the training? For how long? Did you receive any certification? Please specify. 
Have any changes been made to the home as a result of CRs health condition(s) e.g. not using upstairs rooms?

What does this mean for your day to day routine and your overall lifestyle?  
(Probe: is there anything you don’t do or started to do in order for you to provide this assistance to CR?


How did the current pattern of care/helping develop? (Probe: what, (if any), were the significant events or turning points in the pattern of care that developed? Why were these significant? 

When did you first feel that ...CR... needed your assistance with these activities? What in your view were the key turning points and significant changes with respect to your providing assistance to ....CR...?  Probe: Incontinence, Deafness, Period of Hospitalization or Absence?

How do you feel about the support provided by other members of the family to CR?
Probe: Are you satisfied / dissatisfied? Why?

	
Other Forms of Support

The next set of questions focus on the types of services or external support you may (or may not) have accessed to help meet your care needs.


	



CR/C

	


What services do you think persons providing care to frail older family members should receive? Who should be responsible for providing these services? (e.g. public / private / civic / religious or faith-based agency? Why? Please give a reason(s) for your answer / Why?

Instruction: Refer to Flash Card B

Did you or a family member/friend access any of the following types of services to help with the care needs you mentioned (refer to Flash Card A if necessary) either from:
· A Government agency e.g. Geriatric Apprenticeship Programme, GAP; CDAP; Old Age Pension; Division of Ageing, Ministry of Health?
· Voluntary, religious, or community based organizations?
· Private agency/individual which requires payment for services?
(*If yes) Please tell me about the service(s) you obtained including how you went about getting it. 
Probe: Which activity/activities? What type of assistance did you receive? How was this assistance organised e.g. How did you identify a service provider? Who made the arrangements? (If payment was made) Who paid?; Over what period of time did you receive this assistance? (When did you begin to get help from this service? How long did you receive assistance?) Approximately how much did you pay for the service(s)? How do you feel about the service/assistance you receive(d)?
Instruction: Refer to Flash Card B i.e. the services that the family did not access prior to the interview 

Should the following services be provided to family caregivers? Which of these services would you like to receive in future? 
Please give a reason(s) for your answer / Why? Who should be responsible for providing these services? (e.g. public / private / civic / religious or faith-based agency? Why? 

Please rank these services from most important to least important. Please explain your decision.


	CR/C
	Do you participate in activities with any organizations or groups e.g. religious organizations (church, mosque), clubs (TTARP, village council, senior activities centre, charity)? 

(*If yes) What is your position in these groups? (member, organizer, adviser) What specific activities do you participate in? How often do you participate in these activities? How long have you been a member of these groups? How does your involvement in these groups impact on your overall wellbeing? 
Instruction: Refer to flash card A

Does your participation/membership in these groups help in any way with these activities? How so?


	
C. Terminology

Now I’d like to get your views on how you would like to be referred to by service providers and designers.


	C
	Professionals might call you a carer or caregiver – how would you describe yourself? Would you consider applying either of these terms to yourself?

 (*If yes) which one? How would you define a ..............................................?


	CR
	Professionals may refer to you as a care recipient or caree – how would you describe yourself? Would you consider applying any of these terms to yourself?

 (*If yes) which one? How would you define a ..............................................?


	C
	If I were to refer to persons of similar age to you, which of the following terms do you prefer me to use:  older person, elderly, senior citizen? Is there any other term that you would like me to use? Why do you prefer this?

	CR/C
	Is there anything you would like to add? Do you have any questions?

	
Thank participants for their time and arrange the time and place of the next meeting.



[bookmark: _147n2zr]
FLASH CARD A – CAREGIVING SUPPORT ACTIVITIES

	ACTIVITY
	NOTES

	Dressing
	[image: http://www.crestock.com/images/10000-19999/19456-xs.jpg]
	

	Bathing / Oral Care
	[image: http://www.fotosearch.com/bthumb/IMZ/IMZ203/nri0095.jpg]
	

	Eating
	[image: http://ofwngayon.com/home/wp-content/uploads/2008/08/caregiver.gif]
	

	Walking
	
[image: http://ffpnr.org/assets/images/pic_Caregiver.jpg]

	

	Toileting
	[image: http://www.tpdatlanta.com/images/cartoon_toilet.gif]
	

	Direct Financial Support / Managing Financial Affairs
	[image: ]
	

	Administering Medication
	[image: http://www.techforltc.org/images/Medication%20Management.jpg]
	

	Housekeeping / Doing Laundry
	[image: http://reggieswarmwelcomes.com/images/housekeeping.jpg]
	

	Cooking
	[image: http://billivorylarson.com/wp-content/uploads/2009/11/Cooking.jpg]
	

	Shopping
	[image: http://www.mimifroufrou.com/scentedsalamander/images/Shopping%20Logo%20TSS.jpg]
	

	Transportation
	[image: http://www.dreamstime.com/cartoon-car-thumb2197595.jpg]
	

	Making House Repairs
	[image: http://2.bp.blogspot.com/_Ap93AERWDzM/R1jkG6cwLII/AAAAAAAAAAs/qPiEZcqqdZo/S300/Home+Repair.jpg]
	

	Gardening / Doing Yard work
	[image: http://www.clipartpal.com/_thumbs/cartoon_gardening_198500_tnb.png]
	

	Arranging or Monitoring Outside Help or Services
	[image: ]
	

	Accompanying to
Doctor’s Appointment / Hospital
	[image: http://cmsd.k12.pa.us/cmsd/cm_health/img/NURSE.png]
	

	

Other
	

e.g. emotional support; completing forms; arranging services and support; accompanying to social events / companionship








[bookmark: _3o7alnk]FLASH CARD B – CAREGIVING SERVICES

	Service Types
	Specific Services
	Including: 

	Information to caregivers about available support services 
	Health literature
Caregiving literature
Helpline

	Brochures
Pamphlets
Internet References / Special websites 

	Respite care to provide temporary relief for caregivers from their care responsibilities
	Home support
Day care service
Short stay in institution
Emergency / overnight stay
	

	Supplementary on a limited basis, to complement the care provided by caregivers
	Financial Assistance / Cash allowance
Transportation / Escort
Meals delivery
Chores / Heavy Housekeeping
Equipment / Home modifications & Repairs
Visitor service
Security calls
Other emergency response systems
	

	Direct assistance to help caregivers in
making decisions and solving problems related to their roles
	Home-based carer training
Centre-based carer training 
Carer employment 
Case management
Carer assessment
Counselling
Professional consultants
Health and welfare
Spiritual care
Support groups
	Workshops and seminars on adult care issues
Nutrition education
Money Management training
Mediation services to aid in caregiver family disputes
Support following death of care recipient
Assistance with carer employment





SESSION 2
[bookmark: _23ckvvd]INDIVIDUAL INTERVIEW WITH CARE RECIPIENT

Date of interview:	(Day/Month/Year)        ________________________________
Location: 			________________________________________________
Name of Care recipient (CR):	(First name/ Surname)	______________________________

Instruction: Refer to flash card A
· At our previous session, you said that you received help with....specify activities.... from ....specify person(s)/Source of assistance.... How do you feel about receiving this help? What makes you feel this way? 
· What type of help do you find or would you find the most difficult to receive from family and/or friends who may provide assistance to you on these activities? Why? 
· Is there anything you need help with for which you are unable to or find it difficult to obtain assistance with? Why do you think this is the case? Do you have any suggestions on how this assistance can or should be obtained? (If yes) Please expand.
· Why do you think ....C.... looks after you? 
· Are there any aspects of your caring situation that you find difficult or you are unhappy about? Probe: What recent events have you found difficult? Why? 
· Are there any aspects of your caring situation that you enjoy, like or feel positive about? What recent events have you enjoyed? Is there anything that you are looking forward to? 
· Are there any ways in which you help .... C....?
· Is there anything else you would like to share?


SESSION 3
[bookmark: _ihv636]INDIVIDUAL INTERVIEW WITH CARER

Date of interview:	(Day/Month/Year)        ________________________________
Location: 		______________________________________________________
Name of Carer (C):	(First name/ Surname)	____________________________________
Instruction: Refer to Flash card A
· At our previous sessions, you said that you helped ...CR... with....specify from notes.... Is there anything else that you assist with? 
· Why do you look after .... CR.....? What motivates you to provide care and support to ....CR...?
· How would you describe your relationship with ...CR...? Since you began helping ...CR... with these activities has your relationship improved? Why do you think this is the case?
· At our last session you indicated that you made the following changes to your day-to-day routine and overall lifestyle to provide help to .... CR....? Is there anything else you would like to add? Is there anything you would either do or do more of if you were not caring for .....CR....? How do you feel about these changes? What do you think makes you feel this way? 
· What type of care do you find or would you find to be the most difficult to provide for .... CR.... ?  Why? 
· Are there any other aspects of your caring situation that you find difficult or you are unhappy about? Probe: What recent events have you found difficult? Why do you feel this way? What do you do to help you cope with these feelings?
· Which (if any) are the aspects of your caring situation that you enjoy, like or feel positive about? What recent events have you enjoyed? Is there anything that you are looking forward to? 
· Do you feel appreciated by ...CR...?
· Overall, how do you feel about providing assistance to ...CR...Probe: Do you feel a sense of fulfilment / find it stressful /mixed feelings?
· Is there anything you do or do not do to help you manage with the care you currently provide? (Probe: Are there any specific things that you do to help you cope with these issues?) Can you suggest some other ways in which stressful feelings may be reduced or alleviated? 

Instruction: Refer to flash card C

· Which of the following would you find useful to you? Please rank from most important to least important?

· Have you had any other experience looking after an older adult? (*If yes) Please tell me about your experience. 

· Are there any ways in which .... CR....helps you? (*If yes) Please specify.

· Is there anything else you would like to share?

[bookmark: _32hioqz]
FLASH CARD C – CAREGIVER NEEDS

	CAREGIVER NEEDS
	REQUIRED
	
RANK

	
NOTES

	Getting cooperation and assistance from other family members
	
	
	

	Finding trained and reliable home care providers / helpers
	
	
	

	Finding other services
	
	
	

	Adjusting work schedule
	
	
	

	Balancing other family responsibilities e.g. children
	
	
	

	Meeting personal needs e.g. personal time, exercise
	
	
	

	Getting information about the health issues affecting ...CR...
	
	
	

	Communicating with professionals at health and social service agencies
	
	
	

	Dealing with difficult, unwanted or dangerous behaviour of dangerous behaviour of ...CR...
	
