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Abstract

Background: Burden is well documented amongcarers of stroke survivors, yet current
evidence is insufficient for determining the best strategies for reducing negative outcomes.
The Medical Resarch Council(MRC)framework advocates using theories in intervention
development, but lacks guidance on he this can be achieved. Interventions targeting
carers of stroke survivors often lack theory or provide inadequate descriptions of the
active ingredients determining their effects. This research aimed to developmoposed

theory- and evidencebased intervention to reduce burden in carers of stroke survivors.

Methods: In conjunction with stakeholder involvement, Intervention Mapping stages one

to four guided intervention development: needs assessment; identifying outcomes and
objectives; selecting theorettal methods and practical applications; and creating a
programme plan. The needs assessment included three components: A systematic review
of systematic reviews established the factors that influence burden in carers of stroke
survivors and other longerterm conditions; a thematic synthesis of qualitative studies and

A NOAI EOAOCEOA ET OAOOEAx OOOAU AOOAAI EOEAA
time, and the barriers and facilitators to addressing needs:indings influencedsubsequent

stages ofintervention development.

Results: Stakeholders prioritised the need for carers to feel prepared before and during
the transition from hospital to home as keyto reducing burden. The proposed
intervention comprisesmultiple components based on theoreticamethods and practical
applications to target relevant determinants This includes a training package for
information and support providers working with carers; an additional training sesson for

other staff; andelements to support carers to feel prepared

Conclusions: UsingIntervention Mapping addressed some of the limitations of previous
interventions and fulfilled MRC recommendations by providing a structured framework
for systematically incorporating evidence, theories and stakeholder input throughout
intervention development. Rurther research is requiredto produce andrefine the

proposed intervention components before evaluating their effectiveness.
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1. Chapter 1: Overview and introduction to the thesis: Why develop an

intervention to reduce burden in carers of stroke survivors?

1.1. Introduction to the research topic

This doctoral study arose from an interest in using behaour change theories for
developing interventions within the context of applied health research. This interest
developed from my undergraduae and postgraduate studiesand was further enhanced
through my work as a Research Felloywhen | contributed to aprogramme aimed at
developing an intervention to improve longer term outcomes forpeopleliving in the
community who have had a strokeThrough undertaking this work | also established a

keen interest in stroke research, including the impacts of stroke ofamilies.

My role involved interviewing stroke survivors and their carers to understand their unmet

needs and factors that have helped or hindered their daily lives. Although experiences

primarily focused on stroke survivors,the findings provided someET AEAAOEIT T | £ A/
experiences after stroke. However, their narratives focused on their perceptions of the

O0O0T EA OOOOGEOI 0086 1T AAAOh OAOEAO OEAlLandEAEO |
became determined to understand more abouA A OA OO 8 Whét Bah Be dédnk A

reduce negative outcomes e.g. burdeithis led to the focus of thisstudy which aimed to

develop an intervention to reduce burden in carers of stroke survivorsusing an

Intervention Mapping approach (IM) (Bartholomew et al., 2011)

Before progressing to the next section which highlights why this tdp is important, it is

necessaryto provide some clarity alout the terminology | haveselected to describe people

who have had a soke, and people who providetheir ongoing care. There are differing

I PETEITO AAT OO OEA POAEAOOAA xAuUu 1T &£ AAOAOEAE
OEAOQEI 8 EAO AAAT AiTiiiT1i1u OOAAR AOO EOO 1 ACA
more p)OE OEOA OAOI OOO0O0T EA OOOOEOI 088 . AEOEAO O/
individuals | engaged withduring this doctoral study®D OA EAOOAA OOOOT EA 0060
has been adopted throughout thighesis.O# AOAO8 AT A OAAOACEOAO08 AO;/
in the literature to describeindividuals engaging inthe caring role. Some carers thalt

engaged with disliked being labelledn this way, however it was necessary to select a term

to collectively describe the population of study in this thesis. Giventithn. OAAOACEOA OB
ATiiTT1TU OCGAA Bd XABDOEAADOAAAEELDe itdkiH@s DOODIT O

who provide unpaid care to their relatives or friends.



1.2. Why the research topic is important

Stroke remains amajor illness, occurring more than 100000 times a year in the United
Kingdom (UK), four out of 10 stroke survivors in the UK rely upon care from family and
friends (Stroke Association, 2015) Similar to other caring roles, this typically involves the
provision of emotional support and assistance with daily activities, including physical care
(Cameron et al., 2013; Plank et al., 221 Quinn et al., 2014a)

Within their roles, carers can face negative consequences, problems, and challenges, many
of which have been documented within systematiceviews of the stroke caring experience
(Greenwood et al., 2009a; McKeuvitt et al., 2004 arers are also arisk of experiencing
adverse effectsin their psychological, physical, and social functioningAdelman et al.,

2014) andreview evidence indicates a higlprevalenceof burden among carers(Forster,

2005; Kalra et al., 2004; Rigby et al., 2009)

Although the burden of caringhasbeen identified, developing strategies on how best to

address those issues hagroved more elusive ACochrane review of norpharmacological

interventions for carers of stroke survivors found no strong evidence for the effectiveness

of the interventions reviewed (Legg et al., 2011)The London Stroke Carer Training

Course (LSCTC), a structured ipatient carer training programme, was identified as the

intervention with the most potential (Kalra et al., 2004) However, amulticentre cluster

randomised pragmatic trial of the LSCT(h=928) reported this training programme did

not reduce carerA OOAAT 1T O ET AOA A OidderidénEefrorsedd al. £0T1 AOCET T Al
2013). Aparallel process evaluation reported the training programme was difficult to

deliver at this point in the stroke care pathway, as it competed with other priorities for

stroke unit staff, and carersx AOA AGDPAOEAT AET ¢ OOO0OAOO0e OAT AGAA Oi

(Clarke et al., 2014)

Interventions to reduce negative outcomes associated with caring postroke are clearly
required, hence the aim of this researchGiven the varied difficulties faced by carers of
stroke survivors, complex interventions are likely to be appropriatefor addressing their
needs. The following section highlights the importance of theories in the development and
evaluation of complex interventions, as advocated by the Medical Research Council (MRC)
(Craig et al., 2008; Craig and Petticrew, 2013)nd introduces the IM approach

(Bartholomew et al., 2011)for developing interventions, with a brief rationale for its use

in this study. A more comprehensive account atis approach, including adetailed

rationale is provided in chapter four.

O



1.3. Intervention Mapping: A framework for developing a complex

intervention

Complex interventions arecomprised of multiple and interacting components and can
include additional dimensions of complexity(Moore et al., 2015) TheMRC framework
(Craig et al., 2008; Craig and Petticrew, 201@mphasises the importanceof theories in
intervention development for establishingthe causal asamptions that underpin an
intervention, and in the evaluation to understand howit works in practice. These
considerations are vital for building an evidence base that informs policy and practice
(Craig and Petticrew, 2013)

Although using theory in combination with existing evidence is important for developing
interventions, many interventions, including most of those in the review by Legg et al.
(2011) are developed without reference totheory (Prestwich et al., 2014) A limitation of
the MRC framework is that it does not provide detailed guidance on how to develop a
complex intervention which incorporates theories. In this study, it was necessaryto usea
systematic methodfor developing an intervention,which facilitates appropriate selection
of theories for predicting and changing behaviours Numerous theories, frameworks and
models have contributed todevelopments in behaviour change research e.g. Theoretical
Domains Framework(TDF) (Cane et al., 2012; Michie et al., 2005Behaviour Change
Wheel (BCW) (Michie et al., 2014; Michie et al., 2011However, | usedIM (Bartholomew
et al., 2011)to develop a proposel intervention to reduce burden in carers of stroke
survivors. IM fulfils criteria recommended inthe MRC framework andorovides a logical
processfor effective decision making, including how to integrate theory and evidence

throughout intervention development, implementation, and evaluation.

IM includessix stages (furtherdetailsin chapter four): 1) Logic model of the problem
(needs assessment)2) Programme outcomes and objectives; Logic model of change; 3)
Programme design (methods and strategies); 4) Programme production (creating an

organised programme plan); 5) Programme Immgmentation Plan; 6) Evaluation Plan.

Due to the time corstraints of this study, the researchpresentedin this thesis reacheshe
point in stage fourwhere aproposedintervention is developed including a detailed
outline of its components however, materialsare notdeveloped andpre-tested. The

following section provides an overview of how the thesisvill develop using IM.

1.4. The thesis: An overview of chapters

The thesis is presented in three sections



SectiononeO" AAECOT O1 Ad 001 Al Al EAAT OEEZEAAQEITT AT A APDPO
AAOAT T Béludds Enapters two to four Chapter twoprovides an overview ofrelevant
literature focused on caring, burden and carer needs, then research questions for the

research contributing to this thesis.

Chapter threepresentsan update of a Cochrane reviewlLegg et al.2011) to establish the
effectiveness of interventions aimed at reducing negativeutcomes in carers after stroke
and whether there are any benefits of a particular type of prelefined intervention type
for reducing negative outcomes in cares. This contributes to understanding
developments in intervention research for carers of stoke survivors since thereview,

before seeking to develop a new intervention.

The rationale for using IMis discussed in chaptefour. This chapter starts by outlining key
principles of the MRC framework for guiding the development of complex interventions,
then an overview of theory in behaviour change and intervention researchbefore
critically reviewing different models and frameawvorks used to change behaviourdM
stagesare presented and a summary of its strengths and weaknessdsefore progressing

to the next setions in the thesis, where IMs used to develop an intervention.

Sectiontwa, O) 1T OAOOAT O E | dssessAchtfirielldEsghaptdrsAivie foBeven,
which contribute to the first stage ofthe IM, the needs assessment. Chaptiive presents a
systematic review of systematic reviews to establish the factors that influence burden in

carers of stoke survivors and other longerterm conditions.

Chapter six includesan update of a review byGreenwood et al. (2009a01T A OOAAI EOE AAOAOC
needs, how they change over timand the barriers andfacilitators to addressing needsA

thematic synthesisapproach(Thomas and Harden, 2008was usedto synthesise findings.

Chapter seven ighe empirical study contributing to the needs assessment. This is a

qualitative semi-structured interview study, including two different groups of carers, one

of which were interviewed over time. This focuseson carer needs, the barriers and

facilitators to addressing needs and how and whether they change oveme. It also

includesAT A@bi T OAOEIT 1T &£ AAOAOOG O1T AEAI 0OO0DPDPI 00 1T AOx]
activity (Antonucci, 1986). Thematic analysisusing methods byBraun and Clarke (2006)

was used to analyse findings. Methods arfindings are both presented in this chapter.

The findings sections in chapters five, six and seven each end with a logiodel, together
these form the overall logic model of burden, used to inform later stages Bl (chapter
eight).



Sectionthree 0$ AOAT | PET ¢ AT A AAOE QieEchapteréeigtitang 1 OAOOAT
nine. Chapter eightoutlines how IM methods were applied in stages one to four and the
corresponding results, including a detailed outline of the components of the developed

intervention.

Chapter nine provides an overall discussioincluding: a summary of key findings,
comparisons with published intervention literature, challenges using IMcritical
reflections on burden,implications for relevant policies, practice and futureresearch, and

strengths andlimitations of the research conducted.



Section 1: Background: Problem identification and approach to
intervention development

The previous chapter provided an overview and introduction to thehesis, and briefly
introduced IM (Bartholomew et al., 2011) This section, including chapters twe four
provides a more comprehensive background to the study and a more detailed rationale for

using IM (figure one).

Chapter two: An overview of caring
after stroke

J/
\

Chapter three: Interventions for
carers of stroke survivors: A
systematic review and meta-analysis

of randomised controlled trials
J

\

Chapter four: Using an Intervention

Mapping approach to develop an

intervention for carers of stroke
survivors

Figure 1: An overview of chapters in section one



2. Chapter two: An overview of caring after stroke

2.1. Introduction

This chapter is divided into six sectionseach of which covers concepts that were guided

by the requiremAT 0O T £ OEA O1 AAAO AOOAOOI AT 68 OOACA
i "AOOET 111 Ax AO Ai8sh ¢mppQ8 4EA O AAAOG AOGOAO
gaining an indepth understanding of a given problem such as carer burden and the needs
experienced by the elevant population of study, in this case, carers of stroke survivors.

The first section provides ageneral introduction to caring across lmger-term conditions,

before narrowing the focus to stroke carers and relevant policied.he secondsection

discusses theconcept of caringin more detail, including different perspectives within the

literature (biomedical, sociologicaland anthropological). Sections three and fouraddress

the complexities associated with burden, first broadly, then in the coeit of carers of

stroke survivors. The fifth and sixth sections focs on needs, both broadly and in the

context carers of stroke survivors. The chapter ends wh a rationale for this study and

research questions relevant to components of work within the thsis.
2.2. An introduction to caring and relevant policies

Over the past thirty years, social care policies in Western Europe have come to assume
that dependent individuals are best cared for by their relatives in the communyjt(Means

et al., 2008; Pickard et al., 2015)The number of people who are reliant on support to live
in the community has increased due to the sft towards an ageing population,
improvements in lifespan of those who have lifelong disabilitiesand a continuing trend
away from institutionalised care (Hudson, 2005). Consequently thereare aroundseven
million carers in the UK and this is expected to increase by 3.4 million by 203Carers UK
and Age UK, 2015)An increasing number of carers are also likely to experience more than

one episode of providing care throughout theilife course (Carers UK and Age UK, 2015)

Due to the rise in the number of family arers, thar roles have becomesubject to greater
exploration (Buckner and Yeandle, 2011; Larkin and Milne, 2014, Pickard, 20083oles
involve preparing meals, shopping, personal care tasks, domestic duties such as cleaning
and doing the laundry, and medical tasks such as administering medication. In addition,
carers often provide emotional and social gpport to their loved ones(Milne and Larkin,
2015).

Across many longefterm conditions, caring is often embedded inrelationships. Of all
carers, over aguarter (26%) care for a gouse orpartner, 40% care for parents or parent

in laws, and 13% provide care for their sons or daughtergNiblett, 2011). Most carers are

7



female and aged over 55 years, a quarter are ev65 years of agéBecker and Becker,
2008). Additionally, the time spent caring isvariable; 48% of all carers provide care for 20
or more hours a week and 21% provide care for more than 50 hours. Fourteen percent of

carers look after two people(Carers UK and Age UK, 2015)

For some individuals this role can be experienced posively, through improvements in
relationships with the cared-for-person, feeling appreciated and feeling an increased self
esteem(Larkin and Milne, 2014; Mackenzie and Greenwoq®012). However, many

longer-term conditions including dementiaand stroke place considerable burdemn
carers(MineAO Al 8h ¢mpc¢n /83EAA AT A '"1T1TAAh ¢mnpo(Q

Taking on this role can lead to health, emotionaland social difficulties(Dearden and
Becker, 2004; Hamilton and Adamson, 2013Yhere are also financial implications of
caring, consideringmany arers struggle to reman in work (Milne and Larkin, 2015). The
estimated loss of earnings per year per carer is over £11,000, amounting to annual loss
of £5.3 billion to the UK economy(King and Pikard, 2013). This is inefficient from an
economic perspective and leads carers at risk of experiencing poverty and exclusion
(Larkin and Milne, 2014).

Although supporting carers remains importantacross all longerterm conditions, stroke is

of particular interest here. Ski et al. (2015)considered the experiences of carers of stroke

survivors as categorically different from those providing support to individuals with

DOI COAOOEOA AT 1 AEOETT O j Ascs AAI AT OEAh OAOEET OI 16
as an abrupt, unexpected, complex, anidd-changing event. This situation is further

complicated by the lack of support to prepare and manage the stroke sequelae, which can

include emotional, physical, cognitive, and behavioural changgs' 1T Oi AT Zz( AAOGOOEI AT A
$AEI ET Z) OAT T £&h ¢ mp ¢.lGonSehuBnily, carksiark fagetl V§tA T h ¢ mp ¢ Q

Ol AAROOAET OEAO AOI OT A OEA OOOT EA OOOOEOI 006 OAAT OA
to the home to accommodate their physical limitationgLutz et al., 2011) They can also

experience grief atached to the loss of the strokesurvivor as they were previously, and

further challenges including disrupted relationships, changes in roles and loss of

autonomy and independencegBulley et al., 2010; Greenwood et al., 2010; Quinn &,

2014a).

Research demonstratedt is essential that carers of stroke survivors are provided with
appropriate skills training and support to meettheir requirements (Greenwood et al.,
2010; Greenwood et al., 2009b; Mackenzie et al., 2007he responsibility toassess and

meet carer requirements and needs is likely to fall upon relevant professionals in health



and social care environmens. Government strategies encouragge involvement of

are recognised as partners in care and for their unique knowledge and expertise when
addressing their needs. Strategiesclude: Caring for Carers: Recognising, Valuing and
Supporting the Caring Rolg¢Department of Health, 2006)and Carers at theHeart of the
21st Century Families and Communits (Department of Health, 2008)

Legslation including the @arersi %NOAT / PBI1 OO0 O (DepbrtmdnddfHebltR,O ¢ it

2004)h AT A OEA Ci OAOT i AT O8 O (Depar@rieiit bf Adalth32008)A OA C U

alsocontribute to carers being recognised as legitimate recipients of support in their own
OECEO8 4EA [@#parinknt of Bedlth,2@ld)endhrines the legal duty of a Local
Authority to provide an assessment to any carer who requests thisr who appears to need
support, providing a basis for identifying and meeting support needby providing help or

signposting carers toother organisations e.g. charities.

Additionally, DT 1 EAEAO &£ AOO 11 bPOI OAAOETI ¢ AAOAOOEG
and employment, and life aside from caringLloyd, 2006; Moran et al., 2011)However,

the effectivenessof such policies has been questionedismany carers still experience

negative consequences as a result of their caring, due to timappropriate provision of
adequate support to meet their needgLarkin and Milne, 2015). Further research is

required to ensure that policy drectives can be translated into practice, considering the

experiences of a specific carer population e.g. stroke.

The recently updated NationalClinical Gudelines for Stroke(Intercollegiate Stroke

Working Party (ISWP) 2016)recommendsoffering carers of stroke survivors educational
programmes focusing on the nature, consequences, and progsis of stroke, managing in
the event of another stroke, lifestyle changes and secondary prevention, and knowledge
about how to provide care and support, including opportunities to practice; an assessment
of their own needs following their return home; appopriate practical and emotional
support; and guidance on how to seek further help as problems arise. Thiould involve
having contact details of a named professional (e.g. stroke -@ydinator), who can provide

this information and advice where necessary.

In summary, informal carers have become an increasingly significant focus of research
interest in health, social careand policy researchWhilst policies indicate what should
ideally be provided to carers, further research to determine how this can béone remains

an important priority (Larkin and Milne, 2015).

/



2.3. The concept of caring
4EA OAOI OAA O AQdseattitandpllidyAldbcimeisd Aeberibepeople who
care for others in a nonprofessional context and is often preceded by words such as
OET Al Oi Al @hoina3, MorAsAdndEHainén, 2002)However, a common definition
of a carer is lacking raising concerns about the generalisability of these findings
(Greenwodd et al., 2008) There is some general agreement that such individuals must not
AA PAEA O DOT OEAA AAOA AT A OEA OAOI O OET A& Oi Al A
interchangeably to reflect the lack of financial reward for taking on this roléDonelan et
al., 2002; Hollander et al., 2009)Other criteria commonly used to define carers are as
follows: type of support provided (e.g. instrumental or emotioral) and the time spent

caring (Donelan et al., 2002)

It is likely that those caring for an ill, frail, or disabled family member or friend fall within
the description of an informal carer, but often these individuals wouldregard themselves
asbeing a good mum, dad, neighbour, or friendnd perceive caring as a normal and
natural part of their lives (Sadler and McKevitt, 2013)Alternatively, carers enter the role
with reluctance, having had little opportunity to decide whether they want to commence
or continue to provide care(Burridge et al., 2007) Similarly, others feel little choice but to
provide care to loved ones, due to marital or familial obligation§Burridge et al., 2007;
Dunér, 2010).

Caringis bound with complexities andshaped by perceptions oexperience In 1989

Twigg introduced three models of caring to make sense of how carers are perceived by

services (carers as resources, carers as-@mrkers and carers as ceclients) (Twigg, 1989).

)T pwwth A EROCOOBADDAARRA @@gyAW ki 200). AAAAA

4EAR OAAOROOAAOBORT AAT OACAOAO AAOAOO AOG A & O 1 &
expected to provide informal careand formal care would only be provided if informal care

is unavailable. Their own interests and needs are not of primary concern. In contrast, the

OAls@shcox T OEAOOS 11 AAl OACAOAO AAOAOO AO AAET C ET A
well being and interests are considered, butonlyonag 1 OOO0OI AT OAT AAOEO8 )1 OE?/
coAl EAT 0066 11T AATh AAOAOO AOA OAAhChE OAA AO ET 1T AAA

conceptualisation moves beyond just an instrumental focus teards servicestaking
responsibility for providing care to carers, especialljthe most burdened cases. The
OO0 ODP A OOA Adddl platds @rApdasis on enhancing the independence for otarers

and the cared for to reduce burdens placed upon the carer.

10



According to Twigg and Atkin (1994) the extent to which carers can be incorporated into
servicesis partly dependent on the degree to which the four models have an impac
However, gaining appropriate support from different services is bound with complexities.
To some extent this is a two way process that requires a degree of negotiation to establish
AAAOQT 00 O Onkdils whéheAil©ahdrEsdurces are availableo meet carerd
needs, andwhether carers want to accept supportThe process of negotiation is also
influenced byfactors including carersdand® O 1 AA O &xpdciatiaris,@d@uesand

assumptions

These different models may not account for the complexés involved in negotiating

support from different services for different needs. However the models help to explain

how some services consider carers as second to the cared for, and why many carers have

an ambiguous role in health and social care systenf$wigg and Atkin, 1994). A focus on
AAOAOO A0 OOGAIOCDEDRORARGO 6E O OF TOMAT TcyilireOtiVel thdd arc EOE T A
i T OA ET 1ET A xEKEEKNDERODOAMRIOR ODE A OOBADOPAOOAAAA |
partly explain why some of the policies outlined in the previous section are not always

translated into practice.

Arange of additionalfactors are also likely to influence how cares experienced and the
extent to which carers are supportedThese include thenumber of hours spent caring,
length of time spent caring, nature of care, relationship to the care recipient, care
requirements to meet their needs and access to and acceptability of servic&ther factors
also contribute to the diversity of carers experiences; examples include but are not limited

to gender, race, and sexualityLarkin et al., 2012; Rdley et al., 2010)

As caring shifts to thispublic arena, the term can become problematic, raising questions

regarding carer duties, rights and benefts (Sadler and McKevitt, 2013) Examining the
AT1TAADPO 1T £ OAAOAOS OEOI OGCE OEA rhébxplordtigR. A E E£EA
This isaddressed here, considering biomedical, sociological and anthropological

perspectives.

The biomediaal approach provides gerspective ofcaring, often adopted in health
services research, where caring is congintly portrayed as burdensome and
accompanied by stress and straiiGarand et al., 2005; lise et al., 2008 he biomedical
perspective assumesthat using interventions to address outcomes such as burden will
have a positive impact for the caring experiencéSadler and McKevitt, 2013) However, a

systematic review by Legg et a(2011) found insufficient evidence to indicatewhich

11



intervention types (support and information, teaching procedural knowledge, psycho

educational) are most effective for reducingcarer burden in carers of stroke survivors.

Such interventions to target negative outcomes in carers do not alwagensiderthe
diversity of ways in which the caring role is experienced, or how caring relationships are
embedded within varied social relatons, as is evident in the sociological and
anthropological literature focused on caring(Sadler and McKevitt, 2013) In contrast,
sociological and anthropological perspectives attempt tproblematise biomedical models
I £/ AAOET ¢ AU AgAT ETET C OEA Ai T OOOOAO T £ OGEA OAAOA
The sociological literature has provided numerous critical perspectives on caring to

critically de-construct the notion of carer in relation to widerunderpinning assumptions

e.g. gender and power. Early work by sociologists focused on the critique of the notion of
caring from a feminist perspective. During the 1970s and 1980&minists exposed the

idea of caring as an activity that is gendered and naturally undertaken byomnen,

EECEI ECEOQOET ¢ OEA Aapdui ahdstahsirEsocietyBares 201iL; Aihoh, O
1993). Feminists argued that women were not being compensated or recognised by the
state because they were not supported financially for their unpaid labour. During this era,
carefocused on providing instrumental support and doing care to anothefRay et al.,
2008).4EEO x1 OE 1 AA O OEA AEOOET AOET1T AAOxA
AAT 606 ET Al OAAOG AAATET CO 1T &£ Ai 1T AAOT AT A O

caring and is therefore much more about unpaid labougUngerson, 1983)

o
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This distinction was challenged in the 1990s and analyses extended toetrelational

aspectsofcaret O OEEO bi ET Oh OEI1 OA @haldeclideddbrmidakk AT A OAAEDOI
perspectives on caring relationshipgWalmsley, 1993, pg. 137)These were also often

embedded in a shared life course and historgl.yon, 2010). Feminist post modern

interprAOAOET T O T £ PT xAO OEAO Ai AOCAA ET OEA pwwndOh A
OAl AGET T OEEPO EO AT 1T OOAT O1 U | OAQAOAAOAA AT A | OAQi
OEAOA &I OA O4& OEAh Al i okl andGollins A997, pg0412).01 U OEE £0EI
This perspective of caring challenged the notion of this as fixed and unchanging and

simultaneously drew attention to power and relaticnality in caring relationships.

It was during this era that feminist legal scholar Kimberle Crenshaw coined the term
OET OA OO A@rérsHal, AdoEt®da<rribe a theoretical framework that is emerging
as a cornerstone of sociological thought. The fundaméatl tenet of intersectionality is the
notion that factors contributing to the diversity of experience such as gender, race and

sexuality are not independent or unidimensional. Instead they are mukilimensional,
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interdependent social identities. Accoding to intersectionality theory, single categories of
identity such as race or gender cannot alone explain inequalities or disparate outcomes,
without the intersection of the other identity. These factors intersect at a micro level of
experience and reflect inerwoven systems of privilege or oppression at a broader macro
structural level (e.g. sexism and racism). Intersectionality encourages researchers to
consider social inequalities in health and provides a theoretical lens for interpreting novel
or unexpectd findings. Both factors are thought to contribute to informing the

development of targeted health interventions(Bowleg, 2012).

AEA TT1OET 16861 EACEAARAEOAA 1 AOO OAAIT ¢TI EOGEIT EI
However, ethnographic accounts of suffering and illness have explored meanings of caring,
locating this in existing relationships, social networks, normative expectations of

reciprocity, and oHligation, these require negotiation and may also be challengdg#iolroyd,

2001; Van der Geest, 2002)EXxistinganthropological literature focuses on the social and

cultural meanings attached to caring and the implications that this roleds on the

individual, their family, and the wider community (Sadler and McKevitt, 2013)

Although this studyaims to develop an intervention to target burden experiened by

carers, and isconsistent with someassumptions from biomedical perspective, evidently

the nature of care is complexDifferent perspectives should be integratedvhere relevant,

xEOE A OEAx O O1 AAOOOAT A A ATagor apd Bufy20arE A AT 1T O
This is important for ensuring the successful development of an intervention to reduce

burden, given the limitations of previous interventions. To understand how this should be

done, it is logical to consider some of theomplexities associated wih carer burden.

2.4. The burden of care

Caring can be considered associally admired role,embedded within the relationship

between the carer and recipient of car¢Fine and Glendinning, 2005) however, it isoften
accompanied by the term burder(Molyneaux et al., 2011)TEA AT 1T AADPO 1T £ OAAO
has become popular in literature because of the tendency of social science research to

Al AOO 11 AOAAOG 1T £ OPOUAET 1 1 (ikdddpressibr) O £0T ACET 1
(Bastawrous, 2013)

Burden representsthe negative impact of caring for a significant other and is one of the
most commonly used variables in the fielaf caring researchas both an outcome and
predictor (Chou, 2000; van der Lee et al., 2014Findings from measures of burderare
used among researchers to inform and measurt&e development and delery of

interventions to meet carer needsand support them in reducing their burden
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(Bastawrous, 2013) However, the use of this term can be problematic, as a consistent
definition and conceptualisation inresearch is lacking(Bastawrous, 2013) The meaning
of this term is further complicated by its interchangeable use with words such as
O6xAl1 1 ARET Cho OOOAAOAOG D AadubdrimAiBcd&idDaureA T A
(Adelman et al., 2014)

In 1966 Grad and Sainsbury introduced burden in the context of the family in an

examination of community care for the mentally ill.They understood burden as any

negative consequences to the patnts family (Grad and Sainsbury, 1966)3nce then, the

term has been commonly recognised in health care literature and humerous definitions

have been proposedGeorge and Gwyther (1986konsideredOAAOAO ADOAAT 8 AO

AT AT 1 DPAOOET ¢ OOEA DPEUOEAAI,and mantidhsirésteb GaE AAT h Al T OET
ET AEOEAOAT O A@DAOE AT (Gebrgelafifwyiter, 10851 pé) ES&EverC AAOA S

that there is no agreed definition of burden within the literature, this defhition will be

used in this research as it takes in to accent its multifaceted nature, acknowledging the

range of factors associated with burden

Whilst inconsistencies in defining burden can be problematic, distinctions between
OOOAEAAQE ORRGA 6A T MO DA MIE ABOOA AAAAA AT 1 Pl AGEOCEAO O1 (
burden. Objective burden refers to the aspects of care, such as number of hours provided

that are consideted physical or instrumental, whereassubjective burden relates to the

emotional aspects ofcare than accompany this roléMontgomery et al., 1985) The

distinction between the two types of burden is not always discussed when multi

dimensional burden measurements are use@Call et al., 1999; Clair et al., 1995 his has

implications for understanding burden and how it should be alleviated, as there are

different influential factors associated with the two types of carer burden.

Quantitative researchapproaches to exploring and measuring carer buten largely
dominate (Chou et al., 2003; Ganguly et al., 2010)hese studies are valuable for
establishing statistical significance of correlates of ear burden and can inform evidence
based intervention programmes(Chou et al., 2003; Honea et al., 2008puantitative
measures are alsdavoured in clinical settingsand by policy makersfor providing quick,
direct ways of determining individuals at risk of burden(Honea et al., 2008) Despite
benefits of using quantitative methods, they have been criticisefthr minimising context in
relation to burden, which is important for gaining a greater understanding of burden ira

given population (Bastawrous, 2013).
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Qualitative methods provide an alternative approach taunderstanding the concept of

AAOAO AOOAAT h ET AI OAET ¢ OEAERh AAOKaGWmGEOA AA
al. (2010) used focused groups to directhunderstand experiences of burdenn carers of

individuals with schizophrenia and bipolar diseae.Burden among carers related to

different areas,including family functioning, social isolation, financial difficulties, and

health. These aspects of burdenra not traditionally incorporated into qu antitative

=2 A o~ Ao

measures. 1 is possible that quantitative measuresnayAAD OO OA OADOOAAT 8 EI

AEAEEAOO A&OI T AAOAOOS AAOOAT AoPAOEAT AAO 1T A& b

phenomenon.

Interestingly, asystematic review of 17 qualitative studies byGreenwood et al. (2009a)

AAOAA 11 OOOTEA AAOAOO OADPI OOAA OEAO OEA OAO
descriptions of their experiences. However, their experiences provided a detailed picture

the challenges and sasfactions of caring, as well asegative consequences that could be

considered as burdensome. Mch can still be learned from qualitative approaches used in
AAAEOCETT O NOAT OEOAOEOA OOOAEAOG8 4EAU AT OI A
A O O Adlinvéstigated, ensuringinterventions to reduce burden in carers of stroke

survivors are grounded in their experiences.

The next section outlires current understandings othe impactsof carer burden incarers
of stroke survivors, and implications for developing arintervention to address this

problem.

2.5. The impacts of carer burden in carers of stroke survivors

The burden of @ring is a significant health concern(Bastawrous, 2013; Rigby et al., 2009)
For carers of stroke survivors, his is also associated with impacten health and social
lives, in addition to physical and psychesocial wellbeing(Cameron et al., 2013; Murray et
al., 2003).

Studies have indicated®5-46% of carers experience substantial burden within the first six

months of caring after stroke(Hung et al., 2012; Tooth et al., 2005Y his time shortly

following th e stroke has been described asking up the role (White et al., 2006) In this

period carers gain control of their situations, make sense of their new roles, f@range

OEAEO AOAOUAAU 1 EOAOh OAAE ET & OiI AGETT AT A O
and develop the skills required to meet them(Brereton and Nolan, 2002; Greenwood et al.,

2009Db; Lutz et al., 2011)
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Severity of burden experienced by carers in this early period is associated with numerous
factors including carer and stroke survivor characteristics. Examples includgreater

stroke survivor disability, disturbances in stroke survivor and carer emotional helgh, and
increased time spentcaring (Byun and Evans 2015; Rigby et al., 2009)Qualitative studies
have provided evidence that carers experiences change over time as they develop skills,
coping strategies and new routines to manage care responsibilitie§Greenwood et al.,
2009b; Quinn et al., 2014a)This could lead to the assumption that burden would lessen
with time, however prolonged tiredness and deprivation of personal needs may lead to

increased buden for some carers(Adelman et al., 2014; Kamileet al., 2012)

VisserMeily et al. (2008)assessed carers at one and three years post stroksing a
guestionnaire examining five domains of psychological functioning: burden, life
satisfaction, depression, harmonyn the relationship and social support.Carer burden
declined over time; however, 43% of carersstill reported strain at the final assessment
three years after the initial stroke. Evidently burden is not limited to the early period

following stroke. Input to alleviate this in the later care trajectory may be required.

Few studies aside fromVisser-Meily et al. (2008) have addressed changein burden over
time. Jaracz et al. (2015¢onducted a study which amed to assess carer burden at six
months (time one ) and five years post stroke (time twpto analyse changes in severity of
burden with time and the factors (determinants) of carer burden (e.g. socidemographic,
stroke related andpsychological characteristics). Eight-eight patient andcarer dyads
were assessed and carer lrden was measured using the Carer Burden Scale. Foifyur
percent of carers reported considerable burden at time onend 30% at time two.These
findings are casistent with Hung et al.(2012) and Tooth et al.(2005), confirming a
significant proportion of carers are under severe strain in the period shortly following the
stroke. Consistent with Visser-Meily et al. (2008), this study found that overall burden

decreased with time, as did the proportion of carers with high burden (Jaracz et al., 2015).

However the determinants ofburden, identified by Jaracz et al(2015) extend previous
findings by recognising the multifaceted nature of burden and its determining factors. In
their study, the levels of burden varied across domains investigated. Higher burden was
evident in dimensions including areas such as physicalorkload, psychological wellbeing
and lower in environmental aspects. Interestingly, all sigificant determinants related to
carer factors, which is inconsistent with previous evidence where patient related factors

e.g. disability play a rolgByun and Evans, 2015; Rigby et al., 2009)
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Determinants of burden attime oneincluded low sense of coherence and increased time
spent caring Anxiety was a determinant at time two, this was considered in the context of
aging as carers faced worries about their abilities to provide care in the longer term as
they became older. Overall, findings indicatethose with poor coping abilitiesin addition

to difficulties finding time to adapt to care in the contex of their lives may find adjustment

in early period post stroke more diffucult.

Jaracz et al(2015) accounted for the disparity with previous evidence by highlighting that
researchers have previous/ investigated carers shortly following the strokewhen a
severe status of disability is more likéy to have greater impact on burden compared with
assessing this at six months (time ong However, Jaracz et al. (2015) could not determine

the actual point when burden declined as this was exploredt two fixed time points.

Understanding the care experience over time, cardsurden, andits determining factors is

crucial for successful intervention derelopment (Jaracz et a)2015). Findings discussed in
this section highlight e difficulties attached to the first few months following the stroke,
when carers require attention from health professionals in hospital and community

settings, before positive influences that can alleviate burden can take place.

Despite evidence indicating a decline in burden over time and an adaptive resporise
managing care(Greenwood et al., 2009b; Jaracz et al., 2015; Quinn et al., 2014a; Visser
Meily et al., 20®), a relatively hich proportion of carers continueto experience burden
years after stroke, highlighting the importance of considering the longer term impacts of
caring. Attention to the changes in needsver time is also important for understanding
how to intervene appropriately (Cameron et al., 2013; Sadler and McKevitt, 2013)his
extends the focus on alleviating burden that has beerrgsented in this section and is

discussed inthe following section.

2.6. Conceptualising needs
11 OET OCE O1 AAAS EO AgoverAntedt policies rélevaghtiddar&d A OA Of
varied definitions have been developed in different areas of researchith the view to

improve seavice delivery (Harrison et al., 2013)

ITA 1T &£ OGEA AAOI U AT A xEAAT U AAET T x1 AACAA AOO
Hierarchy of Needs(Maslow, 1943). Five levels of need were specified (psychological,

safety, love/belonging, esteemand selfactualization). According to Maslow, the firsfour

needs (primary deficiency needs) should be fulfilledeading to the finalneed for self

actualisation. Thissequential hierarchical concept of needeceived criticism for lacking
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attention to complex behavioural responses to more than one of theuels of need at a
given time (Fallon and Zgodzinski, 2005) It was also suggestethat determining which
physical, interpersonal and social aspects of life are causally related to each end state
could be difficult (McCall, 1976) The theory iscriticised for lacking flexibility and being
too general forassessing needs related thealth (McCall, 1976; Sheaff, 2002)

Bradshawintroduced a sociologicalunderstandET ¢ 1T £ O1 AAASS &R xOFEGRE AGEA U p o
taxonomy of needg(Bradshaw, 1974), comprised of four typesNormative (imposed by

professionals such as a vaccination), felt (subjective wants, wishes and desires from the

perspectives of individuals), expressed (vocalised needs and actions expressed through

demands for services) and comparative needs (determining needs through comparing

groups of similar individuals who receive a service to those who do not).

Whilst this conceptualisation of need is argued to benore appropriate for health services
(Asadi-Lari et al., 2003) the four types of need are not without criticism. The normative
approach suggests needs are imposed by professionals, yet there are external pressures
from media and economic intuitions to deliver particular treatments(Komesaroff and
Kerridge, 2002). Felt needs are limited by perceptionas they focus on individual wishes
wants, and desires. Elt need involves no clinical judgementmaking it difficult to

determine how this definition would fit with current health care delivery. Expressed needs
can be criticised for the likelihood that the rich would gain better care than the poor
would, given that this is based on demand@Boulding, 1966). Although it is likely that other
factors would also be influential in whether needs are met e.g. economic status, education
and class. Lastly, comparative need relies on eiégnce ofservices therefore it only applies

when these are available.

$AOPEOA OEAOA x A A Exbnary®inéed highligisitatEhk edndT DAA G
has different meaningsand can be understood from different perspectivegMcGregor et

al., 2009) It is also heldul for considering factors that might contribute to reported needs,
including cultural influences (Higginson et al., 2007) It also consigrs complexities that

are not addressed from a health services perspective of needs, where these are
understood as a capacity to benefit from health care services, and are restricted to

O AREAAT T U8 TAAAOOAOU 1 AAAOS

As thisstudy is focussed on carers, is unlikely that they will only have medical needs.
BraAOEAx 3 O OA@I Tappropriaté fdE défiding Aeeds M thisstudy, as the four
domains appear relevant to developing an intervention for carerd-elt and expressed

needs are particularly important for understanding need from the perspective of the
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carers themselves which is important for ensuring that an intervention is tailored to their

needs.

7EEI OO EO OAI AET O O1 Al AAO x EA Qerdpadtivéshdvé O AU O
offered understandings that can influence how needs continue to be addressed in future.

Asthe debate continues, patients¢arers and family members continugo require support

for varied needs The following section attends to how needs have been addressed in

carers of stroke survivors.

2.7. Needs in carers of stroke survivors

In the stroke caringl EOAOAOOOAR OEA OAOI O1 ARAAS EO AAAT I
meaning of the term lacks clarity, as a definition is not always provide®&elfreported

needs havepreviously beenexplored in community dwelling stroke survivors (McKevitt et

al., 2012, Sumathipala et al., 2012)This work has extended to addressing the needs of

carers of stroke survivors; examples from the literature include, but are not limited to;

information (Wallengren et al., 2010) education(Hafsteinsdéttir et al., 2011) social

support (Cameron et al., 2013)improved communication with stroke survivors(Le Dorze

and Signori, 2010)and coping with daily life (Saban and Hogan, 2012)

$AODEOA O1 AAAOGGS 1 AAE Edo€is dhrisitleted 0defobnéicidl RivsE T EOE |
OAEI T OAA O ECamErénhmddGiyhad) 800d; ufkohd) 1990Yet aldressing

needs is complicated by the ciinging nature of the caringscenario(Cameronand Gignac,

2008; Cameron et al., 2013; Gaugler, 2010; Greenwood et al., 2009 Timing it Right

(TIR) Framework (Cameron and Gignac, 2008) was designed to identify gaps in

knowledge and guide the development and evaluation of ietventions in accordance with

changing needs over time.This was developed based on the expected clinical pathway for

stroke and a literature review of 11 studies that éscussed support needs angvhen they

occured in the iliness trajectory.

Cameron and @nac (2008) outlined five phasedn the TIR Framework starting from the
point of event/di agnosis, moving towards stabiligtion, then preparation and
implementation, before the final phase of adaptation. In each phase, a description of the
setting and foais of care by professionals and family members is included. A more specific
understanding of support needs at each phase is also provided, drawing on four key types
of support (informational, emotional, instrumental and appraisal). Thdramework is
based o the premisethat providing information and support for phase specific needs will
enhance caregiver preparedness, ease transition across the care continuwangd decrease
negative outcomes e.gburden, depressionand other health outcomes
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Following development of the framework Cameron et al. (2013) conducted semi

structured interviews with 14 health care professional{HCPs)and 24 carers to identify

EAU POl OEAAOCO T £ OOPDPI OO0 AT A Agbi i OA AAOAOOS
time. The TIRFramework was used as a conceptual guide in the analysis of the interviews.
Different informational and instrumental needs were apparent for each phase of the

framework. However, emotional needsvere less variable over time, andtress and strain

were experienced consistently. Carers needed to feel supported across all phases and

different provid ers of support were identified e.g. family menbers HCPs, friends, and

peerswith an indication of when their support was needed most.

The original framework and thes qualitative findings informed the development of the
Timing it Right Stroke Family Support Programme (TIRSFSP) which has been tested in a
feasibility and pilot randomised controlled trial (RCT)(Cameron et al., 2014a)The
TIRSFSP was offered inmto formats (self directed by carer or stroke support person
directed) and compared to standard carePreliminarily findings indicated this is feasible
and mayenhancecarersdperceived supportand mastery, however, this requiredesting in

a larger scale tial.

Although findings from Cameron et al. (2013haveinformed the development d an
intervention , they have limitations. Cameron et al. (2013used a crosssectional design;
different groups of carers were interviewed at different times between one math and
one-year post stroke. This relied upon a retrospective understanding of needs, with
potential difficulties in recall of needs There would be benefit fromgaining an indepth
understanding of needs over time in a longitudinal study as part of inforing the

developmentof an intervention to reduce burden in carers.

Furthermore, Cameron et al. (20134did not explore the factors that influence whether

A A O Aded3 are addressee g. barriers and facilitators These factors are useful for
understanding needs in context and the circumstances that dictate whether carers gain
appropriate support, including individual factors e.g willingness toaccept support. his is
an area that warrants exploration, as limited esearch has specifically examined the

barriers and facilitators to addressinga range ofneeds in carers of stroke survivors.

Eames et al. (2010addressedonly the barriers to accessing stroke information from the
perspectives of both stroke survivors and carersihite et al. (2007)explored both
barriers and facilitators to undertaking the caring role, rather than their relation to
specific needsLe Dorze and Signor{2010) explored needs and the barriers and

facilitators to addressing needs; however, the focus was limited to carers of individuals
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with aphasia. Attention to howbarriers and facilitators to addressing needs changas
needs change over time woulde avaluable ontribution to research for developing

interventions.

In summary, dthough evidence highlights he importance of attending to carersneedsin

the development ofinterventions (Cameron and Gignac, 2008; Cameron et al., 2014a;

Cameron et al., 2013jurther work is required to develop a successful intervention for

reducing burdenin carers of stroke survivors.Focussing on needs establishes key areas

Al O ET OAOOAT OET 1T ET 40ERAO AA O @WAKIOE O EA G\ ADARDODB 6
cannot assume that addressing needs directly influencesirer burden, without gaining a

more in-depth understanding of carer lurden, and some of thebehavioural and

environmental factors that influence this concept Exploring behavioural and

environmental factors and thar determinants, in addition to carer needs and the barriers

and facilitators to addressing thesavould provide a valuable contribution to the

knowledge required for developing interventions for carers.

As stated previously, he IM approach adopted for the study starts with a comprehensive
needs assessmenthis provides a framework for incorpor ating these areas for
exploration into developingaproposedtheory- and evidencebased intervention for
reducing burden in carers of stroke survivorsThe following section provides an outline of

the research questions addressed within the thesis.

2.8. Overview of research questions addressed in the thesis

I

2.8.1. Sectionone:6Background: Problem identifica

intervention development d

Systematic review: An update of the review by Legg et al. (2011) (chapter three)

Prior to developing a newintervention, a review by Legg et al. (2011) was updated

addressing two researchquestions:

91 Are there any effective interventions for addressing negative outcomes in carers of
stroke survivors?
1 Are there any benefits of a particular type of predefined intervention type for

reducing negative outcomes in carers?

A narrative account of the findingsand a metaanalysis is provided
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Chapterfour provides a rationale for using IM to develop an intervention and outlines the

context for later work.
2.8.2. Sectiontwo: Ol ntervention Mappi®g: (needs asses

As statedpreviously, each component of work in this sectiorontributes to the first stage

of IM, the needs assessment. This stage of the process has two main aims which influenced
the research questions foithis section of the thesis. The first aim is to gain a detailed
description of the behavioural and environmental causes of a problem arideir

determinants. This led to the second systematic réew contributing to this thesis:
Systematic review of systema tic reviews (chapter five)

The systematic review of systematic r@giews synthesisedevidence regarding the factors
that influence burden in carers of stroke survivors and other longeterm conditions. Four

research questions were addressed:

I What are the kehaviours associated with carer burderin carers of people with
longer-term conditions?

 What are the environmental conditions that facilitate or limit behaviours
associated with burden?

1 What other factors are associated with carer burden (including thoseelated to
both the carer and the patient

1 What are the determinants (predictors) of behaviours and environmental factors

associated with carer burden?

A narrative account of findings is presented in chapter five.

The second aim of the needs assessmeasttoCAET AT O1 AAOOOAT AET ¢ T &£ OEA C
their needs, and the factors that influence thesd.his led to the conduct of a third

systematic review(chapter six) and an empiricalstudy (chapter seven).
Systematic review of qualitative studies: Th ematic synthesis (chapter six) :

A systematic review of qualitative literature was conducted to pdate an existing review
(Greenwood et al., 2009ajo illustrate the experience of carers of stroke survivors

between 20052015. Three research questions were addressed:

1 What are the needs of carers of stroke survivors?

1 What is known about how andwhether needschange over time?
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1 What is known about the barriers and faditators to addressing needs?

A thematic approach tosynthesising the data was used (Thomas and Harden, 2008). The

methods and results for this review are outlined in chapter six.
Empirical study: Qualitative interviews (chapter seven)

This empirical study sought to explore carers experiences over time in two groups of

carers using qualitative, semistructured interviews (Group one shortly following

discharge from hospital then two further interviews, each separated by 3 monthsGrouwp

two: nine to 36 monthssince the strokd. This study also includes a explorationiT £ AAOA OO«

social support networks, using a social network mapping activityAntonucci, 1986).

What are the needs of carers of stroke survivors (at each time point)?
What are the barriers and facilitators to addressing needs?

How do needs, and barriers and facilitators to adressing needs change over time?

= =4 =4 =

What can we understand about carers social support networks?

Thematic analysis(Braun and Clarke, 2006) was used to analyse interview dat&he

methods and results for this study are outlined in chapteseven.
2.8.3. Sectionthree: &éDeveloping and designing the

Chaptereight describes the further saiges of thelM process leading to thedevelopment of
a proposedintervention. Chapter nine provides a overall discussion of the research

presented.
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3. Chapter three: Interventions for carers of stroke survivors: A

systematic review and meta-analysis of randomised controlled trials.

3.1. Introduction

This chapter presents an update of a Cochrane systematic revidw &£ {pharmacological
interventions for caregiversi £ OO OT E AlLeu@CarBId) Therdview was
conducted to establish whether existingnterventions are effective(i.e. show astatistically
significant difference between two groups on an outcome measujdn reducing negative
outcomes experierted by carers after strokeA narrative account of the findings and a
meta-analysis is provided; findings are summarised @d recommendations for developing

future interventions for carers of stroke survivors are considered.
3.2. Rationale for review

Although there is variability in carers characteristics, their social roles and how they are
defined, individuals who adopt this role contribute largely to the care that is provided to
stroke survivors (Cecil et al., 2013; Lou et al., 2016)Numerous systematc reviews have
summarisedthe evidence concerning effective interventions for reducing negative
outcomes in carers of stroke survivorgBrereton et al., 2007; Eldred and Sykes, 2008;
Visser-Meily et al., 2008) Aspects of caremealth have also been addressed in two
Cochrane reviewg(Ellis et al., 2010; Smith et al., 2008ahowever carerswere not the

primary focus.

Legg et al. (2011)onducted a systematic reviewvith a primary focus on carersto
establish the effectiveness of interentions for informal carers of stroke survivors on a
range of outcomes. kght intervention studies from four different countries, over a period
of twelve years, provided insufficient evidence to establish which types of interventions
were most effective inreducing or preventing carerspecific stress and strain, general
stress or distress, depression, anxietgnd health related quality of life, compared to
receiving no intervention or standard care. A teaching procedural knowledge type
intervention, compared to usual care was suggested as the most promising for reducing
carer- specific stress and strain, geneax stress or distress, depression and improving
health related quality of life. This was the casethen administered to carersprior to the
patiAT 008 AE OA E A OlgoiveveE@indihgs \Eere D& &ddnAldtssfrom one small,
single-centre study (Kalra et al., 2004)
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Legget al. (2011) conducted searches ir2010; therefore it was important to update this
research addressing the effectiveness of interventions for carers. A systematic review was
deemed as an appropriate method, as this collates all empirical evidence according to{re
defined criteria to answer a prespecified research questionand reduces bias using

explicit, systematic methods, leading to more reliable findingéHiggins and Green, 2011)

3.3. Aim of review

Consistent with thereview by Legg et al. (2011)the primary aim of this systematic review
and metaanalysis was to investigate thesffectiveness of interventons targeted towards
carers of stroke survivors. A secondary aim was to establish if the benefits of interventions
are greater in any predefined intervention sub group e.g. teaching procedural knowledge,

support and information, or psycho-educational type interventions.
3.4. Methods

The Cochranereview methodology, guided by Legg et al. (201lipcluded: identifying
relevant research assessing methodological quality of studies, summarising the evidence

interpreting findings , and highlighting implications of the research.

3.4.1. Inclusion and exclusion criteria

Studies included in the review wee RCT0f non-pharmacological interventions targeted

towards informal carers with the following features:

Delivered to an informal carerof a stroke survivor.
Delivered to aninformal carer and a stroke survivor as a dyad (both the informal
carer andthe stroke survivor are randomised).

Compared to routine care or no care.

T 4EAOA EO Al ET OAT OEIT 1T O EAOAs, dititudetoif PAAO |
behaviour.
CarerswereAA £ET AA A0 OA PAOOIT 1T A&# ATU ACA xEIT bDOi

helpand supportb A0 x AAE O A OOOI EA OOOOEOI Ohd ET x A
accepted.

Studies were excluded from the review if stoke survivors were the primary target of the

intervention and if the study wasnot published in English. RCTsf interventions targeted

at those with mixed aetiology were excluded if the percentage of stroke survivors in the

study was less than 80%.
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3.4.2. Types of outcome measures

The outcomes 6interest were those outlined byLegg et al. (2011)
Primary outcomes

1. Informal caregiver stress and strain at the end of the scheduled follow up period.

2. Informal caregiver wellbeing at the end offie scheduled follow up period.

Secondary outcomes

1. Global measures of stress or distress

2. Measures of anxiety

3. Measures of depression

4. Informal health related quality of life at the end of the scheduled follow up period
5. Informal caregive satisfaction.

6. Informal caregiver mortality.

3.4.3. Study identification and data extraction

Databases were searched from 01.01.200905.02.2015.JH developed @omprehensive
search strategy(appendix A) based on expert advice from the Cochrane Stroke Groapd
guidancefrom an information specialist. The following databases (n=9) were searched to
identify studies for inclusion; AMED, CINAHL, Cochrane Library, HMIC, Medline, Psyclinfo,
Social Work Abstracts, Web of Science and EMBASE.

JH and another revieweiindependently screened all titles and abisacts to assess their
eligibility . Studies that did not meet the inclusion criteria were excluded. Full text
publications were obtained for potentially relevant studies. Where articles could not be
obtained, autha's were contacted.The samereviewers independently applied the
inclusion criteria to this list . Disagreements were resolved through the inveement of a

third reviewer .

Independent data extraction by Bl and another reviewerwas performed for all eligible
studies. A standard data extraction form was used to guide this process, information
included: participant data, characteristics of the intervenibns, outcome measures used,
baseline scores for carer demographics, results for continuous and diclowhous outcomes

and risk of bias.
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3.4.4. Assessment of methodological quality

TheAT 1 AADPO | AffichiNt®defin&abditbere Es@ ladk of consensus regarding how
this should be measured in systematic reviewéRyan et al., 2013)The Cochrane Risk of
Bias Tool is one of the most comprehensive approaches for assessing biases that could
potentially occur in RCTancluded in meta-analyses or systematic reviewgHiggins and
Green, 2011) The authors recognisedimitation s in this tool such aghe length of time it
takes to complete and the lack of extensesresearch on its reliability. Hbwever, greater
transparency is provided in comparison with other approaches to assessing bisand

readers candecide whether they agreewith supporting judgements that are provided.

Whilst the development of risk of bias assessments is continuing to evolve, based on
current evidence, the Cochrane Risk of Bias Tog@fliggins et al., 2011)was selected for this
review. Each trial was assessed for risk of bias based on six domains (randomisation
sequence generation, allocation concealment, blinding of participants and personnel,
blinding of outcome assessment, selective reporting, and incompleteitcome data). For

each, a judgement of high low or unclear bias was made, with support for judgements.

3.4.5. Datasynthesis

Included studies were grouped into three categories based on those outlined bggg et al.
(2011) andAT AAAEOQET 1 Al (tallé obe) And GtheAcAtéydrwaddieated for
interventions that did not fit discretely into the pre-specified categories. To ensure that
this process was unbiased, a groupfdive researchersindependently assigred the
interventions to one of these four ategories based on an extract with details about the

intervention. Results were collated and any disagreemes were resolved by consensus.

Table 1: Types of interventions

Types of interventions

1. Support and information : Interventions that provide participants with
information to connect them with necessary resources, opportunitiesor support.

2. Teaching procedural k nowledge : Interventions that focus on preparing
participants for the work of providing care to a strokesurvivor, and are based on
manual or practical activities.

3. Psycho- educational : Interventions that reinforce personal strengths, resources
and coping skills of participants in order, for example to avoid relapse or
contribute to their own health and wellness on a longterm basis.

4.0ther: ' 1T AAAEOEIT T Al O1 OEA0O8 AAOACT OU «x
in to any of the discrete categoriesor alternatively if they fit it to more than one of
the categories.
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3.4.6. Meta-analysis

Several metaanalyses were conducted and combined with those that were included in the
meta-analysis bylLegg et al(2011). Before conducting a metaanalysis, decisionsvere

required regarding the choice of a random effects or fixed effects statistical molde

The fixed effects model is based on the assumption that the single source of variation in
outcomes is that occurring within the study, meaning the effect expected from each study
is the same(Haidich, 2011). As a result, studies are assumed to be homogenous, with no
differences in thepopulation of study or slection criteria, and treatments or interventions
are delivered in the same way. These models give more weight to larger studies, where

standard error is smaller.

The random effects model is often favoured in comparison with thfixed effects model, as
the assumption that the effect of interest is the same across all studies is often flawed
(Haidich, 2011). The random effects model is based on the assumption that there is a
distribution of true effect sizes, with the goal being to estimate the mean of this
distribution (Borenstein et al., 2010) Using the random effects model, more equal
weighting is given to studies and these are based on within study and between study
variance. Confidence intervals using the random effects model are usually wider than the
fixed effect model, unless between study variance is not apparent, in which case both
models produce the same findingVeroniki et al., 2015) Both methods were considered

before conducting the metaanalysis and applied appropriately.

Heterogeneity was also cosidered in the interpretation of findings. To understand
variability across studies, it is important to distinguish between different sources of
heterogeneity (Haidich, 2011). Clinical diversity encompasses the variability in
participants, interventions, and outcomes. Methodological digrsity is the variability in
study design and risk of bias. It is however argued that statistical heterogeneity is
inevitable, asclinical and methodological diversity always occur in a metanalysis
(Higgins et al., 2003)

The chisquare (@) test is the statistical meaure for heterogeneity,used to assess
whether differences in findings are as a result of chanceleterogeneity of intervention
effects (variation in effect estimates beyond chance) are indicated by a low P value (or a
large chisquared statistic relative to its degree of freedom)Additional methods have
been introduced to establish the impact of théeterogeneity on the metaanalysis. The
square R statistic is used to outline the percentage of variability in effect estimates that is

as a result of heterogeneityas opposed to chancéHiggins and Thompson, 2002; Higgins
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et al., 2003) This ranges from 0% to 100%, where higher values indicate greater
heterogeneity. Difficulties in interpreting can arise, as the importance of inconsistency is
dependent on numerous factorsHigginsand Green (2011)outlined guidance for

interpretation:

1 0% to 40%: might not be important;
1 30% to 60%: may represent moderate heterogeneity*;
1 50% to 90%: may represent substantial heterogeneity*;

1 75% to 100%: considerable heterogeneity*.

*The importance of the observed value ofddepends on (i) magnitude and direction of
effects and (ii) strength of evidence for heterogeneity (e.g. P value from the etguared

test or aconfidence interval for B).

Heterogeneity was assessed through examininfgrest plots and carrying out the chi

square (X) test using a P value of less than 0.1 as an indicator of heterogeneity. The effect
of heterogeneity was quantified using the3statistic. Guidance for interpretation is

outlined above. An }value of 50% @ above was considered as substantial heterogeneity
(Higgins and Green, 2011)

3.4.7. Measures of treatment effect

3.4.71 Continuous outcome

Continuous outcomes are those where measurements for an outcome are on a numerical
scale, usually summarised as meanLegg et al. (2011) analged the following as
continuous outcomes:informal caregiver stress and strain, informal caregiver welbeing
(the primary outcomes), depression, health related quality of life and satisfaction
(secondary outcomes). Means and standard deviations were usedder the assumption

that they had a normal distribution.
3.4.7.2 Dichotomous outcomes

Dichotomous data is data from outcomes that can be separated in to two distinct
categories, where participants cannot be in both categories. Two types of dichotomous
data are relevant for the current review, these are alive or dead and data that have been
dichotomised from outcomes that are nbdichotomous.Legg et al. (2011)converted

measuresof anxiety to dichotomous data using published optimal clinical cupoints.
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Using ogimal cut off points, individuals in one state (e.g. anxiety) can be separated from
those in another state. Individuals who lie above the clinical cut point on a scale for
anxiety are likely to meet criteria for having anxiety; those who lie below the cuiff point
are less likely to have anxietyThe measure of effect for dichotomous outcomes was the
risk ratio (RR) in the review byLegg et al. (2011)For this review, outcomeswere

reviewed to determine appropriate methods of analysis.

3.4.8. Statistical software

RevMan version 5.3 was used for all metanalyses(Cochrane Collaboration, 2014)
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3.5. Results

The search identified9454 references, following deduplication 8675 remained, of these

22 were considered potentially relevant and thelll texts were reviewed (one of the 22

was provided by an author following contact regarding an abstract)len studies were

excluded (see fyjure two). Twelve studies were included in February 2015.

Records identified through
database searching
{n=9454)

Records after duplicates removed
(n = 8675)

b

Records screened

(n=8675 )

Full-text articles assessed for
eligibility from screen
(n=21)

Full text article assessed for
eligibility from author
(publication following
abstract) (n=1)

(n=22)

L 4

Records excluded
(n = 8654)

Studies included in
synthesis
(n=12)

Y

Full-text articles excluded
(n=10)

Reasons: Carer not primary
target ofintervention (n=2);
not compared to routine or
no care (n=1) article not
published in English (n=1);
not a RCT (n=2); Less than
80% of participants from
mixed conditions were
stroke (n=1); abstract not
full text publication (n=3) *

*response from1 author
regarding publication of full
text.

Figure 2: Study selection process diagram (using PRISMA guidelines)
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3.5.1. Included studies

Twelve new studies in addition to eightidentified by Legg et al. (2011) met the inclusion
criteria. All studies were published inEnglish and the majority were conducted in
America. Other locations included Germany;anada Taiwan and the UKFive studies
targeted carer and stroke survivor dyadsremaining studies targeted arers only. The
timing of intervention delivery ranged from six weeks to one yeaithe majority were
delivered within the first th ree months following discharge. Most studies collected
demographic data from arers e.g. age and gendéseecharacteristics d included studies,

appendix B).
Table two outlines the studies in accordance with the intervention categories.

Table 2: Categorisation of interventions

Support and Teaching Psycho- Other (where
information: procedura | educational : interventions could
Interventions that knowledge : Interventions that be categorised in

more than one of
the three defined

groups).

Interventions that
focus on preparing
participants for the

provide participants
with information to
connect them with

reinforce personal
strengths, resources
and coping skills of

necessary work of providing participants in
resources, care to a stroke order, for example
opportunities, or survivor and are to avoid relapse or
supports. based on manual or | contribute to their

own health and
wellnesson a long
term basis.

practical activities.

(Cameron et al.,
2014a; Pierce et al.,
2009c¢)

(Forster et al., 2013;
Perrin et al., 2010;
Shyu et al., 2010)

(Bishop et al., 2014;
Eames et al., 2013;
King et al., 2012;

Pfeiffer et al., 2014)

(Bakas et al., 2009;
Marsden et al.,
2010; Smith et al.,
2012)

There were seven modes ahtervention delivery :

Table 3: Modes of delivery

Mode of delivery Study

(Bakas et al., 2009)

(Bishop et al., 2014)

(Marsden et al., 2010)

(Cameron et al., 2014a; Forster et al., 2013; King
et al., 2012; Pfeiffer et al., 2014; Shyu et al., 2010

1. Written and telephone

2. Telephone
3. Face to face group setting
4. Face to face and telephone

5. Face to face and video calls | (Perrin et al., 2010)
6. Web based (Pierce et al., 2009c; Smith et al., 2012)
7. Written, face to face and (Eames et al., 2013)

telephone
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For details of the study intervertions and comparators,see appendix B

3.5.2. Excluded studies

Table four outlines reasons excluding studies

Table 4: Excluded studies

Reasons for exclusion with study references

Less than 80% of participants from mixed conditions were stroke survivorgElliott et
al., 2009)

Not published in English(Frischknecht et al., 2014)

Carers not primary target of intervention (not part of randomisation) (Backhaus et al.,
2010; Wang et al., 2015)

Abstract (Bakas et al.2010; Cameron et al., 2011; Miller et al., 2010)

Not RCT (Forster et al., 2012h Oupra et al., 2010)

Not compared to usuécare or control (Ostwald et al., 2014)

3.5.3. Risk of bias in included studies

Findings from the risk of bias assessment are presented for each of the six domains;
method of randomisation, allocation concealment, blinding of partigiants and personnel,

blinding of outcome assessment, selective repdrtg and incomplete outcome data.
3.5.3.1 Randomised sequence generation

Ten studies reported methods of randomisation that were cosidered aslow risk of bias
(Bakas et al., 2009; Bishop et al., 2014; Cameron et al., 2014a; Eames et al., 2013; Forster
et al., 2013; King et al., 2012; Marsden et al., 2010; Perrin et al., 2010; Pfeiffer et al., 2014;
Smith et al., 2012) Two studies were unclear, due to insufficient information to make a

judgement (Pierce et al., 2009c; Shyu et al., 2010)
3.5.3.2 Allocation concealment

For the majority of studies, allocation concealment was not reported or there was
insufficient information to make a judgement(Bakas et al., 2009; Bishop et al., 2014; King
et al, 2012; Marsden et al., 2010; Perrin et al., 2010; Pfeiffer et al., 2014; Pierce et al.,
2009c; Shyu et al., 2010; Smith et al., 2012)hree studies reported procedures for
allocation concealment that weredeemed low risk of bias(Cameron et al., 2014a; Eames
et al., 2013; Forster et al., 2013)
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3.5.3.3 Blinding of participants and personnel

In ten of the twelve cases, unclear risk of bias was assigned for this domain. In some cases
this was due to having insufficient information to makea judgement(Bishop et al., 2014;
Marsden et al., 2010; Perrin et al., 201@®ierce et al., 2009c; Smith et al., 2012 other
casesthis was unclear as authors described how personnel were blinded but procedures
for blinding participants were not described(Bakas et al., 2009; Cameron et al., 2014a;
Eames et al., 2013; King et al., 2012; Pfeiffer et al., 20Bhyu et al., 2010)Forster et al.
(2013) reported procedures for both the marticipants and personnel and wagegarded as

low risk of bias. Binding participants to some of these interventions can be difficult, given

that the interventions are compared to catrols.
3.5.34 Blinding of outcome assessment

In seven of the twelve RCTSs, unclear risk of bias was apged for this domain,due to lack

of reporting (Bakas et al., 2009; Bishop et al., 2014; Forster et al., 20X3ng et al., 2012;
Perrin et al., 2010; Pfeiffer et al., 2014; Pierce et al., 2009c; Shyu et al., 200}hree of

the twelve studies, low risk of bias was assigned as the blinding of outcome assessments
was carried out appropriately (Cameron et al., 2014a; Eames et al., 2013; Smith et al.,
2012).

One study(Marsden et al., 2010was assessed as being at high risk of bias, as the research
team who undertook secondary outcome mesures were not blinded to group allocation

as it was reported there was limited project funds.
3.5.3.5  Selective reporting

All studies were marked as low risk of bias as there were no concerns about selective

reporting.
3.5.3.6 Incomplete outcome data

In seven of thetwelve studies, unclear risk of bias was assigned for this doma{Bakas et
al., 2009; Bishopet al., 2014; Cameron et al., 2014a; Eames et al., 2013; King et al., 2012;
Perrin et al., 2010; Shyu et al., 2010Reasonsmcluded alack of information regarding

how data was imputed and limited reporting of reasons for attrition across groupsFive
studies were regarding as being low risk of bias for this domai(Forster et al., 2013;
Marsden et al., 2010; Pfeiffer et al., 2014; Pierce et al., 2009c; Smith et al., 20it2)hese
cases, attrition rates were low ad appropriate methods wereused to impute missing

data.
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3.6. Effects of interventions

Twelve new studies were included n the current review to update thelLegg et al. (2011)

review, seven of which wereappropriate for inclusion in the meta-analysis.These were

pooled with studies previously identified byLegg et al. (2011) (table fivg. Five studies

were excluded from the metaanalysis (Bishop et al., 2@4; Cameron et al., 2014a; Perrin
et al., 2010; Shyu et al., 2010; Smith et al., 201@)e to having insufficient data to

compute. In the study byBishop et al. (2014) outcomes measured were not relevant to

the current review. The outcomes of interestwere the same ad_egg et al. (2011)

Table 5: Summary of studies included in the meta -analysis

Outcome and subgroup

Legg et al. (2011) (previous
review)

Current review

Informal caregiver stress or s

train

Teaching procedural
knowledge

Kalra et al. (2004)

Forster et al.(2013)

Support and information

(Mant et al., 2000; Yoo et al.,
2007)

Psycheeducational

(Draper et al., 2007; Hartke and
King, 2003)

Eames et al. (2013)

Other

Marsden et al. (2010)

Global measures of stress or

distress

Support and information

Mant et al. (2000)

Psycheeducational

Draper et al. (2007)

Anxiety (lying above the recommended clini cal cut-point for symptoms and signs

of anxiety )

Teaching procedural
knowledge

Kalra et al. (2004)

Anxiety (continuous)

Psycheeducational

(Eames et al., 2013;
King et al., 2012)

Depression

Teaching procedural
knowledge

Kalra et al. (2004)

Support and information

(Mant et al., 2000; Pierce et al.,
2004b)

Pierce et al. (2009¢

Psycheeducational

(Draper et al., 2007; Hartke and
King, 203)

(King et al., 2012;
Pfeiffer et al., 2014)

Other

Bakas et al. (2009)

Health related quality of life

Teaching procedural
knowledge

Kalra et al. (2004)

Support and information

Larson et al. (2005)
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The following outcomeswere analysed as continuous variables: informal caregiver stress
and strain, global measures of stress or distress, depression, health related quality of life.
Means and standard deviations were used under the assumption that the data have a
normal distrib ution. Anxiety was entered as a continuous outcome for the curremeview;
however findings are included from theKalra et al. (2004)study, identified by Legg et al.

(2011), where this was entered as a dichotomous outcome.

Both random effects and fixedeffects were usedFor the following outcomes:Global
measures of stress or distress and\nxiety (lying above the recommended clinical cut

point for symptoms and signs of anxiety)a fixed effect model was used as each of the
studies that were relevant to trese outcomes were categorised in to different subgroups,
therefore there were no comparisons to be made ande effect of interest remained the
same. he random effects model was applied to hbther outcomes (nformal caregiver
stress and strain; Depressin; Health related quality of life and Anxiety (continuous)). This
was chosen as there was no restriction by assuming a common prevalence across studies
and conclusions could be drawn about the findings that can be generalised beyond the

studies includedwithin the review.

Findings from the metaanalysis are displayed graphically using foregplots. In all cases,

the final follow up score data was entered into the metanalysis.

3.6.1. Primary outcomes

3.6.1.1 Informal caregiver stress and strain

Eight of the nine studies that collected data on measures of informal caregiver stress and

strain were computed inthe meta-analysis

Experimental Control Mean Difference Mean Difference
Study or Subgroup  Mean SD Total Mean SD Total Weight IV, Random, 95% Cl IV, Random, 95% CI
1.1.1 Teaching procedural knowledge
Farsteretal 2013 448 168574 291 438 170112 314 500% 1.00 [-1.68, 3.68]
Kalra 2004 33.89 982 125 4266 1179 130 50.0% -B.67[11.30,-6.04] ——
Subtotal (95% CI) 416 444 100.0% -3.84 [-13.32, 5.64]

Heterogeneity: Tau?= 44.92; ChiF= 25.56, df= 1 (P < 0.000013; I = 96%
Testfor overall effect: Z= 0.79 (P = 0.43)

-20 10 0 10 20
Favours [experimental] Favours [control]

Figure 3: Experimental versus control: Outcome: Informal caregiver stress and strain
(MD)
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3.6.1.1.1 Teaching procedural knowledge

In addition to one study from the previous review(Kalra et al., 2004) two studies
assessed the effect of teaching procedural knowledge type interventions on informal
caregiver stress and strain(Forster et al., 2013; Perrin et al., 201Q)Fndings from Perrin
et al. (2010) could not be included in the metaanalysis, as there were insufficient data to
compute. The author was contacted for additionlanformation, but this was unavailable.
Data fromKalra et al. (2004) and Forster et al. (2013)including 860 participants, were
PiI1T1AA O AOOAOO OOAAAEEI ¢ DPOI AAAGOAT ETT xI1 A
Burden ScalgCBS)(EImstahl et al., 1996) The mean difference (MD) between the
intervention and control group at the end of scheduled follow up wag 3.84 (95%
confidence interval (Cl)-13.32to 5.64, P =0.43) showing statistical heterogeneity (¥=
96%) and no benefit of the teaching procedural knowledge group for reducing informal

caregiver stress and strain.

Experimental Control Std. Mean Difference Std. Mean Difference
Study or Subgroup  Mean SD Total Mean SD Total Weight IV, Random, 5% Cl IV, Random, 95% CI
1.2.2 Support and information
Mant 2000 366 423 83 4 468 B0 EB35% -0.08 [-0.37,0.21]
Yoo 2007 B2.44 1454 18 9416 1924 18 365% -0.67 [-1.35,0.00]
Subtotal {95% CI) 111 108 100.0% -0.29[-0.86, 0.27]

Heterogeneity: Tau®= 011 Chi*= 254, df=1 (P=011); F=61%
Testfor averall effect Z=1.02 (P =0.31)

1.2.3 Psycho-educational

Draper 2007 1071 647 17 ME 328 20 207% -0.17 [-0.82, 0.47] —_— T
Eamesetal 2013 65 34 2% B2 3F 28 298% 0.08 [-0.46, 0.62]

Hartke 2003 31.04 1539 43 2978 1208 45 496% 0.09[-0.33, 0.51] ?
Subtotal {95% CI) 85 93 100.0% 0.03[-0.26, 0.33]

Heterogeneity, Tau®= 0.00; Chi*= 050, df=2 (P=0.78);, F= 0%
Testfor overall effect Z=022 (P=082)

1.2.4 Other
Marsden et al 2010 45 38 g 24 18 7 100.0% 0.64 [-0.41,1.68] I
Subtotal {95% CI) 7 100.0% 0.64 [-0.41, 1.68] ——

Heterogeneity: Mot applicakle
Testfor overall effect Z=119 (P =0.24)

-2 -1 0 1 2
Favours [experimental] Favours [control]

Figure 4: Experimental versus control: Outcome: Informal caregiver stress and strain
(SMD)

3.6.1.1.2 Support and information

No new studiesincluded support and information type interventions for this particular
outcome. Two studies were pooled in the metanalysis from the previous review that
included support and information interventions (Mant et al., 2000; Yoo et al., 2007)n
total, 219 participants were included across these studie¥.ooet al. (2007)used a

measure that was specifically developed for the study andant et al. (2000)used the

Caregiver Strain IndexCSI)(Robinson, 1983)to measure informal stress and strain. The
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pooled result, combined as a standardised mean difference (SMD), wa8.29 (95% CI-
0.86 to 0.27, P = 0.31), with substantial statistical heterogeneifyp= 0.11, = 61%).

3.6.1.1.3 Psycho-educational

In addition to two studies from the previous review(Draper et al., 2007; Hartke and King,
2003) another study (Eames et al., 2013yvas included as a psych@ducational type
intervention (178 participants). One study(Eames et al., 2013used the CS{Robinson,
1983), one(Hartke and King, 2003)used the Burden Interview(Zarit and Zarit, 1983), and
one (Draper et al., 2007)used the Relatives Stress Sca{&reene etal., 1982) The pooled
result combined as a SMD was 0.03 (95% €D.26 to 0.33, P = 0.82) showed no significant
benefit for psycho-educational intervention group, with no statistical heterogeneity (P=
0.78, 12 = 0%).

3.6.1.14 Other

Marsden et al. (2010)inclOAAA AT ET OAOOAT OEiI T OACAOAAA
Informal Caregiver Stress and Strain waseasured using the CSIThe MD between the

Ol OEA0OS6 OUPA 1T &£ ET OAOOAT OET 1 edulediolldwiup perdd |
was 0.64 (95% Ck 0.41 t01.68, P=0.24). This indicated no significant beneficial effect for

this type of intervention when compared to control.

3.6.1.2 Informal caregiver wellbeing at the end of the scheduled

follow up.

No studies in the previous review byLegg et al. (2011)collected caregiverspecific
wellbeing outcomes. From the articles included in the current revienCameronet al.
(20144a) assessed Psychological Wellbeing using the ¥iem Positive Affect Scale. The
data provided was insufficient for computingin the meta-analysis. No further information

could be obtained from the author.
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3.6.2. Secondary outcomes

3.6.2.1

Two previously identified studies (Draper et al., 2007; Mant et al., 20003ollected data for
this outcome using the GeneraHealth Questionnaire 28(GHQ 28)(Goldberg, 1972) These
were not pooled together in the metaanalysis, as they were each categorised as different

intervention types.

Global measures of stress or distress.

Experimental Control Mean Difference Mean Difference
Study or Subgroup  Mean SD Total Mean SD Total Weight IV, Fixed, 95% Cl IV, Fixed, 95% C
1.3.1 Support and information
Mant 2000 166 429 @3 4 468 80 1000% -0.34[1.64 0.86
Subtotal (95% Cl) a3 80 100.0% -0.34[1.64,0.96]
Heterogeneity: Mot applicable
Test for overall effect 2= 051 (P=0.61)
1.3.2 Psycho-educational
Draper 2007 426 827 1 628 T 17 1000% -2.02[6.58,254] t
Subtotal (95% Cl) 1" 17 100.0% -2.02 [-6.58, 2.54]

Heterageneity: Mot applicable
Test for overall effect £=0.87 (P =0.35)

Testfor subgroup diferences: Chi*=0.48, df=1 (F=0.48) F=0%

50 28 0 24
Favours [experimental] Favours [control]

&0

Figure 5: Experimental versus control: Outcome: Global measures of stress or distress

3.6.2.1.1

Support and information

Mant et al. (2000)(including 183 participants) assessed the effects of a support and

information intervention on carers levels of stress and distress. The MD between the

O000PPI O6 AT A ET &£ O AGET 1
follow up period wasz 0.34 (95% Clz 1.64 to 0.96, P= 0.61). This indicated no significant

beneficial effect for support and information type irterventions when compared tousual

care.

3.6.2.1.2

Psycho-educational

~

o

thel e/ofAHe AcheQeld 1

Draper et al. (2007) (including 28 participants) assessed the effects of a psycho

educational type intervention and found no significant difference between this and the

wait-list comparator group. MDz 2.02 (95% Clz 6.58 to 2.54, P= 0.39) on level of stress

and distress.
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3.6.2.2  Anxiety

Three studies collected data on measures of anxiety, one was entered into the meta

analysis as a dichotomous outcome and the other two were entered as continuous

outcomes.

Experimental Control Risk Ratio Risk Ratio
Study or Subgroup  Events  Total Events Total Weight M-H,Fixed, 895%Cl M-H, Fixed, 95% CI
1.4.1 Teaching procedural knowledge
kalra 2004 4 133 10 138 1000%  0.42[013,1.24] i—
Subtotal (95% Cl) 133 138 100.0% 0.42[0.13,1.29] -
Total events 4 10

Heterogeneity: Mot applicable
Test for overall effect =152 (P=013)

Total {95% ClI) 133 138 100.0% 042[0.13,1.29] -
Total events 4 10
Heteropeneity: kot applicable 'IJ.D1 EII1 1IIJ 1IJD'

Testfor overall effect 7=142 (P=013)

, : Favours [éxperimental] Favours [control]
Test for subaroup differences: Mot applicable

Figure 6: Experimental versus control: Outcome: Anxiety (lying above the
recommended clinical cut off points for symptoms and signs of anxiety)

3.6.2.2.1 Teaching procedural knowledge

One study identified by Legg et a(2011) including 271 participants (Kalra et al., 2004)

AOOAOOAA OEA AEEFAAOO 1 A M0 FAARMEFGA] GEJITAAANOAANA GG C
anxiety using the Hospital Aniety and Depression Scal@HADS)(Zigmond and Snaith,

1983). There was no significant difference between the intervention andontrol group:

risk ratio (RR) 0.42 (0.13 to 1.29, P=0.13)) on level of anxiety.
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Experimental Control Std. Mean Difference Std. Mean Difference
Study or Subgroup  Mean SD Total Mean 5D Total Weight IV, Random, 95% Cl IV, Random, 95% CI

1.8.1 Psycho-educational

Eames etal 2013 B8 34 2 B2 37T 28 ETH 0.08 -0.46, 0.62]
King etal 2012 494 4 70 485 382 TH Tid% 0.02-0.30,0.39)
Subtotal (95% Cl) 95 103 100.0% 0.04 [-0.24, 0.32]
Heteragengity Tau?=0.00: Chi*=0.04, df=1 (P =085 F=0%

Testfor overall effect 7= 027 (F=0.79)

Total (95% CI) 95 103 100.0%  0.04[-0.24,032]

Heterogeneity: Tau®= 0.00; Chi*= 0.04, df=1 (P = 0.85); F= 0% , , . . |
Testfor overall eflect Z= 0.27 (P= 0.79 10 3 0 5 10
S ) ) Favours [experimental] Favours [control]

Testfor subgroup differences: Mot applicable

Figure 7: Experimental versus control: Outcome: Anxiety (continuous)

3.6.2.2.2 Psycho-educational

Two studies(Eames et al., 2013; King et al., 2012)98 participants) assessed the effects
I £ A GBORABDET T Al ET O kdd dnkidymiding the HADEamkAed O
al., 2013)and Tension Anxiety 5 item sub scale of the Profile of Moods scale short form
(King et al., 2012) The pooled result combined as a SMD was 0.04 (95%z{.24 to 0.32,
P=0.79) with no statistical heterogeneity (P= 0.85, 12 = 0%) and no significant benefit for

the psychoeducational intervention group.
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3.6.2.3  Depression

Nine studies collecteddata on measures of depression

Experimental Control Std. Mean Difference Std. Mean Difference
Study or Subgroup  Mean 50 Total Mean SD Total Weight IV, Random, 95% Cl IV, Random, 95% Cl
1.5.1 Teaching procedural knowledge
Kalra 2004 206 1908 133 34 246 140 100.0% -0.61 [-0.84, -0.37]
Subtotal {95% CI) 133 140 100.0% -0.61 [-0.85, -0.37]

Heterogeneity: Mot applicable
Testfor averall effect Z=4.92 (P = 0.00001)

1.5.2 Support and information

tant 2000 366 429 43 4 468 490 51.7% -0.08 [-0.37,0.21]

Pierce 2004 1299 3 123 98 3 243% -0.03[0.49, 0.43] {
Pierce 2009 123 9% 36 9 91 I 240% 035012, 0.81]

Subtotal (95% Cl) 165 164 100.0% 0.04 [-0.20, 0.28] [ ]

Heterogeneity Tau®= 0.01; Chi*= 236, df =2 P=02313 F=15%
Testfor averall effect Z=0.30{P=0.77)

1.5.3 Psycho-educational

Draper 2007 426 527 11 628 01 17 12.4% -0.31 [1.07, 0.46] -
Hartke 2003 1416 1028 43 108 755 45 265% 0.36[-0.06, 0.748]

King etal 2012 1637 117 F0 1501 1026 75 330% 013 [-0.20,0.45] 'F
Pfeiffer et al 2014 1848 762 51 182 1087 48 281% -0.29 [0.68,0.11]

Subtotal (95% Cl) 175 185 100.0% 0.02 [-0.29, 0.33] 4

Heterogeneity Tau®= 0.05; Chi®= 590, df=3 P =012 F= 449%
Testfor overall effect Z=0.11 {P=10.91)

1.5.4 Other
Bakas etal. 2009 437 107 2 BT7S 113 18 100.0% S212F2.81,-1.33] !
Subtotal (95% Cl) 21 19 100.0% -212[-2.91,1.33]

Heterogeneity, Mot applicable
Test for averall effect; £= 526 (P = 0.00001)

-0 5 0 5 10
Favours [experimental] Favours [control]

Testfor subgroup differences: Chi®= 38.14, df= 3 {F = 0.00001}, F=92.1%

Figure 8: Experimental versus control: Outcome: Depression

3.6.2.3.1 Teaching procedural knowledge
One new studlyA OOAOOAA OEA AZE£ZZAAO 1 £ OOAAAEEI ¢ POI AAAOOAI
depression(Perrin et al., 2010) This could not be entered in to the metaanalysis, as there
was insufficient data to compute. The author was contacted for additional information, but
this could nat be provided. One previously identified studyKalra et al., 2004)(173
participants) assesed the effect of this type of intervention on measures of depression
using the HADS(Zigmond and Snaith, 1983) The MD between the intervention and
comparison group at the end of scheduletbllow up was-0.61 (5% Clz 0.85 t0-0.37, P <

0.0001) in favour of the teaching procedural knowledge type group.
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3.6.2.3.2 Support and information

Two studies(Cameron et al., 2014a; Pierce et al., 2009@¢kre included in addition to the
two previously identified studies (Mant et al., 2000; Pierce et al., 2004bFndings from

the study by Cameron et al. (2014) could not be included in the metaanalysis, as the data
was not reported asmedians and standard deviations and further data could be obtained

from the author.

A total of 329 participants were included in the studies that assess€d O OB BT OO0 AT A
ET &£ O AOGEI 18 OUDA EIT OAOOAI(Magtletial®2000t Piercdek & OO A O
2004b; Pierce et al., 2009c)One study(Mant et al., 2@M0) used the GHQ 28Goldberg,

1972) to measure depression and two studiegPierce et al., 2004b; Pierce et al., 2009c)

used the Centre for Egiemiologic Depression Scale (CES) (Radloff, 1977). The pooled

result combined as a SMD was 0.04 (95% €D.20 to 0.28, P= 0.77) with no significant
heterogeneity (P=0.31,4=15%) and no significant beneficial effect of the support and

information intervention group.

3.6.2.3.3 Psycho-educational

Two studies using psycheeducational interventions (King et al., 2012; Pfeiffer et al., 2014)
were included in addition to two previously identified studies(Draper et al., 2007; Hartke
and King, 2003)(360 participants). One study(Draper et al., 2007)used the GHQ 28
(Goldberg, 1972)and three used the (Hartke and King, 2003; King et al., 2012; Pfeiffer et
al., 2014)used the CED (Radloff, 1977).The pooled result combined as a SMD was 0.02
(95% Cl1z 0.29 to 0.33, P = 0.91) withmoderate heterogeneity (P= 0.122= 49%) and no

significant benefit of this type of intervention for reducing depression.

3.6.2.34 Other

Two studies(Bakas et al., 2009; Smith et al., 2012ssessed the effects of interveions
OEAO xAOA AAOAdm teprestidh AFindings fror tBeEsiidy dBmith et al.
(2012) could not be included in the metaanalysis;insufficient data was available to

compute.

Forty participants were included in a study byBakas et al. (2009)Depression was

assessed using th@atient Health Questionnaire 9PHQ 98 4 EA -$ AAOxAAT OE
type intervention and attention control group at the end of the scheduled follow uperiod

was-2.12 (95% Clz 2.91 to-1.33, P= 0.00001). This indicated a significant benefit for this

Ol OEAO6 OUPA ET OAOeBionOET 1T &£ O OAAOAET ¢ AAD
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3.6.2.4  Health related quality of life

Five studies assessed hedi-related quality of life (HRQd.). Two were computedn the

meta-analysis.

Experimental Control Mean Difference Mean Difference
Study or Subgroup  Mean 5D Total Mean SD Total Weight IV, Random, 95% Cl IV, Random, 95% CI
1.6.1 Teaching procedural knowledge
Kalra 2004 1917 13058 120 3114 1612 130 1000% -11.97 [15.59,-8.39) ,
Subtotal {95% CI) 120 130 100.0% -11.97 [-15.59, -8.35]

Heterogeneity: Mot applicable
Testfor overall effect; £=6.47 (F = 0.00001)

1.6.2 Support and information

Larson 2005 2637 1802 46 2273 1677 45 100.0% 364[-3.51,1079] !
Subtotal (95% CI) 46 45 100.0%  3.64[-3.51,10.79]

Heterogeneity, Mot applicable

Testfor overall effect Z=1.00 (P=0.32)

L 1 |
-100 -4l 0 a0 100
, , Favours [experimental] Favours [control]
Testfor subgroup differences: Chif=14.57 df=1{P=000013 F=931%

Figure 9: Experimental versus control: Outcome: Health Related Quality of Life

3.6.24.1 Teaching procedural knowledge

No additional studies were identified for the teaching procedural knowledge type
interventions that assessed HRQolLegg et al. (2011)dentified a study byKalra et al.
(2004) which assessed healthrelated quality of life (HRQoL) using the EuroQol-5D (EQ
5D) (EuroQol Group, 1990)The study found a significant difference in healthelated
quality of life in favour of the experimental intervention: MD-11.97 (95% CI-15.59 to-
8.35, P<0.0001).