	
	

	Other

	
	
	




[bookmark: _1hmsyys][bookmark: _Toc507909130][bookmark: _Toc40436626]Appendix 6: Project Flyer & Survey Advertisement

A. GENERAL PROJECT FLYER

[bookmark: _Toc507909131][image: ]

B. SURVEY ADVERTISEMENT ON UWI’S WEBSITE

Taking care of the elderly
 
Share your views on family care for older persons in T&T with an online survey. Your feedback will help to generate policy recommendations to improve the services and support systems for older persons and their caregivers. You also have the chance to enter a raffle for a $200 Bmobile or Digicel top-up at the end of the survey.

This survey has received ethics approval from the University of Sheffield. It is voluntary and all responses are anonymous and strictly confidential. 

To participate, please click here


[bookmark: _vx1227][bookmark: _Toc506373367][bookmark: _Toc507909134][bookmark: _Toc40436627]Appendix 7: Willingness to Care Survey Questionnaire
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[bookmark: _Toc40436628]Appendix 8: Focus Group Topic Guide

INTRODUCTION

Hi everyone. My name is Hyacinth and I am a PhD student with the University of Sheffield, and this is my assistant (insert name) who is a student here at UWI and the note taker for the session. Thanks so much for coming along today. 

You’ve all been invited to this discussion because you’ve been involved in caring for an elderly relative at some point in time and, each of you participated in an online survey on this topic that I launched in April this year.  This session is a follow-up to that with the main purpose being to get greater clarity about the experience of providing care to elderly relatives here in Trinidad. 

HOUSEKEEPING: Bathrooms; Refreshments; Timekeeping. Our discussion will last about 2 hours. Please help yourself to the refreshments throughout the meeting.

Your participation is voluntary so you are free to leave at any point in time though I hope you will be able to stay for the entire session. 

GROUND RULES 

1. I WANT YOU TO DO THE TALKING. 
· Your personal opinions and views are very important for us. 
· I’d like to hear a wide range of opinions. 
· I encourage all of you to participate in the discussion 
· I may call on you if I haven't heard from you in a while. 
· If anybody says something you have a question about or want to comment on, please do so. While I have some questions I’ve prepared, don't feel you have to wait for me to ask you a question. My job is to focus the discussion of the issues. 


2. THERE ARE NO RIGHT OR WRONG ANSWERS 
· Every person's experiences and opinions are important. There is no need for us to agree with each other or reach consensus.
· Feel free to speak up whether you agree or disagree.
 
3. RESPECT CONTRIBUTIONS
· Respectfully disagree if you have a different viewpoint
· One person speaking at a time for ease of recording. 

4. WHAT IS SAID IN THIS ROOM STAYS HERE 
· In order for you to make an informed decision about participating, participants were informed about other persons who might be in attendance. But, I won't identify anyone by name, or the name of your agency in the report. You will remain anonymous. 
· I will need your help in ensuring that the information shared remains confidential. 

5. WE WILL BE TAPE RECORDING 
· We want to capture everything you have to say. 

6. CELL PHONES:
· To ensure the smooth running of the session, please turn your cell phones off or, put it on vibrate if you are on call. 

7. OTHER
· To keep us on track with the time, I might have to make slight interruptions to the discussion to ensure that everyone can participate and that the group stays on our topic for today.

INTRODUCTIONS / ICEBREAKER: So let’s begin the session with you sharing your first name and answering this question: 



GROUP 1: FAMILY CAREGIVER

ICEBREAKER: “If you had a limitless budget, where would you vacation and why?”
1. Now that we know a bit about each other, please tell us which relative you cared for e.g. father, mother-in-law (please don’t give their name) and why you felt it was important to come here today. 

2. How did you feel about completing the online survey? 
· Was it strange? 
· Was it difficult?

Distribute Newspaper article. Invite a volunteer to read it. 

3. What did you know about caring for an elderly relative before you actually started providing care?
· Were there any surprises when you started giving care?

4. How has caring for your elderly relative affected you? 
· What impact did caring have on your daily life (e.g. socializing)
· What was the most challenging part about providing care?
· Did it get easier with time?  Did it change over time?

5. What did you do to make things easier? How did you deal with problems?
· What sorts of things helped you as a caregiver? (Health care professionals, information (sources), social networks)
· Why do you think most caregivers (61%) received no support from civil society agencies?

6. In terms of service provision for caregivers like yourself, what would you like to see done to support you in caring for elderly relatives?
· Why do you think most persons (46% of the survey) would never want to place their elderly relative in a long term care facility?
· The survey showed that about 43% of caregivers were single and never had a partner.[footnoteRef:132] Why do you think this is the case? [132:  Most persons (46%) were aged 21 to 39 years of age.] 


7. Looking back on your own experiences, what advice would you offer to someone who is about to start caring for an elderly relative?

8. Is there anything else you would like to share about caring for an elderly relative?



GROUP 2: SERVICE PROVIDERS

INTRODUCTION

Hi everyone. My name is Hyacinth Blake and I am a PhD student with the University of Sheffield and this is my assistant Christal who is a student here at UWI and the note taker for the session. Thanks so much for coming along today. 
Before this session, I conducted in-depth interviews and an online survey to obtain insights into the experiences and needs of family caregivers of elderly relatives. I will provide you with a summary of some of the key findings of the survey at the end of the session. 
You’ve all been invited to this discussion because your agency provides support to older persons and / or their family members. The main purpose of this session is to obtain your views on ways in which support to family caregivers and their older relatives can be strengthened and improved.

GROUND RULES (see previous)

INTRODUCTIONS / ICEBREAKER: So let’s begin the session with you sharing your first name and answering this question: if they could interview anyone in history, who would that be and why? What one or two questions would you want to ask?

1. Now that we know a little more about each other, please tell us what kind of work you do to support older persons and their relatives.

Distribute Newspaper article. Invite a volunteer to read it. 
2. What do you think should be done to better assist a) family caregivers of elderly relatives; b) older persons?
· What are the main challenges you / your agency experience in providing support to: a) older persons; b) their relatives
· What do you think should be done to help you / your agency?
3. What are your views on placing older persons in institutional facilities in Trinidad?
· Do you support this?
· Should this be  supported? If so, how
· Under what circumstances

Distribute Survey Summary. Give participants time to review content

4. Several persons in the survey indicated that they were not aware of state service provision. In some cases, half the participants were not aware of grants such as the dietary grant and spectacles grant. Why do you think this is so? What do you think should be done about this?

5. Most survey participants (61%) indicated that most persons received no support from civil society agencies. Why do you think this is so?
· What, do you think should be done about this?
Most persons (would not place their elderly relative in a long term care facility under any circumstances. The main reasons provided were quality of care (about 60% strongly agreed when compared to 47% strongly agreeing that the main reason was the cost of institutional care). What are your thoughts on this?

6. Is there anything else you would like to share about providing support to older persons and their family caregivers?
[bookmark: _Toc40436629]
Appendix 9: Pen Portraits of Interview Participants 
[bookmark: _Toc507665566][bookmark: _Toc507909138]
(2011 INTERVIEWS)

1. MOTHER FREEDA & her daughter SHEILA

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Freeda Jamieson
	Sheila Jamieson-Wallace

	Relationship
	Mother 
	Daughter

	Age
	88
	50-59

	Gender
	Female
	Female

	Ethnicity
	African-Trinidadian
	African-Trinidadian

	Education
	Primary School
	Post-Graduate Degree

	Employment History / Status
	Retired Supervisor
	Manager

	Marital Status
	Widow
	Married 

	Number of Sons
	2
	1

	Number of Daughters
	1
	1

	Total # Surviving Children
	2
	2

	Level of Dependency / Care Activities
	Moderate
	IADL


	Health Challenges / Care provided
	· Diabetes
· Vision impairment (cataract)
· Mobility (reluctant use of walking stick on occasion)
	· Preventive care
· Supervisory care
· Emotional Support

	Paid Care Work Experience
	· 
	· No

	Time Spent providing Family Care to CR
	· 
	· 5 years or longer

	Location in T&T[footnoteRef:133] [133:  Based on Regional Health Authority (RHA)] 

	· North-Central
	· North-Central

	Access to Home / Distance between residence of CR & CG
	· Flat house; no steps
	· 20 minute drive

	Other Property Info.
	· Lived in the community for more than 3 decades
	

	Lives Alone
	· No (with grandson)
	

	Support from Family Overseas
	· Yes (Regularly from son)

	Support from other relatives locally
	· Yes 

	Secondary Caregivers
	· Grandson (Brandon)
· Reginald (Nephew)
· Winston (Son)

	Paid Caregivers (Part-Time )
	1. (Rachel) Physiotherapist (help with exercise & massage one-day per week)
2. (Natalie) Personal Care Nurse (help with bathing once a week)

	Paid Caregiver (Temporary / Other)
	· Allison (Temporary night time support)
· Esther (Housekeeper at Sheila’s home)



Mother Freeda was very happy with the family care she was receiving. At the time of the interview, she lived in her own home in a middle-income community. She enjoyed cooking her own meals and managing some of her household affairs. She taught bible-study on occasion with one of her neighbours, and was able to get certain services in her community such as the fish vendor who passed in a van right in front of her house, and the gardener who was referred to her by a neighbour. Mother Freeda also received help with transport from her nephew (Reginald) and from members of her church who car-pooled to take her and other older members to church activities. Her primary caregiver was her daughter (Sheila). Sheila lived in a different community but visited her mother every day after work, with few exceptions. Sheila arranged for Mother Freeda to get a bath, massage and some physiotherapy once a week by a nurse and a masseuse who visited Mother Freeda in her home: these were members of her church network who she hired to perform these paid services. 

[bookmark: _Toc507665567][bookmark: _Toc507909139]Sheila’s son (Brandon) who was a student at the University nearby, lived with Mother Freeda. Given his studies and the other activities he was involved in, it was difficult to predict when he would be at home with her. But, Mother Freeda was very happy to have him for company and was thankful that he willingly assisted her with anything she asked for. Sheila however wished that her son would show more initiative in caring and supporting his grandmother. She often worried about how her mother coped when no one was home with her. However, Sheila was mindful of her mother’s desire to live in her own home after having Mother Freeda live in a room at her house for about 4 years after she had a health crisis whilst living on her own. Sheila outfitted the room with its own toilet and bath to accommodate her mother. But, despite her efforts, her mother was not happy living with her. Sheila was able to deduce this with the help of her housekeeper (Esther) who Mother Freeda disclosed some of her dissatisfaction to. Sheila, on realising that her mother was unhappy, set about arranging for Mother Freeda to return to her home. Winston (Sheila’s brother) who lived abroad, assisted with the transition during one of his visits to Trinidad. Sheila organised for one of the members of their church to stay-in with her mother when she first moved back into her home on her own, but the informal carer could not continue providing support as she had to move-in with her own mother who needed care. Thus, Brandon’s help became even more vital. However, given his limited commitment to providing care to his grandmother, Sheila had to continue her daily visits and make several phone calls to her mother each day to ensure that she was ok. 

2. MR. KHAN & his daughter SAMANTHA 

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Ritvik Khan
	Samantha Khan

	Relationship
	Father
	Daughter

	Age
	68
	30-39

	Gender
	Male
	Female

	Ethnicity
	Indian Trinidadian
	Indian Trinidadian

	Education
	Vocational College
	Vocational College

	Employment History / Status
	Retired Senior Public Officer
	Nurse / Trained Geriatric Caregiver

	Marital Status
	Widower
	Single 

	Number of Sons
	5
	0

	Number of Daughters
	1
	0

	Total # Surviving Children
	6
	0

	Level of Dependency / Care Activities
	Severely dependent
	ADL & IADL

	Health Challenges / Care provided
	Diabetes
Kidney Disease
Mobility (used a walker or wheelchair)
	Anticipatory care
Preventative care
Supervisory care
Instrumental care
Preservative care
Reconstructive care
Emotional support

	Paid Care Work Experience
	
	Yes

	Time Spent providing Family Care to CR
	
	5 years or longer

	Location in T&T[footnoteRef:134] [134:  Based on RHA] 

	North Central
	North Central

	Access to Home / Distance between residence of CR & CG
	One level; No steps
	Same house

	Other Property Info
	Mr. Khan’s Son (Sunil) lives in a separate house on the same property with his wife and children

	Support from Family Overseas
	· Yes (Occasionally)

	Support from other relatives locally
	· Yes 

	Secondary Caregivers
	1. Sunil (son)
2. Kalima (daughter-in-law)

	Paid Caregivers
	None 

	Other Support
	Church (financial assistance)
Sons (some material assistance)



Mr. Khan lived in his own home in a middle-income area. He was very satisfied with the care support he received from his daughter Samantha. Samantha left her job as a professional nurse and geriatric care specialist to attend to her father’s needs full time. Prior to this, Mr. Khan was receiving care support from his daughter-in-law Kalima who lived in a separate house on the same property with her husband (Sunil) and their three young daughters. However, after hearing Kalima complain about caring for her father, and observing the negative effect this was having on his health and wellbeing, Samantha decided that it would be best if she relieved Kalima of this care responsibility. Kalima still helped on occasion. The unfair work practices that Samantha was subject to also contributed to her decision to resign from her job outside the home and become a full time family caregiver. Samantha was also motivated by a promise she made to her mother whilst she was on her deathbed. Prior to her passing away, Samantha’s mother had what some might describe as a supernatural experience. It was during that experience that Samantha committed to caring for her dad when she died. 

Samantha described her father as being a good patient most of the times, but admitted there were times when caring for him was challenging.  These difficult periods occurred when he was depressed, did not want to take medication, and behaved aggressively. But, the frequency of such behaviour declined when she began caring for him full time. She surmised that it may be as a result of there being toxins in his body when he didn’t dialyse properly. When she began to care for him, she was, by her estimation, able to bring that situation under control for the most part. Whenever she observed that he was depressed, she solicited the support of his granddaughters who were of primary school aged and lived next door with their parents (Kalima and his son Sunil). Their caring loving behaviour helped to cheer him up and lift his spirits. 

Though Samantha had five (5) brothers, only 3 lived in Trinidad: the other 2 lived abroad. She received assistance with transportation from her brother Sunil, but, except for the occasional financial assistance, she rarely received support from her other brothers and their wives. She and her dad received monthly financial assistance from their church which re-distributed the tithes received to all members. The church gave a greater amount of funds to members who were in difficult circumstances. Samantha was for the most part happy with her role as her father’s primary caregiver as, in her words, it gave her ‘peace of mind’ to care for him. She was glad to reciprocate care to him given the support she received from him when healthier. She was confident that despite the sacrifices she made to her professional and educational development, the experience she gained from being a family caregiver would help her to easily transition back into the formal workforce when she was ready to do so. In the meantime, she had several other skills that she could fall back on if needs be. 

3. [bookmark: _Toc507665568][bookmark: _Toc507909140]TANTY EDNA & her niece ADELINA

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Edna Baptiste
	Adelina Baptiste-Stephens

	Relationship
	Aunt
	Niece / God-daughter

	Age
	79
	40-49

	Gender
	Female 
	Female

	Ethnicity
	African-Trinidadian
	African-Trinidadian

	Education
	Primary School
	High School & Professional Training

	Employment History / Status
	General Worker; Landlady
	Senior Business Executive

	Marital Status
	Single
	Common-Law

	Number of Sons
	1
	1

	Number of Daughters
	1
	4

	Total # Surviving Children
	2
	5

	Level of Dependency / Care Activities
	Slightly dependent
	IADL

	Health Challenges / Care provided
	Diabetes
Mobility
	Supervisory care

	Time Spent providing Family Care to CR
	
	5 years or longer 

	Location in T&T[footnoteRef:135] [135:  Based on Regional Health Authority (RHA)] 

	North Central 
	North Central 

	Access to Home / Distance between residence of CR & CG
	Lives Upstairs
	Separate houses: 50 minute drive away

	Lives Alone
	No. Grandchildren live with Tanty
	

	Other Property Info
	Tanty’s home was Mortgaged. Marlene & Adelina assisted with the Mortgage payments. The downstairs level of the property was rented.

	Support from Family Overseas
	· Yes (Regularly)

	Support from other relatives locally
	· Yes 

	Secondary Caregivers
	· Carol   (niece)
· Abraham (nephew)
· Marlene (grand-daughter)

	Paid Caregivers
	Kasey (GAPP caregiver)



Tanty Edna’s primary caregiver was her adult niece and goddaughter (Adelina).  Adelina began providing focused care to Tanty after Tanty’s granddaughter (Marlene) migrated to Canada. Tanty had raised Marlene from childhood. When she left Trinidad, Adelina and her siblings increased their support to Tanty since Tanty’s daughter (Eleta), was not willing to care for her. Eleta resided in Trinidad, but she and Tanty had an estranged relationship after they had an intense argument over finances. Tanty had one other adult child: a son (Shane) who also lived in Trinidad. However, Shane was not able to provide support to Tanty because he was still recovering from a substance-abuse problem. Given this situation, Adelina arranged for Tanty to receive paid in-home care support from the Geriatric Adolescent Partnership Program (GAPP). A senior officer in the program was one of Adelina’s clients so she was able to get a caregiver for Tanty quickly. However, at the time of the interview, Tanty was unhappy with her GAPP carer (Kasey). Kasey, like Tanty’s first GAPP worker (Solange), had a poor work ethic and did not fulfil all the terms of her employment. 

[bookmark: _Toc507665569][bookmark: _Toc507909141]Adelina also arranged for Tanty to receive Holy Communion once a month from the Catholic Church. She proposed this arrangement to Tanty after she observed that no-one from Tanty’s church visited her or attended to her spiritual needs when Tanty was no longer able to attend services. Though Tanty was Pentecostal and not Catholic, she accepted Adelina’s offer. She looked forward every month to the visits by the church representatives. While Tanty was very grateful for the assistance she received from Adelina and Adelina’s siblings, she was very distressed by the situation with her daughter. She yearned for Eleta to return home and care for her, rather than having to depend on a GAPP care worker to assist her. Tanty was also worried about meeting the mortgage payments for her house. She decided to put the house in her granddaughter Marlene’s name so that Marlene would inherit it when she died. At the time of the interview, Marlene was helping her to make the mortgage payments with help from Adelina. 

4. UNCLE WILTON & his friend MR. BIRCH

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Wilton Benjamin
	Samuel Birch

	Relationship
	Friend
	Friend

	Age
	99
	60-69

	Gender
	Male
	Male

	Ethnicity
	African Caribbean[footnoteRef:136] [136:  Uncle Wilton was born in Grenada and migrated to Trinidad after completing Primary School.] 

	African Trinidadian

	Education
	Primary School
	Primary School

	Employment History / Status
	Retired Labourer; Landlord
	General Worker

	Marital Status
	Widowed
	Common - Law

	Number of Sons
	0
	1

	Number of Daughters
	0
	1

	Total # Surviving Children
	0
	2

	Level of Dependency / Care Activities
	Moderately Dependent
	IADL

	Health Challenges / Care provided
	Diabetes 
Visually impaired
Hearing impaired
	Supervisory care

	Time Spent Providing Informal Care to CR
	
	5 years or longer as a secondary caregiver

	Location in T&T[footnoteRef:137] [137:  Based on Regional Health Authority (RHA)] 

	North West
	North West

	Access to Home / Distance between residence of CR & CG
	Unpaved narrow path on hilly terrain
	Separate house 2 minute walk away.

	Lives Alone
	Yes
	

	Other Property Info.
	Uncle Wilton lived in a Multi-storey property. His residential quarters were at ‘street’ level. The downstairs quarters were situated below street level and rented. He owned at least 1 other property next door where apartments were rented. His niece Tricia lived there and was carded to inherit his material possessions. 

	Support from Family Overseas
	· No

	Support from other relatives locally
	· Yes 

	Other Caregivers
	1. Tricia (Niece / God –daughter & Primary caregiver)
2. Ann (unclear relationship; she is referred to as his so-called daughter as Uncle Wilton is not convinced that she is his biological daughter)  

	Paid Caregivers
	None



Uncle Wilton lived on his own in a upper-low income community. He had family members living on either side of him. His primary caregiver was his niece and goddaughter (Tricia) who lived in a house that he owned next door to him. Tricia worked in the day and had to care for her three (3) young children. She made sure that Uncle Wilton received his meals, and did some of his shopping and business transactions for him. Uncle Wilton’s friend and neighbour (Mr. Birch) provided him with secondary care support. Mr. Birch went with Uncle Wilton to his medical appointments and did errands for him such as paying bills and purchasing items. He was pleased that Uncle Wilton trusted him, and made sure to be accountable to him with any money he was entrusted with. He was, for the most part, happy to help Uncle Wilton. Despite their age difference, they were good friends for many years. Mr. Birch was grateful for the support he received from Uncle Wilton in previous times so he was willing to reciprocate care support when his health began to decline after his wife died. 

Uncle Wilton also received assistance from Ann, a woman he referred to as his ‘so-called’ daughter. As far as Uncle Wilton was concerned, Ann could not be his daughter because, based on his beliefs, when his first child died, the way he treated with the body, it was impossible for him to have another. Subsequent to the baby’s death, his wife who married some time afterwards, was never able to conceive a child for him, thus confirming his suspicions about his infertility. However, they raised their niece ‘Maria’ as if she were their own daughter. 