3.6.24.2 Support and information

No additional studies were found for support and intervention type interventions that

assessed HRQolLarson et al. (2005)and Mant et al. (2000)were previously identified.

Larson et al. (2005)assessed HRQoL using the E&D (EuroQol Group, 1990)and Mant et

al. (2000) assessed HRQoL using the Short Form 36 (¥6) (Medical Outcomes Trust,

1993). It was not possible to pool data from these two studies as the -8B produces eight

health domain scores, one psychometrically based phical component summary score

and one menal component summary scorenot one total scoreLarson et al. (2005)

OEIl xAA 11 OECI EZEAAT O AATAEZEO &£ O 000PDPI 00 AT A EI
measures of HRQoL, MD 3.64 (95% €B.51 to 10.79, P= 0.32)in the study byMant et al.

(2000) significant improvements were evident in five of 8 SF36 health domains. These

included energy and vitality, mental health, pain, physical function and general health
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perception. These favoured the support and informatio group (data drawn from Mant
2000 paper).

3.6.2.4.3 Other

Two studies assessed HRQoL. One studgarsden et al., 2010)assessed HRQoL using the
Stroke Impact Scale (SIS) and one studghyu et al., 2010anssessed HRQousing the
medical outcomesstudy SF 36. It was not possible to pool data from these two studies as
the SF36 produces eight health domain scores, one psychometrically based phydica
component summary scoreand one menté component summary scorenot one total score.

The SIS producse nine domain scores rather than one total score.
3.6.2.5 Informal caregiver satisfaction

Two studies measured satisfactior{Perrin et al., 2010; Pfeiffer et al., 2014)in addition to
the three studies identified byLegg et al. (2011}hat also measured satisfactior{Grant et
al., 2002; Hartke and King, 2003; Mant et al., 2000)

Pfeiffer et al. (2014)assessed the impact of the Problem Solving Intervention on
AAOACEOAOOG OAOEOZAAOEITT xEOE 1 AEOOOA OEI A O
(Stevens et al., 2004)This is a likert scale ranging from 0 (not at all) to 2 (a lot) with a

total score between Oz 12 and higher scores indicating greater satisfaction. Twentgight

participants from the intervention group returned questionnaires to measure their

satisfaction. The meansatisfaction score for the intervention group was 91.4%D_ 10.9).

we8tbP | £ PAOOEAEDPAT OO xAOA Oi1 001U OAOCEOEEAA
duration of calls. 89.3% of caregivers rated facwo-£AAAA AT 1T OAAO AO OOAOU
preference forbetween one and three additional facgo-face contacts during 12 months

was expressed by 21.5% of articipants. 39.3% of carerswould have liked an earlier onset

and longer maintenance period (35.7%) of the intervention.

Perrin et al. (2010)assessed s&f O FAAQOET T Q®EOETI DEAOOEOGAI AA 0 0]
intervention programm e designed for stroke carersThis was assessed using an adapted

form from the Veteran Affairs Care Coordination and Home Teleealth Patient

Satisfaction SurveyThis is a 5point Likert scale, with 1 being not at all satisfied and 5

being completely satisfied.The study reported that the four items for assessing

satisfaction with the program were significantly inversely correlated with caregiver strain

(r =-0.44,p < 0.01) anddepression ¢ =-0.53,p < 0.01). As caregiver satisfaction with the

Transition Assistance Pogramme increased, negative psycheocial factors e.g. strain and

depression was reduced. Authors suggested that this finding, coupled with a high rate of
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program satisfaction (9.5 out of 10 (SD = 0.95)) suggests that this interventichelped

coping among carers
3.6.2.6 Informal caregiver mortality

No studies collected data on informal caregiver mortality in thé.egg et al. (2011)eview.
In the current review, one studyreported that a carer had died(Bishop et al., 2014) Other
studies reported deaths overall, yet it is not always clear whether these are the carers or

the stroke survivors (Forster et al., 2013; Pierce et al., 2009c)

3.7. Discussion

3.7.1. Summary of main results

This review updated that conductedby Legg et al. (2011) to establish whether any

current interventions are dfective in reducing negative outcomes in carers after stroke
and if the benefits of these interventions are greater in any preefined intervention sub-
group. Thestudy by Kalra et al. (2004) identified by Legg et al. (2011showed some
support for interventions that aimed to enhance procedural knowledge on depression and
health related quality of life.However Training Caregivers After Stroke TRAC$, amulti -
centre trial of the same intervention reported byKalra et al. (2004)reported no significant

effect on caregiver outcomes.

From the new studies incluled in the review,Bakas et al. (2009khowed astatistically
significant beneit for an intervention (ET A1 OAAA ET OB #rrediciBgE A0S
depression when compared with the attentioncontrol. There was a 2.64 point difference
in the PhQ-9 scores between the two groups. This was statistically significarfp =
<0.00001) and alsoclinically significant (i.e. clinically meaningful) to carers of stroke
survivors. The Telephone Assessmerand Skill Building Kit (TASK) intervention by Bakas
et al. (2009)included elements of all three of the categories used for defining
interventions e.g. information about stroke, providing physical and instrumental care and
stress management strategies. Sonaspects of the intervention did not fit in to the
defined categories: maintaining realistic expectationsand screening for depressive

symptoms.

It is difficult to draw conclusions about which components of this intervention are
effective for reducing depression However, it suggests that other aspects of interventions

could beconsidered, aside from thosé¢hat are often included e.g. information, support,

AA

O
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al., 213), the review findings are based on small scale studiebimiting their
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generalisability. Current evidence is insufficient for determining whichtype of
intervention is most effective for reducing negative carer outcomes, therefore further

research is necesary.

3.7.2.  Quality of the evidence

The current review evidence is based on 20 RCT interventions for carers of stroke
survivors, of which seven were included in the metanalysis with studies from the

previous review (Legg et al,2011).

It is difficult to draw conclusions about the findings from these studies, as numerous
factors play a role in effectiveness of intervention$or carers of stroke survivorse.g.

timing, nature of the caring situation, type of intervention, length of intervention and
characteristics of carers. Additionally, there are limitationsregarding the conduct of the
individual RCTsthat raise questions about the validity of their findings. Foexample, the
majority of RCTswere small in scale, meaning the statistical power to detectdiff erence
between the intervention and control groups was compromisedSmall samples also meant
it was often difficult to detect the impact of particular variables e.g. gender, age on the
outcomesof interest. Often,samples were not representative of avider population of

carers of stroke survivors as sampling techniques introduced bias.

Based on an assessment of the quality of evidence using the Risk of Bias (bliggins and
Green, 2011), few studies indicateda high risk of bias, however many remaiedO &1 AT AA 08
on a number of the domains. These studies may be at high risk of bias on particular

domains, but in many cases informationis insufficient to makejudgement.
3.7.3. Applicability of the evidence

The review aimedto establish the effectiveness of interventions for carers of stroke
survivors for reducing negative outcomes e.g. burden, depression. &&l participants
(carers) are not patients defined by a condition such astroke, substantial variation is
apparent in terms of ther characteistics e.g. gender, ethnicity, relationshigo stroke
survivor etc. Thisraises questions about the applicability of findings. This variation is not
surprising, given that carers are not dehed consistently acrossstudies;indeed only two

of the new studiesprovided a specific definition of a carer(Bishop et al., 2014; Marsden et
al., 2010)

4EAOA xAO Al O OAOEAAEI EOU ET OEA OAAOAO ETA

explicit than others. Carers were commonly selected based on critarsuch as age, time

spent caring, ability of the stroke survivor for whom they are providing care, and language.
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Carers were also selected for practical reasons associated with the intervention e.g. access
to a landline telephone(King et al., 2012; Perrin et al., 2010)This variation means the
individual studies lack generalisability, andcomparing interventions for effectiveness
becomes difficult, as a number of factors can ctoiibute to their success or failure,

including carer and intervention based characteristicsStroke survivors are often excluded
based on communicatio and cognitive deficits, leading to their carers being excluded.

This could lead to a particular subgroup of carers being involved in research of this

nature and a neglect of those in circumstances that are more complex.

Although research has identified the positive aspects associated with carirfiylackenzie
and Greenwood, 2012) burden and negative consequences that are likely to affect carers
are well- documented(Adelman et al., 2014; Greenwood et al., 2008aban and Hogan,
2012). The review found insufficient evidence for thesffectiveness of interventions aimed

at reducing such negative outcomes.

A completeness of understanding for successfully supporting a range of caremay
involve moving beyond intervention types (e.g. educational, informational) to consider
other factors that contribute to effectiveness, e.glelivery, nature of caringsituation,

needs, timing andimplementation (Senn et al., 2013)

3.7.4. Potential biases in the review process

There was minimal bias in the review process. A comprehensive search, based on input
from an information specialist was carried oufand authors were contacted where
appropriate. However, this review was limited to English languageThis couldlead to

potential bias regarding the studies that have been included and reported.

Strategies were employed in the conduct of the review to reduce bias; two reviewers
independently made judgements at both stages of assessing articles for eligibility
(screening titles and abstracts and assessing full texts). Data extraction and assessnudnt
methodological quality were also both assessed independently by two reviews. A third

reviewer was introduced where any discrepancies were apparent throughout the process.

3.7.5. Agreement and disagreements with other reviews

Cheng et al. (2014xonducted a systematic review of published and unpublished studiex
psychosocial interventions for stroke family carers based on &earch of English and
Chinese dtabases and grey literature sources. Thaview evaluated the effectiveness of

psychosocial interventions for family caregivers of stroke survivors on qualy of life,
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psychosocial wellbeing and physical wellbeing, in addition to the use of healthcare
resources by stroke surwors. Studies included RCTand results were statistically pooled

where possible.

Two independent reviewers, using the Critical Appraal Checklists from the Joanna Briggs

Institute -Meta Analysis of Statistical Assessment and Review Instrument (JBIMAStARI)

assessed the methodological quality of the eligible studies. Eighteen dies were included

Findings indicated that psycheeducational interventions aimed at providing carers with

poi Al Ai  O1T1 6GET ¢ch OOOAOOKh Al PEI ¢ AT A AAOEIT ¢ O
psychosocial wellbeing and a reduction in the use of healthcare resaes by stroke

survivors. Authors concluded tha evidence on the effects of these types of psyctsmcial

interventions was limited and more RCTs of psycheducational programs are required to

examine factors such as dose and format.

Another systematicreview by White et al. (2015)provided a narrative account of the
evidence for the effectiveness of interventions for carers of sbke survivors between 2002
and 2013.This included published studiesfollowing a search ofelectronic databases.
Eighteen RCTsvere included; a narrative summary was provided and no metanalyses
were conducted. Data extraction included, the setting, sample characteristics, intervention
details including mode of delivery, outcome domainsand effects reported in the studies.
Two reviewers independently assessed the methodological quality of each study using the
Rapid Critical Appraisal Checklist for RCT¢Melnyk and FineoutOverholt, 2011).

Interventions were multi-faceted,including elementsof information, education, support,
and skill building. A variety of outcomes were measured, including psychological distress,
caregiver burden, and quality of lifeHalf of the interventionswere guided bytheory.
Findings indicated interventions with a skill-building component were more likely to

show a significant effect on outcomes such as psychologicasuliess and burden. Havever,
studies werelimited, as they had insufficient power to detect significahdifferences and
few studies included ethnic minority groups, making finding difficult to generalise.
Authors concluded that interventions could consider the use of technology e.g. internet as

a mechanism for intervening with carers.

The main differencebetween Cheng et al. (20141nd the current review is their specific
focus on psychesocial type interventions and the different a priori outcomes of interest
(psycho-social wdlbeing, physial health and quality of ife, and use of healthcare
resources ly stroke survivors). In their review, studies were not limitedto RCTsand

additional studies were included.Despite the aim of the review being different, some of
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the included studies in the current review are the same as those identified §heng et al.

(2014), although these were categorised slightly differently across the two reviews.

Bakas et al. (2009) and Marsden et al. (201 AOA AAOACI OEOAA AO Oi OEAOS EI
review, whereasCheng et al. (2014yegarded these as psych@ducational interventions.

Perrin et al. (2010)and Shyu et al. (2010x AOA AAOACIi OEOAA AO OOAAAEET C b
ETT xi AACA8 OUDPA ET OAOOAT OEI 1T O ET OEA AOOOAT O OAOE
as psycheeducational byCheng et al. (2014)Pierce et al. (200®) was corsidered a social

type intervention in both reviews. This has implications in terms of findings with regards

Ol EAAT OE&EUETI ¢ AEEAAOEOAT AOGO 1 &£/ ET OAOOGAT OETI T O AAO

different researchers define these, this may prove diiult.

The measure used to assess quality used Bheng et al. (2014)was different, however
there are no clear disagreements regarding methodological quality in the studies that are
common to both reviews(Bakas et al., 2009; Marsden et al., 2010; Perrin et al., 2010;
Pierce et al., 2009c; Shyu et al., 201@espite some differences in the two reviews, the
current review agrees that drawingconclusions about the effectiveness of interventions
for carers remains difficult, as there are limited studies for each of the types of

interventions and often findings are inadequately reported.

The systematic review byWhite et al. (2015)is similar to the current review, although this
provides a narrative overview of the evidence on the effectiveness of irtventions for
family carers of stroke survivors. Four additional studies(Bishop et al., 2014; Cameron et
al., 2014a; Pfeiffer et al., 2014; Shyu et al., 2010¥re identified in the current review,
since the searctconducted by White et al. (2015)

Although the two reviews are similar,White et al. (2015)used the Rapil Critical Appraisal
Checklist(Melnyk and FineoutOverholt, 2011), therefore making comparisons in
methodological quality is difficult, given that the Risk of Bias TodqHiggins et al., 2011)
was usd in the current review. The reliability of such checklists is also questionable
(Emerson et al., 1990; Schulz et al., 199%aising questions about the quality ofthe
studies included in the review byWhite et al. (2015).

Despte such differences, someconclusions made bywhite et al. (2015)remain similar to

the current review; multifaceted interventions were found to be more likely to increase

positive outcomesOEEO EO Al 1T OEOOAT O xEOE OEA ZEET AET ¢ OEAO
that cannot be categorised in to one intervention type showed someagmise for reducing

depression.White et al., (2015)also emphasised the importance of considering factors
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such as timing of interventions, delivery, context and addressing cultural and individual

differences. These are factors to be considered in light of the current review findings.

In conclusion,although there are some differences across these reviews, tharrent
review is in agreement with bothCheng et al. (2014)and White et al. (2015)as there is
insufficient evidence to determine which types of interventions are most effective for a

range of carer outcomes.
3.7.6. Implications for clinical practice and research

In reviewing the evidence, it is important to consider the reporting of both statistical and

clinical significance. Traditionally, tests of statistical significance have been used to

evaluate the effectof interventions based on their effect sizes. Heever, a statistically

significant effect size does not always reflect the extent to which findings are clinically

significant (Page, 2014) Clinical significance is often used interchrgeably with the term

OAT ET EAATT U 1 AATET ¢c&O1 AEEZAOAT ARG AT A OAEA
important or worthwhile enough to result in changes in the delivery of caréPage, 2014)

It is this type of effectiveness that is of importance to the population of studyn this case,

carers of stroke survivors.

In evaluation of complex interventions which include RCTs and process evaluations,

differences between qualiaitive and quantitative findings can emerge. Carers mgyovide

positive feedback about interventions, even whenhey fail to show a statistical or clinical
effect# Al AOT T AO A1 80 j¢mptq AZAAOEAEI EOU AT A DPE
Timing it Right Stroke Family support Programme, provides an example of this disparity,

as statistically significant group differences could not be established, yet some carers

expressed satisfaction with support that they received throughout the intervention. The

extent of their satisfaction was influenced by an array of complex factors includinipe
AAOAOOS DPAOOTT Al A&istiogeAporibiices @@ kndvddugeOFEAEO DOA
providing care and navigating support, andhe stroke O OOE 0T 008 OAOAOEOUS

Duetothed | D1 AGEOEAO 1 £ RidAsedbdityincrédagimylh idngohdnthol O h
researchers and health and social care professionals tietermine whether interventions
are statistically and clinically significant. Both are likely to influence whether

interventions are commissioned in the current health care system.

Additionally, it is important to understand the mechanisms through which interventions
have an impact on behaviour change in carers of stroke survivors. Without this, research

implications remain limited as nothing is learned following a negative triategarding
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improvements required for the intervention (Improved Clinical Effectiveness through

Behavioural Research Group, 2006)

The Improved Clinical Effectiveness through Behavioural Research Group (200&j)gue
that RCTs of interventions aimingo change behaviours in a given population e.g. carers
could be made more effective with the appropriate application of theories. This is
necessaryfor making clear links between the interventions and their impaton outcomes,
and is important for developing and evaluating new interventions for carers of stroke

survivors. With this understanding, current interventions could be refined accordingly.

Elevenof the twenty included studies included a conceptual model or theoretical

framework (Bakas et al., 2009; Bishop et al., 2014; Cameron et al., 2014a; Eames et al.,

2013; Grant et al., 2002; Hartke and King, 2003; King et al., 2012; Pfeiffer et al., 2014;

Pierce et al., 2004b; Pierce et al., 2009c; Smet al., 2012) Exanples included: Stress

Coping Model, Stres®rocess Model, Problem Solving Model, Health Belief Model,

&OEAAAI ATT1 80 AZOAI AxT OE T &£ OUOOAT EA 1T OCAT EOAOETT A
the majority of cases, these models guided the design of the intervention, aside fr@akas

et al. (2009)who used a conceptual model based on A U AtB0r® o evaluate their

intervention.

Although these studies attempted to include a theoretical basis for their interventions, an
adequate descriptian of the models or frameworks wadacking. It was difficult to
determine the links between these and the resultant intervention componentsUsing
theory alone is also insufficient without considering how this is operationalised and
whether this is appropriate for the context. If theories argoorly operationalised, they can
potentially divert attention away from factors that influence the outcomes of interest

(Improved Clinical Effectiveness through Behavioural Research Group, 2006)

In studies where there was no theoretical understanding provided, there was also little
description of the content of the intervention and its developmen{Kalra et al., 2004;
Larson et al., 2005; Marsden et al., 2010; Shyu et al., 20ddjnitations in articles,
complexity of some interventions and lack of agreement commonly accoufdr this (Conn
and Groves, 2011; Craig et al., 2008)owever, details should be reported adequately to

determine the elements important for succesgLokker et al., 2015)

RCTsshould alsowork towards including process evaluations to clarify why ertain
interventions work or fail to work in a given context.Only onestudy included a detailed

process evaluation(Forster et al., 2013) This, in conjunction with measures obtatistical
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and clinical effectiveness is particularly importantfor successfully implementing complex

interventions (Proctor et al., 2013)

3.8. Conclusions

The review demonstratesthat current evidence is insufficientfor determining which type

of intervention is most effective for reducing negative carer outcomes. Only one

intervention showed a significant reduction n depression(Bakas et al., 2009)in addition

Ol OEA POAOET OO EAAT OEEEAA OOAAAEET ¢ DPOT AAA
promising for reducing depression and increasing quality of life when comparckto usual

care (Kalra et al., 2004).

Bakas et al. (2009)ncluded a conceptual model to evaluate the interventionSome

support for its use wasprovided in their discussion commentaryET x AOAORh OEA OAA
ET COAAEAT rdeOn@anisiks b whizk the inervention may reduce depression was

not explained.Additional research is warranted to develop an interventiorwith a

theoretical basis to gain an understandig of the mechanisms that contribute tdaheir

effectiveness orineffectiveness IM provides a framework for drawing upon behaviour
changetheories throughout each gage in the process of developingnterventions. The

following chapter focuses on this method in more detail, includg its strengths and

limitations and how it is applied in this study.
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3.9. Addendum: Updated evidence 2017

An updated search inrAugust 2017 identified four additional RCTssince studies were
identified in February 2015 to updatethe Legg et al. (2011) review:

Table 6: Included studies follo wing an update

Authors and date Study title

Kuo et al. (2016) A homebased training programme improves family
AAOACEOAOOS 1T OAl AAOA POAAO
randomised controlled trial.

Forster et al. (2015) | Cluster Randomized controlled trial. Clinical and Cost
Effectiveness of a System of Longé&rerm Stroke Care.

dl AE AT A 4| The effect of a support programme on the resilience of femalg
(2016) family caregivers of stroke patients: Radomised controlled
trial.

Lindley et al. (2017) | Family-led rehabilitation after stroke in India (ATTEND): a
randomised controlled trial.

Thesestudies have not beenincluded or added to the metaanalysis in this ypdated
systematic review. The reviewintended to establish the effectiveness of interventions for
reducing negative outcomes in carers aftroke survivors to inform how the intervention
presented inthis thesis couldbe developed, based on available evidence at the time
(February 2015).

Findings from these four studieshave not impinged upon andare unlikely to alter
conclusionsstating current evidence (based on 20 studiesjs insufficient for determining

which type of intervention is most effective for reducing negative carer outomes. Kuo et

al (2016) trialled an oral intervention which showed significant improvements inAAOA OO &
self eficacy and knowledge, but providedho contributions about the best strategies fo

reducing negative outcomes incarerdd T AE AT A 4fundial signjificant giffe@nce
between their support programmeand control group, for reducing carer burden, yet this

was based on a small sample size (n=34 experimental group, n=34 control group). The
interventions included in the two large scale trials did not show a reduction in negative

carer outcomesincluding carer burden (Forster et al., 2015; Lindley et al., 2017).

These four studies &e briefly considered in the discussion chapter (nine) regardindgnow

they impact upon, challengeand inform my proposed intervention.
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4. Chapter 4: Using an Intervention Mapping approach to develop an

intervention for carers of stroke survivors
4.1. Introduction

Chapter threeoutlined the current evidence for the effectiveness of interventions for
carers of stroke survivors. Conclugins suggestedtonsidering a methodwhich guides the
selection of appropriate behaviour change theorie$or developing future complex
interventions in this population. This chapter starts by defining cenplex interventions,

and then considersMRCguidance for developing complex interventiongCraig et al., 2008;
Craig and Petticrew, 2013) followed by the role of theory in behavour change and
intervention research. Following this, methods for developing health based behaviour
change intervenions are introduced, including IM(Bartholomew et al., 2011)and

justification for its use in this study.

4.2. Complex interventions

Complex interventions are likely to be required to address carer needgiven the
complexities of their experiences and their increased risks of carer burdeilthough
complex interventions arecharacterised by their multiple and interacting components and
additional dimensions of complexity e.g. implementation difficulties(Moore et al., 2015)
they have othercharaderistics that must be considered These include the behaviours
required by those delivering and reeiving the intervention; the number of levelstargeted
by the intervention (e.g. individual, organisational) amount and variability of outcomes;
and the flexibility and extent to which the intervention can be tailored to address relevant
outcomes in a taget population (Craig et al., 2008) The number of components and range

of effects may vary widely in different complex interventions.

4.3. Medical Research Council (MRC) guidance for developing complex

interventions

Complex interventions present numerous problems for researchers and evaluators, in
addition to practical and methodological difficulties attached to conducting any successful
evaluation. The MRCpublished a framework for designing and evaluating complex
interventions in 2000 to assist researchers and research funders to adopt appropriate
methods in their research practice. This was a widely cited and influential framework
(Campbell & al., 2000).
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A revised,updated version was published in 200§ Craig et al., 2008)providing a more
flexible and less linear model of comiex intervention design and evaluation. This gives
more weight to the development and implementéon, in addition to evaluation, and
provides examples of successful approaches used to develop and evaluate complex

interventions, ranging from clinical trials to natural experiments(Craig et al., 2008)

The updated quidance in 2008 intendedto encourage a phasedterative approach to
researching canplex interventions, with emphasis oncareful development work and
questions aboutimplementation (Craig et al., 2008) The authors formed a diagrammatical
representation of stages in the development, evaluation, and implementation obmplex

interventions, outlined in the following section.

4.3.1. Development, evaluation, and implementation of complex

interventions

According toMRC guidance, the processdm development through to implementation of

a complex interventiontakes differentforms. The main stages in the process including key
functions and activities areoutlined. Arrows represent main interactions betweenphases.
Although it is useful to think in terms of stages, often these will not follow a linear or even

a cyclical sequencé€Thomson et al., 2004)

Feasibility/piloting

1 Tesling procedures

2 Estimating recruitment /retention
3 Determining sample size

Development Evaluagion .

1 Identifying the evidence base 1 Assessing effectiveness

2 Identifying/developing theory 2 Understanding change process
3 Modelling process and outcomes 3. Assessing cost-effectiveness

Implementation

1 Dissemination

2 Surveillance and monitoring
3 Long term follow-up

Figure 10: Key elements of the development and evaluation process

To achieve best practiceCraig et al (2008), arguedcomplex interventions should be
developed systematically, using the best available evidence and appropriate trées.
Interventions should be tested using a carefully phased approach, starting with a series of

pilot studies, before moving on to an exploratory then definitive evaluation. Following this

56



process, results should be widely disseminated and further reseeh should assist with

monitoring the implementation process.

The first two key considerations outlined in the development stage a&relevant to this

study8 &1 O OEAAT OEZUEI ¢ OEA AOGEAAT AR AAOA8 OEA
review to identify relevant, existing evidence. This can involve updating an existing review

and maintaining this as the intervention development and evaluation proceedgor

OEAAT OEAUET ¢7¥ AAOAT 1 PET ¢ OEAT OU38 OEA AQOOET OC
enhancing the likelihood of an effective intervention compared to a purely empirical or

pragmatic approach, and understanding the processes of change. This can be achieved by
drawing upon existing evidence and theory, supplemented with additional research and
involvement from stakeholders.Numerous competing or overlapping theories could be

used here; appropriate theories based on the subject should be identified.

Although Craig et al. (2008) expect that experience and evidence will continue to
accumulate and should kb used to keep guidace up to date in future, thecurrent
recommendations are vital for building an evidence base that informs policy and practice

and have informed thinking in this study.

It should be possible to reduce carer burden by targetingehaviours of those who are at
risk, and behaviours of health professionals and significant others who are responsible for
ensuring effective, evidence based practicéMichie et al., 2009b) Behaviour change

theories can be incorporated in tlis type of intervention, as advocated by the MRC
guidance (Craig et al. 2008). The following discussidiocuses on the role of theory in
behaviour change and intervention research. Attention is drawn to the reasons that could
account for ineffective interventions and the advanages of using theory irintervention
design. It also includes the challenges associated with using theory, which may account for

why researchers continue to develop interventions where this is lacking.

4.4. The role of theory in behaviour change and intervention research

Effective béhaviour change interventions exist, targetingndividual, community and
population levels (Abraham et al., 2009; Albarracin et al., 2005; Michi&nd West, 2013)
yet there are examples of ineffetive interventions with limited and varied effects
(Coleman, 2010; Summerbell et al., 2005Numerous reasons could account for this
finding, examples being a lack of rationale for the chosen intervention and inappropriate

methods used to design the interventiongDavies et al., 2010; Van Bokhoven et al., 2003)
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However, it is difficult to determine the reasons for ineffective interventions without a
detailed description of the stages of intervention development and its components, and
the assumptions about how the intervention should work(causal mechanismsjSchaalma
and Kok, 2009) Therefore, efforts ought to be made towards maximising the effectiveness
of interventions, in addition to better reporting (Davis et al., 2015) This further

emphasises the importance of the theory as outlined inMRC guidancd€Craig et al., 2008).

There are several reasons for using theory in intervention design. Firstly, the facwr
associated with a given behaviour and the determinants of change can be identified and
appropriately targeted by the intervention (Hardeman et al., 2005; Michie et al., 2008)
Behaviour change techniques can also be selected and refined accordin@gWichie and
Prestwich, 2010; Rothman, 2004) Secondlytheoretical mechansms of action (i.e.
mediators) can be investigated to establish how the intervention has an effe®othman,
2004), so interventions can be refined efficientlf{Michie and Abraham, 2004 Rothman,
2004). Thirdly, theory provides a summary of knowledge around how to make
behavioural changes across different populations, behaviours and contexts. Finally, using
theory as part of an intervention means this can be tested, leading to the development of
more useful theories, which subsequently support intervention optimisation(Rothman,
2004).

Although the advantages of theory have been established, researchers often design
behaviour change interventions without reference taheory (Davis et al., 2015; Prestwich
et al., 2014) Establishing whether interventions based on theory arenore effective than
those that are not based on theory is a complex tagPavis et al., 2015)Evidence is mixed,
as some reviews have found a positive associatigilbada et al., 2009; Albarracin et al.,
2005; Taylor et al., 2012)yet others have found either a negative associatioor no

association at all(Gardner et al., 2011; Stephenson et al., 2000)

This mixed picture of evidence leads to attempts to understanghy this may be the case.
Poor application of theory can be a contributing factorMichie and Prestwich (2010)
conducteda review including 29 studiesto investigate the application of theory using a 19
item coding £heme. @ly 10% of studies including theory based interventions

documented links between behaviour change techniques and theoretical constructnd

only 9% reported that behaviour change techniques had been used to target all constructs.
Appropriate choice of theory is also a possible influential factor. The theoretit constructs
within a theory must be relevant to a given behavioufDavis et al., 2015) However, theory
selection can be challenging, due to the vast number of theories available and little

guidance on how to sedct a theory for a particular purpose(Michie et al., 2008)

58



Examples oftheories within health psychology that have been used to understand and
predict behaviour are: Health Belief Mode{Janz and Becker, 1984)rheory of Planned
Behaviour (Ajzen, 1985)and the TransOE AT OAOEAAT 11 AA1T Al OI
# EAT C A d(Prdchagkd and DiClemente, 1992)Developments in behaviour change
researchhave led to theintroduction of models and frameworks e.g. the Behaviour
Change Whee(Michie et al., 2014)and IM (Bartholomew et al., 2011)that provide
structure for systematically selecting theories for a particular purpose, considéng both
prediction and change. Thigs important, given the recognised cha#nges associatd with
the application andchoice of theory in previous researchand the lack of guidance in the

MRC framework about how to develop a complex interventiothat incorporates theories.

Although numerous theories, frameworks and models haveontributed to developments
in behaviour change research, nly some oftheseare discussed in the sections to follow,
with a critique of their use in developing interventions. These were reviewed before

adopting IM for this doctoral study.

4.5. Models and frameworks for developing behaviour change interventions

45.1. Theoretical domains framework (TDF) (Cane et al., 2012; Michie et
al., 2005)

The TDF(Cane et al., 2012; Michie et al., 200%B}tempted to address the plethora of

different overlapping theories and the lack of guidance for selecting an appropriate theory.

A team of psychologists and implementation researchers deveded the TDF, using an
expert consensus process and validation to identify theory, (psychological and
organisational) relevant to health practitioner clinical behaviour changgFrench et al.,
2012). One hundred and twenty eight explanatoryconstructs from 33 theories of
behaviour were identified and grouped in to 12 domains:

Table 7: 12 Theoretical Domains (Michie et al., 2005)

Knowledge

Skills

Social/Professional Role and Identity
Beliefs about Capabilities

Beliefs about Consequences
Motivation and Goals

Memory, Attention and Decision Processes
Environmental Context and Resources
. Social influences

10. Emotion

11. Behavioural Regulation

12. Nature of Behaviours

O N0 A WM
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The TDFdomains have been used across many contexts:tonderstand behaviourse.g.
blood transfusion and hand hygieneinform theoretically developed interventions; and to
identify problems in guideline implementation (Dyson et al., 2010; Francis et al., 2009;
Michie et al., 07). The framework was later refinedto include 14 domains and 84

component constructs following a validation study(Cane et al., 2012)

Table 8: 14 Theoretical D omains (Cane et al., 2012)

1) Knowledge

2) Skills

3) Social/Professional Role and ldentity

4) Beliefs about capabilities

5)Optimism

6) Beliefs about consequences

7) Reinforcement

8) Intentions

9) Goals

10) Memory, Attention and Decision processes
11) Environmental Context and Resources
12) Social Influences

13) Emotions

14) Behavioural Regulation

A key strength of the TDF is the comprehensive coverage of the possible influences on
behaviour, by including 14 domains and clarity about each of the domains, as each is
specified by component constructs from 33 theories of behaviour. Findings from the
validation study by Cane et al. (2012have strengthened the evidence for both the

structure and content of the domains. This has also increased confidence in the usefulness
of the TDF and its application in different context$or laying the foundations for

theoretically informed interventions.

The framework can also be flexibly applied, using qualitative (e.g. focus groups or
interviews) or quantitative methods (e.g. questionnaires)In the study by Patey et al.
(2012), the TDF informedan interview topic guide for understanding anaesthesiologists
and surgeons viewson ordering routine tests (e.g. chest xay) for healthy patients
undergoing low risk surgery. Identifying the factors that could influence test ordering
behaviour in accordance with TDFdomainswas important for understanding why
anaesthesiologists and surgeons continue to order preperative tests when no clinical
indicators exist, despite guidelines stating that these should be ordered based on a
EOQACAI AT O 1T £ OEA #th dafud(Rekadahtet ab RAAB AT 006 EA
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The TDF has provided a valuable contribution to this field of work, as previous attempts to

O AROOOAT A Al ET EAEAT 08 A A Ethddrgticad Qamivédt et EO AT 1
2006; Walker et al., 2003)or based on limited theory(Eccles et al., 2007; Godin et al.,

2008). Despite this the TDF is limited to identifying what behaviours should change

across different contexts, rather tharhow to change such behaviourdJsing this

framework alone, it is not possible to establisthow behaviour change may be achieved.
Instead,the TDFcan be used in the context of a broadetheoretically basedframework

for developing complex interventions e.g. IMBartholomew et al., 2011)or the BCW

(Michie et al., 2014; Michie et al., 2011 )which is more appropriate here, given the aim of

this study.

The limitations of the TDF when used alone highlight the need to advance understandings
regarding the develgpment, implementation and evaluation of behaviour change

interventions. As part of this, it is important to find ways to understand the content of the

ET OAOOGAT OET1T AT A AA AAT A 01 AOOAAI EOE OEA OA
develop a shared ad standardised method for classifying the content of interventions led

to the development of the Behaviour CharggTaxonomy(BCT), developedfollowing the

first version of the TDF andwas later refined (Abraham et al., 2009; Michie et al., 2013)

45.2. Behaviour Change Taxonomy (Abraham et al., 2009; Michie et al.,
2013)

Abraham and Michie (2008)developed the BCTto reliably charaderise interventions
according totheir behaviour change techniques (BCTs), by building on previous
intervention content analyses(Albarracin et al., 2005; Hardeman et al., 2000BCTshave

been defined as:

O h observable, replicable and irreducible component of an intervention designed

to alter or redirect causal processes that regulate behaviour; that is, a technique

POl BT OAA O AA ANichidek @,20AA pgEd) COAAEAT 06
The BCT is comprised of 26 techniques, widely used for different purposéscluding
reporting interventions and synthesising evidencgGardner et al., 2010; Michie et al.,
2009a). This was later refined by Michie et al. (2013) to maximise gentific advances by
developing agreed labelsgefinitions and reliable procedures for identifying and applying
BCTs across differenbehaviours, disciplines and countriesDelphi methods and an open
sort grouping task produced the Bhaviour ChangeTaxonomyvl, including 93 BCTs
grouped into 16 clusters.Clear definitions and examples to be used in specifying the
OAAOGEOA ET COAAEAT 008 1 MhisEakoBohn@nh idedtiiddiashex AOA D
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first published consenstis-based, crossdomain taxonomy, including reliability data for the
most frequent BCTsHowever, this is likely to be refined again in futurgMichie et al.,
2013).

The taxonomy can be used in the development and replication of interventions, however
this remains a tool for specifyng intervention content, therefore the link between BCTs
and theories of behaviour change needs to be addieed (Michie et al., 2013). Similar to
the TDF, its use alone remains limited. It is more suitable in conjunction with other
methods for changing béaviour e.g. BCWNMichie et al., 2014; Michie et al., 2011 he

BCW is discussed in the following section, with atterain to its strengths and limitations.

45.3. Behaviour Change Wheel (Michie et al., 2014; Michie et al., 2011)

The BCWwas deweloped to assist intervention designers in moving from a behawural
analysis of aproblem to an intervention, drawing upon behaviour change theories and
empirical evidence. The BCW incorporates an understanding of the nature of behaviour to

be changed andh way of characterising interventions and components.

The BCW, comprised of three layerfigure 11) was developed from a systematic review,
including 19 studies, describing 19 frameworks which were coded in accordance with
three criteria for usefulness,determined by theresearch team prior to condicting the

systematicreview (1. Comprehensive coverage, 2. Coherence and 3. Links to an

OAAEAOET @OMB) inddé (dure 12) forms the central part of the wheel and
identifies the source of behaviour that an intervention could target bsed on its included
components(Michie et al., 2014) Nine intervention functions surround the central model;
the outer layer includes ®ven policy categories thasupport the delivery of the

intervention functions.

- Sources of behaviour
- Intervention functions

l Policy categories
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The arrows in the COMB model representpotential for causal inferenceMichie et al.
(2014) proposed an individual must have the capabilities opportunity and motivation, for
a given behaviour to occurBehaviours can also influence these three components and

capabilities and opportunity can influence motivation.

Capability

L J
Opportunity

Figure 12: The COMB model: a framework for understanding
behaviour

Michie et al. (2011)recognised that insufficient attention is often given to analysing
behaviours as a starting pointin intervention design; instead, thisprocessoften starts

with an intervention type, before matching relevantbehaviours.The BCWapproach
defines the problem in behavioural terms in the first instance as a foundation for
developing an intervention (Michie et al., 2014; Michie et al., 2011 he process involes a

number of stages:

Stage me: reviewing relevant literature and defining the problem in behavioural terms;
defining the target behaviour using evidence including empirical work about the factors
that influence the behavioural problem; and prioritising the target behaviour based on
four criteria (Michie et al. 2014): likely impact, ease of implementation, likely spill over

(collateral impact), ease of measurement.

Stage two: specifying and describing target behaviour(s), and describing who will
perform the behaviour e.g. health professionals, what they wouldpecifically need to do,

and in what context (i.e. when and where) in order to bring about the desired change.

Stage three: carrying out a behavioural analysis using the COM model to assess
whether those who are performing behavburs have the capability opportunity and
motivation to carry out the behaviour.The COMB can be used in conjunction with the TDF
domainsto theoretically understand the target behaviour and the factors that influence
this.
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Stage four: building the intervention usingthe work from the previous stages as a basis
for selecting the intervention functions that are likely to be effective for changing the

identified target behaviour.

Stage five: identifying BCTs ugig the BCT{Michie et al., 2013 (e.g. goal setig,
motivational interviewing) that are appropriate for delivering intervention function s e.g.

education.

Stage six: considering functions and modes of delivery for the intervention with attention
to the evidence for effectiveness, their local relevanceyacticability, affordability and

public, professional and political acceptabilityof the mode of delivery

Using the BCW including the CI@-B in conjunction with the TDF andBCT provides a
systematic method forestablishing the function of an intervention based on a detailed
behavioural analysis(Atkins and Michie, 2013) Since 2011, the BCWMas received dot of
academic interest and hadveen used to develop or examine the implementation of

interv entions across diferent contexts e.gantibiotic prescribing (Fleming et al., 2014)and

delivery of paediatric services(English, 2013).

A key strength of theBCW is the attention to context in the opportunity component of the
COMB model which considers social and environmental factors that influence baviours.
The motivation componentalso includes automatic processing, moving away from
systematic cognitive processing that is often included in models of behaviour in health
psychology (e.gTheory of Planned Behaviour)This broadens understandingsof

behavioural motivation.

However, Michie et & (2011) highlighted its limitations. Intervention functions were
identified based on a systematic review of existinframewaorks; therefore it is possible
that important frameworks may have been missed duringhis process, meaning some
intervention functions could also be missing. Researchdgements also contributed
conceptualising the intervention functions and policycategories There are numerous
ways in which this could have been done, suggesting the oneedlsto develop these
components of the wheel may not have been optimaAs this research is relatively new, it
is possible that the BCWetould be difficult to use despite effortsto ensure that this is

comprehensive and reliable for characterising intervenions.

Webb et al. (2016)used the BCWo develop an intervention aimed at improving the
frequency of delivering advice from nurses about physical activity to encer patients.The

BCWwas considereduseful for designing the intervention using judgement and evidence,
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but the process was criticisedor being time consuming. The volume of choice for selecting
intervention functions and policy categories was also overwhelming because the nateiof
the intervention meant that all possibilities were available.This led toa tendency to want

to include everything, rather than creating a targetedintervention. Michie et al. (2011
recognisedIM (Bartholomew et al., 2011)as a useful, alternative famework which has

contributed to making intervention design more systematic.

45.4. Intervention Mapping (Bartholomew et al., 2011)

IM was originally developed as a systematic planning framework for degning theory- and
evidence-based health promotion programmes including materials that aim to address
programme outcomes and objectives to match specific populations and contexts
(Bartholomew et al., 1998) IM maps the pathof intervention development from the

problem towards the solution, working through six stages:

Step 1: Logic Model of + Establish and work with a planning group

the Problem + Conduct a needs assessment to create a logic model of the problem
» Describe the context for the intervention including the population, setting, and community
» State program goals

Step 2: Program # State expected outcomes for behavior and environment

Outcomes and » Specify performance objectives for behavioral and environmental outcomes

Objectives; Logic Model » Select determinants for behavioral and environmental outcomes

' » Construct matrices of change objectives
of Change « Create a logic model of change

Step 3: Program Design  « Generate program themes, components, scope, and sequence
» Choose theory- and evidence-based change methods
« Select or design practical applications to deliver change methods

s
]
% Step 4: Program + Refine program structure and organization
o Production # Prepare plans for program materials
+ Draft messages, materials, and protocols
v Pretest, refine, and produce materials
i + Identify potential program users (implementers, adopters, and maintainers)
Step 5: Program + State outcomes and performance objectives for program use
Implementation Plan + Construct matrices of change objectives for program use
+ Design implementation interventions
Step 6: Evaluation + Write effect and process evaluation questions
Plan » Develop indicators and measures for assessment
» Specify the evaluation design
+ Complete the evaluation plan
Implementation

Figure 13: Stages of Intervention Mapping (Bartholomew et al., 2011)
Each stagencludes a number of tasks, where copietion is required to createfoundations

for the following stage. However, the process is iterative rathehan linear, despite this

being presented as stagefKok and Mesters, 2011)
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IM is also based on three wer-arching perspectives:1) a socigecologicalapproach;?2)
multi -theory and evidence based approact8) stakeholder participation. Each perspective
is outlined briefly, before considering how IM has been used previously to develop

interventions.

A socioecological approach: The socigecological perspective underpins IM
(Bartholomew et al., 2011) This has been extensively used imealth promotion research
and public health practitioners and scholars have called for more interventions that
incorporate this perspective(Glass and McAtee, 2006; Kok et al., 2008)his perspective
suggests thaindividual characteristics influence behaviours (e.g. attitudes) as well as the
contexts in which they live (e.g. social norms within a communityjBronfenbrenner, 1977;
McLeroy et al., 1988) Human behaviours and interventions to address behaviours are
considered as beingart of a complex system, influenced by factors at multiple levels
(Hawe et al., 2009; Kok et al., 2014)

Bartholomew et al (2011) acknowledged the difficulties attached to developing an
intervention targeting multiple levels; however, they judged the dangersf
oversimplification to be greater. IM provides a@ramework for systematically incorporating

this perspective, making complexities managede without oversimplification.