Now de problem wid me, my first chile … was born dead. I had was to take it to de station to report it and … I had de head in front [of my bike] and de ole people told meh dat, everyone of my children [will be stillborn] [because of that]. I did not know I had was to travel with de [dead child] foot in front … and so said so done … I married, my wife: she never make any children … she [n]ever conceived … November month gone there make eleven years since she died … We never had ah chile. She mine [her] second-to-last brother daughter [Maria]. She grow up here with us: she is ah married woman now. (CR Uncle Wilton)

However, after his wife died, Uncle Wilton received no care assistance from Maria. Instead, both Maria and Ann seemed only interested in acquiring his material possessions. 

Like Tanty Edna, Uncle Wilton received Holy Communion at his home from the Catholic Church once a month. During the interview, he reminisced about the activities that he did with a church group that he once belonged to. But, only one other member of the group was still alive. That member visited him with the team from the church that gave him Communion. 

5. [bookmark: _Toc507665570][bookmark: _Toc507909142]MS. KUMAR & her daughter REBECCA

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Leela Kumar 
	Rebecca Kumar - Singh

	Relationship
	Mother
	Daughter

	Age
	90
	40-49

	Gender
	Female
	Female

	Ethnicity
	Indian Trinidadian
	Indian Trinidadian

	Education
	High School
	Post Graduate Student

	Employment History / Status
	Retired Senior Professional
	Public Officer
Landlady 

	Marital Status
	Common Law (Widow)
	Widow 

	Number of Sons
	0
	0

	Number of Daughters
	1
	0

	Total # Surviving Children
	1
	0

	Level of Dependency / Care Activities
	Moderately dependent
	IADL 

	Health Challenges / Care provided
	Heart Condition
Mobility (used a walker or wheelchair on occasion)
	Supervisory care
Preventive care

(* had a temporary sprain and was using a crutch at the time of the interview)

	Time Spent providing Family Care to CR
	
	1 to 5 years[footnoteRef:138] [138:  Ms. Kumar had a heart problem a year before the interview. She was independent before that health crisis occurred but needed significant care after the incident. ] 


	Location in T&T[footnoteRef:139] [139:  Based on Regional Health Authority (RHA)] 

	North Central
	North Central

	Access to Home / Distance between residence of CR & CG
	Lived upstairs a 2 storey house
	Same house


	Other Property Info. 
	Downstairs level rented

	Secondary Caregivers
	Rebecca’s cousins i.e. Ms. Kumar’s nieces

	Support from Family Overseas
	· Yes (Occasionally)

	Support from other relatives locally
	· Yes (Occasionally)

	Paid Caregivers
	1. Ms. Sita (night time companion)
2. Michelle (day caregiver)
3. Nadia (housekeeper)

	Other Support
	· Peer group (Golden Girls) – social events
· Church members – e.g. nurse from church monitors health & gives medical advice occasionally
· Nieces – emotional support



Ms. Kumar lived with her daughter Rebecca in an upper middle-income community. Though Rebecca described her mother as having a strong and, at times, difficult personality, she saw it as her duty to care for Ms. Kumar, especially since she was her closest surviving relative. They lived on the upper level of their house, and rented the downstairs apartments. Though it was difficult for Ms. Kumar to navigate the steps to their floor, Rebecca maintained that her mother should continue living upstairs since the space was what she was accustomed to. The money from the rent of the downstairs apartments provided income to help offset the family expenses. However, this did not remove Ms. Kumar’s concern about the financial cost of her care

Ms. Kumar had a heart attack a year before the interview and required special medication to remain stable. Her medication was very expensive and was not available via the Chronic Disease Assistance Programme (CDAP). Given her health situation, Ms. Kumar required round-the-clock care. Rebecca worked full time outside of the home. She was also pursuing a post-graduate qualification so it was difficult for her to provide direct care to her mother when she was at home. Given this, she hired paid in-formal in-home caregivers to attend to her mother’s needs during the day and the night. Another reason for her decision to hire caregivers was that she did not want to become too directly involved in her mother’s care as she was still recovering emotionally from caring for her husband who eventually died from cancer. She was also grieving the death of her nephew who died before he became a teenager. Given these experiences, she sought to protect herself emotionally by not providing ADL assistance to her mother. 

Though she was grateful for Rebecca’s help, Ms. Kumar was of the opinion that, her daughter hired paid caregivers because she did not like to care for older people. Because of this, Ms. Kumar said in one of the interviews that she wanted to be placed in a Home for Older Persons so that she could have more social interaction with persons her age. Rebecca however was adamant that her mother should continue living in the family home since it was a familiar environment and she was with people who knew her. She tried to meet Ms. Kumar’s need for social interaction by taking her to the social events that Ms. Kumar’s group of friends who she dubbed the ‘Golden Girls’ had. The Golden Girls was a group of about 8 older women who lived in the same community. They knew each other since they were in high school, and took turns meeting at each other’s home to celebrate birthday, holidays and other special occasions. Rebecca was not always able to take her mother to the social events, but when she could, she did. She also took her mother to church on occasion, even though it meant she was not able to go to her own church: she and her mother followed different Christian denominations and fellowshipped at different locations[footnoteRef:140].  [140:  A couple months after the interviews, Ms. Kumar died. Rebecca described her as having a difficult death. I attended the ‘wake’ one night in the week. The members of Ms. Kumar’s church led the service.] 


[bookmark: _Toc507665571][bookmark: _Toc507909143]

(2013 INTERVIEWS)

6. [bookmark: _Toc507665572][bookmark: _Toc507909144]MR. DRUMAN & his son TIMOTHY

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Frederick Druman
	Timothy Druman 

	Relationship
	Father
	Son

	Age
	89
	60-69

	Gender
	Male
	Male

	Ethnicity
	African Trinidadian
	African Trinidadian

	Education
	Primary School; On the Job Training
	College graduate

	Employment History / Status
	Retired Senior Technician
	

	Marital Status
	Widower 
	Married 

	Number of Sons
	1
	1

	Number of Daughters
	1
	0

	Total # Surviving Children
	1
	1

	Level of Dependency / Care Activities
	Severely dependent
	IADL & some  ADL 

	Health Challenges / Care provided
	Diabetes
Mobility (wheelchair dependent)
	Supervisory care
Reconstructive care

	Time spent providing Family Care to CR
	
	5 years or longer as primary caregiver[footnoteRef:141] [141:  This time period is specifically on Timothy’s role as a primary caregiver and not on his role as a secondary caregiver which occurred before his sister died. ] 


	Location in T&T[footnoteRef:142] [142:  Based on Regional Health Authority (RHA)] 

	North Central
	North Central 

	Access to Home / Distance between residence of CR & CG
	5 steps at front of house and 3 at the side; ramp installed but too steep; used side entrance to get in and out
	Different house: 15 minute drive.

	Lives Alone
	No. Paid Caregivers work at night
	

	Paid Caregivers
	· Melissa  (informal caregiver)
· Arlene   (night caregiver)
· Ingrid   (night caregiver)
· Jennifer (day caregiver)

	Support from Family Overseas
	· No
· (Previously cared for by his daughter Petra who was his primary carer before she died. Her husband David still provides some support)

	Support from other relatives locally
	· Yes 

	Other Support
	· David (Son-in-law) – financial assistance



Mr. Druman’s primary caregiver was his son Timothy. At first, Timothy’s sister Petra was the primary family caregiver to Mr. and Mrs. Druman. But when she died from cancer, Timothy had to transition from being a secondary to a primary family carer. Like Mother Freeda and Sheila, Timothy lived in a separate house from his father. Mr. Druman did not want to move-in with Timothy, so paid in-formal caregivers worked on a shift-basis in the day and night to attend to his needs. Timothy spent most weekends at his dad’s house and filled in for the paid caregivers between shifts. The paid careworkers were hired several years before the interviews, and cared for both Mr. Druman and his wife. When Mrs. Druman died, they continued to help Mr. Druman. 

Timothy enjoyed caring for his father and was able to relax when he spent time with him at his house. However, though Timothy was retired, he still found it challenging to manage time for rest and his other commitments. He and his wife cared for their primary school aged granddaughter full-time during the week. He also had leadership responsibilities at his church. In addition to this, Timothy experienced some challenges caring for his dad. Shortly before the interview, Timothy discovered that his father had spent all his savings. Prior to this, Mr. Druman was averse to obtaining assistance from Timothy with his finances. But, after this incident, he agreed that Timothy should manage his finances. Thankfully, Mr. Druman was still in receipt of a pension. Also, his son-in-law (Petra’s husband) continued to help with some of his care expenses. However, while these sources of income helped offset his financial loss to some degree, one of the paid caregivers observed that they still seemed to be struggling financially (see the Pen Portrait of “Melissa” that follows).

Another challenge Timothy experienced in caring for his dad was meeting Mr. Druman’s desire to have his life story documented and recording sermons that he was interested in sharing with young people. Because of his physical limitations, Mr. Druman was not able to see properly or hold a pen or pencil write on his own. Timothy purchased special speak-write software so that his father could record his message, but unfortunately, the software could not record the Trinidadian dialect. He even ensured that his father had cataract surgery so he could use the computer but after that was done, he was unable to manipulate the computer since his hands were not strong enough. Timothy also expressed regret for not taking his father to activities with other older persons when he was initially interested in participating. When Timothy tried sometime after to get his father involved in such activities, Mr. Druman was no longer interested but preferred instead to interact with young people. Unfortunately, as Timothy and one of the paid caregivers (Melissa) observed, his message was not always engaging, especially to the youth since he tended to ramble and was prone to having long, one-sided discourses without much consideration for the views of those who he made his captive audience. 

7. [bookmark: _Toc507665573][bookmark: _Toc507909145]MELISSA (Paid Caregiver to Mr. Druman)

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Frederick Druman 
	Melissa Henry

	Relationship
	
	Paid Caregiver
Friend of the Family

	Age
	89
	21-29

	Gender
	Male
	Female

	Ethnicity
	African-Trinidadian
	African-Caribbean[footnoteRef:143] [143:  Melissa had dual citizenship i.e. from Trinidad and another Caribbean island] 


	Education
	Primary School; On the Job Training
	University 

	Employment History / Status
	Retired Senior Technician
	High School Teacher (Prior to University studies) 
Public Officer (after graduating from University)

	Marital Status
	Widower 
	Single 

	Number of Sons
	1
	0

	Number of Daughters
	1
	0

	Total # Surviving Children
	1
	0

	Level of Dependency / Care Activities
	
	

	Health Challenges / Care provided
	Diabetes
Mobility
	Preservative care
Preventive care
Instrumental care

	Time spent providing Care to CR
	
	1 – 5 years[footnoteRef:144] [144:  Melissa provided paid in-home care to Mr. and Mrs. Druman for 2 years prior to the interview. ] 


	Care Work History
	
	In-home care at the Druman’s 

	Location in T&T[footnoteRef:145] [145:  Based on Regional Health Authority (RHA)] 

	North-Central
	North-Central

	Location of CR relative to CG
	13 minute drive away

	Other Paid Caregivers
	· Arlene   (night caregiver)
· Ingrid   (night caregiver)
· Jennifer (day caregiver)



Melissa was a member of the Druman’s church. During the time that she worked as a paid informal care worker, she was a University student and was in need of cash to offset her expenses. She was therefore very happy to accept Timothy’s offer to help care for his parents on the weekend. Melissa provided care support to both Mr. and Mrs. Druman but admitted that it was a very challenging experience. She had no prior care elder care experience but learned on-the-job from the other paid care workers and Timothy. Despite the challenges, she described the experience as valuable as it gave her an opportunity to develop positive characteristics such as patience, and, a better appreciation for life. 

After she graduated and began working full-time in her chosen profession, she volunteered to provide free care support to Mr. Druman when she observed that they seemed to be struggling financially to cover care expenses. However, by the time of the interview, Timothy had not accepted her offer. Melissa suspected that he was reluctant to accept her offer because he felt he needed to be the one that was helping her financially and should continue paying her since she still had living expenses to cover. Despite this, she remained open to assisting the Druman’s whenever they required her help. 

[bookmark: _Toc507665574][bookmark: _Toc507909146]

8. MR. SANCHEZ & his wife MRS. SANCHEZ

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Carlos Sanchez
	Jemma Sanchez

	Relationship
	Husband 
	Wife

	Age
	83
	50-59

	Gender
	Male
	Female

	Ethnicity
	Mixed
	Not stated

	Education
	High School
	High School

	Employment History / Status
	Retired Senior Public Officer
	Hotel / Restaurant worker

	Marital Status
	Married 
	Married

	Number of Sons
	1
	1

	Number of Daughters
	2
	0

	Total # Surviving Children
	3
	1

	Level of Dependency / Care Activities
	
	

	Health Challenges / Care provided
	Diabetes
Visually impaired
Hearing impaired
Mobility (one leg amputated; wheelchair dependent)
	Instrumental care
Preservative care

(*Suffered from migraine headaches)

	Time spent providing Family Care to CR
	
	5 years or longer

	Location in T&T[footnoteRef:146] [146:  Based on Regional Health Authority (RHA)] 

	North-West
	North-West

	Location of CR relative to CG
	Same house

	Other Property Info. 
	6 steps at entrance to house. No wheelchair ramp. House owned jointly by Mr. Sanchez and his siblings. Mrs. Sanchez could not inherit the house when he died. Siblings sent her a pre-action protocol letter to vacate the property a month after Mr. Sanchez died. 

	Support from Family Overseas
	· Yes (Rarely)

	Support from other relatives locally
	· Yes (Rarely)

	Secondary Caregivers
	None 

	Paid Caregivers
	None



Mr. Sanchez was very pleased with the care support he received from his wife. Though he had several physical limitations, he was happy that he was still cognitively strong able to practise yoga daily. However, despite the positivity that he expressed, he admitted to being unwilling to interact with his former co-workers, as he felt embarrassed by his physical limitations. His wife was unhappy with the limited support he received from his children and siblings. She explained that he had his children with his first wife, and surmised that the estrangement he experienced with his adult children may have resulted because he was physically abusive to their mother. Nevertheless, she maintained that as adults, they should forgive their father and do what they could to assist him. One of his sisters (Margaret) lived about a 5 minute walk from their house but she rarely gave attention to him. Mrs. Sanchez felt that he deserved more support from his siblings since he helped to send them to high school after he graduated and began working. Mr. Sanchez admitted that he was an alcoholic and had a colourful life. However, in his later years, he found religion, which helped him to turn his life around.

Mrs. Sanchez experienced considerable anxiety over the tenuous nature of their living arrangement. The house they lived in was jointly owned by Mr. Sanchez and his siblings. Thus, Mrs. Sanchez was not entitled to inherit it after he passed away and was fearful of being homeless thereafter. The house was also in need of significant repairs. Given this situation, she saved money from his pension in the hopes of having enough for a down payment for a house. She also took up part-time employment in a nearby restaurant to help achieve this goal. But, when she went to work in the evenings, she left Mr. Sanchez alone at home. Sometimes, a neighbour might check on him but this was not a standard arrangement. She gave him his dinner before leaving and left him in the bedroom with the items she felt he needed whilst she was away. In addition to the finances she obtained from working part-time, Ms. Sanchez saw her job as an opportunity to get a much needed break from her challenging care situation. She complained of having migraine headaches that were probably stress-related and had to go to the public hospital on one occasion to be treated.

Some months after the interview, Mr. Sanchez was hospitalised. When he was released, Mrs. Sanchez put him in a nursing home that was located about a 30 minute drive from their home. He died a few months later[footnoteRef:147]. A month after the funeral, Mr. Sanchez’s siblings served Mrs. Sanchez with a formal notice to vacate the family home. She obtained legal support and resisted their request.  [147:  The eulogies that were given at the funeral confirmed some of the information that was obtained in the interviews with Mr. and Mrs. Lopez.] 


9. [bookmark: _Toc507665575][bookmark: _Toc507909147]MRS. FLORA

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Mr. Wayne Flora[footnoteRef:148] [148:  Mr. Flora was not well enough to be interviewed. ] 

	Mrs. Francine Flora

	Relationship
	Husband 
	Wife 

	Age
	68
	60-69

	Gender
	Male
	Female

	Ethnicity
	Mixed
	Mixed 

	Education
	Technical College 
	High School

	Employment History / Status
	Retired Senior Public Officer
	Home-maker

	Marital Status
	Married 
	Married 

	Number of Sons
	0
	0

	Number of Daughters
	2
	2

	Total # Surviving Children
	2
	2

	Level of Dependency / Care Activities
	Moderately Dependent
	ADL & IADL 

	Health Challenges / Care provided
	Parkinson’s Disease
	Instrumental care
Preservative care
Anticipatory care
Preventive care
Supervisory care
Emotional support

(* Suffered from Rheumatoid Arthritis)

	Time spent providing Family Care to CR
	
	5 years or longer[footnoteRef:149] [149:  Mr. Flora was officially diagnosed with Parkinson’s Disease about 6 years prior to the interview. ] 


	Location in T&T[footnoteRef:150] [150:  Based on Regional Health Authority (RHA)] 

	North-Central
	North-Central

	Distance between residence of CR & CG
	Same house

	Other Property Info
	One level property but had to climb about 6 steps to access the house. Daughter (Francine) lived in a separate house on the same property. Mrs. Flora owned / managed several other properties on the street. 

	Support from Family Overseas
	· No

	Support from other relatives locally
	· Yes (Often)

	Secondary Caregivers
	Donna(Daughter)
Francine (Daughter)

	Paid Caregivers
	None



Mrs. Flora was the primary caregiver to her husband who suffered from Parkinson’s Disease. They were both Tobagonians, and migrated to Trinidad in their young adult years soon after they were married. They lived in a middle-income community for many years and had two daughters: Donna, who was married and lived with her husband in a community about 15 minutes’ drive away from them, and Francine, who was single and lived in a separate house on their property. Francine worked nearby (about a 5 minutes’ drive from the house). Francine and Donna provided secondary care support to their father. Mrs. Flora appreciated the assistance they provided, especially since there were days when she herself did not feel well as a result of the pain she experienced as a result of rheumatoid arthritis which she suffered from. 

In addition to the assistance she received from her daughter, neighbours and friends also provided occasional assistance to the family. While the support Mrs. Flora received was ad hoc, it was frequent enough to make a significant impact on her overall wellbeing as a caregiver. Sometimes a neighbour would provide her with an extra meal or vegetables and fruits from their garden. Persons in the community would stop to give her a free lift when they saw her walking to the shops. Mrs. Flora’s strong community ties were in part a result of her own generosity to persons in her community. Mrs. Flora frequently gave clothes and other donations to people who needed assistance in the area, and to a religious charity. Though the charity fell under a Christian denomination other than her own, she admired their charitable acts and decided to support them. 

When asked why she cared for her husband, she explained that her mother taught her practical skills on how to care for people from a young age. Her mother was the informal mid-wife in Tobago. She taught Mrs. Flora how to deliver babies, and supported her decision to provide personal care support to an older woman in their village when Mrs. Flora was just a teenager. Her mother taught her and her siblings to provide support to people in need whenever they could. As a result of her upbringing, she felt comfortable caring for her husband. She also explained that he was a good husband so this made it easy for her to care for him in return. She strongly believed however, that whether or not he was a good husband, she should care for him and felt that others in a similar situation should do the same because it was the right thing to do. Her belief system was in large part informed by her Christian values. She and her daughters attended a church near to her home. Her husband went on occasion, but, on the days that he was not well enough to go, she left him home alone and went ahead to the service.

10. [bookmark: _Toc507665576][bookmark: _Toc507909148]MS. SUSAN MAHARAJ (Former Caregiver)

	PARTICIPANT CATEGORY
	CAREGIVER (CG)

	Name 
	Susan Maharaj

	CG Age
	40-49

	Gender 
	Female

	Ethnicity
	Indian Trinidadian

	Education
	High School

	Employment History / Status
	Small Business Owner / Entrepreneur

	Marital Status
	Widow 

	Number of Sons
	0

	Number of Daughters
	1

	Total # Surviving Children
	1

	Care Recipients
Relationship: Name: Age Range
	Mother: Indrani Rampersad: 80 and over
Sister: Chandika Khan: 50-59
Sister: Jaishree Mohammed: 50-59

	Health Challenges 
	Cancer 

	Care Provided
	Preservative care
Instrumental care 
Preventive care
Anticipatory[footnoteRef:151] care  [151:  Susan cared for her mother full-time for about 10 years. ] 

Supervisory care
Emotional support

	Time spent providing Family Care to Older Relative
	5 years or longer

	Location in T&T[footnoteRef:152] [152:  Based on Regional Health Authority (RHA)] 

	North Central 

	Location of CR relative to CG
	Same house

	Secondary Caregivers
	Siblings of CG
(7 brothers; 3 sisters)

	Paid Caregivers
	None



Susan was the main caregiver to three (3) of her female relatives who suffered from cancer: her mother (Indrani) and her older sisters (Chandika and Jaishree). She cared for all three of them in her own home, at different points in time.  Susan was an entrepreneur and ran her business on the same premises where she lived with her only daughter. She came from a large family: she had seven (7) brothers and five (5) sisters. Her other siblings worked full time outside of the home where she grew up. Her father died when she was just sixteen (16) years old. Given this situation, when her mother (Indrani) suffered a stroke, Susan decided to move her in to live with her. She provided direct care to Indrani for ten (10) years without the aid of any paid informal caregivers. Susan was glad that she was able to do that, rather than place her mother in an institution. 