Multi -theory and evidence -based approach: IM also advocates the use of multiple

theories and evidence for describing and addressing thfactors to achieve change

(Bartholomew et al., 2011) The challenge is ensuringhat relevant elements of a given

problem are linked to useful theories(Bunk and Van Vugt, 2008) This process involves

identifying a question or questionsabout a health or social issue, then accessing a range of

relevant theories and evidence at multiple leels (individual, interpersonal,

organisational). Bartholomew et al. (2011)described evidenceas®1 1 O 111 U AAOA AOI i
research studies as presented in the scientific literature, but also the opinion and experience

of community members and plal A @B&tBdlomew et al.,2011, pg. 9. This highlights the

importance of the third perspective which follows.

Stakeholder participation: Involvement of stakeholders at dlstages including
development, adaptationjmplementation, and evaluation is regarded as essenti&br
success for various reasonst helps to ensure that the developed intervention reflects the
concerns of the target population. 1 also brings expertise, skilk, knowledge and isuseful
for problems where they may be conflicting interpretations, as well as different goals,
values, and life experiences; and it avoids relying on solely expert driven approaches
(Bartholomew et al., 2011; Kreuter et al., 2004)
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By incorporating these perspectives, IM fulfils criteria specified in the MRC framework
(Craig and Petticrew, 2013)and has been applied worlewide to develop complex
interventions aimed at promoting health behaviours ompreventing diseasesExamples
include but are not limited to: aninformation and consultation based intervention to
promote pap test screening in Chinese women in TaiwafHou et al., 2004) a lay-hedth
worker delivered educational intervention to promote breast and cervical cancer
screening in Hispanic farm workers(Fernandez et al., 2005)an outreach and group based
interventions to prevent HIV in heterosexual, migrant mer{(Wolfers et al., 2007) a
physical injury prevention programme to reduce physical activity related injury in
primary schools (Collard et al., 2009) a multi-component intervention to change flu
vaccination behaviours among ca workers in nursing homes(Looijmans-van den Akker
et al., 2011) a lay-health worker delivered intervention to promote cervical cancer
screening among American wometiByrd et al., 2012) anda culturally appropriate

intervention to prevent childhood obesity (Taylor et al., 2013)

Most published IM articles include detailed descriptions of how interventions were
developed using stages oe to four of the process. Despite considering this as time
consuming, authors, including those referred to above have regarded this as a useful
process for ensuring that theory and evidence guided the selection of appropriate
methods and strategies to addess identified determinants. IM is also valued for bag a
systematic, comprehensiveand transparent procedure for intervention development
(Looijmans-van den Akker et al., 2011)which provides opportunities for engagement
with community members (Byrd et al., 2012)and captures the complexities associated

target behaviours(Gray-Burrows et al., 2016)

Despite its widespread use in designing and developing health promotion and disease
prevention programmes, such as those outlined, there is comparatively less evidence on
interventions that have been developed further and tested in RCTs. However, some of the
interventions included in studies referred to above have been evaluated in clust&CTs
(Collard et al., 2010; Looijmansvan Den Akker et al., 2010pr individual RCTs(Byrd et al.,
2013; Fernandez et al., 2005; Hou et al., 2002)

Results from these studies all indicated a statistically significant difference between the IM
intervention and control groups, indicating that using the IM aproach to develop
interventions can lead to a decrease in physicactivity related injury in low - active

children (Collard et al., 2010)and increased uptakes of: @l vaccines among health workers
(Looijmans-Van Den Akker et al., 201Q)xnd screening for breast and cervical cancer

(Byrd et al., 2013; Fernandez et al., 2005; Hou et al., 2002)
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Although IM has not been used to address problems in carers of stroke survivors, the
evidence for its successful application in planning, developing, implementing and
evaluating interventions is promising for the development of future interventions using

this approach.Conclusions in chapter threendicated that an approach such as IM
underpinned by behavour change theories would beappropriate for developing an
intervention for carers of stroke survivors, to overcome somdimitat ions of existing
interventions. These included:poor descriptions of intervention components and how

they were developed; and a lack of detail about the mechanisms by which the
interventions were thought to have an effect, even where theories, conceptual models and

frameworks were included.

The IM approach was adopted for the research presented in this thesas itssystematic
nature ensures that the development and content of the intervention is cleaand it guides
the appropriate selectionof theory for establishing the causal mechanisms underpinning
the intervention to maximise its effectivenesgBartholomew and Mullen, 2011) The
importance of theory throughout the IM process becomes evident in the followingection
where the six stages are outlined with examples of how they can be applied to address

carer burden.

4.6. IM stages

4.6.1. Stage one: Logic Model of the Problem (Needs assessment)

4EA O1 AAAO seklid @ AdinGuh uhdetanding of a given healfiroblem from a

behavioural perspective by:gaining a detailed description of the behavioural and

environmental causes of a problem and their determinants (the factors that influence the

behavioural and environmental causs); andAT OT AAOOOAT REDKES | GO IOER jORDOA 8
carers of stroke survivors), their needs and the factors that influence theg8artholomew

et al., 2011).

In the needs assessmenin this study, an indepth description of the experiences of
providing care to the stroke survivor will be gained, in addition to factors contributing to
the logic modelsWhilst this stage of the process shares some similarities with the BCW in
that they both address behaviours attached to a given problem, there are differencestive
conduct of thebehavioural analysis. ling the BCWthe COMB modelguides the analysis
after the target behaviour is selectedIn IM, theory is introduced later and different logic

models are developed in the first two stages.
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A logic model demonstrates causal relationshipbetween concepts as part of
understanding a problem e.g. carer burden. These help researchers and prognaem
developers to consider the complexities attached to certain health problems and the range
of possible solutions(Bartholomew et al., 2011) They al® demonstrate clear pathways of
programme effects and provide a clear rationale for programme activitiegirby, 2004). In
addition to their use inIM, they aremore widely used inhealth programme development
and evaluation and are supported ly the MRC(Moore et al., 2015)as a fundamental

framework for programme evaluation.

To createthe logic model of the problem theory and evidence are used to describe the
health problem and its behavioural and environmental causes and determinantdn
example of how thiscan be created for the heath problem in this study (carer burden) is

outlined in figure 14.

Health problem (burden)

Personal determinants Behavioural factors Physical, emotional,
(carers) &  Failure to develop strategies for SDC]Q],‘ Fmancula] str'elssur's
manasin associated with caring
#  Lack of self-efficacy g. € .
- »| ¢ Delay in seeking help when S

for seeking support

# Perception that
support isnot
available

negative consequences of caring
arise

ry
L 4
Environmental factors

Personal determinants
(Professionals in services for
carers)

¢  Failure of professionals to determine whether
carers would like support or information

o Lack of communication with carers about
negative consequences of caring

Y

» Perception that
support and
information willnot
be valued by carers

»  Lack of skills for
communicating with Patient and carer
CArers. characteristics
v Age
+ Gender

Figure 14: Hypothetical logic model of the problem

This logic model is traditionally formed based on relevant qualitative and quantitative
work to address the problem and contributians from the stakeholder groupBartholomew
and Mullen (2011) recognised that literature around the behavioural and environmental
factors associated with at risk goups often lacks a theory base, but meviewing existing

literature an evidence-based understanding of carer burden castill be gained Using a
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logic model o map out the problem means$ehavioural factors and environmental factors
that influence burden can be broadly considered before appropriate theory is applieid

the intervention development.

Starting with a theory before mapping out the problem could lead to ignoring important
factors that do not fit in to a single existing theory, or it could hinder us from addressing
known problems in a new way(Nilsen, 2015). This is astrength of IM, as a detailed
description of the problem is gained before working towards a solution. This process also
helps to establish behavioural and environmentabutcomes of the intervention. The

behaviours that become the focus of change are identified from the logic model of change.

4.6.2. Stage two: Program Outcomes and Objectives; Logic Model of

Change

In stage twg the focus shifts from a logic model of the probin,to a logic model of change,
which is the output of this stageThe logic model of changeutlines pathways of the
programme effects rather than pathways to identify causes of the probleifBartholomew
and Mullen, 2011)

To create the logic model of change, behavioural and environmental outcomes of the
intervention are specified based on evidence gathered at gia one. Then specific
behaviours that shoud occur to achieve the outcomegperformance objectiveg and
factors that influence changes in behaviours are specified (determinants of behaviours).
Performance objectives are crossnatched with determinantsin matrices of change and
change objectives are established’he change objectives state what the intervention
should modify to influence performance objectives to achieve the behavioural and

environmental outcomes.

To developa list of determinants, theoretcal constructs from the literature are selected,
based on their importance for changing behavioursA single, unifying theory is not
necessary at this stage; however, sometimes the nature of behaviours and their
determinants suggest a theory, @. socialcognitive theory (Bandura, 1989). Three
constructs from this theory (selfefficacy, outcome expectancy anddhavioural capability)

areused as an example in the hygihetical logic model ofchange(figure 15).
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Intervention

N\

Determinants for carer behaviour

* Qutcome expectation that
asking for support will result
in a positive outcome

s Self-efficacy forasking for
help when difficulties arise

¢ Behavioural capability to
recognise the negative
consequences of caring and
seek help

Carer behavioural factors
(performance objectives)

s Seek informationfor
practically managing,

s Ask for help when
emotional, physical, and
social difficulties arise.

.

Determinants for provider
behaviour

¢  Qutcomeexpectation that
carers will value
discussions around support
and information

o Self-efficacy in discussing
support with carers

* Behavioural capability to
discuss support.

Providerbehavioural factors

(performance objectives)

e Discuss options for

support and information
with carers to determine
if they would like to make
use ofit.

+ Communicatewith carers

about negative
consequences of caring

Behavioural
and
Environmental
Qutcomes

Reduced
burden

Figure 15: Hypotheti cal logic model of change

Selecting appropriatetheory or theories relies upon judgement and requires careful

consideration. However, selecting theory based on the behaviours that arequired to

change tomeet the intervention outcome ensures that this isiot restricted to a single

model. Thisis a strength oflM, as it draws upon different theories for different purposes.

This supports the argument byNilsen (2015) that combining multiple theoretical

approaches will add to a more complete understanding @th area of intervention.

Table nineis an example of dhatrices of change objective$lUsing theory at this stag

facilitates decisions aroundwhat needs to change (e.g. seéffficacy and outcome

expectancies)

71



Table 9: Matrices of change objectives

Behavioural Determinants
performance Outcome Selfefficacy Behavioural capability
objectives expectancy
BPO.1. Ask for help| Carer expects that | Carer has Carer has behavioural
when emotional, asking for help will | confidence in capability to recognise
physical and social | result in positive seeking help when they should ask
difficulties arise. outcome. when difficulties | for help.

arise.
Environmental Determinants
performance Outcome Selfefficacy Behavioural capability
objectives expectancy
EPO.1. Discuss Health professional | Health Health professional has
options for support | expects that carers | professional has | ability to discuss
with carers to will value confidence in support.
determine if they discussions about | discussing
would like to make | support. support.
use of it.

IM provides a structured, detailed approach as each behaviour is underpinned by theory
and environmental factors are considered. Whilst th TDFhas its limitations, it could be

usedin this processto selectthe determinants for behaviour change.

4.6.3. Stage three: Programme Design (Methods and strategies).

Ideas for the programme design are generated with irolvement from stakeholders,and

then theoretical methods and practical applications are selected.

To facilitate the selection of theoretical methodsBartholomew etal. (2011) developed a

comprehensive list of methods, related theory, parameters for use and practical examples

in relation to determinants that are commonly found to result in behaviour change (e.g.

skills, selfefficacy etc.).The theoretical methods addres$ow behaviour change outlined

in the matrix is achieved (e.gcarer has confidence in seeking help when difficultiearise).

Appropriate methods from the comprehensive list are selected to match the change

objectives according to their determinants, outlined in the behaviour change matrix (e.g.

OAAT EAZE ORI AAOGEI 16 AAOAA iAizen(iEdh) codl@eiuddito | £ DI AT T AA
changeself-efficacy around seeking advice)Selectingtheoretical methods before practical

applications ensures these are guided by theory, instead of being selected because they

are attractive to the audiencgBartholomew and Mullen, 2011)

Following selection of theory based methods; practical applications forchieving them can
be spedfied e.g. a programme to reinforce the belief that carers have confidence teek

advice. The importance of context is emphasisduy ensuring the parameters for
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effectiveness are considered in the translation from the methods tde practical
applications. Parameters for effectiveness are the specific cond@ns under which the

behaviour change methods are effectivéKok et al., 2012; Schaalma and Kok, 2009)

For example, goal setting is considered an effective method for behaviour change baly

under certain conditions e.g. the goal idoth challenging, @hievable and personally

relevant for the individuals being targeted(McAlister et al., 2008) Thisneeds to be

considered in the translation from the theoreticall AOET A OCT Al OAOOET C6
applications; this includes ensuring that in the actual programme, the goals are

appropriate. If unachievable goals were set, either too low or high this would mean that

the parameters for effectiveness are violatedrad the programme could be less effective or

even counterproductive (Kok et al., 2015)

This consideration in IMemphasises the importance of distinguishing between methods
for change that are underpinned by theory and the practical applications for delivering the
intervention. Considering parameters is regaded as crucial both in terms of designing
effective interventions, and ensuring an adequate analysis of the intervention content
(Kok et al., 2015)

4.6.4. Stage four: Programme Production (creating an organised

programme plan)

Stage fourfocuses on establishing the main elements of the intervention and producing
programme components andnaterials to pre-test. Part of this process includes
establishing design preferences, and creating relevant documents contributing to an
organised programme plan (e.g. design documents, programme, scope, and sequence)
(Bartholomew et al., 2011).

It is likely that the programme will be complex, with components that attend to at risk
groups e.g. carers of stroke survivors, and environmental agents e.g. hlaghrofessionals,
family members. Different elements of the overall programme may be supported with
varied products and materials. The challegeis producing acreative programme which
capturesthinking from the matrices of changeand the selectionof appropriate methods

and practical applications. Reconsideration of cantext is important here.

To facilitate this process, consultation with stakeholders, including intended programme
participants is required to establish their designpreferences. This ifiluences creative
thinking that is required to devell B prAgra®me, scope and sequenée AT Aé&nd AT O

design documentsThe programme, scope and sequence document outlines details about
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the intervention content, key messages, and the scope and sequencehefincluded
components. The design documents include details about design features and the impact
of different intervention components. During the development of these documents it is
important to ensure that eachintervention component still meets the pogramme goals,

change objectives, and the parameters for methods and practical applications.

Following this clear documentation, programme materials are developed and priested

before making plans for implementation and evaluation.
4.6.5. Stage five: Programme Implementation Plan

IM includes plans for implementation and evaluation in stages five and six. Stage five
focusses on programme adoption and implementation, this includes considering the
sustainability of the programme. Thoseinvolved in delivering the programme are
considered at this stage and this an essential step in the programme developmé¢kbk et
al., 2014) This is based on the assumptiothat interventions will never be successful if
they are not usedin their intended context, or discontinued prematurely (Durlak and
DuPre, 2008; Oldenburg and Glanz, 2008)

Firstly, potential programme users {mplementers, adopters, maintainerg are identified.
Then matrices similar to those developed in stage tware developed with adoption,
implementation, and maintenanceperformance objectives and their theory based

personal and external determinants. From this, change objectives are created with a focus
on promoting programme adoption, use, and maintenance. @ange objectives are
operationalised using theory based methods and stragies tha inform plans for adoption,
implementation and maintenance. Aletailed implementation protocol is producedto

ensure that thedeveloped programmeuwill be adopted and sustained for as long as is

necessary.

4.6.6. Stage six: Evaluation Plan

In stage sixan evaluation plan is created. This evaluation is broadly to determine whether
decisions were made orrectly at each mapping stepThe logic models formed in stage two
and the developed intervention guides evaluation questions and measurement. The
process of evaluation involves different stages, starting with decisions around what
outcome variables to measure based on the logic model of the problem. Thhée focus
shifts to the logic model of change, where the researcher asks evaluation questions about
how the intervention has effects on behaviourand determinants. Measuring these

determinants that are considered mediating variables is important alongside the primary
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outcomes. Potential moderators that were identified in the logic model of the ptiem are
considered e.g. carer demographicdncluding this detailed understanding of the
intervention effects contributes to understanding howand why the intervention was

effective or ineffective.

4.7. Intervention Mapping: A summary of strengths and weaknesses

Changing behaviours, regardless of the methods used remains a challenging tékkk et

al., 2014) IM provides a valuable contribution to the development and evaluation of
interventions. The nature of theprocess means that the programme is clearly outlined and
documented with detail around what it is expected to accomplish and how the programme

will work to achieve the expected outcomeg¢Kok and Mesters, 2011)

A key strength of this approach is the use of theory at varied stages in the procegi/en
the advantages of its use that were highlighted in sectiof.4. Other researchers support
the use of theory, as it is thought to redce the research practice gap(Cane et al., 2012;
Sales et al., 2006)This is the alternative to using a commoisense approach to developing
interventions, which involves drawing upon a groups shared knowledge anldas been
advocated by critics of a theory basedpproach (Bhattacharyya et al., 2006; Oxman et al.,
1995).

Despite their differences, the us of BCTsand theory based methodsn intervention
development is astrength of IM and the BCWHowever, the context in which these
techniques are effective iemphasised in IM where parameters of effectiveness are
considered during the translationto practical applications.IM is a promising approach to
developing interventions, as lack of attention to the parameters of effectiveness could lead
to intervention failure, even when they have been designed with effective theory based
methods (Kok et al., 2014)

However, this approach is not without its limitations. A potential drawback of the process
is that it will be used as a cook book with little flexibility(Bartholomew et al., 1998) A
balance is required between using the framework to guide this process, whilst maintaining

an iterative and interactive approach to developing an intervention.

Throughout the process ofintervention design, equal importance is placed upon
behavioural and environmental factors that influence a particular health problem.
Although it could be considered a stength that IM considers environmental and

behavioural factors, deciding whatshould be targeted in anintervention following the
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development of multiple change objectivesan be ovewhelming. This was the case in a
study which used IM to develop a worksite physical activity intervention (McEachan et al.,
2008) and is likely to be the case in this study, given the varied factors contributing to

carer burden and multiple behaviours that could be targeted.

McEachan et al. (2008pvercame this difficulty by involving stakeholders in a process to
filter change objectives and strategies to those that could pragmatically be achieved.
Involvement from stakeholdersat each stage is a strengths they canguide decision
making (Kok and Mesters, 2011) However, intervention development would become
weakened by an inappropriate stakeholder grop, or in a situation where the perspectives
of all those involved were nottaken in to account. Enphasis remains on ensuring an
appropriate group is developed to contribute to creating a programme which balances

evidence and pragmatism(Taylor et al., 2A.3).

Even with a balance of evidence and pragmiatm, there is adanger with IM that the logic
models could be faultyif a problem is not well understood or inadequate theory is chosen
(Kok and Mesters, 2011) Howvever, wrong decisions can be rectified by returning to the
previous stages of the process and engaging in dis&irsns with stakeholders hence ttre
iterative nature of the process(Kok and Mesters, 2011) Being able to analyse the possible
causation ofprogramme failure or the factors that lead to the interventions success using
logic models in as an imortant aspect of the process, and is consistent withlIRC guidance
(Craig et al., 2008; Craig and Petticrew, 2013)

In addition to some of the potential dawbacks and difficulties usinglM, the approach is
consistently described as time consuming and exhaustive, and this is acknowledged to
some extent by the authorgBartholomew et al., 2011) However it has proved useful for
ensuring that interventions aredeveloped at a higher level, leadingKok and Mesters

(2011) to believethe advantagesoutweigh the disadvantages.
4.8. Using Intervention Mapping in this research

Throughout the chapter, IMhas been considered in light of other approaches and through
examiningits strengths and limitations, it is deemed an approprate approach for
addressing thecomplex area of intenention for this study. Time constraints were
recognised, therefore this studyfocuseson IM stages onefour, with the outcomebeing a
proposedintervention to reduce burden in carers of str&e survivors. Adetailed
description of the components othe intervention will be provided, rather than a fully

developed intervention. The following sections readdress the overarching perspectives of
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IM outlined in section 4.6 and outline how they apply to the resarch presented in the

following sections of this thesis.

4.8.1. Theoretical underpinnings and perspectives

Researchers using IM are likely tdoring multiple theoretical and experiential perspectives
to a given problem and advocate the use of both qualitative and quantitative methods to
generate evidence required for intervention desigrn(Bartholomew et al., 2011) Therefore
the research presented irthis thesis is underpinned by pragmatismResearch methods
used within the wider framework of IMwere selected based on whether they
appropriately addressed the research aims and areot constrained by methods

underpinned by a philosophical position(Seale, 1999)

Although methods used to conduct research within an IM framework are not constrained
by a philosophical position, the threeover-arcing perspectives of IM1) a multi-theory and
evidence based approach; 2) an ecological approacd); stakeholder participation have
informed thinking in the research presented. The next sectioautlines how they are

applied in the research presented in this thesis.

4.8.2. Applying Intervention Mapping perspectives

4.8.2.1 A multi-theory and evidence-based approach and

stakeholder participation

According to these perspectives,hte use of multiple theories, evidence and stakeholder
involvement provide important contributions to the development of a coherent
intervention. Section two, including the needs assessmefthapters five-seven) outlines
the evidence collated to inform intervention development. Theories used for prediction
and change are applied throughout the process, particularly in the identification of theory
based determinants which predict behaviour change (stage two) and the application of
theoretical methods (stage three). Details about use of theory at different stages are
included in chapter eight. Stakeholder involvement is also discussed in chapter eight thvi
specific details about how they contributed throughouthe process. A more detiled

outline of how a socieecological perspective is applied in the thesis is provided below:
4.8.2.2 Socio-ecological approach

The socieecological model by McLeroy et al. (1988), has been commonly used to guide

intervention development at different levels, am can be used in the context of IM. This
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model is applied in this researchin accordance with relevant sages of the IMprocess.

McLeroy et al. (1988) proposed the following definitions for each of the related levels:

1 Individual : Individual characteristics that influence behaviours eg. knowledge,
skills, selfefficacy.

1 Interpersonal (family, friends, peers, professionals): Interpersonal processes and
groups that provide identity and support.

1 Organisational (community organisations, churches): Rules, regulations, policies,
structures that influence individual behaviours.
Community (wider social networks): Community norms and regulations

Policy: Policies and laws that regulate or support healthy practices @actions.

The three components of researcleontributing to the first stage in the process, the needs

assessment (chapters fiveseven)include different applications of this model.

In chapter five, the factors that influence burden in carers of stroke survors and other

longer-term conditions are established These factors are identified abehavioural and

environmental levels. The term ®ehavioural factorsdapplies to those that reflect the

OET AEOEAOGATI 8 1 AOGAT 1 &£ OEA Ithekehbiingiel©®EOT T 1 AT OAT A
(interpersonal, organisational, community and policy)In chapters six and seven, barriers

and facilitators to addressing needs are identified. Similarly, these reflect different levels

of the model. Behavioural barriers and facilitatos relate to the individual level and

environmental barriers and facilitators relate to the remaining levels.

This researchis influential for informing subsequent stages inthe IM, where use of the
socio-ecologicalmodel is maintained. This model is usedo guide the development of
objectives and outcomes and matrices of change in segwo of the process. Thiglso
inform s thinking throughout the development of the intervention (stages three and four)

to ensure that this is not developedn isolation contextual factors (chapter eight).

This chapter concludes this section of the thesis. Section two that follows includes

chapters contributing to stage one of IM, the needs assessment.
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Section two: Intervention Mapping: Logic model of the problem
(needs assessment)

This section includes chapters fiveseven. Table teroutlines the four stages of IMthat are
the focus of this study Each chapter in this sectiorcontributes to the first stage IM logic

model of the problem (needs assessment).

Table 10: Stages of Intervention Mapping

Programme
Qutcomes,
Performance
Objectives, and
Determinants;
Logic Model of
Change

Logic model
of the

Programme Programme

Design Production

(Methods and | (creating an

strategies) organised
programme
plan)

problem
(needs
assessment)

The needs assessment has two main am{Bartholomew et al., 2011):

U To gain a detailed description of the behavioural and environmental causes of a
problem and their determinants.
u 47 CAET AT O1 AAROOOAT AET ¢ 1T £ OEA

influence these.

Ou

AO OEOE

(@]

The findings from the needs assessment are drawn together form alogic model of the
problem (referred to in this study asthe: overall logic model of burden).Once theproblem
is fully analysed, priorities are established and programme goals are specified before

progressing to the subsequent stages.

Figure 16 outlines three components of workcontributing to the needs assessment and

their purpose.
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Chapter five

Purpose: To gain a Systematic review

detailed description of of systematic
behavioural and reviews

environmental causes
of carer burden

Systematic review Logic model of
of qualitative the problem
studies: Thematic " (needs
Purpose: To pro.v'lde synthesis assessment)
some understanding of .
the ‘at risk group’, their Chapter seven Py
needs and the factors
that influence these. Qualitative
interviews
\ v,

Figure 16: An overview of the first stage of Intervention Mapping

Chapter five(which follows) addressesthe first aim outlined above. This is a systematic

review of systematic reviews to establish the factors that influence burden in carers of

stroke survivors and other longerOAOiI AT T AEQET 1 O As8c8 AAI AT OEAh 0AOI
More specifically, this presats the behavioural and environmental conditions associated

with carer burden, and their determinants, together with carer and patient characteristics

that influence carer burden. All of these factors contributedo a logic modelof the

problem presented within the chapter.

Chapterssix and seven addresthe secondaim outlined above. Chapter sipresents an

update of a systematic review by Greenwood et g2009aq O1 A OOAAI EOE AAOAOOG6 1/
they change over time and the barriers and facilitators toddressing needs Findings were

synthesised using ahematic synthesis approach(Thomas and Harden 2008). Establishing

T AAAO POI OEAAO A AAOAEI AA O1T AAOOGOAT A T £ GEA OAO O

Survivors.

Additionally, this work intended to inform the overall logic model of burdenBarriers and
facilitators were categorised asehavioural or environmental, informed by the socic
ecological model (McLeroy1988). Behavioural and environmental barriers were included
in the developinglogic model of the problem (presented at the end of the chapterpaswell

as determinants of carer and professional behaviours, where relevant.
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Chapter seven is the empiricastudy contributing to the needs assessment. This is a

gualitative- semi-structured interv iew study including two different groups of carers, one

of which were interviewed over time. Similarly this focuses on carer needshe barriers

and facilitators to addressirg needs and how and whether theghange over time. It also

includes an explorationl £ AAOAOOG6 O AEAI OODBDBI 00 1 APx1 OEC
activity (Antonucci, 1986). Findings were synthesised using thematic @alysis (Braun and
Clarke,2006).

pll

Similarly, this intended to gainan inAADOE O1T AAOOOAT AET ¢ 1T £ OEA
the overall logic model of burdenAs in chapter six barriers and facilitators were

categorised as behavioural or environmental, and behavioural and environmental barriers
were included in thedevelopinglogic modelof the problem (presented at the end of the
chapter) aswell as determinants of carer and professional behaviours, where relevant.

Dueto the focus on changes in carer expemces over time,evidenceintended to

contribute to establishing an appropriate time point of the intervention.

Overall, findings from this researchinformed what should be prioritised as IMprogressed.
Chaptereight (section three) outlines how IM methods were appied in stages one to four,

corresponding results and a summary discussion.
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5. Chapter five: Identifying the factors that influence burden in carers of
stroke survivors and other longer-term conditions: A systematic

review of systematic reviews.

5.1. Introduction

This systematic review of sytematic reviews is the first of three components of work
contiA OOET ¢ O OEA & dgdofiM. @ sodght@lesiablishitfie Eactors that
influence burden in carers of stroke survivors and other longeterm conditions to inform
a logic modelof the problem. This researchwas conducted based on guidancéor review
of reviews by (Smith et al., 201) and a synthesisof findings guided by evidence required
for the logic model of the problem is provided. Thi®utlines the behavioural and
environmental conditions associated with carer burden, a range of carer and patient
characteristics that influena burden, and the determinants of the behavioural and
environmental conditions. Thelogic model of the problemwill be combined with findings

from chapters six and seven to fornhe overall logic model of burden.
5.2. Rationale for review

Chapter fouroutlined IM stagesapplicable to this study4 EA £AZEO0O0O OOACAnh OEA O AA
AOOAOOI A1 686 OANOEOAA OAOAAOAE O AOOABO AAOAO AODO
and environmental conditions, anddeterminants of these behaviours and environmental

conditions.

Although the focus of theintervention development is carers of stroke survivors, this

review of reviews sought to establish the factors that influence burden in other conditions

ET AAAEOEIT OiI OOOI EA Ascs AAI Al Orditeratordd OEET OT 1 8 O
had the potential to produce an indepth, theoretical understanding of burden beyond

stroke carers. This was considered important, given that carer burden is arguably a

clinical and public health concern across different longeterm conditions (Milne and

Larkin, 2015; Sadler and McKevitt, 2013)

Whilst stroke has been considered as categorically different from othdonger-term
conditions, due to its abrupt and unexpected natureleading to distinct differences in the
trajectory of illness compared to other conditions(Ski et al., 2015)much can be learned
about the factors that influence burden, as the impacts of caring and thaity duties

remain similar (Lim and Zebrack, 2004)
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5.3. Aim and research questions

Aim: To synthesise evidence regarding the factors that influese burden in carers of stroke

survivors and other longerterm conditions.
Research questions

1 What are the behaviours associated with carer burden in carers of ppte with
longer-term conditions?

1 What are the environmental conditions that facilitate odimit behaviours
associated with burden?

1 What other factors are associated with carer burde®(including those related to
both the carer and the patient)

1 What are the determinants (predictors) of behaviours and environmental factors

associated with carerburden?
5.4. Methods

Following guidance by Smith et al. (2011),he process involved identfying relevant
reviews, quality appraisal for all reviews, comparing conclusions and thie strengths, with

the aim of providing the best evidence foiM.

5.4.1. Inclusion and exclusion criteria

To be included, reviews needed to ben English language and published betweefanuary
2010 and November2015. Theyalso had to be systematiceviews, with a focus on carer
burden and associated behaviours, environmental conditions ardr theoretical

determinants in stroke and other longerterm conditions.

title or the main body of the text); or meetall the following criteria outlined by Pope et al.
(2007):

An available review protocol to guide the review process
Comprehensive literature searching using a prelefined search strategy

Critical appraisal of studies and grading of evidence

1
1
1
1 Explicit (transparent) inclusion and exclusion criteria
1 Explicit (transparent) data extraction

1

Explicit (typically statistical) analysis
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There is no single agreed definitin of burden; therefore reviewsOA ZAOOET ¢ O OAAOAO

burdendcould be included.

Longer term conditions were definedusing the Department of Health definition

@\ condition that cannot, at present be cured; but can be controlled by medication and other
therapiesd(Department of Health, 2012pg. 3. Examplesof longer-term conditions

ET Al OAA 0001 EAh AAi Adate&; Aidbetds And Ednial @dathd O AEOAAOAN

conditions e.g. sclzophrenia.

Reviews were excluled if they were not systematic reviewsjf they focussed on acute
conditions or palliative care; if they included intervention studies where carer burden was
an outcome and thee was no attention to behaviours environmental factors or

determinants; or they included carers of individuals less than 18 years of age.

5.4.2. Study identification and data extraction

JH developed a comprehensive seardtrategy based on expert advice from two
information specialists(Appendix Q. This was performed from01.01.10 until 03.11.15
using the following databases to identify systematic reviews for inclusion (n= 7). Medline,
the Campbell Collaboration, the Cochrane Collaboration, Joanna Briggs Database of
Systematic Reviews and Implementation Report§ocial Care Institue for Excellence
(SCIE), Web of Science and CINAHL.

JH and another reviewelindependently screened all titles and abstracts from the original
search to assss their eligibility . Studies that did not meet the inclusion criteria were
excluded. Full text pullications were obtained fa potentially relevant studies. Where
articles could not be obtained, authors were contacted. JH applied the inclusion criteria to
the list of full texts and 20% of these were reiewed by a second reviewerDisagreements

were resdved through the involvement of two alditional reviewers.

JH performed independent data extraction for all eligile studies. A second researcher

carried out data extraction on 20% of studies.
5.4.3. Assessment of methodological quality

More than 24 tools are awailable to assess quality of systematiceviews; however, there

remains no clear guidance for which tool to use. A review of 2dols found many lacked

rigour in the development and provided little guidance for their use irpractice (Shea et al.,
2001). For this review theO! OOAOOT AT O 1T £ - 01 OEPI A 3UOOAI AGEA

(Shea et al., 2007yas used This is comprised of 11 itemshas good agreement, reliability,
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construct validity and feasibility for assessing the quality of systematic reviewEShea et
al., 2009)

Each systematic review was appraised for methodologicgluality. In each of the 11 items,

OEA AEIT EAA T &£ £ 600 OAOPI T OAO EO DPOI OEAAA j UA
criterion is met, this is scoredas one. A score of 0 is allocated if the criterion is not met; it

cannot be answered or is not applicable. An overall score of the review quality can be

calculated between 011 (a sum of scores from the 11 items). Quality is categorised at

three levels: 03 is low quality, 47 is medium quality, and 8-11 is high quality.
5.4.4. Datasynthesis

Results of the systematic review of reviews should provide the reader witmajor

condusions through answering the research questions, whilst providing evidence on

which the conclusions are based and an assessment of the quality of evide(®mith et al.,

2011). A narrative approach to synthesising findings was adopted to fulfihese
recommendations. Eac research question éection 5.3 was developed toinformE€ A Ol T CEA
iTAAT T &£ OQEA DBOI Al Al 6

Health problem
(burden)

1) What are the behaviours PhFISi':EI]' Em':l'tj'ma]'
associated with carer burden in socm]: Fmarlmla] str'elssors
carers of people with longer term associated with caring
conditions?

4) What are the
determinants
(predictors) of

behaviours and I
environmental
— factors associated

with carer burden? —— 2) What are the environmental conditions that
facilitate or limit carer burden?

3) What other factors are
associated with carer burden?
(Including those related to
both the carer and the
patient)

Figure 17: Research questions mapped onto the logic model
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5.5. Results

The search identified 1725 references, following deluplication 1481 remained, of these

99 were considered potentially relevant and theull text was reviewed. Eighy-five of

these reviewswere excluded, burteen were included.

Record identified through
database searching (n=1725)

Records after duplicates
removed (n= 1481)

Records screened (n=1481)

Records excluded (n=1382)

Full text articles assessed for
eligibility from screen (n=99)

h 4

Articles included in synthesis
(n=14)

Full text articles excluded (n= 85)

Reasons: Included intervention
studies where there was no attention
to behaviours, environmental factors
or determinants of burden, even if
this was an outcome (n= 30); not
focused on carer burden and
associated behaviours,
environmental conditions and/or
theoretical determinants in stroke
and other longer-term conditions
[n=30); not a systematicreview
[n=19); unable to obtain text from
library or author {n=2); not
published in English (n= 3);
participants less than 18 years (n=1).

Figure 18: Study selection process (using PRISMA guidelines)
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5.5.1. Included reviews

Fourteen systematic reviews, published in English met the inclusion criteria. Included
studies for each review ranged between four and 192, providing a total 6fL2 studies,
different study designs, both qualitative and quantitative, were includedvithin and across

the reviews (seeAppendix D).

Half the included reviews focussed on dementia or specific types of dementia e.g.

Frontotemporal lobar degeneration (FTLD). Other longetterm conditions included cancer,

OO0 EAR 0AOEET 01160 ektpahehMdi). Mviiddrarigedf A Al C1 EO
relationships between the patient and carer vere detailed across the reviewsincluding

spouses other relatives, daughters, sons, friends, siblings, and neighbours. Few reviews

reported details about the time spentcaring in individual studies, however some provided

details about hours sgent caring per day Data about gender, age and etfoity were not

always reported; therefore comparisons across all reviews in relation to these

characteristics cannot be made

Authors did not always define or conceptualise the termOA A D DO O & DakiAA 1 6

findings from the reviews difficult to compare.

5.5.2. Excluded reviews

A record of reasons for exealded reviews is outlinedin Appendix E
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5.5.3. Methodological quality

The 14 systemaic reviews received AMSTAR ratings between 0 and 6 out of 11. Nine

reviews were rated aslow quality, five medium quality, and nonehigh quality:

Table 11: Quality assessment scores

Low AMSTAR score (8) Medium AMSTAR score (&) High
AMSTAR
score (811)
Azzani et al. (2015) | 2/11 AAT ZOET T z#AOQ|5/11 No reviews
(2011) with high
Chiao et al. (2015) | 1/11 Greenwell et al. (2015) 4/11 score
Gaugler (2010) 2/11 OrgetaAT A - EOAT |6/11
Castillo (2014)
Hesamzadeh et al. | 2/11 Seeher et al. (2013) 4/11
(2015)
Nunnemann etal. | 2/11 Van Vliet et al. (2010) 4/11
(2012)
Stenberg et al. 2/11
(2010)
Stenberg et al. 0/11
(2014b)
van der Lee et al. 1/11
(2014)

Wolfs et al. (2012) | 2/11

The table below outlines the responses to the 11 items for all 14 reviews. This shows the
differences between the reviews and which criteria were influential in how they wee
scored using the AMSTAR tool.
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Table 12: Summary table of methodological quality for all included reviews

1. Was an | 2. Was 3.Wasa |4.Wasthe| 5. Wasa | 6. Were 7. Was the | 8. Was the | 9. Were 10. Was 11. Was
OA D O|there comprehe | status of | list of the scientific | scientific | the the the
design duplicate | nsive the studies characteri | quality of | quality of | methods | likelihood | conflict of
provided? | study literature | publicatio | (included | stics of the the used to of interest
selection | search n (i.e. grey | and included included included combine | publicatio | included?
and data | performe | literature) | excluded) | studies studies studies the n bias
extraction | d? used as an| provided? | provided? | assessed | used findings of | assessed?
? inclusion and appropria | studies
criterion? document | tely in appropria
ed? formulati | te?
ng
conclusio
ns?
1.Azzani | X CA \% X X CA V X NA X NA
et al
(2015)
2. Chiao et| x CA X X X \Y CA X NA X NA
al. (2015)
3. Del X CA Y, X \Y Vv Y, Y, NA X NA
Pino-
Casado et
al. (2011)
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4. Gaugler
(2010)

CA

NA

NA

CA

5.
Greenwell
et al.
(2015)

CA

CA

NA

6.
Hesamzad
eh et al.
(2015)

CA

CA

CA

NA

NA

7.
Nunnema
nn et al.
(2012)

CA

CA

NA

NA

8. Orgeta
and
Miranda-
Castillo
(2014)

NA

9. Seeher
et al.
(2013)

NA

CA

10.
Stenberg
et al.
(2014b)

CA

CA

NA

CA

11.
Stenberg

NA

NA

CA
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et al.
(2010)

12. Van
der Lee et
al. (2014)

CA

NA

NA

CA

13. Van
Vliet et al.
(2010)

CA

CA

NA

14. Wolfs
et al.
(2012)

CA

NA

CA
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Despite the AMSTAR tool being considered as a reliable and feasible tool for assessing the

quality of systematic reviews(Shea et al., 2009)its application in this research has

highlighted its potential weaknesses! 1 1 T AAOET ¢ A OUAOGS OAOPI T OA xAO A
multiple criteria had to be met within anitem. For example regarding item two, authors

more commonly outlined the procedure forduplicate study selection, ather than data

extraction. Lack of deail about the latter led to 100AOEAx O AAET §OAAT DAAOBA OAAI
scoring 0.Similarly, in item three authors commonlyconducted a comprehensive segch,

using multiple sources, butsupplementary strategies were often lacking. Regardinjem

five, many reviews included a list of included studies, yet excluded studies were not

always provided or referenced.There is no way of differentiating between reviews that

meet some of the multiple criteria within an item and those than met none.

Al T AAOET ¢ m OF Al1 OEA 1T OEAO OAOPITOAO j11Th AAT GO
problematic asit is difficult to differentiate between reviews that did not meet criteria at
all, those that did not report enough information to make judgement, and thoshat were
not applicable to items on tle tool.ltem 11 proved problematic as the wording suggests
OEAO OEAOA 1 000 AA A Ail1 £l EAO T £ ET OAOAOGO O1I OAT O

D
p2
o

31T A ORAOGEAxO AEA 1170 ETAI OABRBRAACAAORT Al ARBRAOA
Other reviewsincluded this section but had no conflicts of interest, hence being marked as
0110 ApbPi EAAAI A8

Overall quality scoresmay need to be treated with caution as reews often included
elementsthat could indicatethey are of a higher quality, which could not becaptured in

the AMSTAR scoring system.

5.6. Narrative findings

This section includes findings, summarised in a narrative form in accordance with the
research questions contributingto the logic modelof the problem, following Smith et al.
(2011). Table 13presents asummary of findings, indicatingwhich reviews were relevant

to each research question.

92



Table 13: Summary of findings from systematic review of revi

ews

Included studies Long term Review questions
(author and date) | condition
1) What are the 2) What are the | 3) What other factors are associated| 4) What are the | Theories used
behaviours environmental with carer burden? determinants to explain
associated with conditions that . (predictors) of burden in
carer burdenin facilitate or limit | Carer Patient behaviours and | carers
carers of people burden? environmental
with longer-term factors
conditions? associated with
carer burden?
1. Azzaniet al. Cancer V Y \%
(2015)
2. Chiao et al Dementia \% \% \% Vv
(2015)
3. del- Pino-Casado | Dementia (9 Vv Y,
et al. (2011) studies)
Non trauma
induced
cognitive
impairment
(1 study)
4. Gaugler(2010) Stroke V \%
5. Greenwelletal. |0 AOEEI Vv Vv Vv Vv
(2015) Disease
6. Hesamzadeh et | Stroke V V V vV
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al. (2015)
7. Nunnemann et al| Frontotemp \% Vv
(2012) oral lobar
degeneratio
n (FTLD) a
type of
dementia
8. Orgeta and Dementia V
Miranda-Castillo
(2014)
9. Seeher et MCI Vv \% \%
al.(2013)
10. Stenberg et al. | Cancer \% \% \% \%
(2014b)
11. Stenberg et al | Cancer V V V
(2010)
12. Van der Lee et | Dementia \Y \% \% Vv \%
al. (2014)
13. Van Vlietetal | Early onset Vv \%
(2010) dementia
(EOD)
14. Wolfs et al Dementia Vv
(2012)

Overall summary

| 5 reviews in the

| 6 reviews in the | 7 reviews in

| 9 reviews in the

| 7 reviews in the | 6 reviews
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following conditions: | following the following following following including theory
Cancer (n= 3) conditions: conditions: conditions: conditions: to explain
Dementia (n=1) burden in carers
Stroke (n=1) Cancer (n=3) Dementia (n= | Dementia (n=3) Stroke (n= 2) in the following
Stroke (n=1) 3) Cancer (n=2) 0 AOEET OIT| conditions:
Dementia Cancer(n=1) |0 AOEET OT 1 Disease (n=1)
(n=2) Early Onset Disease (n=1) Cancer (n=1) Dementia (n=2)
Dementia FLTD (n=1) Dementia (n=2) | Stroke (n=2)
(n=1) Early onset FTLD (n=1) 0OAOEET OI
0 AOEET Ol dementia (EOD) Disease (n=1)
Disease (n=1) | (n=1) MCI (n=1)
MCI (n=1) MCI (n=1)
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5.6.1. Behaviours associated with carer burden

Of the 14 reviews, five included behaviours associated with carer burden across three
different conditions. Someprovided evidence for different behaviours that led to
increased burden, and others included adaptive behaviours for reducing burden.
Behaviours associated with burden related to engagement in care tasks. Adaptive
behaviours related to managing care and meaging financal difficulties. Eachare outlined

in table 14 and supported with written commentary.
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Table 14: Behaviours associated with carer burden

Author(s) and
date

Long term
condition

Review question: What are the behavioural associated with carer burden in carers of peop

le with longer -term

conditions?