Susan received financial support from her siblings to help cover her mother’s health care expenses. When necessary, she received other forms of support from her siblings such as lifting her mother when she was unable to do so herself, and help with transportation.  Two weeks after her mother died, Susan began caring for her older sister Chandika who was also diagnosed with cancer. When Chandika died, another sister (Jaishree) was diagnosed with cancer and Susan became her primary caregiver as well. Both sisters were several years older than she was: Chandika was over sixty years of age at the time that she cared for her and Jaishree was in her fifties. Both of her sisters were married when they became ill, but Susan felt it was important to relocate them from their husbands since the husbands were very unkind to them and were not providing the care that they needed. Susan’s own husband died before she began providing care to her mother and sisters. Mr. Maharaj passed away suddenly from a work related accident shortly after they were married. Susan was left to raise their only child (Lindy) who was nine (9) months old at the time of his death. She never remarried. She began caring for her mother when Lindy was in high school. 

Like several of the other participants, Susan drew strength from her spiritual belief system to help her cope with the emotional and other demands of caregiving. Like Mr. Sanchez, her religious framework was very eclectic. She also used religious literature and practice to help encourage those she cared for.  During the interview, Susan became very emotional as she recalled her experience. She explained afterwards that she wanted to participate in the study as she needed to talk to someone about her experience. Despite the intense nature of the care she provided, she was still interested in caring for others. She sometimes made donations to a Home for Older Persons that a friend of hers owned. Prior to becoming a primary family caregiver to her mother and sisters, she was a volunteer with the Red Cross and did some short courses in caregiving. She also worked as a volunteer at a special ward for children in a public hospital. 
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11. MS. DOREEN (Interested Older Person)

	PARTICIPANT CATEGORY
	PARTICIPANT CHARACTERISTICS

	Name 
	Doreen Thomas

	Age
	70

	Gender
	Female

	Ethnicity
	Mixed

	Education
	High School

	Employment History / Status
	Retired Educator

	Marital Status
	Divorced

	Number of Sons
	2

	Number of Daughters
	0

	Total # Surviving Children
	2

	Health Challenges / Care provided
	Mobility (used a walking stick)
Diabetic
In need of cataract surgery

	Location in T&T[footnoteRef:153] [153:  Based on Regional Health Authority (RHA)] 

	North-West



Ms. Doreen was a retired high school teacher and lived in an apartment that she rented with one of her two adult sons (Humphrey). She had divorced their father several years before. Both she and Humphrey were single. Her other son (Arnold) was married and lived in South Trinidad: he rarely visited her. She, like Susan, became interested in participating in the study after reading the advertisement in the newspapers. She did not identify herself as a care recipient, nor was she a caregiver: she simply identified herself as an interested older person. Her responses to the interview questions were often vague: she seemed reluctant to disclose specifics about herself and tended to respond in a hypothetical manner. However, she was happy to provide recommendations on services and programmes that could be developed or strengthened to improve the quality of life of older persons. 
	
Ms. Doreen suffered from a mobility challenge and used a walking stick to move about. She had to carefully navigate a long stairway to get to her apartment. During the interview, she shared about the challenges she experienced in accessing transportation, health care, recreational and other social services.  She described herself as someone who liked being ‘out and about’. Even when she first began having mobility problems she still did her best to leave the house and travel to whatever location or event she was interested in attending. Loneliness among community-dwelling older persons was one of the main issues she highlighted. She surmised that loneliness and the lack of social engagement could hasten the death of some older persons.

12. [bookmark: _Toc507665578][bookmark: _Toc507909150]DYANN (Paid Caregiver)

	PARTICIPANT CATEGORY
	PARTICIPANT CHARACTERISTICS

	Name 
	Dyann Charles

	Age
	50 to 59

	Gender 
	Female

	Ethnicity
	African Trinidadian

	Education
	Some College[footnoteRef:154] [154:  Dyann was pursuing a Certificate in Social Work with the local University at the time of the interview.] 


	Employment History / Status
	Former Paid Caregiver
Janitor

	Marital Status
	Married

	Number of Sons
	1

	Number of Daughters
	0

	Total # Surviving Children
	1

	Care Work History
	In-home care
Nursing home

	Care Provided
	Preservative care
Reconstructive care 
Instrumental care
Supervisory care
Preventive care 
Emotional support

	Location in T&T[footnoteRef:155] [155:  Based on Regional Health Authority (RHA)] 

	North Central



Dyann worked for several years as a paid in-home caregiver before moving on to work as a janitor and study part-time. Her first experience as an informal caregiver was when she cared for her grandparents. She and her sister were raised by their grandparents after their parents died. She was eleven (11) years old when she moved in with them. When she became a teenager, her grandmother became senile, and her grandfather suffered a stroke sometime after. She helped to care for them with the assistance of her aunt until they passed away. Carol lived in another community, but visited her parents while they were alive to help her nieces care for them. Carol was a trained nurse. She helped to financially support Dyann and her sister when they were children. Given these experiences, Dyann wanted to become a qualified nurse just like her aunt Carol when she graduated from high school. Unfortunately, she did not meet the minimum requirements to qualify for the nurse training programme. After her grandparents died, she worked as an informal paid caregiver to an older person in her neighbourhood. She subsequently did several short courses on geriatric care and continued working as a paid caregiver for some time. 

After working as a paid geriatric caregiver for many years, she decided to pursue a Certificate Programme in Social Work at the local University. Her goal was to be the Owner and Manager of either a Home for Older Persons or, a Senior Activity Centre. In the meantime, she worked as a janitor in a school to earn an income. She was not happy with this job, but it suited her study schedule and allowed her to have enough time to care for her only son who was preparing for the high school entrance exam i.e. the Secondary Entrance Assessment Exam (SEA). 

She shared several stories that highlighted the benefits and challenges of working as a paid informal caregiver in Trinidad. For her, the joy of seeing her patient’s health improve as a result of the care she provided was very rewarding. But, she faced various challenges as an in-home care worker including: role ambiguity, conflict in the patient’s home, lack of appreciation from the family members of the patient, inadequate pay, challenging work hours and family commitments. These factors contributed to her decision to discontinue work as a paid in-home caregiver. 
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(2014 INTERVIEWS)

13. [bookmark: _Toc507665580][bookmark: _Toc507909152]MS. VIOLET & her daughter MARIAN

	PARTICIPANT CATEGORY
	CARE RECIPIENT (CR)
	CAREGIVER (CG)

	Name 
	Violet Richardson
	Marian Richardson - Morris

	Relationship
	Mother
	Daughter

	Age
	104
	70 to 79

	Gender
	Female
	Female

	Ethnicity
	African Trinidadian
	African Trinidadian

	Education
	Primary School
	College 

	Employment History / Status
	Factory worker
	Retired Business Professional 

	Marital Status
	Single
	Divorced 

	Number of Sons
	0
	3

	Number of Daughters
	2[footnoteRef:156] [156:  Angela and Avalon. ] 

	0

	Total # Surviving Children
	1
	3

	Level of Dependency / Care Activities
	Severely Dependent
	IADL

	Health Challenges / Care provided
	Incontinence 
Mobility (wheel chair dependent)
	Supervisory care
Preventive care
Emotional support 
Anticipatory care

(*Marian was in need of hip-replacement surgery)

	Time spent providing Family Care to CR
	
	1 to 5 years as primary caregiver[footnoteRef:157] [157: Angela became her mother’s primary caregiver after her sister died about 5 years before the interview. ] 


	Location in T&T[footnoteRef:158] [158:  Based on Regional Health Authority (RHA)] 

	North West 
	North West

	Location of CR relative to CG
	Same house[footnoteRef:159] [159:  Angela was a permanent residence of the USA. She remained in Trinidad to care for her mother for 3 years after her sister died.] 



	Other Property Info. 
	There were steps inside the house. Ms. Violet could only access the lower level part of the property. There were no steps required to get in and out of the house.

	Support from Family Overseas
	Yes (Often)

	Support from other relatives locally
	No[footnoteRef:160]. Ms. Violet’s initial primary caregiver was her unmarried and childless adult daughter (Avalon) who succumbed to cancer.  [160:  Ms. Violet and Angela had no relatives that they were close to in T&T. ] 


	Secondary Caregivers
	Ms. Violet’s grandsons i.e. Marian’s sons[footnoteRef:161]  [161:  The 3 Grandsons live overseas and provide financial support when needed. Emotional support is provided on occasion. ] 


	Paid Caregivers
	· Onella (immigrant care worker)
· Francine (GAPP caregiver)
· Imani  (former immigrant care worker[footnoteRef:162]) [162:  Imani was a refugee from an African country. She was unhappy working with Ms. Violet so eventually left the job.s] 


	Other Support
	· Tim (Church pastor); transport
· Naila (8 year old daughter of Onella); emotional support
· Germaine (Onella’s sister; lodger)



At one hundred and four (104) years of age, Ms. Violet was the oldest participant in this study. She was not diagnosed with any particular illness, but she was physically weak which contributed to her being incontinent and unable to move about without assistance. Given this, she was severely dependent and needed round-the-clock care. She had two daughters (Marian and Avalon) but only Marian was alive at the time of the study. Avalon was initially her primary caregiver and had lived with Ms. Violet all her life. She never married nor had children of her own. She died from cancer about four (4) years before the interview. But before she passed away, Marian and her sons arranged for Avalon to receive palliative care in the USA. They did this in order to ensure that she received good quality care and had minimal pain during her final months. Marian became Avalon’s main family caregiver. To facilitate her migration to the USA, Marian arranged for an informal caregiver (Onella) to stay with Ms. Violet during the time they were abroad. A mutual friend referred Onella to Marian. She migrated from Guyana and began caring for another older person in Trinidad before caring for Ms. Violet. Onella did not have official permission to work in Trinidad, so Marian with the assistance of the Division of Ageing, obtained a Minister’s permit through the Immigration Division so that Onella could care for her mother. This permit gave Onella permission to care, and to receive room and board from the family who sponsored her, but, she was not entitled to a wage. Marian however still give her a monthly cash gift for the help that she provided, which was over the minimum wage rate in T&T. 