Burdensome behaviour: engagement in care tasks

Chiao et al(2015) | Dementia Heavy patient care load and greater burdeKFroelich et al., 2009; Kim et al., 2009; Skarupski et al., 2009)
Stenberg et al. Cancer Increased engagement with informal caring and caring tasks associated with heightened illness burden
(2014b) (Molassiotis et al., 2011; Van Ryn et al., 2011; Wagner et al., 2011)
Stenberg et al. Cancer T Increased burden fromtrying to meet the needs of others family memberas well as the cancer patien{Schubart
(2010) et al., 2008)

I Personal tasks (e.g. feeding and washing patient) more burdensome than nparsonal tasks (e.g. transportation)

(Bakas et al., 2001; Carey et al., 1991; Oberst et al., 1989)

Adaptive behaviours for managing caregiving tasks

Hesamzadeh et al.
(2015)

Stroke

1

Behavioural coping strategies included: having accommodation for the stroke survivor and avoiding
institutionalized care (Backstrom and Sundin, 2009; Strudwick and Morris, 2010; Wu, 2009jsing experience and
knowledge through trial and error (Wu, 2009), assisting with hygiene(Pierce et al., 2009b) organising new
patterns of interdependence(Jongbloed,1994), developing patterns and routinegShah, 2011)using schedules and
timetables (Greenwood et al., 2009b)

Social coping strategies included behaviours such aseeking help from other peoplgWu, 2009), seeking
information, acquiring knowledge about stroke cargDalvandi, 2011; Greenwood et al., 2009b; Wu, 2009)
requesting assistance to manage daily task®ierce et al., 2009b) sharing thoughts and feelings with friends and
stroke carer groups(Jongbloed, 1994; Pierce et al., 2004a)

Adaptive behaviours for managing financial burden

Azzani et al.
(2015)

Cancer

1
1

|

40% of participants avoded expensive purchases}% sold property (Bona et al., 2014)

16.5%- 21.8% of participants borrowed money, others sold stocks (81%) and 8.1% tb5.5% withdrew money
from savings(Shankaran et al., 2012)

Paying for treatments using loans, credit cards and selling properf§Heath et al., 2006)
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5.6.1.1 Burdensome behaviour: Engagement in care tasks

Three reviews provided evidence for the association between burden and engagement in
tasks among dementia carerg¢Chiao et al., 20151nd cancer carergStenberg et al., 2014b;
Stenberg et al., 2010) Three studies included by Chiao et al. (2015fjound an association
between engaging in a heavy patient care load and greater burde®tenberg ¢ al. (2014b)
supported this finding, as heightened iliness burden and difficulties with coping were

associated with increased engageent in tasks across soméncluded studies

Stenberg et al. (2010) included one study where increased burden was associated with
trying to meet the needs of others in the family alongside the cancer patierh other
included studies, personal tasks were perceived as more burdensome, compared to non
personal tasks and care was described as a difficult, disruptive, and tirsensuming

activity .
5.6.1.2 Adaptive behaviours for managing caregiving tasks

One review(Hesamzadeh et al., 2015)rovided numerous examples of adaptive
behaviours, categorised as behavioal social coping strategiesssociated with managing
caregiving tasks within families of stroke survivors. These provide a valuable contribution
to understanding how carers may seek to overcome burden, however they do not
contribute to the logic model as thisis problem focused. fiesehavebeen outlined in table

14 but are not discussed within this section.
5.6.1.3 Adaptive behaviours for managing financial burden

One review by Azzani et al(2015) included three studies that outlined adaptive
behaviours associated with reducing financiaburden among carers of cancer patients.

Similarly, these do na contribute to the logic model.
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5.6.2. Environmental conditions that facilitate or limit burden

Of the 14 reviews, six included environmental conditions that facilitate ocarer burden
across three dfferent conditions (table 15). Environmental conditions largely related to

social support and financial circumstances.
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Table 15: Environmental conditions that facilitate or limit burden

Author(s) and Long Review question: What are the environmental conditions that facil itate or limit carer burden?
date term
condition
Social support
Hesamzadeh et al. | Stroke Examples of environmental conditions likely b lead to family crisis
(2015) 1 Rehabilitation support that lacks continuity at home and in the communitgDalvandi, 2011; Dalvandi et al.,
2011).
T 3AOOEAAO AT A 1T OCAT EOAOEIT O OEAO &£AEI O1 AT CAcCA EI
(Subgranon, 1999)
Stenberg et al. Cancer 1 Family support is an important factor for understanding burden in family carers of cancer patient&Carey et al.,
(2014b) 1991; Chen et al., 2009; Daly et al., 2009; Francis et al., 2010; Gaugler et al., 2008; Yusuf et al.,.2011)
Stenberg et al Cancer 9 Carers with limited social networks are more likely to feel burdenedGoldstein et al., 2004)
(2010)
Financial circumstances
Azzani et al (2015) | Cancer Examples of environmental conditions that facilitatedoerceptions of financial burden
9 Distance from hospital and single parent household@Heath et al., 2006)
1 Households with low income(Heath et al., 2006; Longo et al., 2006; Markman and Luce, 2010; Pezzialgt
2009; Shankaran et al., 2012; Zaidi et al., 2012)
Stenberg et al. Cancer 1 Financial and employment problems were evident among cancer patien{€arey et al., 1991; Chen et al., 2009;
(2014b) Daly et al., 2009; Francis et al., 2010; Gaugler et al., 2008; Yusuf et al., 2011)
Chiao et al. (2015) | Dementia | 1 Low monthly income was associated with increased burdefAndrén and Elmstahl, 2007; Kim et al., 2009)
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5.6.2.1 Social support

Three reviews included findingsabout the association between support and carer burden
(Hesamzadeh et al., 2015; Stenberg et al., 2014b; Stenberg et al., 2088)is evident in
table 15, Stenberg et al(2014b) identified family support asan important factor for
understanding burden in carers of cancer patients, based on findings from numerous
studies. Further detail s werenot provided regarding how this influencesburden, due to
how findings were reported. Stenberg et al(2010), provided evidence for an association
between heightened burden and limited social networks, based on findings from one

study.

Difficulties with support extended beyond informal support. From three studies included

by Hesamzadeh et a2015), examples of emironmental conditions linked to family crises
(i.e. burden)included: rehabilitation support that lacks continuity at home and in the
community and services and organisations that fail to engage in adequate planning as part
I £/ OEA OOOI EA OOOOEOI OO OAEAAEI EOAOQETT 8

5.6.2.2 Financial circumstances

Three reviews addressed financial circumstances as an example of an environmental
condition associated withburden (Azzani et al., 2015; Chiao et al., 2015; Stenberg et al.,
2014Db). Stenberg et al(2014b) included numerous studies where related financial and

employment problems were evident among carers of cancer patients.

Azzani et al(2015) identified different environmental conditions across numerous studies
that facilitated perceptions of financial burden, including distance from hospitals single
parent households and households with low incomes. Chiao et £015) also included
studies where low income was associated with increased burdeRinancial difficulties
suchas those outlined in these reviews are difficult to address in an intervention focused

on behaviour change, however this insight is still important.
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5.6.3. Other carer factors associated with carer burden

Seven of the 14 reviews, inclh AA O1 OEA08 EAAOT OO OAI AGAA O AAOAOC
with burden across five conditions(table 16). TheseOT OEA 08 AEAAOT OO AOA OET OA G
not be considered as behaviours or environmental conditions. These are still important for

understanding who is at risk of burden when forming a logic model of a problem.

@Al D1 A0 T £ O1 OEAOS Aehdgiaphics démodkdplicd, AAd AAOAO O1 AEI
interpersonal factors, psychological and physical health, and personality traits. The

findings that follow are organised in to these four categories in the table and narrative

summary.
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Table 16: Other factors associated with carer burden

Author(s) and
date

Long term
condition

Review question: What other factors are associated with carer burden? (T hose related to the carer)

Carer socio-demographics

Gender:

Chiao et al. Dementia | 1 Three of 21 studies found an association between female gender and burd@tm et al., 2009; Skarupski et al.,
(2015) 2009; Yeager et al., 2010)

Stenberg et al . | Cancer I Females at risk of increased burden (narratively reported without specific reference).

(2014b)

Van Vliet et al Early onset | 1 Females experienced higher burden than malgdakano and Arai, D05).

(2010) dementia

Van der Lee et | Dementia | Females experienced higher subjective burden compared to maléBarusch and Spaid, 1989)

al. (2014)

Seeher et al MCI 1 Gender did not predict any outcomé&Blieszner and Roberto, 2010; Bruce et al., 2008; Garand et al., 2005)
(2013)

Age:

Seeher et al. MCI 1 Age unrelated to burden in carergBruce et al., 2008)

(2013)

Chiaoet al. Dementia | § Mixed evidence. In two studies, younger carers experienced increased burd@ndrén and Elmstahl, 2007;
(2015) Skarupski et al., 2009) in another study, older carers experienced heightened burdgiRinaldi et al., 2005)
Stenberg etal. | Cancer 1 Younger carers more at risk of burden (narrativéy reported without specific reference).

(2014b)

Educational level:

Stenberg et al. | Cancer 9 Carers with lower educational levels were at greater risk of burden (narratively reported without specific

(2014b)

reference).
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Chiao et al. Dementia | 1 Low educational levels associated with increased burde(Kim et al., 2009; Sinforiani, 2010)

(2015)

Ethnicity and race:

Chiao et al. Dementia | T Non-Hispanic Caucasian ethnicity associated with increased burdéBkarupski et al., 2009; Sun et al., 2010)

(2015)

Seeher et al MCI 1 Race did not predict any outcome(Blieszner and Roberto, 2010)

(2013)

Employment:

Stenberg et al. | Cancer 1 Being employed associated with burden

(2014b)

Carer interpersonal factors

Chiao et al. Dementia | Cohabitation with patient associated with increased burderfConde Sala et al., 201Q)

(2015) 1 Spousal relationships with person related to higher burden in some studiggiong and Kim, 2008; Rinaldi et al.,
2005) and adult children as carers in other§Andrén and Elmstahl, 2007; Condéala et al.2010; Yeager et al.,
2010).

Stenberg et al. | Cancer 9 Carers with ambivalent attachments and spousal relationships at increased risk of burden

(2014b)

Seeher et al MCI 1 Relationship with patient and coeresiding status did not predict any outcomgBlieszner and Roberto, 2010; Lu

(2013) et al., 2007)

1 Reduced subjective burden associated with marital quality, specifically marital satisfdon (Garand et al,

2005).

Van der Lee et | Dementia | Good relationship with the patient reduced burden and unwanted patrticipation in a role increased burden

al. (2014) (Campbell et al., 2008)

Carer psychological and physical health

Chiao et al. Dementia | { Greater burden was experienced by dementia carers witlpoor psychological health(Andrén and Elmstanhl,

(2015) 2007; McConaghy and Caltabiano, 2005poor perceived weltbeing (McConaghy and Caltabiano, 2005high

depressive symptoms(Davis and Tremont, 2007; Yeager et al., 2010poor religious coping skills(Sun et al.,
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2010), poor symptan management(Gallagher et al., 2011)high anxiety, aggressiveness, and authoritarianism
(Zawadzki et al., 2011)

Van der Lee et | Dementia | Burden wasassociated with depressive symptomgGonyea et al., 2005)depression(Kang et al., 2007)and
al. (2014) mood disorders (Davis and Tremont, 2007)
1 In one study, higher subjective wellbeing predicted reduced burde(Aminzadeh et al., 2006)
Greenwelletal. |0 AOEET|{ Mental health status predicted burden(Shin et al., 2012a; Shin et al., 2012b)
(2015) Disease 1 Depression predicted burden in numerous studiegAarsland et al., 1999; Carter et al., 2012; Leroi et al., 2012;
Miller et al., 1996; Sarandol et al., 2010; Tanji et al., 2013; Thommessen et al., 2002)
1 In one study depression was only a predictor in the USA sample, not the Japanese sanipéji et al., 2013)
1 In another study, depression was onl predictive of carer burden in those who experienced impulse control
disorders (Leroi et al., 2012)
Stenberg etal. | Cancer 1 Diagnosed health problems associated with increased burden (narratively reported without specific reference)
(2014b)
Orgetaand Dementia | 1 Physical activity reduced subjective carer burden, measured using ther8en for Caregiver Burden Scalebut
Miranda-Castillo not objective carer burden(Castro et al., 2002; King and Brassington, 1997)
(2014)
Carer personality traits
Van der Lee et | Dementia | § Caregiver neuroticism predicted higher burden(Kang et al., 2007; Melo etl., 2011; Reis et al., 1994; Shurgot
al. (2014) and Knight, 2005)while confidence,(Campbell et al., 2008xtraversion and ageeableness reduced burden
(Melo et al., 2011)
1 Higher expressed emotions also linkd to increased burden(Vitaliano et al., 1991)
Greenwelletal. |0 AOEET|{ Optimism and pessimism predicted baseline depression and burden at year 10 in a longitudinal stuflyons et
(2015) Disease al., 2004)
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5.6.3.1 Carer socio-demographics

Five reviews addressed carer socimemographical factors associated with burderfChiao
et al., 2015; 8eher et al., 2013; Stenberg et al., 2014b; van der Lee et al., 2014; Van Vliet et

al., 2010)including gender, age, educational level, ethnicity and race, and employment.
Gender

In four out of five reviews, female carers of dementia and cancer patientsvere most at
risk of burden (Chiao et al., 2015; Stenberg et al., 2014b; van der Lee et al., 2014; Van Vliet
et al., 2010) In contrast, the review of MCI carers (Szher et al.2013) found gender did

not predict any outcome.
Age

Findings provided mixed evidence for the association between age and burden. In one
review (Seeher et al. 2013), age was unrelated to burden in carers of MCI patients. In
another review (Chiao et al. 2013, the evidence was mixed across included studies. In
some studies, older carers were more at risk, whereas in others burden was associated
with younger carers. Similarly, Stenberg et al(2014b) reported that younger carers of

cancer patients are at moreat risk of burden.
Educational level

Two reviews including carers of individuals with cancer and dementiaighlighted an
association betweena lower educational level and burden(Chiao et al., 2015; Stenberg et
al., 201%).

Ethnicity and race

Two reviews addressed the association between ethnicity and race and burden. Chiao et
al. (2015) identified an association between nonHispanic Caucasian ethnicity and
increased burden among those caring for patients with dementia itwo studies. One stug

included by Seeher et al(2013) foundrace did not predict any outcomeincluding burden.
Employment

Stenberg et al. (2014) narratively reported the association between being employed and

burden.
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5.6.3.2 Carer interpersonal factors

Four reviews addressedmterpersonal factors associated with burden(Chiao et al., 2015;
Seeher et al., 2013; Stenberg et al., 2014b; van der Lee et al., 20dduding living

circumstances, relationship types, and degree of satisfaction in relationships and roles.

Mixed findings were evident regarding living circumstances and relationships. Chiao et al.
(2015) included a study where cohabitation with the dementia patient was associated
with increased burden. Others studies provided mixed evidence for different relationships
that were associated with increased bulen. Spousal relationshipselated to higher

burden in some studies and adult children as carers in others. Stenberg et al. (20)4
reported that those with ambivalent attachments and spousal relationships were at more
risk of burden. Conversely, Seeher et al. (2013) included two studies that indicated that
the relationship with the patient and coresiding status did not predict any outcomes,

including burden.

Two reviews addressed satisfaction with relationships, and found an association between

degree of satisfaction and burden. Seeher et. 2013) found a significant association

between reduced burden and the degree of marital satisfaction among carers of those with

MCI in one study. Similarly, Van der Lee et al. (2014) reported the link between

OAl ACET 1 OEEDPO PAOAAESAM A OO ACH A BA ORAG GVOMET TEJE E
dementia carers. In the same sidy, heightened burden wasnore common among those

who did not want to participate in their caring roles.
5.6.3.3 Carer psychological and physical health

Three reviews focussed on the aociation between psychological factors and burden
among carers with dementia(Chiao et al., 2015; van der Lee et al., 2014)1 A 0 AOEET OT 1
disease (Greenwell et al. 2015). A range of psychological factors were evident across these

reviews; however, depression was explored as a predictor of burden across mastudies.

Based on findings from numerous studies, Chiao et al. (20Lindicated that greater

burden was experienced by carers of people with dementiaith : poor psychological

health, poor perceived weltbeing, high depressive symptoms, poor religious qing skills,
poor symptom management, high anxiety, aggressiveness, and authoritarianism. Van der
Lee et al. (2014) included a study which supports some of these findings, as an association
between burden and depressive symptoms was evident. These revieimdings also

showed burden was also associated with depression and mood disorders in two studies. In

another study, higher subjective wellbeing was predictive of reduced burden.
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In the review by Greenwell et al. (2015), @pression was a predictor of burde across
seven studies. This is consistent with findings outlined in other reviewgChiao et al., 2015;
van der Lee et al., 2014)However, in one study this was only the case for carers of
individuals with impulse control disorders. In another study, depression was only a

predictor of burden in the USA samp@ not the Japanese sample.

Physical health was also included in two of the 14 reviewStenberg et al. (2014) found
diagnosed physical health problems were associated with increased burden among carers
of cancer patients. Orgeta and Mirand&astillo (2014) examined physical activity in

relation to burden among carers of dementia patientsTwo studies found an association
between reduced subjective carer burden and physical activity when measured using the
Screen for Caregiver Burden Scale. However, themas no association between physical

activity and objective burden.
5.6.3.4 Carer personality traits

Two reviews addressed the association between burden and pensality traits in carers of

individuals with dementia (Van der Lee et al. 2014) and carers ¢fiose WiOE O AOEET 01 1 8 O
disease(Greenwell et al. 2015). Van der lee et gR014), concluded that caremeuroticism

predicted higher burden, while confidence, extraversion and agreeableness reduced

burden. Higher expressed emotions also linked to increased burdeGreenwell et al.

(2015) found that optimism and pessimism predicted burden at ten years based on a

longitudinal study.
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5.6.4. Patient factors associated with carer burden

Nine of the 14 reviews included factors related to patientshat are associated with carer
burden across six conditions {able 17). Broadly, these included patient socio

demographics, functional status, behavioural and psychological factors, and iliness factors.
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Table 17: Patient factors associated with carer burden

Author (s) and Long term Review question: What other factors are associated with carer burden? (T hose related to the patient)

date condition

Patient socio -demographics

Gender:

Wolfs et al (2012) Dementia 1 Somefactors were classed as potential predictors when they related to objective burden in one or two
studies. Patient gender was included in these factors.

Age:

Wolfs et al (2012) Dementia 1 Agewas included as a potential predictor based on the definition outlined above.

Azzani et al. (2015) | Cancer 1 Patients who younger were more at risk of financial burderfRogers et al., 2012)

Educational level:

Wolfs et al (2012) | Dementia § Patient educationallevé x AO ET Al OAAA AO A Obi OAT OEAI DPOAAEA

Chiao et al. (2015) | Dementia 1 Levels of education among patients with dementia were predictive of carer burdefAglera-Ortiz et al., 2010;
Kim et al., 2009)

Functional status

Chiao et al. (2015) | Dementia 1 Poor functional status associated with carer burderiGallagher et al., 2011; Kim et al., 2009; Rinaldi et al.,

2005; Sink et al., 2006; Yeager et al., 2010)

Behavioural and psychological factors

Stenberg et al. Cancer 9 Caring for a patient who suffers from depression or anxiety can exacerbate burden (narratively reported, ng

(2014b) specific reference).

Van der Lee et al Dementia 1 Patient mood disorders such as depression were significantly associated with burdéBédard et al., 2005;

(2014) Bédard et al., 1997)

Greenwell et al. 0AOEET OIl 1 Twostudiesfoundap OEOEOA OAiI AOET 1 OEED A A Geprésfion arfdl AateOhiurden x E

(2015) Disease (Aarsland et al., 1999; Miller et al., 1996) One study found a relationship but the direction was not reported
(Sarandolet al., 2010) two found no relationship(Carter et al., 2012; Fernandez et al., 2001)

Chiao et al. (2015) | Dementia 1 An associationbetween increased burden and high prevalence of behavioural disturbancéBoutoleau-
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Bretonniere et al., 2008; CondeSala et al., 2010; Davis and Tremont, 2007; Lim et al., 2011; Mohamed et al
2010; Rinaldi et al., 2005; Sinlet al., 2006)and a high level of neuropsychiatric symptom¢Conde- Sala et al.,
2010; Gallagher et al., 2011; Mohamed et al., 2010; Sink et al., 2006; Tun et al., 2008; Yeager et al.,.2010)

Wolfs et al (2012) Dementia 1 Predictors of objective burden included cognitive impairment, behavioural disturbances and impairments
related to activities of daily living.
Seeher et al(2013) | MCI 1 Patient depression not predictive of burden(Bruce et al., 2008)
1 Behavioural symptoms associated with burder{Bruce et al., 2008)
Van Vliet etal. Early onset 1 One study found no significant association between carer burden and cognitive function and behavioural
(2010) Dementia disturbances(Freyne et al., 1999)
1 In another study, behavioural disturbances were positively associated with carer burden in early onset and
late onset dementia carergArai et al., 2007)
lliness factors
Van Vliet et al Early onset 1 lliness severity was associated with burden in late onset dementia patients
(2010) Dementia
Chiao et al. (2015) | Dementia 9 Carer burden associated with worsening severity of dementia an(Lim et al., 2011; Mohamed et al., 2010;
Sink et al., 2006; Skarupski et al., 2008hd patients with Frontotemporal dementia (Boutoleau-Bretonniére
et al., 2008)
1 Alonger duration of illness was associated with greater burde(Kim et al., 2009)
Seeher et al(2013) | MCI 1 Symptom duration was significantly associated with carer burden even when cognitive function and
behavioural disturbances were controlled (Bruce et al., 2008)
Wolfs et al. (2012) | Dementia T #1011 OAEAEOU 1T £ OGEA PAOGEAT 6 xAO Al AGOAA AOG A Ol
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5.6.4.1 Patient socio-demographics

Three reviews addressed patient socimlemographical factors associated with burden
(Azzani et al. 2015; Chiao et al., 2015; Wolfs et al., 201®)cluding gender, age, and

educational level.
Gender

Wolfs et al. (2012), considere AOEAT & CAT AAO AO A Obi OAT OEAI
in dementia carers. However, it is difficult to determine the relevant studies and whether

males or female patients were more likely to lead carers to feel burdened.
Age

0OAGEAT O AcHi GAIOORAIOTPAARLEAOI 06 1T £ 1 AEAAOGEOA
(2012). Again, there was a lack of clarity around which studies contributed to this finding,

and whether carer burden increased or decreased with patient age. Azzani et@015)

included one study where younger cancer patients were more at risk of financial burden.

Links between patient financial burden and the resultant impact on financial buren in

carers werenot explicit.

Educational level

DOAAE

Wolfs et al. (2012) included ptient educational levelasA OBl OAT OEAE PAAAEBAAOEOA

burden. The lack of clarity remained around which studies wereelevant to this finding.
Levels of education among patients with dementia weralso predictive of carer burden in
two studies included by Chiao et al. (2015)However, across both reviews, it was unclear

whether higher or lower educational levels were more indicative of burden.
5.6.4.2 Functional status

One review by Chiao et al. (2015) found an association between patients with poor

functional status and carer burden across five studies.
5.6.4.3 Behavioural and psychological factors

Seven reviews examined the association between patient behavioural and psytbgical

factors and carer burden, across diffent conditions including:0 AOEET 011 60 AEOAAOA

(Greenwell et al., 2015), MCI (Seeher et al. 2013), can¢8tenberg et al. 2014) and
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dementia (Chiao et al., 2015; van der Lee et al., 2014; Van Vliet et al., 2010; Wolfs et al.,
2012).

Four reviews provided mixed evdence for the association between patient depression and

burden in carers.Stenberg et al(2014b) reported that caring for a cancer patient with

either depression or anxiety can exacerbate carer burden. Depression was a common
psychological indicator ofburden across studies. This was significantly associated with

burden in two studies in the review by Van der Lee et 22014). Some evidence from

Greenwell et al (2015) supports this finding, as a positive relationship between

depression and carerburdé DPAOEAT OO xEOE OAOEET O 180 AEOA
included studies. However, in another study there was a relationship, but the direction

was not reported and in another two there was no relationship. Evidence from Seeher et

al. (2013) supports the latter finding, as patient depression was not predictive of burden

in carers of MCI patients.

Three reviews including carers of dementia patients addressed the association between
carer burden and behavioural factorsand provided mixed findings(Chiao et al., 2015; Van
Vliet et al., 2010; Wolfs et al., 2IR). Chiao et al. (2015)ncluded seven studies indicating
an association between increased burdeand high prevalence of behavioural disturbances
and six studies indicating a high level of neuropsychiatric symptoms. Wolfs et §2012)
found cognitive impairments, behavioural disturbances, and impairments related to
activities of daily living predicted objective burden. Seeher et a(2013) supported this
finding as an included study found an association between increased burden and

behavioural symptoms.

Conversely, Van Vliet et a(2010) included a study that found no significant association
between carer burden and cognitive function and beheaioural disturbances. h the same
review, another study found a positive association between behavioural disturbances and

carer burden in early onset and late onset dementia carers.
5.6.4.4 lliness factors

Four reviews, addressed burden and illness factsre.gseverity, duration, and
comorbidities (Chiao et al., 2015; Seeher et al., 2013an Vliet et al., 2010; Wolfs et al.,
2012).

Severity of illness was associated with incresed carer burden in two reviews including
patients with different ty pes of dementia (Chiao et al., 201%/an Vliet et al, 2010) and

longer duration of illness was associated with greater burden in two reviews including
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patients with dementia and MCI(Chiao et al., 2015; Seeher et al., 201&)nly Wolfs et al.
(2012) addressed cemorbidity of the patient andA AOACI OEOAA OEEO AO A O11 b(

this was not associated with objective burden.

5.6.5. Determinants (predictors) of behaviours and environmental factors

associated with carer burden

This section addresses the determinants (predictive factors) of these behaviours and
environmental conditions associated with carer burden that were outlined in section 5.6.1.
These factors contribute to the boxes at the left side of the logic model, ouatid earlier in
section 5.4.4. In this section, these are outlined as determinants of behaviours associated

with carer burden and determinants of environmental conditions.

Determinants were evident in seven reviews, some of theseere non-theoretical, and
others were theoretical (taken from models or theories of carer burdei. Table18
presentsa summary of determinants included in the reviews and outlines where theories

or models wereused to understand carer burden
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Table 18: Determinants of behaviours and environmental factors associated with carer burden

Author(s) and date

Long term
condition

Review question: What are the determinants (predictors) of behaviours and environmental factors
associatedwith carer burden?

Determinants of behaviours associated with carer burden

Time spent caring

Greenwell et al. OAOEET OI|&ET AET CO AAOCAA 11 "11 AOxT OOE UGokiswArthy-and kKndwles) 2008D O O A ¢
(2015) Disease 9 Hours spent caringz mixed findings.
Build -up of strain over time
Hesamzadeh et al. Stroke (&ET AET CO AAOAA 11 OEA $TOATA 1"#8 11T AAT A@OAT AA
(2015) family theory (Hill, 1958).

1 Family stressesand demands: Pileup (aA) componentstriking a balance vs being drained of energy to

continue in role.

Gaugler (2010) Stroke (&ET AET CO AAOGAA 11 O0AAOI ET) ®é&ulirket 8.,.0999)v o 0t q OO0AOO

 O0O0I1 I E AkiérAtd &hich iddividuals can adapt to spread of stresg)mixed findings from different
study types (crosssectional, longitudinal and qualitative).

Carers perceptions of their roles and abilities

Van der Lee et al.
(2014)

Dementia

(Findings based on a range of models that included different types of patient and caredaterminants)

9 Carer role captivity and carer overload (model by Campbell et al. (2008))increased burden.

1 Sense oftoherence (SOCjconfidence that things will work out as can reasonably be expegtéivo models
(Andrén and Elmstahl, 2007; Barusch and Spaid, 1989)decreased burden.

1 Self-efficacy (competence)High self-efficacy- reduced burden

1 High selfesteem andfrequency of haing a break- (less) burden.
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Greenwell et al
(2015)

OAOEET Ol
Disease

i &ET AET CO AAOAA 11
new conceptual model).

1 Lower self efficacy for dealing with stessors greater burden.
1 Lower sense of coherencegreater caregiver burden

T 1T AOxT1 OO E(Goldsworthy anld Krewles,@@@)d0 O A

Nunnemann et al.
(2012)

FTLD (type of
dementia)

(Findings not based on specific modebr theory)
1 Sense of competenceno effect on burden

Coping types

Problem focussed coping

del-Pino-Casadoet Dementia (Findings based on models of cogibyLazarus and Folkman (1984)pr Moos et al. (1990)

al.(2011) 1 Problem focussed comg (Lazarus and Folkman 1984 mixed findings

Van der Lee et al. Dementia (Findings based on a range of models that included different types of patient and caregiver determinants)

(2014) 1 Problem focussed coping lower burden

Emotion focussed coping

del-Pino-Casadcet al. | Dementia (Findings based on models of coping by Lazarus and Folkman (1984) or Moos et al. (1990).

(2011) 1 Emotion focused coping (oriented towards managing emotions)from Lazarus and Folkman (1984
higher burden

Van der Lee et al. Dementia (Findings based on a range of models that included different types of patient and caregiver determinants)

(2014)

1 Emotional coping- higher burden

Avoidant and passive coping

Hesamzadeh et al.
(2015)

Stroke

(Findingsbased T OEA $1 OAIl A iTAAT A@OAT AAA AU - A#Q
family theory (Hill, 1958)).

1 Avoidant coping strategiesfrom model provided but not considered in relation to burden (see written

I " #8
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commentary).

Van der Lee et al.
(2014)

Dementia

(Findings based on eange of models that included different types of patient and caregiver determinants)
9 Avoidant coping and problem focussed copingnot significantly associated with burden

Nunnemann et al.

FTLD (type of

(Findings not based on a specificodelor theory)

(2012) dementia) 9 Passive coping strategiesincreased burden and decreased health quality of life
del-Pino-Casadcet al. | Dementia (Findings based on models of coping by Lazarus and Folkman (1984) or Moos et al. (1990).
(2011) 1 Avoidance coping(attempts to avoid problems and engage in indirect attempts to reduce distref®m
Moos et al. (1990)
9 Positive association between subjective carer burden and avoidance coping
1 Positive association between escapavoidance coping and carer burden
Approach coping
del-Pino-Casadcet al. | Dementia (Findings based on models of coping by Lazarus and Folkman (1984) or Moos et al. (1990).

(2011)

1 Approach coping(attempts to reappraise, modify and solve problem&om Moos et al. (1990):

1 Positive associationbetween active behavioural coping as part of approd&ccoping and subjective burden
and a negative association betweesubjective burden andactive cognitive coping as part of approdt
coping.

Behavioural, social, cognitive and family

coping

Hesamzadelet al.
(2015)

Stroke

i &ET AET CO AAOAA 11 OEA $TOAT A 1" #8 11AAl AgOAT Al
family theory (Hill, 1958)).
9 Behavioural, social, cognitive and family coping strategies included within model, yet not considered in

relation to burden.

Determinants of environmental conditions associated with carer burden

Perceived availability and perceived satisfaction with support
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Stenberg et al. (2010) | Cancer ( Findings not based on specific model or theory)

1 Burden associated with rceived availability of social support, rather thanamount of assistance provided
Greenwell et al OAOEET Ol|j &ET AET O AAOGAA 11 '11 AOxT OOE(Goldsworihy and Knowlek, Q@a)d0 O A
(2015) Disease new conceptual model).

i Satisfaction of support mixed evidence as a predictor of burden.

1 Poor social supportz mixed evidence
Van der Lee et al. Dementia (Findings based on a range of models that includditferent types of patient and caregiver determinants)

(2014)

9 Lesssatisfaction with support - higher burden
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5.6.5.1 Determinants of behaviours associated with carer burden

5.6.5.1.1 Time spent caring

Engagement in care tasks was outlined astardensome behaviourin section 5.6.1.1. One
review included hours spent caring as a factor that may determine whether engagement in
care tasks leads to burden (Greenall et al. 2015). Ezidence was mixedas this was a
predictor of burden in one study(Peters et al., 2011)ut not another (Sarandol et al.,

2010). According to the stressappraisal model used to interpret results (Goldsworthy and
Knowles, 2008), hours spent caring was mediated by perceived social support and

frequency of breaks, which could account for the mixed findings.

5.6.5.1.2 Build-up of strain over time

In section 5.6.1.2 adaptive behaviours for reducing burden we outlined, based on

Hesamzadeh etl8 §2015) findings. The final product of the Double ABCX model, included

ET OEAEO OAOEAx EO O AhisE th&Joutbohnd @ DfandiEeifdrttoj @8 AEA
achieve new balance and functioning in respons@tthe negative outcomes attached to

caring after stroke. Within this model, numerous factorsA AOAOI ET AA OZFAT E1I U A
AEA AT T PITAT O OZAI EIT U OO0OAOO AT A AATI AT AOGg DPE
managing care on other domains of life. The exté of such impacts determined whether

carers could overcome negative outcomes such as burden. Included studies provided

examples of these impacts: loss of independence and autonomy, loss of normal

relationships, inabilities to plan daily living; and loss 6 certainty for both the stroke

survivor and carer (Backstrom and Sundin, 2009; Dalvandi, 2011; Green and King, 2009;
Greenwood et al., 2009b)'he main theme identifed leading to a positiveoutcome was

OO OOEE ET &Eavks, 2006) Carerdere unable to adapt and overcome stress and

burden when they became drained oénergy to continue in the role(Backstrém and

Sundin, 2009)

AEA TTOET D T/&£ AAODBEIADSOEO 1 ETEAA O ££ET AET CC
The findings in their review were examined in the context of the Stress Process Model

(Pearlin et al., 1990) Gaugler (2010) considered whether the temporal mechanism

OPOI 1 EEXAAOAGET T 68 AAOAOI ET AA AOOAAT ET AAOAOO
the Stress Process Model and is the spreadlstress, strain, and conflict from actual care to

other life domains. Mixed findings were produced for this concept as an influential factor

in carer burden across diferent types of studies (crosssectional, longitudinal and

qualitative).
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Crosssectional studies discount the effect afime on carer outcomes andlid not consider
the temporal mechanism, proliferation as a determinant of burden. Studies using more
advanced longitudinal techniques provided some support for the stress process modeldn
the proliferation of stress as a determinant for carer burder(Bacon et al., 2009; Grant et
al., 2006a; Jones et al., 2000; Ostwald et al., 2009; Perrin et al., 20Q@jalitative study
findings supported the process of proliferation, as carers managed the stress from primary

domains e.g. practical care to secondary stressors e.g. work and family conflicts.

According to the Stress Process Mod@Pearlin et al., 1990) the extent to which carers can
adapt to this spread of stress from actual care would influence whether carergbome

burdened.

5.6.5.1.3 Carersd perceptions of their roles a

4R A@GOAT O T £# AOOAAT AobPAOEAT AAA EOI T AAOOAI AAOA
perceptions of their roles and carers perceptions of their abilities and internal resources

to manage of adapt to the caring role.

Role perceptions included the extent to whih they felt overloaded and the extent to which
things would work out as reasonably expected (sense of coherence). Van der Lee et al
(2014) included findings based on a range of models relevant to dementia carers that
included different types of carer deerminants. Carer role captivity (unwanted
participation in role) and carer overload were significantly related to increased carer
burden in the model by Campbell et a{2008). Across two reviews (Van der Lee et al
2014; Greenwell et al 2015), sense of celnence was a determinant of burden. Greenwell
et al. (2015) included one study where a lower sense of coherence predicted greater
burden (CaapAhlgren and Dehlin, 2002) Consistent with this finding, two models
included in the review by Van der Lee et a{2014) indicated a higher sense of coherence
was significantly associated with decreased burdefAndrén and Elmstahl, 2007; Barusch
and Spaid, 1989)

@A BT AO T &£ ATii11T AAOAO AAOAOI ET AT 6O OAI AGAA Oi
provide care included selfefficacy (competence) and selesteem. Mixed finding were

evident across three reviews regarding seléfficacy as a determinant of carer burdenA

OOOAU ETAI OAAA AU ' OAAT xA11 AO A8 jgmpuqgh ETAI OA
disease found lower self efficacy predicted higher burde(CaapAhlgren and Dehlin,

2002). Van der Lee et a[2014) similarly found an association between high déefficacy

and reduced burden Conversely, Nunnemann et a(2012) included a study with
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contrasting findings among carers of those with FTLD (a type of dementia), as sense of

competence had no impact on burderiRiedijk et al., 2009)

Seltesteem was included as a derminant in one review (Van der Lee et al. 2014). In one
study, high selfesteem and frequency of breaks were ass@ted with being less burdened
(Chappell and Reid, 2002)

5.6.5.1.4 Coping types

Copingtypes were included in some of the reviews AAT ZOET T Z# AOAAT AO Al

Hesamzadeh et al., 2015; Nunnemann et al., 2012; van deelet al., 2014) These were
influential in whether carers carried out adaptive behaviours as part of caring and
ultimately whether they experienced burden. Examples of coping types thatere
examined in relation tocarer burden included: poblem focussed coping, emotion
focussed coping, approach coping, avoidant (or passive) coping, behavioural, social,

cognitive, and family coping.
Problem focussed coping

Two reviews included problem bcussed coping AAT ZOET T z# AOAAT AOD
et al., 2014) Mixed evidence was found for whether this type of coping determined carer
burden. Van der Lee et al (2014) included two studiegdicating that this leads to lower
burden (Chou et al., 1999; Riedijk et al., 2009Del-Pino- Casadcet al. (2011) included the
same study by Chou et a{1999) therefore, supporting these findings. However, another
included study found noassociation between a strategy included in problem focussed
coping (seeking instrumental support)and subjective burden (Montoro-Rodriguez and
GallagherThompson, 2009)

Emotion focussed coping

Al 81

The same two reviews also included emotion focussed copipngA A1 ZOET T Z# AOAAT £

2011; van der Lee et al., 2014)Van der Lee et a(2014) included two studies where this
type of coping was associated with higher levels of burdefChou et al., 299; Riedijk et al.,
2009). This was supported by three studiegChou et al., 1999; Kramer, 1997; O'Rourke

and Wenaus, 1998)ncluded by del- Pino- Casadcet al.(2011), one of which was the same.
Avoidant and passive coping

Four reviews included avoidant or passive coping typeg AAT ZOET T Zz# AOAAIT

Hesamzadeh et al., 2015; Nunnemann et al., 2012; van der Lee et al., 20Rdther than
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determining whether these strategies related to burden, Hesamzadeh et §£2015)

DOl OEAAA OiT i A AgAiPIi A0 T £ Ei x OEAOA OAI AGAA OiI AA

across studes. Examplesnclude: avoiding what had transpired in the new phase of lives
(Greenand King, 2009) avoiding thinking about the future(Greenwood et al., 2009bpand
abandoning the idea that everything could go back to the way that life had bebefore
(Backstrém and Sundin, 2009)

The other three reviews provided mixed evidence for the association between avoidant
strategies and carer burden. One of the models included in the review by Van der Lee et al
(2014) indicated no significant association between avoidant coping and burdefDi

Mattei et al., 20®). However, findings from the other two reviewsj AAT ZOET T Zz# AOAAT AOD
2011; Nunnemann et al., 2012)provided support for avoidant copingstyles and increased
burden. One study included by Nunnemann et a2012) reported that passive coping
strategies were associated with increased burden and decreased health quality of life for
all carers (Riedijk et al., 2006).Del- Pino- Casado et al.Z011) included studies that

analysed coping strategies categorised as avoidance copifigur studies found a positive
association betweenavoidance coping andubjective carer burden(Cooper et al., 2008;
Hinrichsen and Niederehe, 1994; Kim et al., 2007; Matsuda, 199&)d two studies

reported a positive association between escapavoidance copirg and carer burden

(Artaso et al., 2003; MontoreRodriguez and GallagheiThompson, 2009)

Approach coping

Del-Pino-Casado et al(2011), also addressed approach copin@ne studyindicated a
positive association between active behavioural coping as part of approacbping and
subjective burden and a negative association between active cognitive coping as part of

approad coping and subjetive burden (Hinrichsen and Niederehe, 1994)
Behavioural, social, cognitive, and family coping

Behavioural, social, cognitive, and family coping were also included as part of the Double
ABCX model in the review by Hesamzadeh et £015). As mentioned previously,
Hesamzadeh et al. (2015) provided examples from studies rather than whether these
related to burden. Some behavioural and social strategies weoutlined in section 5.6.1.2.
Examples of cognitive coping strategies includékefocusing on the meaning of family and
mutual relationship, preserving selfworth, ensuring the patient's quality of are,
reconstructing ordinary life, and maintaining optimism through making comparisons with

others who were worse off(Backstrom and Sundin, 2009; Greenwood et al., 2009b)
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Examples of family coping strategies include: Refocusing of time and energy on the
elements of the recovery process, redefining e role patterns, getting organied with

house chores andharing care(Jongbloed, 1994 Roecker et al., 2012)

5.6.5.2 Determinants of environmental conditions associated with

carer burden

5.6.5.2.1 Perceived availability and perceived satisfaction with

support

Social support wasan example of an environmental condition that facilitates or limits
burden in section 5.6.2.1. Three review§Greenwell et al. 2015; Stenberg et al., 2010; van
der Lee et al., 2014plso included determinants related to support that influence whether
carers experience burden. These relal to perceived availability and perceived

satisfaction with support. Therefore, there was a subjective element attached to this,
beyond the presence of social support or a social network of support that was described in
section 5.6.2.1.

Supporting this notion, Stenberg et al(2010) concluded that carer burden is based on
subjective experiences of support, i.e. the perceived availability of social support, rather
than the amount of assistance providedl'wo other reviews provided evidence for the
associatbn between burden and satisfaction with support in carers of persons with
OAOEET O1 180 AEOANBRang dereAtih tared (Van dér Qee Atlal. 2014).
Greenwell et al (2015) included mixed evidence for satisfaction of support as a predictor
of burden. Perceiving carer social support as poor predicted burden in two studies
(Edwards and Scheetz, 2002; Shin et al., 2012t not others (CaapAhigren and Dehlin,
2002; Miller et al., 1996) In another included study, poor social support was a predictor of
burden in offspring carers but not spousal cares (Shin et al., 2012a) Studies includedn
the review by Van der Lee et al. (2014) indicated tht beingless satisfie with support
predicted higher burden (Reis et al., 1994)and positive perceptons of support reduced
burden (Coen et al., 1997; Gold et al., 1995)

5.6.6. Alogic model of the problem

The findings from this section are presatedin A O1 1T CEA 11T AAl 1T £ OEA
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4] Determinants of behavioural factors

Time spent engaging in care tasks, mixed
findings [(Parkinzon’s dizease)

Build-up of strain over time, mixed
findings (stroke)

Unwanted participation in role, overlead
[dementia)

Lowr zense of cocherence (dementia,
Parkinzen’s dizease)

High self-efficacy reduced burden
[dementia, Parkinzon’s dizease], no
impaet (FLTDY

High zelf-esteem and frequency of breaks
reduced burden [dementia).

Problem focused coping mixed evidence
[dementia)

Emetion focused coping increased burden
[dementia)

Aveidant and passive coping, mixed
findings (dementia, FTLLY)

Appreach coping mixed findings
[dementia)

4] Determinants of environmental factors

Perceived availability of social support,
rather than the amount of assistance
provided (cancer)

Satisfaction with support, mixed evidence
[Parkinson’s dizeasze)

Less =atisfaction with support [dementia)

1) Behavioural factors
Health problem
= Engagingin a heavy patient (burden)
care load (dementia, .
cancer] Ph}s;cal.m
» Trying to provide care to EMOno .
the family as well as the social, financial
patient [cancer) —* | stressors
& Carryingout tasks directly assu-mated with
and indirectly related to caring
care [cancer)
# Engarcingin personal tasks
ez feeding and washing
[cancer) 1

!

2] Environmental factors

# Limited =secial networks [cancer)

# Rehabilitation support that lacks
continuity at home and in the community
[stroke)

» Services and organisations that fail to
engage in adeguate planning as partof the
stroke survivers' rehabilitation (stroke)

= Distance from hospitals, single parent
househeolds and households with low
ineome (specific tr financial burden)
[cancer)

3] Other factors [patient)

Age, potential predictor of carer burden
[dementia)

Tounger age predictor of financial burden in
patients, yet link not made to carers [cancer)
Level of education, vet direction unclear
[dementia)

Poor functional status [dementia)

Patient depression or anxiety (cancer,
dementia). Mixed findings (Parkinson’s dizease].
Depression not predictive of carer burden (MCI)
Behavioural disturbances, neuropsychiatric
symptoms, cognitive impairments, and
impairments related to ADL's [dementia)
Behavioural symptoms [MCI)

Mo aszoriation between carer burden and
cognitive function and behavioural disturbances
[dementia)

Severity of illness (dementia)

Longer illness duration [dementia, MCI)

Patient co-morbidities, non-predictor
[dementia)

3) Other factors [carer)

Female gender [dementia, cancer]. not in MCI
Agze unrelated [MCI), mixed findings (dementia),
TOUNEET CATErs [Cancer].

Lowrer educatien (cancer, dementia)
MNon-Hispanie Caucasian ethnicity (dementia)
Race, non-predictor (cancer)

Co-habitation with patient [dementia)

Spouszal relationships in some and adult carers
in other studies [dementia)

Spouszal relationships, ambivalent attachments
[cancer)

Relationships and co-residing status non-
predictors [MCI)

Lowr marital satisfaction (dementia and MCI)
Poor psychelegical health, poor perceived
wellbeing, poor religious coping, poor symptom
management, high anxiety, aggressiveness, and
authoritarianizm [dementia)

Depreszive symptoms [dementia, Parkinson's
dizeaze].

FPhysical health problems (cancer)

Physical activity to reduce burden [dementia)
Carer neurcticism inereaszed burden,
extraversion and agreeableness reduced burden
[dementia)

Optimizm and pessimizm [Parkinsoen’s Disease].

Figure 19: Logic model of the problem (carer burden)
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5.7. Discussion

5.7.1. Summary of evidence

This systemaic review of 14 systematic reviews presentsvidence relating to the factors
that influence burden in carers of stroke survivors and othelonger-term conditions.
Findings are important for informing the 01 T ¢RI T £ OEA ibf@mhdal Al
AOT AAAO O1 OAOAITT 11T CEA 1T AAl 1T &£ AOOAAT &

needs assessment adl progresses(Bartholomew et al., 2011).

x E
i CA

O Qu

Gaining a greater understanding of burden and its contributory factors is essential to

ensure that this is reduced as carers continue to provide care in future. However,

examining carer burden is complex and these findings support the notion that there is no

single agreed definition of burden(Bastawrous, 20138 4 EA OAOI OAAOAO08 EC
different circumstances, where experiences are not always comparable. As highlighted in
AEAPOAO Oxih A Ai1OEOOAT O AAEEI EOEIT 1 &£ OAAO
is further complicated by the diferent types of studies included in the reviews and the

different methods for synthesising these studies. Therefore, establishing the best evidence

for understanding burden can be problematic. However, despite these considerations, the

findings from 612 studies acrossa wide range of conditiors are still informative for the

subsequern stages of IM

Unsurprisingly, these findings present burden as a complex, ntifaceted construct. Few
reviews identified behaviours associated with carer burdenas this wasrarely examined
from a behavioural perspective. The behaviours that were identified consistently related
to the tasks associated with care and a heavy care load. However, more must be learned
about behavioural factors that influence burden in stroke cares, given that these were
evident in carers of individuals with cancer and dementiaComparatively, more reviews
addressed environmental conditionsbut only a few factors were identified. These related

to support and financial circumstances in carers of sbke survivors and cancer patients.

-1 OA AOGEAAT AR xAO AOAEI AAT A AAT 60 OEA Oi OEAO
burden is commonly studied. Previously, risk factors have been examined across

conditions in terms of demographic factors e.g. aggender, and educational attainment

(Adelman et al., 2014) Many of the findings outlined in the review by Adelmaet al.

(2014) are consistent with findings in thecurrent review, as risk factors for carer burden

included female sex, low education, residing with the care recipient and depression. These

are useful to some extent in terms of targeting specific groups of carers that may be at

greater risk of burden. However, factors such as gender and agannot be changed.
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Reducing burden is more likely if behavioural and environmental factors are addressed,
given that they are more amenable to change. Furthermore, it is likely that interventions
would be complex, takirg in to account both behavioural and environmental factors,
focusing on internal strategies within the individual and external support to alleviate

burden.

Outlining determinants for the behavioural and environmental factors extended current

evidence, toconsider why some carers are more likely to experience burden. The

determinants of environmental factors provided valuable insights in to factors that

ET £ OAT AA xEAOEAO OOPDPTI OO0 xEI 1 OAAOAA AOOAAT EI

disease, and demeria). Findings indicated that it is not just the presence of support that is

(@}

important. Perceptions and satisfaction with support are influential in vihether carers

experience burden.This suggests that the provision of support alone is not enough, if it

cant 1T O T AAO AAOAOOGE T AAAOG AT A 1 AAA OEAI EAAI ET ¢ OAC
regarding this, as the reviews provided little information about the context of support and

when or what may be useful to carers.

The determinants of behavioural conditiors highlighted evidence about different coping
types including problem focused, emotion focused, avoidant and approach copirithe
findings were based on dementia carers and produced mixed findings. It would be
insightful to learn more about the specific cping strategies that carers of stroke survivors
use to reduce burden, in addition to required support. This would determine whether the

findings highlighted in this overview are applicable across conditions.

Many determinants were taken from theories andmodels outlined in the table in section
5.6.4. In two of the 14 reviewgGaugler, 2010; Hesamzadeh et al., 201,5heoretical
models were appliedto understand stroke caring These provided a valuable contribution
to our understandings of burden and coping with care. However, they do not incorporate
howto change behaviours to reduce burden. Behaviour change theories would be more

appropriate for this purpose to inform behaviour change interventions.

5.7.2. Strengths and limitations of the review

This review identified evidence using acomprehensive search stategy.A narrative
approach to synthesis ensured that data could be drawn from a broad range of both
gquantitative and qualitative studies in a way that can inform the later stages of
intervention design. This approach also overcame difficulties drawing tagher findings
from different study types that could not be synthesised using alternative methods e.qg.

meta-analysis.
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However, thereview is not without limitations . In some sections, the reviewacks detail or

depth about the catext of burden, as manyeviews includedquantitative studies, often

favoured for establishing the risk factors associated with burdeifHonea et al., 2008)

Relying upon the commentary provided by authors of included reviews also redad

depth. Some qualitative studies were included in the findings however more qualitative

research about burden would producerich AAOAOEDOEOA AAAT O1 600 1 A&
experiences(Jungbauer et al., 2003)Ths research could also be improved by using

supplementary strategies in addition to searching electronic sources to identify additional

reviews. These could provide the detail and depth that is lacking in parts of this review.

Furthermore, it is important to be aware of the distinctions between different types of
burden. Across the reviews, some studies referred to objective burden, others referred to
subjective burden and some did not make this distinction at all. This is commonly the case
when multi-dimensional burden measurements are use@Call et al., 1999; Clair et al.,
1995). This awareness has implications for understanding burden and how it should be
alleviated, as there may be different influential factorsssociated with the two types of
carer burden. With greater understanding, interventions can be tailored to individuals

based on their experiences and the factors that influence burden.

This overview of systematic reviews could also be criticised as noraé the included

reviews were rated as high quality using the AMSTAR checklist (Shea et al. 2007). Instead,

nine reviews were low quality and five were rated as medium quality. Problems with the

AMSTAR checklist were outlined in section 5.5.3. AllocatingaUA 08 OAOBPI 1T OA xAC
xEAT 1 Ol OEPI A AOEOAOEA EAA O AA i AO xEOEEI
AT A 0110 ApbPi EAAATI A xAOA Ail OAT OAA AO nh O
OAl OAO8 4EA ET Al OOEKIAIT AKEEAD AOREYE AMIBA A DTN A0 (X
low- quality scores. Many of the reviews were included because the authors specified that

OEAU xAOA A OOUOOAI AGEA OAOEAx3h UAO OEAU AE
criteria outlined by Pope, Mays and Puay, (2007). Therefore, they were at risk of being

lower in quality.

This review has provided a comprehensive account of the factors that influence burden
that may not have been gained from the stroke literature alone. However, it is
guestionable whetherthese findings are generalisable. Therefore, this must be managed
carefully when moving forward with this approach, to avoidassumingexperiences are

shared across conditions.
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5.8. Conclusions

The review has highlightedcomplexities attached to caretburden across a range of
longer-term conditions. However, it is interesting to note that few of the included reviews
focussed on carers of stroke survivors. This indicates that limited evidence is available
about the factors that lead to carer burden in this popuwtion, particularly with a theory-
based understanding.This may account for why interventions for stroke carers are not
always developed with acomprehensivetheory-and evidence based understanding of a

problem such as burden, before seeking solutions.

Nevertheless, this is an informative overview of the complexities attached to carer burden.

Further research is required to gain a more irdepth, contextual understanding of stroke

AAOAOOS A@PPAOEAT AAOh xEOE AOOAT O£kolowityh OEAEO T AAA
further research, findings can be drawn together to develop an intervention to reduce

AAOAO AOOAAT OEAO E Gen@® Thd suBsdquenBW stafjelilDghideO06 A DA

this process (Bartholomew et al., 2011).
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As documented at the bginning of section two, bapter six that followsE O OEA OOUOOAI
OAOGEAx 1T £ NOAI EOAOEOA OOOAE ik thedéedsi AOEA OUT O
assessment byDT AAOOOAT AEB C C Qlieldieéid ahd te fachfs that influence

these.

Chapter five

Purpose: To gain a Systematic review
detailed description of of systematic
behavioural and reviews

environmental causes
of carer burden

Systematic review

Logic model of

of qualitative the problem
) studies: Thematic (needs
Purpose: To prr::.wde synthesis assessment)
some understanding of
the “at risk group’, their Chapter seven
needs and the factors
that influence these. Qualitative
interviews
L .

Figure 20: Overview of the needs assessment
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6. Chapter six: Identifying the needs of carers of stroke survivors and the

barriers and facilitators to addressing needs: A thematic synthesis

6.1. Introduction

This systematic review is the second of three components of work contributing to the

01 ARAOG AOOAOGOI AT 686 ) O OPAAOAO A OAOGEAx 1 &£ NOAI EO
carers after stroke(Greenwood et al., 2009a)establishes the needs experienced by carers
and the behavioural and enwionmental barriers and facilitators they face in addressing
these needsand how ard whether they change over time A thematic synthesigThomas
and Harden, 2008)is presented, starthg with descriptive themes then analytical themes
where needs, barriers, facilitators and implications for intervention development are
outlined. Then a logic model including behavioural and environmental barriers and
determinants of carer and professiond behaviours is presented. This willadd to the

finding presented in the previous chapterand inform the overall logic model of burden In
the discussion section, findings are summarised and considered in the context of current

literat ure and the IMprocess.
6.2. Rationale for review

Chapter fiveaddressed the first aim of the needs assessment. To address the second aim,
of the needs assessment and inform the overall logimodel of burden, research was
required to understand in more depthOE A OA O ,(hdir Gdeds ang @ fdotbrs that

influence these. This led to the need for this systematic review of qualitativéuslies.

A systematic review is an appropriate method for drawing qualitative research toghger to
understand the caringexperience. Howevey the notion of synthesising qualitative
research has been subject to debate and methods are less developed compared with
gquantitative systematic reviews(Ring et al., 2011; Thomas and Harden, 2008%0me
authors criticised syntheses of qualitative studiedor lacking generalisability (Campbell et
al., 2003; Sandelowski et al., 2007)yet others value theirpotential to inform policy and

practice (Newman and Benz, 1998; Popay et al., 20Q06)

An existing,relevant systematic review byGreenwood et al. (2009) was identified. This
included 17 studies summarisingqualitative research from 19962006, focusing on
experiences of caring for stoke survivors and theirchallenges, satisfactions, and coping
strategies. Key findings related to emotional responses, uncertainty, role and relationship
changes, coping strategies, and information and training needs.
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Greenwood et a2009a) highlighted the importance ofOT AAOOOAT AET ¢ AAOAOO
to develop successful interventions for carers. Howevethe authorsrecommended

considering both positive and negative aspects of caringn future research, as just
focussingondifft AO1T OEAO 10 O1 AAAGE AAT DOTi1O0A A 1TAC
chances of providing apropriate support. Understanding the barriers and fcilitators to
addressingneeds is also important for building upon previous research ahfor informing

IM. Geenwood et al (2009a) also identified difficulties in establishing the most

appropriate time point for an intervention due to a lack of longitudinal studies and

authors omitting time post stroke in their studies. They recommended that future

research to hform interventions should consider the dynamic nature of the stroke

experience in relation to time post stroke.

Greenwood et al. (2009) adopted a narrative approach to summarising their findings.
This provided a valuable insight intoA A O Ahallériges satisfactions and coping strategies,
however a method which captured aicher, nuanced understanding of the caring
experience was necessary gain an #depth understanding ofthe population of study
(Bartholomew et al., 2011) The use of qualitative synthesis for informing health related
policy and practice has increasedMays et al., 2005)as have the variety of methods,
examples include: metaethnography (Noblit and Hare, 1988) grounded theory(Eaves,
2001; Kearney, 2001) metanarrative synthesis (Greenhalgh et al., 200§ critical
interpretative synthesis (Dixon-Woods et al., 2006)and thematic synthesis(Thomas and
Harden, 2008)

Meta- ethnography,grounded theory and critical interpretive synthesis methods produce
a synthesis of findings that are often complex and conceptual, and further interpretations
would be required to inform policy, practice, or recommendations for intervention
development(Barnett-Page and Thomas, 2009)Thematic synthesis has been developed
and adapted from metaethnography and grounded theory anchas been applied to several
reviews addressng needs, barriers and facilitators, and experiences in public health,

ET Al OAET ¢ AEEI A ®léarded & al.F2804; Thbkas eah, RADE Hagvever,

ET OOAAA T £ AOOAI pOET ¢ O AOAx OI CAOEAO AAOA
enables a synthesis of findings that can contribute to recommendations fpolicy, practice
and intervention development. Given the écus andpurpose of thisreview, a thematic
synthesis approach was considered the most appropriate method for synthesising

findings.
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6.3. Aims and review guestions

Aim: To update the existing review by Greenwood et al (209 to illustrate the

experience of carers obtroke survivors between 2005-2015.
Research questions:

I  What are the needs of carers of stroke survivors?
1 What is known about how and whéher needschange over time?

T What is known about the barriers and facilitators to addressing needs?
6.4. Methods

The review adopted a similar approach to Greenwood et al (2009, including identifying
relevant studies, assessing methodological quality of studies and summarising the
evidence. Howeeer, data was synthesised using thematic synthesis metho@&homas and
Harden, 2008). Barriers and facilitators to addressing needs were considered within a
socio-ecological model (McLeroy et al1988) to inform the overall logic model of burden

used in later siages of IM(Bartholomew et al., 2011).

6.4.1. Thematic synthesis

The thematicsynthesis approach includes three stages which overlap to some degree
(Thomas and Harden, 2008)

Table 19: Stages of Thematic Synthesis (Thomas and Harden, 2008)

Stages of thematic synthesis (Thomas and Harden 2008).

1 1. Line by line coding of findings from primary studies.

1 2. Generation of descriptive themes through organising free codes.

1 o8 |/ OCAT EOAOGEIT 1 &£ OAT Al UOEAAI

The outputis a synthesis of findingswhich movesbeyond a descriptive understanding of

primary studies, towards an analytical interpretation of findings in accordance with a

OPAAEZEA OAOAAOAE NOAOOEIT T Oh OEOT OCE AAOAIT PI AT O
TheseA OA AT | PAOA KNI AkhieNT GAALOBT TEA Odeebedudidg@ET T Oh
meta-ethnographic approach(Barnett-Page and Thomas, 2009)Descriptive themes

provide an interpretation of experience andare necessary for providing an overall

AAOAOCEDOET 1T 1 £ OE Aalytikdl thelnespéovidk @Ehdrderet@idnO8 |

132



including implications for policy andintervention development (Thomas and Harden,

2008). In the current review these focus o AAOAOOS8 A@DPAOEAT AAO xEOE

needs, barriers and facilitators to addressing needand implications for intervention
development.
6.4.2. Inclusion and exclusion criteria

Inclusion criteria:

Studies involving informal as opposed to paid carers of stroke survivors defined as

/

086 A PAOOIT xEI EO POI OEAEI C EAIi P AT A OODPE

OO00T EA OOOOEOT O AO 1 AAGO TTAA A xAAEBGSG

1 Studies where carers were pviding support to stroke survivors in their own
homes i.e. not inpatients or those in institutionalised care.
9 Studies published between 20052015.

9 Studies written in English Language.

Exclusion criteria:

1 Quantitative studies with no qualitative data; reviews or discussion papers
without primary data; studies which were not peer reviewed e.g. dissertations.
Studies where carer data could not be separated from strolsurvivor data.
Personal accounts of caring for stroke survivors with no analysis.

Studies based on small data sets (two or less).

6.4.3. Study identification and data extraction

The following databases were searched frord1.01.2005- 05.02.2015to identify studies
for inclusion: AMED, CINAHL, Cochrane Library, HMIC, Medline, Psycinfo, Social Work
Abstracts and Web of Science. A refined search strategy basednput from an

information specialist ensured a omprehensive strategy wasused (Appendix F).

JH and another revieweiindependently screened all titles and abstracts from the original
search to assss their eligibility . Studies that did not meet the inclusion criteria were
excluded. Full text publications were obtained for potentially relevant studies. Where
articles coud not be obtained, authors were contacted to request copies. JH applied the
inclusion and exclusion criteria to thislist; a second reviewerindependently assessed 20%
of this list against the criteria. Disagreements were resolved through the inveément of a

third reviewer .
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Data extraction was shared betweera team of three researchersData was extracted for
each study including carer gender, agethnicity, time spent caring, relationship to the
stroke survivor and use of theory to understand thecaring experience. Data regarding
needs (how and whether they change over time), barriers and facilitators faced by carers
were also extracted initially to gain a sense of whether they were @omented within the

literature, before conducting the thematic syntlesis.

Double data extraction was carried out by JH on 20% of the articles that had previously
been reviewed by the two other researchersDisagreements were resolved through

consensus.

6.4.4. Assessment of methodological quality

Assessing quality in qualitatie reseach is an area of debate. fere is little consensus on
how this should be assessed, whom should be assessing qualitgd whether it is possible
to assess this at al{Seale and Silverman, 1997; Walsh and Downe, 200®)ifferent criteria
for assessing quality have been used among researches from different theoretical

backgrounds, adding to the lack of consensySandelowski et al., 1997)

Examples ofappraisal tools and checklists usedor assessing he quality of studies,

include: the Critical Appraisal Skills Programme too{CASP, 2006)the Quality Framework
(Spencer et al., 2003and the National Institute for Health and Care Excellend®ICE)
Public Health guidance qualitative appraisal checkligiNational Institute for health and

Care Excellence, 2012)These tools vary irtheir included questions for assessingjuality,

for examplethe CASP (2006) isomprised of ten questions that relate to rigour,

credibility, and relevance, whereas both the Quality FrameworkSpencer et al., 2003and
the NICE Public Health guidance qualitative appraisal checkli@lational Institute for

health and Care Excellence, 2013re more comprehensive and include a broader range of

questions.

In this review, the NICE Public Health guidance qualitative appraisal checkligiNational
Institute for health and Care Excellence, 2012)as used. This was considered appropriate
given that it was developed based on the other two checklists/ tools outlireabove,
together with broadly accepted principles that characterise the conduct of qualitative
research and may influence its validity. These are included in six sections: thietical

approach; study designgdata collection; trustworthiness; analysis andethics.
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The assessments of methodological quality werghared between the saméhree
researchers Followingassessment using the checklist, each article was allded a score

using thesystem outlined in the guidance (++, +) (table 20).

Table 20: Checklist scoring system for NICE qualitative appraisal checklist

Checklist scoring system (NICE, 2012)

1 ++ All or most of the checklist criteria have been fulfilled; where they have not been
fulfilled the conclusions are very unlikely to alter.

1 + Some of the checklist criteria have been fulfilled, where they have not been fulfilled|
or not adequately described, the conclusions are unlikely to alter.

1 - Few of no checklist criteria have been fulfilled and the conclusions are likely or very
likely to alter.

These scores were used to assess whether the studies should contribute to the overall
synthesis. Including or excluding studies based atheir quality remains a contested area,
but regardless of the decision to include or exclude studies of lower quality; researchers
must preserve transparency through clear documentation of methods and decisions
throughout the process(Hannes, 2011) A judgement was made to initially include only
those scored as (++) or (+) in the synthesi§ he lower quality studies ¢) would be
compared with higher quality studies following the conduct of the synthesis. This was to
establish whether the lower quality studies were consistent with those included in the
synthesis of findings, and to ensure core findings were not influenced by poor quality

research.

If findings were consistent with the overall synthesis; excluding them would not alter the
findings, therefore nothing additional would be gained from including these articles.
Alternatively, if the findings contradicted thosefrom the overall synthesis,they would be
examined to assess whether those findings had emerged for a reason e.g. they are unique
to a particular group of study. If these were considered valuable, they would be scrutinised
to assess whether they would provide a relevant contributiorio the overall aims and
purpose of this review.Furthermore, if there was a reoccurring theme (or themes) across
the low-quality studies, these would also be considered to see if they should provide a

contribution to the overall synthesis; findings would ke refined on this basis.

6.4.5. Synthesis of findings

This section outlines how the synthesis of findings was conducted and applied based on

the three stages outlined by Thomasand Harden (2008).JH primarily conducted the
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synthesis of findings; however, effors were made to ensure rigour and trustworthiness

where possible, in accordance with the following criterian table 21:

Table 21: Lincoln and Guba's criteria for trustworthiness

, ETATTT AT A ' OAASO A OE(GrdcartaAd Gia1986)0 OO0 O x |

Credibility ¢ AT T £ZEAAT AA ET OEA OOOOOEG 1 £ FEEI /4

Dependability : showing that findings are consistent and replicable

Transferability: applicability of findings across contexts

Confirmability: the extent to which findings are shaped by respondents not research
biases, motivations and interests

These included using an appropriate and well recognised research method and checking
sections of analysis to ensure consistency of interpretation (credibility); and use of
diagrams to provide an indepth methodological description (dependability,
confirmability). Regarding transferability, the method of thematic synthesis allows for a
contextual understanding of experience which determines how whether findings can be

generalised.

6.4.5.1 Stage one: Line by line coding of findings from primary

studies.

Before caling commenced, articles were either imported in electronic form (PDF) or

scannedinto NVivo qualitative data analysis software (version 10XNVivo, 2012)in

folders according to their methodological quality, and review questions were temporarily

set aside. This was to produce a synthesis grounded in the study findings opposed to

using a predefined framework to address needs, barriers and facilitators which may rio

take context into account. This is consiste with Thomas and Harde® O ADPDOI AAE ET OEAEC(
ORAOEAx AAT OO AEEI AOAT 60 EAAI OEU AAQOEI C j4EIT T AO Al

Line-by-l ET A AT AET C ET 011 OAA AT AET ¢ AAAE TETA 1T &£ OAgO
tomed ET ¢ AT A Ai 1 OAT 68 300AU £EIT AET CO AOA Al1l O0OA@O
including quotations from carers themselves and commentary from authors within
OOAOGDOI 666 AT A OAZEIT AET ¢cO8 OAAOCEITO j4EITAO ATA (AO
remained close to the data and new codes were continually developed, rather than
CAT AOAGET ¢ A Oi A1 1 A0 OAAT E .ThEersurdd A uanced EAO x AOA 0O

understanding across different studies and avoided reducing the data too early in a way
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that lacked richness and diversity As coding progressed, consistency of interpretation was
checkedwith a facilitated PhD student group (n=§ and codeswere revised and developed

where necessary

6.4.5.2 Stage two: Generation of descriptive themes through

organising free codes.

Researchers should identify similarities and diffeences between the initial lineby-line
codes and create descriptive themes by grouping codes. However, interim steps were

required to make this process more manageable.

All the codes created irstage one were printed and notes were documented to establish
similarities and differences between them. These were groupedtmthemesin NVivo, and
then refined to capture the essence of what was presented in the themes. This led to a
further reduction in themes that were grouped with others according to their similarities
and presented in a colour coded diagram. A large document of memas outlining the focus
of each theme and a description of similarities and differences across themes supported

this process.

Then, descriptive themes were developed by capturing the experiences of the colour

coded grouped themes. This was achieved through returning to the original data within
these grouped themes to ensure that the descriptive themes remained close teettext. A
draft summary of the de<riptive themes was reviewed by afacilitated PhDstudent group
including six members. Group members checked the titles against the content of themes to
assess whether these were appropriate, and identified any overlaps tveeen similar

themes. JH also reviewed and discussed coding and analysis with other qualitative
researchers within the research department including supervisor DJC. Feedback and
further refinements led to the final set of descriptive themes. Mews were mace again

documentingwhat should be included in eactliheme.

6.4.5.3 Organi sation of eéasmgthegdescaptived t hem

themes

At this stage, a descriptive synthesis of findings was provided, however progression to

analytical themes was required to address the research questions for this review. Thomas

and Harden (2008) had difficulty describing this progression, due to reliancerothe
OAOCEAXxAOO8 EOACAI AT OO AO OEAU i1 OAA EOOOEAO
DOl OEAAA Al AAAT OT O T £ EIl x OEAU AOAAOGAA AT Al
healthy eating. The descriptive themes were used as a basis for inferring bamseand
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facilitators to healthy eating in children and implications for intervention development.

These analytical themes were considered appropria when they were:

O&ficiently abstract to describe and/ or explain all the descriptive themes, inferred
baOOEAOOh AEAAEI EOAOT OO0 AT A Ei pinemad&m& | 1 O &£ O ET C
Harden, 2008, pg. 7).
In this review, the process started by examining the descriptive themes to identify
OET AAOOAA 1T AAAO88 4EAT -cbded thedesAerekliedkdddo x EOEET OEA A
ensure that nothing was left unconsidered from the overall findingsThis helped confirm
that the analytical themes were relevant and important. The same process was carried out
to identify the barriers and facilitators to addressing needsThese were also cross

referenced with the data extraction regarding needs, barriers and facilitators.

Following Thomas and Harden (2008), findings were tabularisedlables ncluded needs,

barriers and facilitators to addressing needs, which were groupedcaording to whether

they were behavioural or environmental and allocated to relevant levels of the socio

ecological model (e.g. individual, interpersonal and organisationalNon-behavioural and

environmental barriers and facilitators were also outlined.A number of descriptive

themeswere producech /&I O ET ¢ AT 1T OAOAI 1 AAOGAOEDPOEIT 1T £ OEA
remained close to the originalincluded studyfindings; and analytical themes focussing on

AAOAOOE A@BDPAOEAT AAO x E OEheyklinud bvé firel the®drrie®EAEO 1T AAAO
and facilitators to addressing needs, and implications for intervention development. A

draft summary of these findings was presented to the supervisory team and feedback led

to ongoing refinements in the written content.
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6.5. Results

The search identified 8020 articles, 5589 remained follving de-duplication. Ninety-three

were considered potentially relevant and full text articles were reviewedTwenty percent

of the 93 articles were randomly selected and screened by a®reviewer. Disagreements

were resolved through discussionwith a third reviewer. Thirty -eight studies were

excluded, 55were included (figure 21).

Records identified through
database searching
(n = 8020)

l

Records after duplicates removed
{n=5589)

l

Records screened

{n =5589)

¥

Full-text articles assessed
for eligibility from screen

Y

Records excluded
(n = 5498)

(n=193)

h

Studies included in
synthesis
(n=255)

L

Full-text articles excluded
(n=38)

Reasons: Focus on stroke survivor
rather than carer (n=7) ; not caring for
stroke survivors (n=10); not qualitative
article (n=19); difficult to separate
stroke survivor and caregiver data (n=
3); focus on experiences during hospital
rather than post discharge (n=1); not
focused on caregiving
experience/needs (n=4); thesis (n=1);
case studies or small samples (two or
less) (n=3).

Figure 21: Study selection process (using PRISMA guidelines)
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6.5.1. Included studies

Fifty-five studies met the inclusion criteria, all of which were published in English
language between 2005 an@015 (see table inAppendix G. The majority of studies were
conducted in the USA, other locations included: Sweden, UK, Aaditt and Austria.

Participating carers in the studies rangedrom three (Van Dongen et al., 2014jo 73
(Pierce et al., 2007) The majority included baween eight and 16 participantsand in total
studies included 833participants. # A O A OHwere deidAed in most studies as aange
and the average was rarely reportedThese varied within and between studies. Most
studies included spousal carers, other examples of relations to the stroke survivor

included daughters,sons, mothers, fathers, siblingsand close friends

Some studies focused on the overall caring experience, others focused on a spea#jmect
of care e.g. relationships with the stroke survivo(Backstrém et al., 2010) Some studies
focusedexplicitly on needs, either at a particular phase e.g. the transitidrom hospital to
home, or in one study over time(Cameron et al., 2013) Fewer articles addressed the
barriers and facilitators to addressing needs. Only one article aimed to identify these

alongside needqLe Dorze and Signori, 2010)

Faceto-face semistructured interviews were the most common data collection method.
Types ofdata analysis variedand included: thematic analysis, content analysis and
interpretative phenomenological analysisLess frequently used wereframework analysis

and grounded theory approaches.

Timing of data collectbn was reported inmost studies.Most reported time since stroke,
others used time spent caring or time since stroke survivor discharge. Sorstudies
focusedon thefirst few months of caring, dhers explored the experience of aring for
longer periods e.g.18 years.Often the time reported varied within studies (e.g. 215

years).

140



6.5.2. Excluded studies

A record of reasons for egluded is outlined in Appendix H

6.5.3. Methodological quality

Twenty percent of the articles (n=11) were double reviewed (data extraction and quality
assessments). Every other paper was selected from the list of studies initially reviewed by
DJC and FM and these were reviewed B¥i. Discrepncies were apparent within severof
the quality assessments and in some cases the firsglore differed (++ and 3. Following

discussions, consensus was reached and the allocated scores were changed.

Overall most articles (n=48) were regarded agood quality (26 + and 22++). These articles
were included in the synthesis of findings and the lower quality studies (n=7) were
compared following the developmen of the analytical themes. Basons for assessing these
seven studies as lower quality broadt related to unclear links between how the data was
collected (process), how this was analysed (reliability) and the findings that emerged as a

result. Based on these reasons, the studies remained excluded from the synthesis.

It should be acknowledged thaarticles not reviewed by a second researcher could have
been scored differently, which could influence whether they were retained for the

synthesis of studies. However, most of the discrepancies with the results for the
assessment (++, +) were betweenthose that werescored (++) and (+).This reduced
concerns that studies may not have been included in the synthesis through inconsistencies

in the assessment of quality among the research team.

Through examination of the lower quality studies, thdindings do not contradict those
within the overall synthesis. The main themes are consistent with those that were in the
descriptive synthesis which formed the basis for the analytical themes. Therefare

excluding these provides confidence that the findigs are based on higher quality studies

(++, 9.
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6.6. Thematic synthesis findings

Nine descriptive themes and six analytical themes were id¢ified. The following section
(6.6.1) details how the descriptive themes were formedising methods outlined in section
6.4.5.2 Nine descriptive themes areoutlined in a table. Section 6.6.2l®ws the
progression from descriptive themes to analytical themes before providing written

commentary for each of the six themes.

6.6.1. Descriptive themes

The first stage in the hematic synthesis process (lineby-line coding from primary

studies) resulted in 1500 codesacross the 48higher quality (++, +)studies. In stagetwo

ET EOEAl cCcOi OpPEI C T &£ AT AAO 1T AA O 1o OEAI AO Ascs O
additional roles and re® 1 T O E A EuttherQdfinkOeit§ were made to these themes

following discussions with other PhD researchersthis reduced to 39 themes:

Division of Managing

Carer control practical caring
Feeling unprepared care duties
and overwhelmed

Importance of
feeling involved Taking time
and recognised out
Changed roles,
responsibilities
and

relationships
Loss or

changed person Loss, change

or
reengagement
Financial in activities

concerns and
worries
Loss of social

Carer physical networks

health and
safety

Figure 22: Grouped similar themes for developing descriptive themes
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Through capturing the experiences within the colour coded groups, 10 descriptive themes
developed.& T O AgAi 1 Ah OET OA 11 OEA Oip 1TAEDO T &£ O
life often withlossoE T x1 1 EEZAG6Hh OAEOOOOAS AT A OAITOEITO
COi OPAA OI CAOEAO O1 AAO OEA AAOGAOCEDWHE®OA OEAI A
these were refined following feedbackrom supervisors, a final total of nine descriptive

themes were produced about different aspects of the caring experience, including

preparing for the role, managing emotionally and physically and the importance of

information and support for addressing various needsThese are outlined in the figue 23:

Navigating feelings of
being overwhelmed
and emotionally and
practically unprepared Managing the practical
for the caring role caring duties

Feeling a duty to provide
care in a restricted role
where the stroke survivor
is pricritised

Realisation of a Importance of informal

changed future and formal support for
addressing carer needs

Changed roles,
identities and loss of
previous relationships

Figure 23: Nine descriptive themes

Table 22provides a summary explanation of the characteristics of each theme.
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Table 22: Nine descriptive themes

Descriptive
theme

Summary

1. The value of
hope in light of
the
unpredictability
and uncertainty
attached to the
stroke
ODOOBEOIT ¢

Hope was important for carers in the initial rehabilitation stage, in light of the uncertainty and unpredictability attachedo the stroke
OOOOEOI OqBackérdm ét 8.A2010; Backstrom and Sundjr2007; Creasy et al., 2013; Graven et al., 2013; Greenwood et al.,
2009b; Gustafsson and Bootle, 2013; Howe et al., 2012; Le Dorze and Signori, 2010; Lutz et al., 2011; Paul and SandersS2050;
and Hogan, 2012; Young et al., 2014Fommon uncertainties included the level of required care fahe stroke survivor following
discharge from hospital(Creasy et al., 2013)availability of alternative rehabilitation support (El Masry et al., 2013; Gustafsson and
Bootle, 2013), likelihood of recovery, and resultant impacts on their livegEl Masry et al., 2013; Greenwood et al., 2009b)

A balance between hope and being realistic was importafEl Masry et al., 2013; Howe et al., 2012; Paul andr@ars, 2010; Saban and

overwhelmed
and
emotionally
and practically
unprepared for
the caring role.

recovery Hogan, 2012) Carers talked about being hopeful in the context of the stroke survivors being able to improve and engage in activities
from their previous lives (Lutz et al., 2011) Carers also perceived activities as milestones for recovery and improvements were
recognised in this context(Graven et al., 2013; Lawrence and Kinn, 2013)

2. Navigating | &1 O AAOAOOh OEA OOOT EA OOOOEOI 006 OOAT OEOEIT EOI T EI anradAl

feelings of carers must navigate being practically and emotionally unprepared and overwhelmed, at the same time as being unrecogniset a

being neglected by professionalgBackstrom and Sundin, 2007; Backstrom and Sundin, 2010; Cameron et al., 2013; Cobley et al., 2013;

Danzl et al., 2013; Howe et al., 2012; Lutz et al., 2011; Niyomthai et2010; Paul and Sanders, 2010; White et al., 2007; Young et al.
2014).

Carers often had little time to think about the challenges aheadLutz et al., 2011) and they lacked knowledge and skills for managing
and providing care (Backstrém and Sundin, 2007; Niyomthai et al., 2010; Young et al., 201@arers attributed this to a lack of
teaching (White et al., 2007)or poor translation of skills from the rehabilitation facilities to the home(Lutz et al., 2011; Young et al.,
2014)8 # AOAOO Z£A1 O AEOI EOOAA xEAT OEAU xAOA (Dahzletdf,12@18; HEWA dal., FOIL2; (
Paul and Sanders, 2010)Where carers were involed, advantages included: being provided with communication, increased
expectations, confidence, and an opportunity to ask questiorf€ameronet al., 2013; Creasy et al., 2013; Gustafsson and Bootle, 201]
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Additionally, carers wanted to be recognised as having their own support needBackstrom and Sundin, 2010; Cameron et al., 2013;
Cobley et al., 2013and expected professioals to offer required support.

3.Feeling a duty
to provide care
in a restricted
role where the
stroke survivor
is prioritised

This theme reflects the restrictions carers often faced in their role and the implications of these restrictions, due to théves being
Al AOGOGAA 11 OEA OOOI EA OOOOEOI 08 4EA AAOAOOG ehfbBligatvh &and®dulyre OE
provide care, despite feeling strained or tired, leading to feelings of imprisonment and lack of spontaneity among some carer

(Backstromand 1T AET h c¢mnxnN "RAEOOOEI AT A 301 AETh ¢nnmwn %AOAOR ¢ i
al., 2010; Greenwood et al., 2009b; Niyomthai et al., 2010; White et al., 2007; Winkler et al., 2014)

There was a distinction between being restricted through the physical demands of the role and restrictions placed on themssh\by
being reluctant to spend lengthy periods of time away from the strokeurvivors, due to fears of another stroke and guil(El Masry et
Al 8h ¢mpon ' 101 Al Z( AAOOOE Inwdbd éhal. $26084; [Ealvr@npe(Ad KinEZB 3B anme paeil took thd A
opportunity to leave the stroke survivors for a short period, for essential chores rathethan pleasure(Cao et al., 2010; Greenwood et
al., 2009b; SilvaSmith, 2007; Van Dongen et al., 2014)

Prioritising the stroke survivor had implications for the carer including selfneglect, anda loss their own lives and meaningful
activities. Carers had to balance this loss and sealkglect with a sense of guilt, when spending time away from the stroke survivor
(Lutz et al., 2011; SilvaSmith, 2007; Van Dongen et al.024; Young et al., 2014)

4. Realisation of
a changed
future

4EA AEAT CAO AOI OCEO AU OEA OOOI EA EIi PAAOGAA 11 Al OE 0OOng#ehn
future, where nothing was obvious anymore. The articles reflected a sense of loss, uncertainty, changes to plans, realisdiat things
would never be the same, difficulties thinking about the future, and a changed place in the wo(Backstrém et al., 2010; Backstrém
AT A 30T AETh ¢nmxn "O0i1 AU AO Al 8h ¢npnn #AAEI AO Ai 8h c¢mpph
Greenwood et al., 2009b; Kniepmann and Cupler, 2014; Lagnce and Kinn, 2013; Saban and Hogan, 2012; Sil8mith, 2007; Winkler
et al., 2014)

Realisation of thepermanence attached to their changed situations led to emotional responses includiGgA 1 | T O O (Baékstrént |
and Sundin 201Q pg. 121), grief and despaifYoung et al., 2014)and sadnesgBéackstrom and Sundin, 2007) Some carers held onto
their lives before and looked back wondering what could have begBackstrém and Sundin, 2007) Some engaged in a process of
moving forward yet questioned what there was to look forward to in their futures that were considered bleakCecil et al., 2011,
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Greenwood et al., 2009h)Otherscame to terms with a new life, leaving their previous lives behind therfBackstréom and Sundin,
2009). Carers in the study by Youngtel. (2014) felt they had little choice but to redesign their lives as part of moving forward.

5. Managing the
practical caring
duties

This theme attends to the practical aspects of caring, often carried out alongside other commitments, with a foapen strategies that
carers used for managing. At a broader level, some carers negotiated shared care with family members and scheduled timeoout t
organise the practical management that was required of them as part of their caring rofBrittain and Shaw, 2007; Bulley et al., 2010;
AOAOh ¢nmen "1 01 AT Z(AAOOOEI Al A $ AGéernoatl pt@lA 20i04Fenwoad ptall)20096) A
Gustafsson and Bootle, 2013; Saban and Hogan, 2012; Strudwick and Morris, 2010; Van Dongen et al., 2014; Young et al., 2014)

Daily activities e.g. going to the shops or the pub provide a context for identifying strategies that carers adopted to pieaily manage.
Examples included increased planning and organisation, prglanning to ensure approprate facilities were available e.g. toilets, and
making plans around increased activities and appointmentgBrittain and Shaw, 2007; Bulley et al., 2010; Grawburg et al., 2014;
Greenwood et al., 2010)

Division of care among family members was achieved through devising rotas and developing routingareenwood et al., 2010;
Greenwood et al., 2009b) This provided carers with expectations of their involvement. In contrast, the divisions of care were less clg
in the study by Strudwickand Morris (2010). The expectations of shared care reained, yd support was not forthcoming.

This theme highlights the changes that carers experienced in their roles and the implications of these changes for their adamtities
and resultantimpacts on their relationships. Carers also identified losses in their relationships compared to before the stroke; these
had an impact on how the carers perceived the stroke survivors and evoked negative emotiq@sckstrom et al., 2010; Backstrém anc
Sundin, 2007; Backstréom and Sundin, 2009; Backstrom and Sundin, 2010; Cao et al., 20t0es and Morris, 2013; Lawrence and
Kinn, 2013; Quinn et al., 2014b; Winkler et al., 2014)

Winkler et al. (2014) identified different roles that carers engaged in; therapists, nurses, counsellors, and administratofs a result of
taking on additional duties around the house, one carer provided an account the changes she perceives in relatioher identity O )
OOAA O1 AA A DPOET A Roadketah,Q@o, bg. 38). Another cardr facell EoAfdsion brought about by taking on
multiple roles and identities e.g. mum, caregiver and wifBackstrom et al., 2010)

# AOAOOS6 PAOAAEOAA EAAT OEOEAOC EIi DPAAOAA 11 Eix OEAU AT T @&E&sOA

146



being in a parentchild relationship, rather than a husband and wif¢Backstrom € al., 2010; Backstrom and Sundin, 2007; Quinn et al
2014b; Winkler et al., 2014) In two studies, carers struggled to engage in the sexual aspect of their marital relationships due to their
self-perceptions of being a mother rather than a wif¢Backsrom et al., 2010; Backstrom and Sundin, 2007)

Other aspects of the relationships were also lost such as the mutual understandin@sickstrom et al., 2010)and emotional support
(Quinn et al., 2014b) In these studies, carers also described their relatiohgs as being with a strangerln the study by Backstrom et
al. (2010), this was due to the absence of emotional responses, closeness and tenderness in the relshiprieading to disappearance
of proximity and intimacy. Carers also described the loss of the person that they knew prior to the stroke and resultant enoos,
including dejection, despair(Backstrom et al., 2010)and grief (Backstrom et al., 2010; Backstrom and Sundin, 2009; Jones and Msyri
2013; Lawrence and Kinn, 2013)

7. Coping with
uncertainties,
feeling
overwhelmed
and a changed
life

Caring includes an element of coping in addition to managing practically. Carers found ways of coping with the uncertaintresuding
the stroke OO O O E OT O Qthe o@elalhdh&hde®1to their lives, and the overwhelming feelings that were attached to caring. This
theme attends to coping with a focus on the strategies that carers devised to manage how they coped. These were varied blutdad
accepting, taking each day as it comes, identifying positives, and changing their perspectives on situati@ackstrom and Sundin,
2007; Backstréom and Sundin, 2009; Green and King, 2009;é&nwood et al., 2010; Greenwood et al., 2009b; Saban and Hogan, 201
Van Dongen et al., 2014; Winkler et al., 2014)

Carers talked about acceptance with regards to the changes to their livEackstrom and Sundin, 2007; Backstrém and Sundin, 2009
Greenwood et al., 2010; Saban and Hogan, 20E2)d more specific aspects of their lives e.g. occupational chand®sn Dongen et al.,
20148 )1 OAOAOOETI ¢l U AAOAOOS AAAT O O OGhoicehuElo Ackapthhkir stuatibn(Backshdm abE A (
Sundin, 2009; Eaves, 2006; Graven et al., 2013)

@AEET ¢ AAAE AAU AO A OEIi A8 OAAOAAA EAAT ET CO 1T £ AAET ¢ lredokedyx
(Backstrom and Sundin, 2007; Backstrom and Sundin, 2009; Backstrém and Sundin, 2010; Greenwood et al., 2000&ers also
coped by making comparisons with others to realise things could be worse, expressing gratitude that their loved ones werggliand
APDPPOAAEAOGET ¢ Oi Al 1 CAET O (Bickstd And Suddn] 200%; B&oksidinEatti SGnGin, 20094 BEtkEArd an
Sundin, 2010; Winkler et al., 2014)Other carers coped by finding joy in their caring sitation (Greenwood et al., 2009b; Saban and
Hogan, 2012)
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8. Importance
of information
for addressing
carer needs

This theme highlights the importance of information among carers of stroke survivors, despite this not always being providatall, or
in a way that is beneficial to carergCameron et al., 2013; Cecil et al., 2011; Cecil et al., 2013; Cobley et al., 2013; Eames et al., 201
Paul and Sanders, 2010; Smith et al., 2008BE EO D OT OEAAO A1l ET OECEO EIT OI DOl Al Ai O
information needs, including their preferences regarding the format.