After Avalon passed away, Marian became Ms. Violet’s primary caregiver. Marian, who lived in the USA for most of her adult life, had to return to Trinidad to care for her mother. Although Ms. Violet wanted Marian to return to Trinidad to help care for her, she was not always trusting or complimentary of Marian’s support. According to Marian, her mother was at times insensitive to her and the paid caregivers. Despite this, Ms. Violet appeared to be better able to cope emotionally with her circumstances when Marian was physically present at her home in Trinidad. But, even though Marian was present, Ms. Violet struggled from bouts of depression. She found it difficult to maintain a desire to continue living, especially since most of the people she knew had already died. Marian tried to ensure that her mother was able to engage in some social activities which made her life meaningful. This included taking her mother to church on Sunday, which Marian did despite their differences in religious beliefs. Marian was not always happy with the way that the services were conducted at her mother’s church, but she took her mother there since Ms. Violet looked forward to this. Ms. Violet was one of the founding members of the church. The pastor provided transport and a female member of the church who Marian considered a friend assisted them whilst there. On occasion, Marian was able to take her mother on outings in town which helped to quell the depression that Ms. Violet displayed. The Pastor also helped with transport on these trips. 
 
Ms. Violet spent most of her day watching her favourite religious programmes on the television. The only other programmes she watched were cartoons with Naila, the 8 year old daughter of Onella. Onella was one of her paid informal caregivers. Marian was very close to Naila. She cared for her since she was a few months old and did her best to protect her from Onella. Onella wanted to abort Naila before she was born but Marian discouraged her from doing so. When Naila was just a toddler, Marian had to intervene to stop Onella from being physically abusive to her. Marian was very concerned that Onella would abuse Naila if she wasn’t around to protect her. Given these events and the attachment she and her mother had to Naila, Marian found it difficult to leave the child in Onella’s care. She encouraged Onella’s younger sister (Germaine). Marian had allowed Germaine to live in the house for a minimal fee of $400 TTD a month (i.e. £40) when Germaine came to Trinidad to complete her studies as a law student. At times, Germaine would voluntarily help provide care support and do a bit of housekeeping. Marian felt that Germaine acted more responsibly than Onella, and was confident that she would be a positive influence on Naila. But, at the time of the interview, Germaine had not committed to take greater care of her niece. Marian also encouraged Naila’s father (Tony) to be more involved in his daughter’s care. But he too did not commit to doing so[footnoteRef:163].  [163:  Tony had another family of his own in another Caribbean country. ] 


Marian was very dissatisfied with Onella’s poor work ethic. At first, she thought that Onella did a great job caring for her mother. But the situation eventually deteriorated and she could no longer depend on Onella to do her job properly. Furthermore, Onella was clearly in breach of the immigration restrictions on her stay in Trinidad. She did paid housework for another person, and also worked part time as a cashier in a supermarket. She also stopped doing her full quota of work on the days that she worked with Ms. Violet. Marian was also concerned that Onella might financially abuse Ms. Violet in her absence. She observed that Ms. Violet had gifted Onella with jewellery and other material goods. On one occasion, Marian intervened. Given this situation, Marian was considering other care options for her mother. The situation was urgent as she needed to return to the USA to receive medical attention for herself. When the interviews ended, Marian was still trying to decide what to do about her mother’s care. But her religious faith helped her to be confident that the matter would be resolved. 

14. [bookmark: _Toc507665581][bookmark: _Toc507909153]PROFESSOR BRENDA (Transnational Secondary Caregiver)

	PARTICIPANT CATEGORY
	CAREGIVER (CG)

	Name 
	Brenda Felix

	CG Age
	50-59

	Gender
	Female

	Ethnicity
	African Trinidadian

	Education
	College

	Employment History / Status
	University professor 

	Marital Status
	Single

	Care Recipients
Relationship: Name: Age Range
	Mother: Ms. June: 
Step mother: Ms. Rose: 

	Health Challenges 
	Ms. June: Bed sore
Ms. Rose: Diabetes; kidney disease; mobility;  incontinence 

	Care Provided
	Supervisory care
Reconstructive care

	Location in T&T[footnoteRef:164] [164:  Based on Regional Health Authority (RHA)] 

	

	Location of CR relative to CG
	Different countries. Prof. Brenda was based in the USA and only visited Trinidad on occasion. 

	Secondary Caregivers
	· For Ms. June (Mother): Son-in-law (Judas)

· For Ms. Rose (Step Mother):  Grandson (Stephen)


	Paid Caregivers
	· For Ms. June (Mother): Lauren 

· For Ms. Rose (Step Mother): Marcia & Tina 



Professor Brenda, like Ms. Marian, had migrated to the USA and lived and worked there for many years. She was a qualified nurse and trained student nurses at a college. She was visiting T&T to help provide care support to her mother (Ms. June) who was hospitalised shortly before she arrived in the country. During her visit, Prof. Brenda also provided secondary care support to her step mother (Ms. Rose) who had a health crisis while she was visiting. Both Ms. June and Ms. Rose lived separately from Prof. Brenda’s father (Mr. Andrew) who was no longer in a relationship with either of them. Mr. Andrew wanted to live in Trinidad, but had to return to the USA to receive health care prior to Prof. Brenda’s visit. 

Prof. Brenda was dissatisfied with the family care that her mother was receiving in Trinidad. Though Ms. June lived with relatives, they were not sufficiently attentive to her care needs. Prof. Brenda suspected that one close relative was mishandling her mother’s finances. She was of the view that her mother’s situation was compounded by an inadequate public health care system locally. She was also very dissatisfied with the health care that she witnessed her step mother (Ms. Rose) receiving at two (2) public hospitals. 

Ms. Rose lived and worked in the USA for many years before returning to Trinidad. After being diagnosed with hypertension and renal disease, Ms. Rose decided to return to Trinidad post-retirement, because she wanted to die in her homeland. Ms. Rose’s grandson (Stephen) was her primary caregiver. He and his wife lived downstairs in the two-storey house that belonged to Ms. Rose. Unlike Ms. June’s care situation, Prof. Brenda was pleased with the in-home care support that her step mother received. But, the public health care that Ms. Rose received when she had a hypertensive crisis left much to be desired. Prior to being hospitalised, Stephen contacted Prof. Brenda for her assistance when he noticed his grandmother’s health declining rapidly. Prof. Brenda accompanied them to the hospital but was very unhappy with the service they received.  In addition to the poor treatment meted out to her step mother, Prof. Brenda felt that the hospital staff treated family caregivers contemptuously. Given these challenging experiences, Prof. Brenda was considering returning to Trinidad to work in the health care industry. 
[bookmark: _Toc40436630]Appendix 10: Survey Results - Quality of Sate Services for Older Persons

	STATE SERVICE
	Very Good
	Good
	Neither good nor bad
	Bad
	Very Bad
	Not Sure
	Responses

	Chronic Disease Assistance Programme
	14.58%
	39.58%
	16.15%
	6.25%
	5.21%
	18.23%
	192

	Dietary Grant
	2.44%
	12.20%
	19.51%
	11.38%
	4.88%
	49.59%
	123

	Disability Grant
	6.67%
	31.11%
	18.33%
	12.22%
	6.67%
	25.00%
	180

	Division of Ageing
	9.36%
	20.47%
	23.98%
	8.77%
	4.09%
	33.33%
	171

	ELDAMO (Older and Differently Abled Mobile Service)
	6.99%
	26.88%
	17.74%
	8.06%
	5.91%
	34.41%
	186

	Emergency Housing Grant
	1.13%
	12.99%
	24.29%
	14.69%
	9.60%
	37.29%
	177

	Geriatric Adolescent Partnership Programme (GAPP)
	6.70%
	21.79%
	26.26%
	7.26%
	3.91%
	34.08%
	179

	Free Bus Service for Older Persons
	36.13%
	36.13%
	10.99%
	2.09%
	2.62%
	12.04%
	191

	Free Ferry Service for Older Persons
	37.11%
	39.18%
	8.76%
	0%
	2.06%
	12.89%
	194

	Household Items Grant
	6.50%
	17.07%
	21.14%
	9.76%
	2.44%
	43.09%
	123

	Medical Equipment Grant
	3.31%
	19.83%
	19.83%
	10.74%
	4.96%
	41.32%
	121

	Ministry of Housing & Environment Home Improvement Grant
	2.48%
	22.31%
	20.66%
	9.92%
	7.44%
	37.19%
	121

	Old Age Pension (Senior Citizens Grant)
	24.61%
	43.46%
	15.71%
	8.90%
	2.62%
	4.71%
	191

	Pharmaceutical Grant (for drugs not available at public dispensaries)
	9.38%
	25.78%
	21.09%
	7.81%
	4.69%
	31.25%
	128

	Public Assistance Grant
	10.33%
	28.26%
	21.20%
	8.15%
	5.98%
	26.09%
	184

	Public Health Care
	7.14%
	15.38%
	21.43%
	26.92%
	17.03%
	12.09%
	182

	Self Help Minor Repairs Grant / Reconstruction Grant
	4.03%
	18.55%
	18.55%
	10.48%
	8.06%
	40.32%
	124

	Senior Activity Centre
	9.66%
	18.18%
	23.86%
	7.39%
	5.68%
	35.23%
	176

	Social Welfare Home Improvement Grant
	3.17%
	16.67%
	21.43%
	11.11%
	6.35%
	41.27%
	126

	Spectacles Grant
	4.10%
	17.21%
	18.85%
	8.20%
	5.74%
	45.90%
	122

	Temporary Food Card
	4.97%
	25.97%
	22.10%
	7.18%
	7.73%
	32.04%
	181

	Utilities Assistance Programme
	9.24%
	16.30%
	20.11%
	8.70%
	4.89%
	40.76%
	184
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B. Participant & Researcher agree to further interviews


A. Participant Unable/Unwilling to continue


M5. CLOSING JOINT INTERVIEW
Older Person & Family Member/Carer























Response (%) n = 212	

Within the last 7 days	About 8 days to 2 weeks ago	About 3 to 4 weeks ago	About 5 weeks to 3 months ago	About 4 months to 6 months ago	About 7 to 12 months ago	More than 1 year ago	34.949999999999996	1.08	2.15	7.53	3.7600000000000002	8.6	41.94	Last Time Providing Care
Survey (%); n = 199	




Not Stated	Other 	African	Amerindian (Indigenous / First People)	Caucasian (White)	Chinese	East Indian	Mixed (African 	&	 East Indian)	Mixed (Other)	Spanish / Portuguese	Syrian / Lebanese	4.0199999999999996	1.51	33.17	0	1.01	0	28.14	10.55	21.610000000000031	0	0	Census (%); n = 1,322,546	
Not Stated	Other 	African	Amerindian (Indigenous / First People)	Caucasian (White)	Chinese	East Indian	Mixed (African 	&	 East Indian)	Mixed (Other)	Spanish / Portuguese	Syrian / Lebanese	6.22	0.17	34.220000000000013	0.11	0.59	0.30000000000000032	35.43	7.6599999999999975	15.16	6.0000000000000032E-2	8.0000000000000043E-2	Ethnicity
Survey (%); n = 200	
Pentecostal / Evangelical / Full Gospel	Roman Catholic	Other Christian	Hindu	Muslim	Other	None / Not Stated	28.191489361702125	29.255319148936003	25.531914893617031	11.170212765957443	5.8510638297872344	Census (%); n = 1,322,547	
Pentecostal / Evangelical / Full Gospel	Roman Catholic	Other Christian	Hindu	Muslim	Other	None / Not Stated	12.024752239429041	21.600064118704331	21.526569566147689	18.154364268339801	4.968065407127308	8.4457489979562208	13.280435402295721	Caregiver Religion
% Caregivers
Response (%); n = 202	


17 or younger	18-20	21-29	30-39	40-49	50-59	60-69	70-79	80 and over	0	7.92	21.29	21.29	15.350000000000026	18.32	12.38	2.9699999999999998	0.5	Age Group
Survey (%); n = 201	
North West	North Central	South West	Eastern	Tobago	Other	21.7	36.4	30.4	2.2000000000000002	2.2000000000000002	7	Census (%); n = 1,328,019	
North West	North Central	South West	Eastern	Tobago	Other	22.38	25.02	8.39	39.620000000000012	4.58	0	Address
Survey n = 220	
North West	North Central	South West	Eastern	Tobago	Other	27.230046948356787	28.169014084507026	36	3	4.225352112676056	1.4084507042253522	Census (%); n = 1,328,019	
North West	North Central	South West	Eastern	Tobago	Other	22.38	25.02	8.39	39.620000000000012	4.58	0	Elder's Address
Response (%) n = 218	Other	Same household	In different households but same building	Within walking distance	Within 10 minute drive	11 to 15 minute drive	16 to 30 minute drive	31 minutes to 1 hour drive	More than an hour's drive	Separate island	1.3800000000000001	55.760000000000012	3.23	7.83	8.2900000000000009	5.07	4.6099999999999985	7.37	4.6099999999999985	1.84	Distance
Survey (%); n = 197	

Married and living with a spouse	Common-law and living with a partner	No longer living with married spouse	No longer living with common-law partner	Widowed	Visiting partner	Never had a spouse or common-law partner	34.01	7.1099999999999985	5.08	1.52	3.55	7.1099999999999985	41.620000000000012	Census (%); n = 405,510	
Married and living with a spouse	Common-law and living with a partner	No longer living with married spouse	No longer living with common-law partner	Widowed	Visiting partner	Never had a spouse or common-law partner	38.910000000000004	13.03	6.71	4.8599999999999985	0.86000000000000065	35.620000000000012	Survey (%); n = 201	




Other	Did not attend school	Primary School Leaving Certificate	CXC / CSEC / GCE O'Level	CAPE / GCE (A'Level)	Diploma or Equivalent Certificate of Achievement	Associate Degree / Higher Diploma	Bachelor Degree	Master Degree	Postgraduate	Doctorate	1.52	0	1.52	11.17	7.6099999999999985	12.69	9.1399999999999988	30.959999999999987	16.239999999999988	7.1099999999999985	2.0299999999999998	Highest Level of Education
Response (%); n= 216	    2

Other	I was unemployed	I worked at home	Within walking distance	Within 10 minute drive	11 to 15 minute drive	16 to 30 minute drive	31 minutes to 1 hour drive	More than an hour's drive	Separate island	5.1599999999999975	23.939999999999987	8.92	2.3499999999999988	7.98	9.39	11.27	18.309999999999999	10.8	1.8800000000000001	Distance
Responses (%) n = 218	
Other	3 hours or less	4 to 8 hours	9 to 16 hours	17 to 24 hours	25 to 32 hours	33 to 40 hours	More than 40 hours	3.74	21.959999999999987	21.03	14.950000000000006	9.3500000000000068	2.8	7.48	18.690000000000001	Time Caring Each Week
Responses (%)  n = 215	
A month or less	2 to 3 months	4 to 6 months	7 to 9 months	10 to 12 months	More than a year	5.7	8.2900000000000009	13.47	6.22	16.579999999999988	49.74	Length of Time Providing Care
Response (%) n = 218	
Severely dependent	Moderately dependent	Slightly dependent	Independent	35.32	34.86	15.139999999999999	14.68	Highest Level of Dependence
Response (%); n = 215	0.84

Other (please specify in box below)	Alzheimer's disease	Arthritis	Behaviour problem	Cancer	Diabetes	Heart disease	Hypertension (High blood pressure)	Influenza/Pneumonia	Memory problem	Parkinson's disease	Renal (kidney) disease	Stroke	Vision loss	Hearing loss	4	6.53	8.84	4.84	5.05	14.53	6.1099999999999985	15.58	0.84000000000000064	8.2100000000000009	1.8900000000000001	2.9499999999999997	8.629999999999999	8.2100000000000009	3.79	Response (%); n=220	
None of the Above	Other	Feeding	Dressing/Grooming	Bathing (Shower / Sponge Bath) 	Toileting	Mouth Care	3.9899999999999998	3.67	23.32	24.759999999999987	19.010000000000005	14.860000000000024	10.38	Personal Care Tasks
Response (%); n=223	


None of the above	Other (please specify in box below)	Arrange/Accompany to Medical 	&	 Other Appointments	Shop / Errands	Laundry	House Cleaning	Yard-work e.g. gardening	Help with everyday devices	Give / Manage Medication	Give Finances	Manage Finances / Legal Services	Drive / Help with Transportation	Cook/ Prepare Meals	Help with Pets	Supervise Paid Caregivers	Supervise Family Caregivers	0	0.22	11.370000000000006	10.93	9.61	10.27	4.04	7.41	10.050000000000002	4.1099999999999985	5.21	7.85	10.639999999999999	2.13	4.55	1.61	General Caregiving Tasks
Response (%) n = 215	
Often	Sometimes	Rarely	Never	27.439999999999987	32.56	26.51	13.49	Public Health Use
Response (%); n =  215	
Often	Sometimes	Rarely	Never	32.090000000000003	39.07	21.4	7.44	Private Health Use
Response (%); n = 179	
Help to make elder's environment more suitable for caring	In Home Health care support services for elder e.g. visiting nurse or doctor	Information about the disease/health challenge that elder has	Opportunities for elder to undertake activities they enjoy	More money given to elder to get good care	Help with nutrition/meals for elder in his/her own home	Help with transportation needs of elder	Help with identifying and selecting nonfamily members as caregivers	12.91	16.45	11.49	13.76	12.34	11.209999999999999	12.48	9.3600000000000048	Older Relative Service Needs

Response (%) n = 48	
Ageing Unit	Golden Apple Programme	VOISCES Programme	Senior Activity Centres	THA Emergency Medical Alert Programme	11.32	18.87	15.09	28.3	26.419999999999987	THA Services
Response (%); n = 192)	
Information and advice about the type of help and support that is available and how
to access it	Opportunities to spend more time with other family members	The possibility to combine my caregiving duties with paid employment	Support with my own health problems	Opportunities for me to enjoy activities outside of caring	More money to meet my own needs as a family caregiver	The opportunity to talk over my problems as a carer through e.g. individual counselling or a support group	Training to help me develop skills I need to care	Help to deal with family disagreements	Help with planning for future care	20.420000000000002	7.91	9.620000000000001	6.85	6.98	6.72	7.64	12.91	7.64	13.31	Caregiver Service Needs

Responses (%) n=216)	

Other (please specify)	Female only	Male only	The same-sex as the elderly person	Male or female: either will do	3.32	5.21	0	31.75	59.720000000000013	Preferred Gender 
Survey (%); n = 193	
Government	Elderly Relative	You/Your Family	Other	49.21	8.3800000000000008	28.8	13.61	Response (%); n = 193	
Other	Government	Elderly relative	You / Your Family	10.53	32.630000000000003	8.9500000000000028	47.89	Agent Responsible
Response (%)	
Love	Duty	Religion/Spirituality	Limited Caregiver Options	Material	24.53	21.310000000000031	6.17	11.93	5.37	Care Motivation
Response (%);     n = 201	

Other	Continue to provide care if situation remains the same	Continue to provide care but only if I have more support	Increase care responsibilities / involvement if necessary	Increase  care responsibilities / involvement for a limited time	Reduce care responsibilities but remain involved	Stop my involvement in caring for this elderly relative	Consider moving elderly relative to institution / long term care facility	10.99	46.07	13.61	15.18	2.62	3.14	0.52	7.85	Main Change

Response(%);  n=211	

No, not under any circumstances	Yes, but only if ELDER is severely
dependent	Yes, even if ELDER’s condition is
moderately dependent	Yes, even if ELDER is slightly independent	48.87	43.89	4.9800000000000004	2.2599999999999998	Willing to Place in LTC
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For YOU or ANYONE vou know
ARE YOU OR DO YOU CARE FOR SOMEONE

o Aged 60 years and over

« Living in your own home or with a relative Physically (but not mentally) frail and need assistance
from a family member or friend at least 4 hours each week with any of the following:-

- Dressing / Grooming - Bathing / Oral Care - Housekeeping / Doing Laundry
- Shopping - Eating / Cooking - Walking/ Climbing Stairs / Transferring
- Toileting - Driving / Transportation - Making House Repairs / Doing Yard Work

- Taking Medication - Managing Financial Affairs / Direct Financial Support

FOR FURTHER DETAILS PLEASE CONTACT:

ORCHID BLAKE =

(PhD Candidate: University of Sheffleld, United Kingdom)
739 - 7177 or 331 - 6011
h.blake@sheffield.ac.uk




image22.emf

image23.emf

image24.emf

image25.emf

image26.emf

image27.emf

image28.emf

image29.emf

image30.emf

image31.emf

image32.emf

image33.emf

image34.emf

image1.jpeg
Sheffield.

P>
=
‘@
3
2%
=)

Of





image35.emf

image36.emf

image37.emf

image38.emf

image39.emf

image40.emf

image41.emf

image42.emf

image43.emf

image44.emf