Carers faced problems with information when this was not applicable, too difficult to understand, or too late following théreke
(Cameron et al., 2013; Cobley et al., 2013; Paul and Sanders, 20C@yers wanted initial information about the consequences and
impacts of the stroke(Howe et al., 2012; Paul and Sanders, 201,8nd managing post discharge to provide reassurance and aid
preparation and expectations(Creasy et al., 2013; Greenwood et al., 2011; Howe et al., 2Q1@nce stroke survivors were discharged
to home, carers wanted information about community ad public resources(Le Dorze and Signori, 2010; Saban and Hogan, 2012)
Carers valued a combination of written ad verbal information, due to struggling to absorb verbal information in times of stress
without having something to refer to later(Cecil et al., 2011; Howe et al., 2012; Paul and Sanders, 2Q10)

The way carers obtained information was influential in whether their needs were met. Professionals in hospitals provided axaenple
of a source of information for carers, however there was aapparent distinction between carers who actively approached
professionals for information (Creasy et al., 2013)and those who waited passively for them to provide thigHowe et al., 2012; Silva
Smith, 2007). Carers who took a passive approach expected professionals to teach them what they neeteknow, however
information was not always forthcoming(Howe et al., 2012; SilveéSmith, 2007).

Being active in seeking information was beneficial for some carers, however others were reluctant to sebls, leaving them without
information to meet their needs(Cecil et al., 2011; Creasy et al., 2013; Greenwood et al., 2011; Paul and Sanders, 28t0fessionals
acknowleACAA AAOAOOS6 OAI OAOAT AAh ET xAOAO OE A U-lodd4 ihdiebore théymlsokooldd A
passive approach to providing carers with information.

9. Importance

of informal and
formal support
for addressing

This theme highlights the different types of support that carers of stroke survivors required and valued (e.g. social, emotd, and
practical) with an insight in to the different types of formal and informal support available to meet those needs.

Socally and emotionally based support was one of the main support needs. Carepgpressed wantingD Ol | AT 1T A (Bdwe éd A |

148




carer needs

al., 2012, pg. 517001 1 AT T A Ol D E(GrechwobdEet af, ROA1L, pgl N AGOT | AT T A QGreenwioot et alQ2ad
pg. 5). There were mixed views about the best provision of this support, as carers suggested counsellors, social workergwresne
who has been through the situation (Howe et al., 2012), a helplif&reenwood et al., 2011 family therapist (Creasy et al., 2013)a
group or therapy (Danzl etal., 2013). Despite the different suggestions for whom should provide this support, the nature of support
remained important. There were limitations to receiving this support from formal sources e.g. professionals, as support foedson the
stroke survivor and they faced time constraints to approaching carerf@Cameron et al., 2013; Greenwood et al., 2011; Le Dorze and
Signori, 2010; White ¢ al., 2007).

Family and friends were an alternative form of social and emotional support for carers as they showed understandif@ameron et al.,
2013; Cecil et al., 2013; Greenwood et al., 2010; White et al., 2007; Winkler et al., 204 were there for carers who wanted to share
their deepestfearg ' | O AIODEAAGRT A $AEI ET Z) OAT | A&h . FanmilpandfrieBds #sA providdd Aractichl
support including assisting with aspects of therapy, help with adaptions, and help with personal caféreenwood et al., 2010; White
et al., 2007; Winkler et al., 2014)For many carers, family and friends were a reliable source of support, however others experiedc
loss of this support through either being abandoned or abandoning them as a result of their care demarBé&ckstrom and Sundin,
2009; Saban and Hogan, 2012)

Carers also valued support in from community resources to manage practically and continue in their rolétowever, accessibility and
availability were limited (Gustafsson and Bootle, 2013; Tellier et al., 2011; Whikt al., 2007) When formal support for managing
practically was more readily available (e.g. support from formal carers), some carers actiyealejected this because they wanted to
DOAOGAOOA AOAOUAAU T EEZA AO |1 OAE AO bl OOEAI Ah AT A AEA 1 ppot x A
(Cecil et al., 2011)
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6.6.2. Analytical themes

In the third stage ofthe thematic synthesis analytical themeswere developed from the

descriptive themes following methods outlined in section 6.4.5.3:or example, from the

themesO4 EA OA1 OA 1T £ EI PA ET T ECEO T £ &HebOAAEAOAAEI EC
0001 EA OOOOEOI 006 OAAT OAOUS AT A O. AGECAOET ¢ AAAI E
Ol POAPAOAA &I O OEA AAOET C OiT1 A8 OEA AT Al UOEAAI OE
practically and emotionally prepared before and during the transition fom hospital to

ET T A8 xAO AAOA bprivibed A @presdatgiorofhowcthe descriptive themes

link to the analytical themes. The descriptive themes are outlined in colours to provide

consistency in presentation and the analytical themes are presesd in the grey bubbles

including bold text.
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Carers need to obtain
Carers need to be supported to feel information in accordance "
practically and emotionally prepared with their needs '\ Carers need to balance providing care to

before and during the transition from | stroke survivor with finding time for self
hospital to hom

The value of hope in Managing pr
light of the - caring duties
unpredictability and
uncertainty attached
to the stroke
survivor's recovery

h

/ Carers need to obtain support in \\
accordance with needs

Carers need to cope with a changed
situation

req's need to maintain relationships
despite changes and losses

Figure 24: Descriptive and analytical themes
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These analytical themegphrasedas needs andthe barriers and facilitators for addressing
each need andare presentedin appendix I. Written commentary for each analytical theme

is provided here before outlining thedeveloping logic model

6.6.2.1 Carers need to be supported to feel practically and
emotionally prepared before and during the transition from

hospital to home

4x1 AROAOEPOEOA OEAI AO PT ET OAA O1T OEA 1T AAA O 00D
practically and emotionally before and during the transition from hogpital to home, these

were OOEA OA1 OA 1T £ EIi PA ET T ECEO | £ OEA O1 bOAAEAOAAE
survivorddO A AT éndl @aigating feelings of being overwhelmed and emotionally and

DOAAOGEAAI T U Ol POAPAOAA &£ O OEA AAOEI C Oi11A858

Regading practical support, carers wanted guidance on what they should be doing to

increase confidence in their caring skillfCameron et al., 2013; Cecil et al., 2011;

Greenwood et al., 2011; Howe et al., 201 Regardingemotional support, carers wanted b

know what to expectto cope during the transition (Avent et al., 2005; Bulley et al., 2010;

Cecil et al., 2011; Cecil et al., 2013; Creasy et al., 2013; White et al., 2007; Young et al.,

2014). Barriers and facilitators to carers gaining this wee identified across the studies

Carers avoided approaching professigals far support, due to feeling burdensomeThis

provides an example of a carer behaviour that was a barrier to gaining support for feeling

practically and emotionally prepared(Creasy et al., 2013; Greenwood et al.021). In the

study by Greenwood et al., (2011), general practicgaff acknowledged that carers might

OE£AAT 1 E@d6)dboulabking férisupport, yettheir role perceptions meant that

they were passive about seeking out cars to provide support:
0) COAOGO xA AT OI A EAOA A OODBDI OOCEOGA O1T1 AR ) 1A
(Greenwood et al., 2011pg.6).

This provides an example ofa OET OAODAOOT 1 /lilodsiorAoAsDppdtATine 1 EI EOET C
pressures within organisations also influeced whether professionals approached carers

(Cameron et al., 2013; Greenwood et al., 201Reliance on prdessionals to provide

support was problematic due to these restrictions.To ensure that carers feel prepared,

support should be consistently offered to carers, with a clear indication for who should

take on this role. Actively seeking support from professionals facilitated success among

carers in some studiegBackstrom and Sundin, 2010; Creasy et al., 201, 3)owever

appropriately supporting carers should not rely entirely on carers seeking their own
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support. A collaborative approach, involving the carer and a professional (or a different

suppT OO0 DPOI OEAAOQq AT 61 A AT OOOA OEAO OEA OODBPDI (
'TT OEAO AgAiPI A T &£ Al OET OAOPAOOI T AT 8 AAOOEA
supported to feel prepared was poor communication between professionals and carers.

Examples hcluded poor delivery of training to carersfor supporting the stroke survivor

physically (Cobley et al., 2013)and poor communication ofcarer role expectations(White

et al., 2007; Young et al., 2014Encouraging more effective communication in

professionals could be consideredh an intervention to ensure that staffmembershave

appropriate skills.

Barriers to communication between professionals and carers were also evident at an
organisational level e.g. poorlftimed family visiting hours around clinicians working

hours (Cameron et al., 2013)limited staff availability (Backstrom and Sundin, 2009; Paul
and Sanders, 2010; White et al., 2007)ittle consideration for the longer-term

implications of carers(Cameron et al., 2013; White et al., 200@nd inadequate
AOOAOCOI AT OO T £ xEAOEAO AAOAOO AOA AAIT A Ol

their role requirements (Young et al., 2014) These barriers have different implications for

91

intervention development and demonstrate the importance d considering changes at both
an interpersonal and organisational level to ensure that carers feel supported in being

practically and emotionally prepared.

Facilitators for being supported to be prepared were also identified aoss the artides,
including: preparing carers practically by providing opportunities for weekend leave
before the stroke survivor returned home(CaapAhigren and Dehlin, 2002; Cameron etla
2013; Cecil et al., 2011; Gustafsson and Bootle, 2018)d providing carers with
opportunities to be involved in the stroke survivorsrehabilitation (Cameron et al., 2013;
Creasy et al., 2013; Danzl et al., 2013; Gustafsson and Bootle, 20C3rers who were
more informed felt reassured and had increased confidence for being able to cope
(Backstrom and $indin, 2007; Creasy et al., 2013; Danzl et al., 2013his therefore had a

positive impact on emotional preparaton.

Evidence from the studies indicates that carers should be more consistently included as a
focus in the preparation phase before returning home to feel practically and emotionally
prepared. Providing a more structured approach with a focus on carer wolvement and
assessment of their needs should be considered within the varied mstraints of current

services.
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6.6.2.2 Carers need to balance providing care to the stroke survivor

with finding time for self

The descriptive themes @eeling a duty to provide caré a restricted role where the stroke

survivor isD OE T Oan@FEIORIABCET ¢ B OA A OlédAoAhis thénfe CarergneddO OE A O 6
to balance losses and restrictions in their lives this with time to themselves. This is

important to find an identity aside from caring; engage in their own activities; and gain a

break to facilitate coping and opportunities for normality (Backstrom et al., 2010;

Backstrém and Sundin, 2009; Cao et al., 2010; Howe et al., 2012; Kniepmann and Cupler,

2014; Le Dorze and Signori, 2010; Winkler et al., 2014)

This was an important ongoing need for carers, however, there were factors that
influenced whether this was possible. The demands of the caringleg meant time was a
barrier to carers engaging in their own activities(Gustafsson and Bootle, 2013; Silva
Smith, 2007). Support from family or friends would allow for some extra time for carers to
spend doing things for themselves, however this was natways forthcoming (Saban and
Hogan, 2012; Sjogvist Natterlund, 2010; Strudwick and Morris, 2010)

@Al b1 AO 1T £ OE1T OA 0P A OdaihingAnke @quired Aipbritcd#&otime@ 0 01 AAOAO
away from caring were evident in the articles. Thesmcluded negotiating support with

family and wider support networks, and dividing care among family membergEaves,

¢mmen ' 101 AT Z(AAOOOEI AT A $AEIET Z) OAT 1T £ZFh ¢mpcgn
2012; SilvaSmith, 2007; Winkler et al., 14). In terms of an individual level intervention,

carerswould need encouragement to take a more active role inbtaining required

support. However, this approach is reliant on having an existing support network, which is

problematic for carers with limited networks.

Further problems also arise if family and friends do not feel skilled enough to provide
support to the stroke survivor. Alternative options for support e.g. day centres, support
groups and therapeutic sessions for the stroke survivor may be more beneficial in such
circumstances. Carers would need to be aware of these opportunities, through being
provided with appropriate information. From an organisational perspective, appropriate

and relevant resources would need to be available to enable signposting.

The restrictions that carers faced in finding time away from their roles due to fears and
guilt have different implications for intervention development. From an individual
perspective, an intervention wouldaim to increasecarerséconfidence inspending time
away from the stroke survivor, to overcome fears around their safety and reoccurrence of
stroke. Caers in some of the studies felt an increase in their confidence over time;
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however, this was often dependent omecognisingimprovements in the stroke survivor
(Backstrom et al., 2010; Cao et al., 2010; Sikgmith, 2007; Van Dongen et al., 2@).

OO

Ei A AT A (Edo etfal® 20L06gM0)8 &
Individual circumstances of the carers and stroke survivorseed to be considered for an
intervention aimed at increasing confidence. Increasing confidence alone, may be
unrealistic in cases where it is unsafe to leave the stroke survivor alone, without
considering strategies for ensuring the stroke survivors satg in their absene e.g.
support from family and friends. Here an intervention would be required to move beyond
an individual focus, towards an interpersonal focus, where carers connect with
appropriate support networks. Additionally, those responsible forensuring the stroke
OO00OOEOI 006 OAZEAOU xEAT OEA AAOA@aring 11 O
Overcoming fears and increasing confidence in spending time away from the stroke
survivor could also reduce the guiltexperienced by carers. Bcouraging carers to

recognise their own needs aside from the stroke suivor would also be beneficial.

Evidence from the studiesndicates that whilst having support networks in place and
strategies for obtaining support is useful, it is also important to ensurehtat the carer is
comfortable spending time away from the stré&e survivor for them to find the balance

between providing care and finding time to themselves.

6.6.2.3 Carers need to be able to cope with a changed life (relates

to overall coping)

Two descriptive themes pointed to carers needing to be able to cope with a changed life,
O E A O A realidafioh of @ changed futuré  Acbping vdth uncertainties and feeling

overwhelmed in a changed lif@The former provided a sense of how the stroke impacted

T A Ai@4d es0éfrom the physical demands of care and some examples of emotions,

the latter provided a sense of how carers coped with the changes and impacts upon their
lives. Being able to cope remained an important ongoing need from the outset of the

caregiing journey.

Barriers to coping with a changed situation related to carers perceptions of their past,
present and future. Carers facedifficulties looking back knowing things would be
different, and experienced fears looking towards a future of uncertaty (Backstrom and
Sundin, 2007; Backstrom and Sundin, 2009; Backstrom and Sundin, 2010; Cecil et al.,

2011; Greenwood et al., 2009h)Coping in the present was also difficult for carers who
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faced an ongoing struggle about never having a normal day anymadi@ackstrom et al.,
2010).

Examples of coping strategies that carers developed were dimed in the descriptive

O E A icofing@ith uncertainties and feeling OAOx EAT | AA ElThehewkig AT CAA 1 EZEA S8
varied and included, acceptance, taking each day as it comasd making comparisons

with others. These strategiescould be actively encouraged among carers, especially when

the changes to their lives were likely to be permanent. Although careese often unable to

change their situation, to some extent they can change their perceptioasid coping

strategiesover time.

In addition to barriers at the levelof the individual, regarding their perceptions of their

AEAT CAA 1 EOAOh AEOOOCEAO OEIT OA Gmmdig@tileioAdpd AT A O1 OCAIT
included a lack offormal and informal emotional support, despite this being a need among

carers. Professioml, emotional support was often not provided to carergBulley et al.,

2010; Creasy et al., 2013; Howe et al., 2012; Sjoqvist Natterlund, 2010; Winkler et al.,

2014) and informal support from social networks often diminished over time(Backstrom

AT A 301 AETHh cmmxn "RAEOOOEI AT A 301 AET R cnmwn #AA
$AEI ET Z) OATT £Fh c¢mpcq

T TTA O1 AAOOOAT AO xAltAerary thidgs @ldoeSfroll ¢ OEOT OCE €
Ei A O OEi A8 ) EAOA A EZAARAI EI ¢ OEEOSBAT PI A AOI
EA8 91 O (Backdrondand Shdin 2087(pg. 248).

—Oo
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These barriers related to how carers cope daily with their changed lives, samplications

in terms of intervention development differ from those outlined above.

When consideringimplications for intervention development, it is useful to identifythe
types of emotional support valued by carers and who should provide thi€arers wanted
to know what to expect from their new situation to be able to handle the changes and
valued support from someone who had experiencednd understandstheir situation
(Bulley et al., 2010; Howe et al., 2012)

Professional support would not necessarily be required if alternativenformal support
could address these needsSupport fromcaregiving peers was valued in the study by
Cameron et al. (2013) and would be appropriate for providing guidance on what to expect
and how to handle the changed situation. Furthermore, it would provide carers withn
opportunity to engage with similar others who had experienced the situation. Creating
groups for carers or linking them to existing groups would encourage this engagement, or

if this is not suitable, carers could seek other opportunities e.g. interndétlogging. This was
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considered a useful outlet for emotion and a place for sharingthe@ OB O AT iAthed T x1 O6
study by Winkler et al. (2014).Seeking support from similar others may also overcome the
barrier of having limited support from family and friends who fail to understand the

situation.

In addition to having someone there who could understand, carers valued family, friends,

peers, and work colleagues who were willing to listen, even if they were unable to offer

any advice or guidance(Backstrém and Sundin, 2007; Cao et al., 2010; Greenwood et al.,

2009b).
0) OAITE Oi OEOOAOOh ) OAIE OO AUl AG OCAIOA C
replies,yox: AT O A O1 01 AET ¢ AT AOA AT A OEAU EAOA
(Greenwoodet al., 200%, pg. 1128).

It is therefore important for carers to develop andmaintain different support networks

where possible that they can draw upon as situations arise.

6.6.2.4  Carers need to maintain relationships despite changes and

losses

Thedescriptive themeOAEAT CAA O1I 1 AOh EAAT OEOEA&takHeA 11 O
development of this important ongoing need for carers to maintain relationships, despite

changes and losse@Backstrom and Sundin, 2009; Howe et al., 2012; Le Dorze and Signor

2010; Quinn et al., 2014b; Silv&mith, 2007). The descriptive theme mentioned above

highlighted that changes to carers perceived identifies impacted on engagements in

aspects of their relationships (e.g. sexual relationships). These changes served as a barrier

to maintaining previous relationships.

A further barrier to returning to their husband-wife relationship was being unable to
rekindle the loss of their identities as a wife when they perceived themselves as a mother,
or a maid(Backstrom et al., 2010; Backstrém and Sundin, 2007; Bécksin and Sundin,
2009; Quinn et al., 2014b; Van Dongen et al., 201difficulties with changes to identities
and the resultant impact on their relationships also remained insituations where stroke

survivors improved over time and less care wasequired (Quinn et al., 201b).

Maintaining previous relationships was also challengingfor some carers wherthere
would always be a differencgSaban and Hogan, 2012)andthey felt there was just
nothing left:
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O03ih OEA AEAAI ETCO AOABSOEAOAS8O 11 OEET C 1 AEOS )
EEI O AA AOI OT A T A8OEAT c¢i O1 AAA AOAOU 1T ECEC
AA O E(Baoksteom et al. 2010, pg. 120).

Carers struggled with regaining reciprocity and intimacy in this study when they felt this
way about their partners. Unsurprisingly carers faced tensions following the losses their
relationships, makingmaintaining relationships more difficult (Buschenfeld et al., 2009;
Green and King, 2009; Jones and Morris, 2013)

Barriers could beaddressed by encouraging carers to strive towards maintaining a

relationship that is different, yet still meaningful. Fadlitators identified from the studies

provide examples for how carerdound ways to maintain theirrelationships, despte

changes and losses. Instead of focussing on attempting to rekindle the loss of the husband

wife relationship, carers recognised theirelationships as being strong in lovgBackstrom

and Sundin, 2009; Brann et al., 2010; Jones and Morris, 2013; Quinn et al., 201#bjhe

study by Backstrom and Sundi{2009), the fundamental love for the person facilitated the

maintenance of a relationship that now resembled friendship:
Oroux AT O 01 AA OEAOAh OOEI 1 8xAB30A O1 GAOEAO AO AR
AOA CiTA EOEAT AO AT A AOA fBacksBom akd(®Endic OT AAO OEA
2009, pg.1479).

Another example of a facilitator for maintaining relationships included idetifying

positives such as new closeness, achieved through being there for each other and being

able to reflect upon their experiencegBackstroém et al., 2010; ElI Masry et al., 2013;

Grawburg et al., 2014; Green and King, 2009; Sikgmith, 2007; White et al., 2007)These

strategiescould also reduce the tensions that carers faced through focussing on losses. In

addition, to behavioural strategies such afinding space away from eachther (Backstrom

et al, 2010) and re-learning to live together again(Silva-Smith, 2007). This emphasises the

importance of encouraging carers to find ways around their difficulties in their

relationships to enable them to maintain them as welas changing theirperceptions and

learning to accommodate a changed reality.

Although many carers in the studies overcame the difficulties in their relationships or
found new meanings themselves or with their partners wer time, others struggled.

Formal support may be more appropriate in such cases e.g. family counselli®pung et
al., 2014) To ensure that carers have this as an option this type of support would need to

available within appropriate services.
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6.6.2.5 Carers need to obtain information in accordance with needs

4EA AAOAOEDOEthRA BOBEXRGAN AMATIOBD BEG &£ Oi AGET 1T A& O

highlighted reasons why carers needed information, their preferences for how this should
be provided and how carers obtained information. However, gaining information in
accordance with their requirements was often met with difficulties, meaning carers we
left without the information that they needed. Asevidence from the descriptive theme
suggests informaton needs can change over time, it is important for carers to have

strategies for obtaining this.

In addition to approaching professionals, behaviouwal strategies included seeking out
other sources of information from resources in the community and on the internefAvent
et al., 2005; Creasy et al., 2013; Greenwood et al., 2009b; Le Dorze and Signori, 2010; Paul
and Sanders, 2010; Saban and Hogan, Z0 Smith et al., 2008b; White et al., 2007)n the
study by Saban and Hogan, (2012) one of the carers used a range of strategies for
obtaining information:
O0) 1AAOTAA A 1710 &EOii OEA ET OAOI AO ATA
O | (®aban and Hogan, 2012, pg. 8).
The internet was something carers could use regardless ofganisational restrictions in
terms of accesor availability of resources.However, successfully obtaining information
on the internet is dependent onhaving accesgo the internet in addition to some

knowledge about what they would like to search for as different problems arise.

Others faced barriers to gaining information proactively because they were reluctant to
bother health care providers and GP§Creasy et al.2013; Greenwood et al., 2011)
Organisational level restrictions also influenced information provision e.g. shotiospital
stays and limited interactions with health professionals following the return home
(Cameron et al., 2013; Lawrence and Kinn, 2013; Paul and Sanders, 2010)

Encouraging carers to initiate interactions with hedth professionals by overcoming fears

of making a fusgCecil et al., 2011; Creasy et al., 2013; Si#@mith, 2007)is important,
however reliance on opportunistic information seeking is not appropriate for ensuring
carer information needs are met appropriately. A more consistent approach to considering
AAOAOOGSE ET Al Oi AddEThis wolldlinkdive allecQingQid\tdriag the

hospital stay to provide tailored information to promote effective information delivery

and communication between professionals and carers
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Carers were successful at gaining information in the community wén they had

appropriate knowledge about available and accessible resources. Actively attempting to

understand the health care system facilitated knowledge for this carer:
0) OPAT A OEIi A OOUET ¢ OiI O1 AAOOOAT A OEA EAAI OEA
things quicklydo(White et al., 2007, pg. 9)

Other carers were provided with information in hospital and referred to this at a later date

(Cameron et al., 2013).

Regardingimplications for intervention development, encouraging carers to be active in
seekng information in the community would be appropriate, however this is dependnt
on them being aware ofand having access to required informationAwareness could be
achieved through providing information about available resources when carers are
preparing for discharge.This would provide them with an option to seekinformation as

difficulties arise and would facilitate proactive behaviours.

Evidenceindicates that whilst encouraging carers to actively seek information appears
important, resources for information need to be available and carers need to be provided
with knowledge about these resources. This is particularly important given that carers
have different needs and may require this information at different timeskFrom an
organisational perspective, onsiderations would alsoneed tobe made about the
appropriateness of the information that is available to carers in terms of content and

format, given some of the problems outlined in the descriptive theme.

6.6.2.6 Carers need to obtain support in accordance with their

needs

The descriptive theme abouthe OET BT OOAT AA | A& | &uppért f@ hdlressidg] A Al O A
T A AlddQdithe focus of this theme. Tis need is important as carers emphasised the need

for ongoing support throughout the caregiving trajectory, even up to many years later

(Cameron et al., 2013; El Masry et al., 2013; Howe et al., 2012; White et al., 2007)

Barriers to carers being provided with support from health professionals were outlined in
the descriptive theme, these related targanisational restrictions e.gtime and the focus of
support being on the stroke survivor(Greenwood et al., 2011; Le Dorze and Signori, 2010;
White et al., 2007) Health professionals suggesting carers might want alternative support

DOl OEAAA Al AgAiPIi A T &£ Ai OEI OAOPAOOI T AI 686 AAOOEAO
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sometimes they might just want to speak toanbnA AEA Al of@kad@obd et 8
al., 2011, pg. 6)
Ambivalence around providing carers with support due to having medical role could
i AAT OEAO AAOAOO xi Ol A AA xEOEI 6O EI Pi OOAT O
01 OAIE Oioq O1T1 AOO OEAU AT 1 OAAOAA OEA bPOI £A
persistent in asking for support led to succesBackstrom and Sundin, 2009; Le Dorze and
Signori, 2010), carers could benefit from alternative ways of gaining this support in the
community for addressing other needs e.g. coping, gaining time to self and maintaining

relationships.

Carers could be signposted tsupport as part of an intervention. Ths could extend beyond
emotional and social support to other types e.g. practicdinancial. However, the success
of an intervention of this nature would be dependent on support being available and
accessible, whichwas not always the cas¢Saban and Hgan, 2012; Smith et al., 2008b)
To overcome this barrier, professionals or carers could make active attempts to set up
support for carers e.g. groups with support from services and organisation€ameron et
al., 2013)

Maintaining existing support networks that carers can draw upon for support as requed

e.g. family and friends is an alternative to gaining formal support in the community.

Availability of this support this facilitated carers gaining support in accordance with their

needs(e.g. emotional, social, practicaljCecil et al., 2011; Greenwood et al., 2010;

Greenwood et al., 2011; Saban and Hogan, 2012)owever, maintaining a network of

support was problematic for somecarers when support diminished over time, despite

them wanting this to continue (Backstréom and Sundin, 2007; Bulley et al., 2010; Cameron

AOG Al 8h cmpon 'iO0i Al Z(RAOOOEI Al A S$SAEIET Z) OA

Reasons for this varied and therefore have different implications for enabling pars to
maintain such support.In some cases, this was due to the actions of their family and
friends as carers felt that they no longer kept in touch because they felt uneasy around the
changes to the stroke survivorBackstrém et al., 2010; Backstrom and Sundin, 2009; Cecil
et al., 2011) A carer in the study by Saban and Hogan (2012) was left disappoint&d= U
friends have kept their distace, his is very disB B 1 E 1 (AgE7J. 16 this instance, there was
an expectation that friends should maintain contact with them rather than them

proactively keeping in touch.

It would be important to encourage carers to be proactive in contacting friends and family
for support, however this was met with reluctance, either due to not wanting to disturb
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them (Le Dorze and Signori, 2010pr feeling uncomfortable apgoaching them (Saban and
Hogan 2012).

O&AT EI U I Al AROO AOA COAAOh AOO i1 060 1T &# OEA OEI
help. | wish they would come on their own and do some things. They know what |
AAT 60 AT h AOO ) OOEI Ii(Sabah @bl H@an 20H REg).T O AT  OEAIT i

An intervention should encourage carers to overcome this reluctance and support carers

and families together, to ensure that they gain required support.

Approaching professionals for support is useful to some extent as is being active in

negotiating support from family and friends. However actively seeking support is not

AT T OCE EZ OEAOA EO 11 OAAEDOI AAl ET OAOABOEIT T AAOX
Additionally, it is important for carers to be provided with knowledge and access to

appropriate support to ensure that carers increase their opportunities for gaining support

that meets their needs.

6.6.3. A developing logic model of the problem

The logic model presented in figure 25 dds to the information included in the logic model
in chapter five and will continue to develop in chapter sevenTogether the findings will
form the overall logic model of burdenincluded in chapter eight.The logic model here
was developed based fidings outlined in appendix Ithat have been dscussed throughout
the analysis of descriptive and analytical themes. More specifically, behavioural and
environmental barriers informed the behavioural and environmental factors boxes. Whex
relevant some of the nonbehavioural barriers outlined in appendix linformed the
determinants boxes. These aréactors that influence the behavioural and environmental

factors.
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Personal determinants [carers)

As documented in logicmodel presented inchapter five plus:

= Reluctance to approach professionals for supportiinformation due to
feeling burdensome, feeling as though making a fuss

* Reluctance to ask family and friends for support due to feeling
bothersome, not wanting to disturb them

= | ack of knowledge around who to ask and where to go for support and
information

s | ack of knowledge and skills for being prepared following transition
from hospital to home

= | jttle time for family and friends Assuming that information would be

provided

Uncertainties about the type of care required and support needs

Feeling overwhelmed

Failure torealise how hard things would be

Worries about the future

Guilt about enjoyment without the stroke survivor

Fears of stroke survivor safety e.g. falls, reoccurrence

Loss of self and independence

Ongoing daily struggles

Struggles fo gain reciprocity in relationship

Knowing there would always be a difference in the relationship and

feeling that there is nothing left

= Tensions around some of the changes in relationships e.g. sexual
relationships

= Being unable to rekindle identity as a wife/ husband due to changes in
roles

EBehavioural factors

As documented in logicmodel presented inchapter five plus:

+ Avoiding approaching health professionals for support
+ Avoiding being active in seeking information (passive
approach)

Health problem (burden)

Physical, emotional, social,
financial stressors
associated with caring

+ Avoiding asking family and friends for support ( Stroke)

+ Keeping a constant eye on stroke survivor, being
overprotective

+ Engagement in care duties meaning little time to self

+ Focussing on supporting the stroke survivor rather than
themselves means little time to self

+ Restricting activities to purpose rather than enjoyment

+ Engaging in a changed relationship with partner

Personal deferminants
As documented in logicmodel presented inchapter five plus:

= Professionals do not see it as their role to seek out carers to provide
support before and during the transition from hospital to home

= Professionals do not allocate time to prepare carers before and during
the transition from hospital to home

= Professionals focus on the survivor , not the longer term implications
for the carer

= Professionals do not have time to prepare carers, poor timing of visits,
limited staff, and short length of hospital stay.

= Professionals lack time to support carers in the community

= Family and friends struggle to understand the situation

= Family and friends feel uneasy aboutthe changes to the stroke
surviver

Figure 25: A developing logic model of the problem

!

Patient factors
As documented
inlogic model
presented in
chapter five

Environmental factors

As documented in logicmodel presented inchapter five plus:

*  Ppor communication from health professionals (e.g. delivery of training,
supporting stroke survivor physically)

* Failure of services to provide enough staff to support carers in the
transition from hospital to home

= Professionals fail to adequately assess whether carers understand stroke
survivors' needs

= Professionals fail to adequately teach carers about supporting carers with
stroke survivors' rehabilitation

* Professionals fail to provide appropriately timed information and support
for carers

* Reduced social networks over time/ limited informal support as a barrier for
managing practically, finding time to self

s | ack of support provided by professionals initially (emotional and practical)
influences coping and managing practically

= | ack of information provided by services and professionals following

stroke survivors return home

Lack of opportunities for professionals to provide information ( Stroke)

Services fail to provide appropriatel accessible resources for information

Services fail to provide available and accessible support in the community

Services fail to provide appropriate format forinformation

Lack of information provided about expectations during and following the

transition from hospital to home, available facilities, cause of stroke and

extent of recovery

Non-behavioural factors

As documented in logic
model presented in
chapterfive plus:

Younger carers are
maore likely to

criticise healthcare
system

Young carers
suggested a more co-
ordinated approach
to information
delivery

Older carers
perceived information
as burdensome and
overwhelming
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6.7. Discussion

6.7.1. Summary of evidence

This review updated the qualitative literature concerning the experiences of caring for
stroke survivors since the review by Greewood et al. (200%) to include qualitative
literature concerning the experiences of caring for stroke survivorgublished between
2005 and 2015.This is the first synthesis of qualitative evidence that has examined the
caregiving literature from a needs grspective; adopted a socigecological perspective for
identifying barriers and facilitators to addressing needs; and identified implications for
intervention development. This has provided additional insights,to those identified by
Greenwood et al (2009) and enhancedunderstandings of the caring experience. The
findings contributed to the logic modelwhich is used as part of developing an intervention

to reduce burden among carers.

Following the synthesis of findings from 48 studies, nine descriptive #mes and six
analytical themeswere identified; providing a rich insight in to the whole caring
experience. he analytical themes identifythat carers have needs relating to different
aspects of caring, including the emotional and physical consequencesobdviding care.

These needs changed over timesome were more apparent earlier in the caregiving

OOAEAAOI ouh UAO 1T OEAOO OAI AET AA Ai1 OEOOAT 08 &i O A

practically and emotionally prepared before and during the transitimm from hospital to

EiT A6 xAO Ei bl OOAT O ET OEA ET EOEAI DPAOET A

their roles, coping with a changed life remained important, as did maintaining their
relationships, despite changes and losses, and finding time toeimselves. Support and
ET &£ O AGET 1 C

Previousreviews havealsohighlighted the importance of adequate preparation for carers
in the initial period following stroke (Camak, 2015; Pringle et al., 2008)The other needs
identified resonate with someexperiences and needs outlined in therevious review by
Greenwood et al. (2009). Similarly, carers experienced role and relationship changes,
uncertainties about the future, a laclof freedomand time away from caring, and needed
information and support over time. This review builds upon these findings by gaining a
more in-depth understanding of the caringexperience from a needs perspective and
identifying factors that influence whether needs are addressed. For example, the current
review provides more detail about specific information and support needs and the faate
that influenced whether thesewere addressed (e.g. service constraints, reluctance to

approach professionals). These factors underpinned implications for intervention

164

OAi AET AA Ei bi OOAT O OEOI OGET 00



development. This synthesis of findings hasaken a further step towards using findings

from qualitative studies to develop an itervention for carers.

It was difficult to determine specific time points for different needs, howevethe findings
indicate that carers havedifferent needsover time, reflecting phasesof the Timing It Right
(TIR) Framework (Cameron and Gignac, 2008Cameron am Gignac describe fivgphases:
event/diagnosis, stabilisation, preparation, implementation and adaptation Need for
support to prepare before and during the transition from hospital tohome spans phases
two to four. The otherneeds reflect experiences included in the implementation and
adaptation phaseswhen carers experience and respond to the consequencesaafring
following the transition from hospital to home (changed life, relationships, time to self).
Support and information remained important throughout, although the nature of this

differed according to needs.

31T A T £ OEA AOOOAT O OAOGEAx EET AET(20d8) AuyA Al Of
which used the TIRFramework to analyse interviews exploring key support providers,
carersdsupport needs and how these change over time from the perspectivesf 14 HCPs

and 24 carers.Similarly, HCPs, families, friends, and peers were key sources of support,

and carers valued emotional, practical, and informational support throughout the care

trajectory from different sources, despite this not always being provided.

However, this synthesis extends these findings by providing a more comprehensi

account of needs beyondupport needs. For example ihas enhancedunderstandings of

the emotional aspects of carig. Carersn Cameron et ab (2013) study experienced stress

and required care throughout the care trajectory. In the current review, carers wanted

early support to know what to expect as they prepared for their roleand a distinction was

apparent betweencoping with managing careand coping with the changesd their lives.

The TIRFramework places more emphasis on the practical aspects of preparati@md
emotional support needsA OOAAEAA O 1| AT ACET ¢ AAOAh OAOQOEAO
lives. Emotional needs are more complex thansi presented in the TIRFramework

(Cameron and Gignac, 2008; Cameron et al., 2018)hich has important implications for

ET x OEI OA x1 OEET ¢ x E OHnotbrdandedsO ADPDOI AAE AAOAO

The synthesis has also provided a more comprehensive account of experiencesmpared
to Cameron et al. (2013py examining the barriers and facilitators to addressing needs
rather than just identifying when different types of support areneededat different times.
Barriers and facilitators were central to understanding how carers addresd different

needs, ing thesocio-ecological model(McLeroy et al., 1988thesewere established atan
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individual, interpersonal, and organisational levellndividual level barriers and facilitators

largely relatedOT xEAOEAO AAOAOO OAI PAARS AU A£ET AET ¢ OEI A

constructing a new life, self, and relationshipsand their approach towards gaining
information and support. Environmental level barrier s andfacilitators related to whether
carers were provided with the appropriate support and information, due to how available
and accessible this was within an organisation or informal support network (e.g. family
and friends) and how this was communicated or negotiad between the carer and

OlAT O ErdnttiBe start of the caring experience, befor¢he transition from hospital to
home. Support and information were identified as needsand barriers and facilitators to

addressing other needs.

It is evident that someneeds were influenced bymultiple levels of the socicecological
model. For example, taking time out involved overcoming fears, and having support in
place for when the carer is not there to provide care to the stroke survivor. This has
implications for how behaviours would be encouraged and who should be the target of an
intervention. In some instances, it may be gpopriate to focus on changindd AOA OO &
thoughts and behaviours; in other cases it may be more appropriate to change behaviours
of individuals responsible for providing support and information to carers. Both nay be
beneficial. This evidencénighlights the complexities associated with developing
interventions for carers and emphasises the importance of understanding the factors that
are influential in shaping whether these are addressed.iRdings can be considered in the

context of relevant theory and evidence, below.

Following preparation for their roles, many carers needed to be able to cope with a
changed life and maintain their relationships, dspite changes and losses. This was
important given that carers faced changes to different aspectd their lives, challenging
their taken for granted assumptions.Their new roles impactedon their relationships with
the stroke survivor, and their perceivedidentities. In the context of chionic illnesses such
asstl EAh OEA AMEITCAOMEGE El AABOYALESO) 043 bedrEadvariced to

describeAEOOOPOEI T O OiF 11 01 Al OOI A0 1T 0O OAAEDPOI AEOU AT .
for their future. However,this conceptis more commonlyapplied to understanding

experiences ofchronic illness, focussingonth® OO £ALAOA 0S8 OAOEAO OEAT OEA AA
OEEOh OEA Al 1T AADPO EO Appériéndedirithekeviéniedaitides,U 1T £ OEA AA
particularly when they faced barriers to overcoming challenges.

However, as time progressed, some carers found ways of coping with their changedv

and relationships. Biographical disruptionalso includes an element of response to

disruption, where the stOAT COE 1T £ 11T A80 OI AEAI 1T AOx1T OEh AT A AAE
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crucial to how the illness and its impacts are experienced. For many carers, their own
internal resources were important for responding to disruptions to their lives. Coping
strategies included accepting, making comparisons with others, finding positives and
taking each day as it comes. These findings reflect some of the basic assumptions of this
theory, including the importance of mobilising resourcesHowever they suggest thatthe
theory which seeks to describe responses to illnessnustacknowledge factors that

influence the extent of disruption todifferent carers lives.

Faircloth et al. (2004)argued that biographical disruption may be inadequate for

describing and explaining the impacts of illness because the lives of strokarvivors are

17T O ET AGEOGAATI U AEOOODPOAAS 4EAU AAOAT T PAA OEA
way of understanding illness as part of an ongoing life, arguirgnew biography could be
constructed that flows with time and space.This is applicableto some of the review

findings; particularly in relation to coping and the waycarers perceived their lives,

relationships and imagined futures. In some cases, carers addressed their needs and lived

a life with less disruption.

Although the findings can e explained byA1T AT AT 60 1T £ OAET COADPEEAAI
OAET COAPEEAAT &1 1x8 1AEOEAO OEAT OU AAT AAARNO
experiences. The initial period following the stroke event is typically disruptive and

characterised by uncetainty, yet their experiences following this period are varied, where

some lives remain more disrupted than others. Carers are vulnerable to further

disruptions throughout their care experience as their support networks become

fragmented over time, or if dilanges occur in their circumstances. Thereforeheir

experiences could be considered as a series of temporary disruptions that can be

addressed with appropriate resources (internal and externaland be accommodated ira

OAEI COAPEEAAI A1 1 x856

Aspart of coping,findings from the current review also indicated that carers needed to

balance providing care with time away from their caring rolesStrang et al. (1999)
AAOAOEAAA OEEO AO A OUPA T &£ AiTOEIT & AOOOAA
AOT 1 AAOET ¢8 (1 xAOAOh AAOA O vesmishpade, intlddd®E A OO
OEi Ah 1 AAE 1T &£ OObbPi OOh AT A 1T ACAOGEOA Ai1T OEITO
themselves seems simplistiggiven that the reasons for providing care and continuing to

provide careare bound with complexities such agperceivedduties or obligations to fulfil
APDAAOAA OAODI 1 OEAE]I EOEAOR ET Al (EAgsBr00&)l OOOET

Suchobligations may make taking time away from this role more difficult.
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Reasons for these obligations have been gvided in sociological literature.Goodin (1995)
suggestedwe have a special moral obligation to care for family and friends because of
their vulnerabilities. Alternative theories have been developed based on the need to
provide care due to the dependency of others (e.g. a stroke survivqBaier, 1997;
Fineman, 2004) Consistent with this argument based on dependency, we are more likely
to feel obligated to provide care to those individuals who cannot without ifficulty, satisfy
their own needs, or develop or sustain their capabilitie§Engster, 2005). This wouldapply
to many carers in the inclded studies, given mantroke survivors were dependent on

their support to meet their needs.

Considering the moal aspects of care, achieving the balance between providing caned

AET AET ¢ OEI A O OEAI OAl 6AO EO 1T mOAT 11 OA OEAT OAI
may need to temporarily set aside their obligations to care by distributing their care duties

to trustworthy others. This dependency on others to assist in providing support is termed

OAAOE OAOE O AFinknab, 2004 dhdl Has)been consiered necessary for making

caring possible(Engster, 2005). However, it was clear from the findings that maintaining

an extensive web of support, for this need and other needs can be problematic. There were

often negotiations involved in gaining this sipport (and information) and this was not

always forthcoming or available.

Assupport and information appearto be important across the needs, considerations need
to be made aboutwvho provides support and information, what is made available to carers,
andwhenthis is provided in the care trajectory.House (1981)regarded these as

important decisions for translating evidence in to practice. Based on the evidence from the
current review, it would also be useful to considehow this is made available to carers to

ensure that it is tailored to their needs. Each will be considered in turn.

As carers valued support and information for addressing many of their needs it is

important to consider who is best placed to provide thisThoits (1995) proposed a theory

about establishing effective support; if this is provided by a similar other, they are likely to

EAOA OAi DbAOEEA O1 AAOOOAT AET ¢& ofulteiebpieAtl TOOOA O OEAU

is relevant to emdional support and other support e.g. instrumental and informational.

p2

This is consistent with findings within the analytical theme around coping, as it was
established that professionals do not necessarily need to provide support if somee else
could provide this. Carers also appreciated support from those who had experienced their

situation, which may relate to their abilities to be empathic and understanding.
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Seeking alternativeproviders of support in addition to health professionalscould be

valuable given the findings in thisreview that indicated numerous barriers to gaining their

support from both a professional and carer perspective. Further barriers can also occur as
relationships are not typically reciprocal due to differencesn power relations and there

AAT A1 01 AA A 1 AAE T &£ OAi bAOGEEA OT AAOOOAT AEI
such barriers have been overcome by recruiting volunteers and providing training to

ensure that can provide appropriate informational supp@ O xEEIT OO | AET OAET EI
O1 A A OO O(Rrledinian, ZD65). This would be appropriae for addressing some of the

identified needs, particularly if volunteers had experiences of providing care.

Thefindings also indicated that it would be appropriate to ensure that support and

information are tailored to A A O f@\@idal needsand their diverse experiencesby

taking in to account their preferences in terms of what, when, and how these are provided.

To address when and how, a consistent approach to ensuring that carers are provided

with information and support would be appropriate at an erly stage in the care

trajectory. It would also be important to make sure that carers are aware of where they

AT O A CAET OEEO AOAT EZ EO xAOT 860 1T AAAAA AO

or developing support networks that they can be aassed as required.

Four categories of social network and social support type interventions have been
outlined to establish how this could be achieve@Heaneyand Israel, 2008; Israel, 1982)
These include: enhancing existing social network linkages; developing new network
linkages; enhancing networks using natural helpers and enhancing community networks
through participatory problem solving. When moving faw ard with the intervention
development, if such strategies for enhancing and developing support are considered,
their applicability in different circumstances and contexts must also be acknowledged. To
overcome difficulties, these strategies could be conifred, yet further research is required
to examine the efficacy using multiple strategies in the translation of evidence to practice

(Heaney and Israel, 2008)

With regards to what tailored support and information may involve, decisions would need
to be made by the inteded intervention participants, hence the importance of stakeholder

involvement in the IM process.

6.7.2. Strengths and limitations of the review

The review was conducted systematically using comprehensive search strategy,
consistent with methods outlined by Greenwood et al(2009a). A thematic approach to

synthesising findings ensured an irdepth understanding of the positive and negative
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aspectsof the caring experience, appropriate for iforming IM. Furthermore, the synthesis
was based on a diverse range of high quality studieBublication of this review would
provide an important contribution to this field of interest; however, some limitations are

acknowledged.

Although 55 studies were included as part of the review (and 48 were retained for the
synthesis), restricting the inclusion criteria to articles written in English and excluding
carers of stroke survivors in institutionalised care meanthat some potentially relevant
articles may not have been identified for inclusionThe reviewrestricted to peer reviewed,
published studiesand did not includegrey literature searches. Given that the initial search
revealed a large amount of studies &ised on published, peer reviewed articles; it was not
deemed necessary to carry out further searches to locatgey literature. This decision was
supported by the notion that it is not necessary to include every single study for a
thematic synthesis approzh (Thomas and Harden, 2008). Furthermore, it was
unnecessary forlM, given that the intervention is developed based on other evidence in
addition to this work. Due to the iterative nature of the approach there are also

opportunities to locate further evidence at different stages of the process.

Exclusion of studies based on their quality could also be considered as a limitaticas
seven of the 55 included studies were not included within the synthesis. However, a
strategy was used to consider these papsmregardless of their quality, maning nothing
was lost through not including these studies. It iacknowledged that in future research of
this nature, an alternative would be toinclude all the studies within the synthesis

regardless of their quality andweight these in terms of importance(Boeije et al., 2011)

However, acceptinghese limitations, 55studies were included in the review and48 of
these weresynthesised in a manner thatdded to the depth of data presentetyy
Greenwood et al. (2009). In the previous review, the frequency of challenges,
satisfactions and coping strategies were equad with importance. Using a thematic
synthesis approach provided a nuanced and contextualised understandingtbe caring
experience, addedo meaning to the frequency obccurrence issuesensuring findings are

based on importance forcarers.

Strengthsand limitations can ako be considered regardinghe conduct of the thematic
synthesis Not allphases of the analysis included involventd from the research team (e.g.
line-by-line coding of studies)because no additional funding for this support was
available. However, as discussed in section 6.4.5 efforts were made where possible to

involve others in the conduct of the analysis and the development of themes that
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contributed to the analysis were explicitly recorded using NVivand diagrams where

appropriate.

Although an in-depth understanding of caring has been gained, drawing upon both

positive and negative aspects of care, the nature of thematic synthesis, means that findings
are often drawn together based on their similarities. Therefore, it is lesskiely that the
experiences of those that differ greatly are considered ialarger review of findings. This

could have implications forthisOOOAUR CEOAT OEAO OEA O1 AAAO
contribution to IM. However the needs assessment is basadon other evidence aside

from this review, meaninga broader understanding of experiencexan be gained.

6.7.3. Summary and conclusions

Findings from this review will inform subsequentstages of IMto develop a proposed
intervention to reduce burden in carersof stroke survivors. Promoting an active role of
the carer as well as ensuring that appropriate support and information is available (if
carers need this) would bevaluable foraddressing the identified needs. Ensuring that an
intervention is tailored to the differing needs of ceers would also be appropriate,in
addition to considering multiple levels of intervention. This is supported by the argument
that interventions are more likely to be effective if they are developed and implemented
within an ecological framework that considers different levels of interventionfor different

needse.g. individual, interpersonal, organisationa{McLeroy et al., 2001)

As the intervention developmentprogresses it would be important to learn more about

how carers understand burdenand how they attachOE AOA O1 AAOOOMI AET ¢O

given that carers rarely used the termsOA @0 & A1 A OA Qre@iAnaratves] A ET

despite their roles being described as demanding and challengir®.i | A 01 AAAOS |

more important than others for reducing burden;involving stakeholders to prioritise

needson this basisshould be considered.

Overall, these findingsare pertinent to intervention programmes for carers of stroke
survivors because they highlight the need to consider the complexity of factors that could

be influential in developing an intervention aimed at reducingourden.

171

A

(

AL



As documented at the beginnig of section two, chapter sevethat follows is the

qualitative interview study. This also contribues to the needs assessment by

Ol AAOOOAT AET ¢ OEA OAO Ofad that diluéneedteseOE AE O

Purpose: To gain a
detailed description of
behavioural and
environmental causes
of carer burden

Purpose: To provide
some understanding of
the ‘at risk group’, their

needs and the factors

that influence these.

Chapter five

.

Systematic review
of systematic
reviews

Systematic review
of qualitative
studies: Thematic

synthesis

Chapter seven

Qualitative
interviews

Figure 26 Overview of the needs assessment

Logic model of

the problem
(needs
assessment)
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7. Chapter seven: The experience of carers of stroke survivors at
different time points following discharge from hospital: A thematic

analysis

7.1. Introduction

This empirical study is the third and final component of workcontributing to the needs
assessment. Thiduilds upon the review evidence presented in chapter six, maintaining a
focus on needs, barriers, and falitators. This study explored the experiences otwo
groups of arers of stroke survivors residing in the ommunity, using qualitative semi
structured interviews . The focus was upon exploringhe barriers and facilitators carers
face in addressing their needs over time; and theole of social support networksin
addressing their needs. Interview data wereanalysed using thematic analysigBraun and
Clarke, 2006) This chapter presents methods, then findings from both groups of carers
Then adevelopinglogic model is pesented including behavioural andenvironmental
barriers and relevant determinants of carer and professional behaviourdn the discussion
section, findings are summarised and considered in the context of curreliterature and
IM.

7.2. Rationale for study
Evidence presented in chapter six provided a substantial contribution to the needs
assessment. However, thisontribution was based on inferred needs, barriers, and
facilitators becausefew studies included in the synthesis explicitly focused on needs dné
barriers and facilitators to addressing needsNone of those thataddressed needs were
longitudinal studies. Theseeither focused on aspecific type of need e.g. suppofCameron
et al., 2013)or information (Avent et al., 2005) a specific population e.g. carers of
individuals with aphasia (Paul and Sanders, 201Q)or a specific phase.g. refabilitation
(Smith et al., 2008b) the transition from hospital to home(Young et al., 2014)and six
months post discharge(Lutz et al., 2007) White et al. (2007)and Eames et al. (2010)
identified barriers and facilitators to caring, and accessig stroke information. However,
only one study in a specific population of carers with aphasia explored needs, and barriers

and facilitators to addressing needs (Le Dorze and Signori, 2010).

Further longitudinal research was requiredto gain a more accurateand contemporary

understandingl £ ET x AAOAOO0O8 1 AAAO AEAT CA 1 OAO OEI A¥

facilitators to addressingthese. Further research was also necessary to understand more

AAT OO0 AAOAOOS OODPDIT Okowbupporkret@dik® ma) char@é with OO O AT A
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time, and to determinehow thesecould be enhanced and mobilised as part of addressing
AAOAOOS 1 AAAOS

Qualitative, semistructured interviews, including a social network mapping tool
(Antonucci, 1986) were utilised. Including this empirical work alongside review findings
as part of the needs assessmelig important, as relevant stakeholders (e.g. carers) should
be included at all sages of IMto avoid relying ona solely expert driven approach
(Bartholomew et al., 2011)

7.3. Aims and research questions
Aims:

1 To explore carergexperiences over time in two groups of carers using qualitative,
semi-structured interviews (Group one: a first interview shortly following
discharge then two more interviews, each separated by three month&roup two
interviews conducted between nine and36 months since the stroke.

1 417 Agbi 1 OA OEA AAOAOOGS OI1 AE A twordr@epdng OO
activity (Antonucci, 1986).

Research questions:

1 What are the needs of carers of stroke survivors (at each time point)?

1 What are the barriers and facilitators to addressing needs?

1 How do needs, and barriers and facilitators to addressing needs change over time?
I What can we understand about carers social support networks?

7.4. Methods

7.4.1. Research design

The study hasNational Health Servic NHS permission and was approved by the
Yorkshire and the Humber z Bradford Leeds Research Ethics Committee (Ref No:
15/YH/0073) (Appendix J).

The study is qualitative and used semstructured interviews with carers of stroke
survivors at different time points. One group carers (group ongwere interviewed at three
different time points in a longitudinal study. The first interview was conducted shortly
following the stroke survivorsadischarge fromhospital; the subsequent two interviews
were each separated byhree months. A second group afarers (group two) were

interviewed at onetime point in a crosssectional study between nineand 36 months
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OET AA OEAEO gmHOKE. kierkighv®ith 4rQub dhdplodided an understanding
of the emerging needs of carers and barriers and facilitators to addresgimeeds over
time. Interviews with group two provided a reference point for making comparisons with

earlier caring experiences repoted by group one participants.

I conducted all interviews between April2015 and July 2016. These were recorded and

transcribed verbatim and analysed using thematicrealysis (Braun and Clarke, 2006)

7.4.2. Thematic analysis

Some approaches to analysis attend to the language of participants and how this is used in
socialinteractions e.g. discourse analysiéParker and Burman, 1993; Potter and

Wetherell, 1987); and narrative methods (Riessman, 1993) some attend to experiences

and meanings e.g. interpretative phenomenological analys{§mith et al., 1997) and

others seek to develop theory, derived from the data e.g. groued theory (Glaser, 1992;
Strauss and Corbin, 1994)These approaches are associated with particular disciplines,
and are underpinned by philosophical perspectives that influence the conduct of analysis
(Crotty, 1998).

Rather than using an approach that provides discursive or phenomenological accounts of
experience, or generation of a substantive theorghe chosen analysis method needed to

meet the requirements of the needs assessment component of IM. This includgaining a

OEAEh AAOAEI AA AAAT O1 CactorgEhaOrildencA theddhi@pioducd A A A O
findings that could inform the developing logic model.Therefore, flexibility was important

whichisA EAU OOOAT COE 1 £ OEA (BiadrEaAd Cladi& 2006A1T A1 UOE O

Thematic analysis is not aligned with any philosophical, epistemological, or theoretical

approach. Thisapproachis widely-used for developing themes and patterns across a data

set, which attends to similarities and differences in experience®Boyatzis, 1998; Roulston

et al., 2001) It also provides the g@portunity to understand an issue more widely(Marks

and Yardley, 2004) it can be usd to detect the factors that influence an issue generated

by participants, and facilitates comparison between participants at different times.
&OOOEAOI T OAh OEA PAOOEAEDPAT O0O8 ET OAOPOAOAOQEI
appropriate explanations for their behaviours actions and thoughtgHatch, 2002). All

these points are important for the roader IM process, therefore a thematic analysis

approach was adopted for this study.

The analysis was largely guided by the six stages outlined by Braun and Clarke (2006).

However, adaptations were made to the traditional methods to ensure that the dateas

analysed in accordance with the research quéens. A secondary analysisdescribed on
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pagel188) was applied to move from a thematic description of experiences to

Ol AAOOOAT AET ¢ AAOAOOGG 1T AARAAO AT A OEA AAOOEAOO AT A
7.4.3. Sampling

7.4.3.1 Study populations

$AEET ET ¢ OEA OPAOAT O PIi POI AGEI T8 EOII xEEAE OEA O
prior to recruitment (Ritchie et al., 2013) Although this study interded to primarily focus

iIT OEA AA ébke udvivdrsAward ificluded in the interviews acoss time points

at the discretion of the carer4 EA OOOI EA OOOOEOI 006 DOAOGAT AA xAO Ol
the nature and the context of the carer and stroke survivor relationship. However the

Al AOO 1T £ OEA ET OAOOEAXxO OAI dpErteptidns bfther@wmA AAOAOOS6 A

needs in relation to providing care to the stroke survivor.
7.4.3.2 Sampling frame

Different approaches for generating sampling frames were used to gain a population of

carerssuitable for both groups In group one; the sampling frame @&s generated from a

Ol 1T x PI DOl AOETT188 #AOAOO xAOA AmDOI AAEAA A&EOT T Ox
rehabilitation) in a Teaching Hospitals Trust (THT). In group two, the sapling frame was

based uponexisting sources; aesearch register, an organisation forarers, and astroke

group.

The research register isan established database of stroke survivors, held by the Academic
Unit of Elderly Care and Rehabilitation (AUECR) at the Bradford Institute for Health
Research (BIHR)At the time of recruitment, thedatabase held information on ove 150
stroke survivors between 0 ard 24 months post stroke. 8oke survivors consented b
inclusion in this database whilst they were in hospital and agreed to be contacted
regarding participation in future research at AUECRUsing this database, carers are

contacted via the stroke survivor.

7.4.3.3 Sampling methods

Qualitative studies are based on noprobability samples, where the characteristics of a
group provide a basis for selection, making them well suited to being small deaand in-
depth (Ritchie et al., 2013) Different sampling approaches have been developed for use in
qualitative research e.g. purposive samplingMason, 2002; Patton, 2002)theoretical
sampling (Glaser and Strauss, 1967; Strauss and Corbin, 199&)d opportunistic and

convenience sampling/Patton, 2002). Each has different definition and purpose.
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Purposive sampling, involves selecting individuals within a population to represent a key
criterion e.g. age, socilemographic chamcteristics or specific roles Theoretical sampling
is a type of purposive sampling, maily associated with grounded theory approaches,
where people are selected in a sample to develop and test theoretical constructs. Patton
(2002) draws a clear distinction between opportunistic and convenience sampling.
Opportunistic sampling involves takingadvantage of unforeseen opportunities.
Convenience sampling lacks a clear strategy; therefore researchers select samples based

on ease of accesiRitchie et al., 2013)

Purposive sampling is valued as a prdefined and systematic approact{fMason, 2002;
Patton, 2002). The intention was to use this to provide a heterogeneous sample based on
factors such as: degree of stroke survivor impairments including language, physical and
cognitive abilities, age of carer, and ethnicity of carer, relationship to stroke survivor (g.

spouse or other). However, there were some challenges in adopting this approach.

Purposive sampling was possible to some extent when recruiting carefer group one
from the stroke wards, as they could be selected based on characteristics outlinedoab.
However this was more difficult in other recruitment approaches(e.g. the carers
organisation, stroke group, and the research register) because there were not enough
potential participants to be selective about inclusion based on particular charactesiics.

Therefore, @rers in group two were selectél based on convenience sampling.

7.4.3.4 Samplesize

Compared to quantitative studies, the sample sizes used in qualitative research can remain
small to do justice to the rich data that is gained, yet a balancereqquired to avoid this

being too small, as this coulgeopardise the transferability of findings (Ritchie et al.,

2013).

I planned to recruit 15 carer and stroke survivor dyads in each group, leading to a total of
60 interviews, as those in group two were interviewed acrosshree time points. However,
once the interviews commenced this became unmanageable within the time constraints
and recruitment targets were revised in each group (10 in each). This led topdanned

total of 40 interviews. This decision was justified basedmthe notion that richness of data
takes precedence over incidence and prevalence in qualitative researRitchie et al.,
2013). The amount of evidenceheseinterviews would provide was alsodeemed

appropriate for informing the subsequent intervention development.
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7.4.4. Inclusion and exclusion criteria

The inclusion and exclusiorcriteria outlined in table 23 were applied for all recruitment
strategies. The only difference was the timing of the interviews in each group as outlined

in section 7.4.2.

Table 23: Inclusion and exclusion criteria for qualitative study

Inclusion criteria

Carers are eligible for study if they :

Are aged over 18 years

Carefor a stroke survivor who is (or will be) residing in the community

Provide (or will provide) help and support (practical and/or emotional) to a stroke
survivor at least once a week.

Canprovide written informed consent andConsultee Declaratiorfor the stroke survivor
(where appropriate)

Stroke survivors are eligible for study if they:

Are aged over 18 yearaind have a confirmed primary diagnosis of stroke

Residein the community and being supported by a caregiver who provides support
(practical and/or emotional) at least once a week.

Can provide written informed consent (or be consented via a consultee)

Exclusion criteria

Carers are not eligible for study if they:

Are aged less than 18 years

Care for a stroke survivor with palliative care needs

Stroke survivors are not eligible the study if they:

Are aged less than 18 years

Have palliative care needs

Have a carer who refuses to provide written consent to take part.

7.4.5. Participant recruitment (Participants with capacity)

7.4.5.1 Group one (carers recruited from stroke wards)

The researcher attended strok wards during visiting hours;this was the most

appropriate time for contacting potential participants who were visiting their relatives. At
every visit, the researcher consulted with chically based staff (e.g. nurses) to identify
friends and relatives of stroke survivors that would be providing care to the stroke
survivor once they returned home. As per protocol, the clinically based staff introduced
the researcher to the families and sked their permission to speak about the study. If the
families and or friends were willing to speak with the researcher, the study was explained
and any questions were answered. The anticipated outcome dfi¢ study was also

explained andthat the standardof care the stroke survivorreceiveswould not be affected
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by their decisions regarding participation. Participant information sheets (PIS) were left
with potential participants whilst they consideredpatrticipation. These included
information about the purpose of the study, how the participants can contribute to the
study, and how the data would be used following their participation. It was also made

clear that potential participants had theright to withdraw at any point (appendix K).

Oncepotential participants had considered participation, the researcher returned (usually
at least 24 hours later) to see if they were willing and interested. Willing carers were
asked if they would like the stroke survivor to take part in an interview with them. If they
wanted the stroke survivor to take part, the researcher discussed the study with the
stroke survivor and provided information (separatePIS forstroke survivors). Consent was
obtained from both the carer and (where relevant) the stroke suvivor in hospital. In cases
where stroke survivors were unable to read or sign the consent form due to impairments,
but who had the capacity to consent and would like to take part, thelS was read aloud

and theconsent procedure had to be witnessed.

Participants provided the researcher with their contact details so an interview could be

AOOAT CAA OEA OAI APEITTA A 11T xETC OEA OOOI EA
usually arranged about two weeks following dischargeo allow families to begin to adjust

to their roles once they returned home before being contacted again. Second interviews

were arranged at a later date (see section 7.4.7.).
7.4.5.2 Group two (a) Carers recruited via organisations and groups

To access carerin receipt of services up to three years postteoke, posters were
displayed at a carers organisatiorand a stroke group. These summarised the study and
includedtE A OAOAAOAEAOB8 O Al 1T OAAO AAOAEI O8
Potential participants contacted the researcher via telephone or email to express their
interest. The reseacher then provided verbal or written information about the study
purpose and what their involvement would entail. If potential participants were
interested, they were asked if they wished the stroke survivor to take part in the
interview, should they agree to take partin the study. PISvere posted to potential
participants (and stroke survivors where relevant) and sufficient time was provided to
consider participation. The researcher agreed to contact the potential participants (via
email or telephone) tosee if they remained interested after reading the further
information. If they were willing to take part in an interview, these were aranged via

email or telephone.Appropriate consentfor carers and where relevant, stroke survivors
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was obtained during the visit prior to conducting the interview (in their own homes).

Again, participants were informed of their right to withdraw at any stage.

7.4.5.3 Group two (b) Carers recruited via established research

register

In group two, carers were also recruitedvia aresearch register. Contact with carers was
made via the stroke survivors. Before contact was made, the researcher checked eligibility
for inclusion in the study and living status, using the summary care record on the NHS
spine portal system. When stroke swivors had died, an out of study request was added to

the database so they would not be contacted for future studies.

Following checks for eligibility, the stroke survivors were sent a covering letter asking
them to pass information to a friend or relatve that provides help or support to them

i POAAOEAAT AT AT O AiTOETTAIqQ AO 1 AAGO TTAA A xAAE
fuOOEA O AT 1ithehediénl cafers@etutn@d the consent to contact form in the
stamped addressed envelope provided. Howing receipt of the form, the researcher
telephoned carers who consented to being contacted and explained the study. If
participants were willing, to take part they were asked if they would like the stroke
survivor to take part in the interview. A decison was made and the interview was
arranged. If the carer wanted the stroke survivor to take part, information was sent via
post for them to consider priorto the interview. As aboveappropriate consent was
obtained during the visit prior to conducting the interview (in their own homes). Again,

participants were informed of their right to withdraw at any stage.

7.4.6. Participant recruitment (Participants without capacity)

The study aimed to bdanclusive, thereforestroke survivors with communication and
cognitive impairments to participate were provided with an opportunity to participate.
This ensured that carer needs and experiences were understood in varying situations.
Consent procedures were adapted to comply with theMental Capacity Act (2005) o

ensure that these participants could be included.

Consultee declaration was required in circumstances wdre stroke survivors lacked
capacity to consent. The researcher assessed capacity in conjunction with a discussion
with the carer. Where the arer acted as a consultee, shbge was advised to set her/his
own views aside and provide advice on the participation of trehusband/his wife, taking in

to consideration his/her wishes and interests.
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The right of potential participants to refuse consent without giving reasons was respected
at every stage of the research procesh all cases, regardless of capacitgriginal consent

forms were stored centrally at the AUECR and patrticipants were each provided with a

copy.

7.4.7. Interview topic guides

The study utilised qualitative, semistructured interviews. This method captures
understandings required to answer the research questions in a wathat cannot be
accommodated in a formal questionnaire or captured as effectively through focus groups
(Silverman, 2013). Topic guides were required to preide a framework for all the

interviews; these are discussed in the following sections.
74.71 Initial semi structured interviews

An initial interview topic guide was devised from the themes in the existing literature,
discussions with carers and stroke survives and previous research. This wasformed by
IM and the broader aims of the doctoraktudy to gain an understanding of caring with
attention to aspects of the expeence that may relate to careburden and also carer needs

and the barriers and facilitatas faced in addressing needs.

The same topic guide was used in the first interviews for carers in group one and group
two interviews. The topic guide ensured all carers were asked similar questions, enabling
comparisons during the analysis, butwas useEl AGEAT U AAOAA 11 AAOAOO

guestions were asked to gain richer, detailed accounts of their experiences.

The topic guide was structured to put the participants at ease, starting with questions such

AO OAT O1I A UT O OAUI COBAAEL &EODT A AEIDx AAT OIOA Ul
AAEI OA OEA OOOI EA EADPDAT AAed &I 111 xET C OEAOA
stroke from the point of returning home, to life at the point of interview then thoughts

about the future. The domains oburden (social, physical, emotional, financial) from

George and Gwythed O j pwp @ q A A /E#rd ré&flécted ih quéswBnsAhGoGyhokit

the topic guide.

Although carers do not commory use the term burden intheir narratives, they do

experience difficulties that can be considered burdensome, therefore these questions were
deemed appropriate for exploringsome of these issues. The IM approadhdicated a focus

on behavioural and environmental factors that infdO AT AA AAOAOOGSE 1T AAAO AT |
AAOAO AOOAAT 8 #AOAOO xAOA AOEAA AEOAADI U AAIJ
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OEEO DPIEI Oed AT A OEI x EAOA UIT 60 1T AAAO AEAT CAAed 4
AAAE]I EOAOTI OOh NOAOGOEIT O OOAE AO OxEAO EAO EAI PAA
OxEAO EAO EEIT AA®dappedizz O POI AAOOe &

The social networking map was included at the end of each interview; this discussed in

sedion 7.4.7.3.

7.4.7.2 Follow up semi structured interviews

The topic guides for the second and third interviewswith group one participants were

developed prior to these interviews.1 OAOOET T O & AOOAA 11 AEAT CAO ET A/
sincethe DAOET OO ET OAOOEAx} 0q A8s8c8 OEAO AT UOEET ¢ AEAT C
AT A OEAOA UT O AT AT O1 OAOAA AT U pHOovedet, thbode | O AEAIT T Al
extent, the emerging themes from the earlier interviews informed the line of questioning

in the second and third interviews. The researcher adapted questions and where relevant

introduced new questions to understand in more depththdd ODPAAOO T £ AAOAOOS A@DPAC
that they had shared previously (appendix M).

7.4.7.3 Social network mapping as part of the semi structured

interviews

A social network mapping tool, adapted from a Hierarchical Techniqugntonucci, 1986)
was includedin the topic guides for allinterviews. This tool has been used prewously to
explore support networks in individuals with longer term conditions e.g.chronic
obstructive pulmonary disease diabetes(Morris, 2015). The mapping tool wasconsidered

an appropriate framework for stroke carers to describe their support networks.

The tool serves as a way of understanding the importance carers place upon certain
people and services at a given time. Whilst hierarchical in nature, carers are not forced
rank support if they consider two types to be of equal importance. In discussions around
this activity, carers can indicate where potentially beneficial support is lacking; therefore,
a more accurate representation of support networks and how they chaye over time can
be ganed. Although IMuses theory and evidence to guide decisions, findings from the
social network mapping tol can guidedecisions about those involved in delivering

interventions at different times in the care trajectory.

7.4.8. Data collection
Interviews were conducted faceto-£AAA AO OEA AAOAOOS6 EI I AOG8 0OEIT O O
interviews, the purpose of the study was explained again and participants were asked if
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they had read the information sheés. They were also giverthe opportunity to ask any

guestions about anything that was unclear at this stage.

Participants were reminded of their right to withdraw, terminate or pause the interview

and anonymity of their data (Appendix K). Groupone participants provided consent
during the stokA OOOOEOI 006 OEI A ET ET OPEOAI N AOO xA
interview. Consent was obtained from group two participants once they had read

information sheets, asked relevant questions and expressed willingness to take part.

Once carers (ad in some cases, stroke survivors) provided consent or consultee
declaration, interviews started with opening questions then moregeneral questions,
followed by the social network maping exerdse and some closing questionsn all cases,
regardless of wheher the stroke survivors were present, the questions remained focused
on the carers. However, the stroke survivors were free to contribute as they wished. To
facilitate this process, and ensure that stroke survivors were given the opportunity to
express heir views, interviews were adapted for stroke survivors with communication
difficulties by writing down key words and adapting questions in accordance with their

needs.

At the end of each interview, participants were thanked for their time and asked whiér
they had any further questions. The researcher also ensured that they were provided with
contact details in case they had any further questions or waatl to withdraw from the
study. Where participants were invited to take part in three interviews overtime (group
one), the researcher asked if they would be willing to take part in another interview,
approximately three months later. Where participants agreed, they were advised the
researcher would be in touch a few weeks before then to arrange an approate time for
the interview. At each time point, carers were given the option to decide if they would like

the stroke survivor to be present.

7.4.9. Ethical considerations

In sections 7.4.6 and 7.4.,8ethical considerations were outlined regarding capacity to
consent, right to withdraw and participant anonymity. Other key considerations regarding
the ethical conduct of the study wereparticipant confidentiality and storage of personal

data.

The researcher had access to personal details including names, date of births, addresses,
and telephone numbers. These were and continue to be stored securely (on paper and

electronically) at the AUECR in Bradford. All participants were given pseudonyms @n
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identifiable and non-identifiable data have been stored separately using participant
identifiers. The researcher complied with all aspects ahe Data Protection Act(1998)
and continues to do so whilst the datas stored at the AUER. At the end of the studydata

will be securely archived at the AUECR for a minimum of three years.

7.4.10. Data analysis

Interview datafrom carers andstroke survivors (where present in the interviews),

including responses to questionsattached to the social network mapping exercisevere

analysed using thematic analysis, drawing upon phases proposed Byaun and Clarke

(2006): 1) familiarisation, 2) generating initial codes, 3) searching for themes, 4)

reviewing themes, 5) defining and aming themes and 6) producing the report. However,

adaptations to the traditional analysisprocess were made between phases four and five to

Al 11Tx £ O Al O1 AAOOOAT AET ¢ T &£/ AAOAOOGS TAAAO AT A O
needs, rather than a tlematic description of experiences. The secondary analysis that was

conducted to achieve this is described opg.188. The social network mapping tool is also

additional element in this data collection and analysisSection 7.4.10.7 provides further

details about diagrams created following the social network mapping exercise.

Interview transcripts were analysed at each time point. In group onglata analysis was

ongoing between the three interviews that took place between April 2015 and July 2016.

Between the first and subsequent interviews | conducted some interim analysis (initial

AAOACT OEAO xEOE AOOI AEAOCAA OOPDPI OOET ¢ 1 AiT O6Qq xEEA
circumstances before the followup interviews. However, full summaries of themes and

needs at each time point were not completed until all the data collection was complete.

In group two, the interviews at one static time point were conducted over a shorter period
of time from April 2015 to August 2015. The analysis commenced alongside these
interviews. However themes (conceptualised as needs with barriers and facilitators) were
reviewed against the group one themes that were produced after the three interviews
were analysed. This contributed to an iterative process of establishing the main times

that are presented in this chapter.
The sections that follow piovide further details abouthow the analysis was conducted.
7.4.10.1 Phase one: familiarisation

Riessman (1993)argued that transcribing your own data is an excellent way of becoming

familiar with the data. | transcribed the first three interviews; however this took an
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excessive amount of time. Therefore, with a confidentiality agreemeim place, the

remaining interviews were transcribed externally. There is no, one set of guidance for how

OPT EAT x1T OAO OET O1I A AA OOAT O& Oi AA ET O xOEO
transcript is required (Braun and Clarke, 2006). Consistent wit this approach each

transcript provided a verbatim transcriptionh OAT AET ET ¢ OOOA O1 OEA b
including utterances e.g. coughs, sighs, and laughs. On receiptadth transcript, |

corrected any inaccuracies and misinterpretations and addissed any aspects that the

transcriber could not understande.g. where included stroke survivordrad communication
difficulties . Identifying text e.g. place names and people were also removed and

participants were given pseudonyms.

7.4.10.2 Phasetwo- generating initial codes

4EA OAOI OAT AA8 EO OOAA O1 AAOGAOEAA A EAAOGDGO
analyst (Braun and Clarke, 2006)This processof coding contributes to the overall

analysis, as coded data is initially organised in to meaningful grps (Tuckett, 2005).

"A£El OA APPI UET ¢ AT AAO O1 OEA AAOAR AAAEOEITO
AOEOAT 8 10 OAAOA AOEOAT 886 O4EAI OU AOEOAT & Al
xEAOAAO OAA O Are dedvedinduktisely Admithe Gata. Although the aims

relate to specific questions around needs and the barriers and facilitators to addressing

needs, a data driven approach was adopted to avoid losing a contextualdenstanding of

the experience Line-by-line codingwas conducted on each transcript, using an active

OT EAA O1 AT OOOA AT ARAO OAI ldcket Adaning,llafgéslcticdnd OE A
of data were coded to capture contextAs previously, NVivo 10 qualitative data analysis

software was used hroughout the analysis procesgNVivo, 2012).
7.4.10.3 Phase three: searching for themes

This phase involved collating all the relevant coded data extractnd, cansidering how
different codes might be combined to form an overarching theme (Braun and Clarke,
2006). Line-by-line codes for each transcript were printed and notes about emerging ideas

were written alongside these:
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Janice_291013_02.12.15 first interview _—
e ==
O Also had mild angina
QO Husband also dabetic
O Seven waeks post stroke at the time of interview
oSS ¢ ———) Gave Up the voluntoering whilst her husband was In hopsial because she did not have 3 ot of e
achvi i?‘ ) has had 10 be at home unl her husband was able to do more things on his own
Rech 10 O Voluntary work invalved gardaning, decorating the hall
—( Stopped volunteering at the moments but hopes 10 get back 1o that in the new year

Hoges and
B pons _—D Do things together, go out together, walk together but also have their own interests
7] "

g ot meannghi - () Notgreat one for sociaising , doesnt drink or smoke prefers going with a couple of friends to lunch
:/ i - O Interested in family history also enjoys walking

3 == led at the moment
| ] 1'\&‘0"‘%‘*' /O Describes herself as a loner but does a bit of voluntary work on a Thursday which has cunailed al
| G /', (O Son s in another country but has a good set up 1o be able to bock leave
Z (O Daughter has a different set up but she would be there i she had 1o be
Z

Loss
o catu ’,O Got In touch with age Uk

; / O Asking for help is not easy but she will if she needs 10
> <
obtaund (O Takes one day at a time and advises not to think 100 far ahead because that is the worst thing 10 do because you

g gis / Just going a day at a ime as Its no good thinking what might happen

3 O Lucky he |s not worse because she IS not sure how they would have coped
Ao uug ot
Oﬂ a8\t

AOVES
=2t fFeeluy forn nae
J

Figure 27: Example of note taking, searching for themes

This helpedto establish where codes were linked within the data set and where
differences were apparent. Following this, codes were organised in to themes. Hand
written memos were documented for each particimnt. A number of themes were
developed, but it was not clear initially whichwere sub-themes and which would become

main themes

This process wasdocumented on NVivo; howeverthemes were transformed into
diagrams, as recommended by Braun and Clarke (2006). Different colours were used to
highlight different aspects of the caring experience and similar colours were applied for
similar concepts. Usimg diagramshelped establish interrelationships between the themes

an example is provided inFigure 28:

Support —perceptions

Janice (T1) expectations, knowing
support is available

Duties around the
home as part of
caring role

(informal and formal),
barriers and facilitators

Recognising a
changed life Difficulties thinking
about the future

Emotions attached to
caring- fears for stroke
survivors safety

Ensuring stroke
survivor safety

Coping (feels
(faciltators) ping (feeing

lucky, taking each
day as it comes ) Hope- attached to
being able to return
to activities and
normality

Importance of
continuing

enjoyable/meaningful
activities
Managing practically —
easier over time but tiring,
learning through trial and
error, routine
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7.4.10.4 Phase four: reviewing themes

This phase involved refining the themes created previously. This did not happen in a linear
fashion, as suggested by Brauand Clarke (2006). Rather, this was conducted as part of an
iterative process in the translation from codes to themes and then representing these
visually in diagrams. ForexampleDEA OEAT A PORARA®AAT AT DET DA AOOA
being ableto returnO1T AAOEOEOEAO AT A 17101 Al B 1T 1 AA O
process ofdeveloping thediagrammeatical representations (figure 28).

At this stage, Braun and Clarke (2006) argued that the data in a theme should cohere

together in a meaningful way, yethere should be clear distinctions between the tames

that have been developednitial codeswere revisited to consider whether they formed a

coherent pattern.In some cases, codes were moved and changed when this was not the

case Themes were also considred in terms of whether they captured the essence of what

was within them and refinements were madewnhere appropriate. In addition to this,

another researcherexamined 20% of transcripts and noted ideas about emerging themes.

These were discussed and thess were refined accordingly.

Level two of this phase of analysis involved a similar process but with the entire data set
(across case anafsis). Therefore, llooked across thedata from each interview participant

to develgp a thematic map representing data from alparticipants. An overall thematic

map was devdoped for each time point ¢he three interviews in group one and the
interviews conducted in group two). Similarities and differences across themes were
represented based on how they were grouped on the diagrams. See below for an example

of the overarching themes at T1.

Support

Emotions attached to . .
different aspects of Coping emotionally

caring

Changed roles and

relationships Meaningful acfivities

Being emotionally
and practically
prepared

Financial concerns

Carer duties

Ensuring stroke
survivor safety

Managing practically

Figure 29: Overarching themes for all carers at T1



At this stage, researchers traditionally move towards defining and naming themes (phase
AEOAQ AAEI OA xOEOEI ¢ OEA OADPI OO0 | PEAOA OE@Q8s (1 xA
to establish the needs and barriers and facilitators to addressing needs at each timarp

to ensure research questions weraddressed.

The analysis in phases onéour was used to develop the needs, barriers, and facilitators.

To capture the findings from this perspective, it was inappropriate to simply rename the

OEAI AO Al OAAAU AAOAT T PAA ET A xAU OEAO OA&EI AAOAA
review the data to ensurenothing was left unconsidered.Therefore, for each participant,

the codes, developed in NVivo were rexamined to identify needs, barriers, ad

AAAE]I EOAOT 008 41 DHOT OEAA Al AgAi bl Ah OOET ¢ * Al EAA
Ol AgbAAO ET EOEAI T U8 AT A OAT OOOEI ¢ POAAOEAAI AOOA
TAAA OFAATI ET ¢ DOAPAOAA AT A ET I xaBdng@gmenB8AO O A@GPAAOD
were in place to aid stroke survivors with physical difficulties became a facilitator for this

TAAA8 "uU TTTEEIT ¢ AAAE AO OEA AAOA &O01i1 *AT EAARGO E
emotionally prepared, which also became a facilitatofor this need.These are outlined in

figure 30:
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Key:

Needs et
A . nsuring
Behavioural barriers
practical
Environmental barriers Support from arrangements
e Behavioural facilitators family Mlpiace
e Barrier (not behavioural or
environmental)
® [ acilitator (not behavioural or Feeling prepared and
environmental) knowing what to expect
Fasmully offer Provided
Epott with
No::e%'ion information
Hope ~ from nurses
\ in hospita!
-~ Neighbours
have
Obtaining information ';:f"'d‘:
and support as required | Suppel
Devising strategies for Feeling Continuing meaningful
LS Ko activites Lack of
information far?‘::lyn;gse
about ' _ by
stroke  Knowing
No follow formal and
up support informal
from GP support is
available
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Figure 30: Example of needs, barriers, and facilitators. Interview 1, Janice



Tables were created after looking across the data set that included needs, barriers, and
facilitators (for each time point). Within these tables, the researcher noted which
analysis processAlthough this part of the analysis is not traditionally incorporated into
methods by Braun and Clarke (2006), it was considered important faavoiding drawing
conclusions across the data set based on few participants. An example of parooé o

these tables is provided in table 24or interviews at time point one.

Table 24: Needs, barriers and facilitators at time poin t one (T1)

Carer needs Indication of | Barriers to addressing needs (behavioural and | Facilitators to addressing needs (behavioural and
needs at envirenmental) environmental)
particular
time
(interview
time point)
1. Managing and T1 - Lack of support
coping with a (Amanda)
changed
relationship

- Maintained emotional relationship (Lucy)

2. Seeking T - Lack of information - Actively obtained - Explanations from staff
explanations to provided in hospital information from internet in hospital (Nadia)
understand the about cause of stroke | (Paddy)

cause and (Paddy) - Actively obtained

consequences of information from staffin

the stroke hospital (Paddy, Nadia)

- Actively sought information
from records in hospital
(Paddy)

- Established own cause for
stroke (Paddy)

Following this, the final needs, barriers, and facilitator diagrams were developed aaeh
time point to capture the experiences across participants. Capturing these in a
diagrammatical form makes compaisons over time more manageableThese are

presented throughout the findings sections (7.5.1, 7.5.2, 7.5.3).
7.4.10.5 Phasefive: defining and naming themes

It is important at the end of this stage to be able to define what the themes are and what
they are not (Braun and Clarke, 2006). Names were therefore selected that provided the
reader with a sense of what the themés about,but from a needs perspectiveEach theme
(need) was accompanied by a textual description with attention to how changes were

apparent over time before proceeding with the final written analysis.
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7.4.10.6 Phase six: producing the report

The final analysis(section 7.9, starts with a comprehensive account from the first
interviews in group one, thendata from time points two and three and data from group
two interviews are compared. Participant characteristics are outlinedand summarisedfor

each group ofcarers prior to the written analysis.

7.4.10.7 Documenting findings from the social network mapping

exercise

As documented in section 7.4.10, the detailed responses from the social network mapping
exercise during the interviews were integrated into the analysis, therefore these were
included and are reflected within the themes developed from the analysis processe
outlined throughout this section. During the social network mapping exercise, participants
were asked to stateexamples for each of the points outlined in the diagram; their
responses were documenteaen the diagram included in the topic guides at each iarview
(figure 31).

You

Those who have been the mostimportant in
terms of supportsince the stroke

Those who offered good support

Those who offered some support

Those who have let you down

Figure 31: Social network map

To draw together the responses from participants at each time point, four separate
diagrams were created (one for each interview in group one and one for interviews in
group two). These show a range of support providergepresented in different colours

that carers valued to varyng degrees. These are presented appendices NQ.
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7.4.11. Trustworthiness and quality

To demonstrate trustworthiness and quality in qualitative research, the four criteria
(credibility, dependability, transferability, and confirmability) outlined by Lincoln and
Guba (1986)were utilised. These included using an appropriate and well recognised
research method and checking sections of coding on 20% of the transdspwith another
researcherto ensure consistency of interpretation (credibility); clear documentation of
the research process and use of diagrams to provide an-ikepth methodological
description of the analysis process (dependability, confirmability). Regarding
transferability, the themes generated in thematic analysis allow for a contextual
understanding of experience, which determines whether findings cabe transferred to

similar groups and contexts.

NVivowas used to store, organise, and code the data. Memos concerning coding
emerging themesrecorded throughout the analysis process. Throughout the analysis, data,
codes, and emerging themes were also presented to and discussed vatRhD student

group (n= 6) in the AUECRComments received were considered alongside the @joing

analysis.

7.4.12. Reflexivity

2AZE AGEOGEOU ET O1T1 OAO OEA AOOAOGOI AT O T £ A
interests that influence the qualitative research procesgKrefting, 1991). To enhance the
credibility of the study it was also important to approach the research reflexively to
manage biases and assumptions resulting from my life experiences or interactions with
research participants. This involved analysing myself in the context of thhesearch,
reflecting on my own characteristics and previous experiences and considering how these
may have influenced the interviewing experiences and subsequent data gathering and

analysis.

This can be achieved through documenting thoughts in a journak this allows researchers
to describe and interpret their own behaviours and experiences in a research context
(Lincoln and Guba, 1985)In addition to memos that were documented throughout the
analysis process, notes werenade to record personal reflections such as feelings about
the interviews. These reflections are considered in the discussiorstion of this chapter
(7.6.3). The following section presents the qualitative interview findings from both groups

of carers.
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7.5. Findings

Thirty three interviews were conducted Twenty-two were conducted across three time
points in group one (T1=9; T2= 7T3= 6) and eleven were conducted in group two.
Interviews lasted between 28 and 105 minutesimean 60 minutes). All carers spoke

English; however, this was not always their first language.

Four stroke survivors were presentacross interviews in group oneand six were present
in group two. In all cases they provided minimal input, especially in group two where the
majority had communication difficulties following their strokes. Oftenstroke survivors
were present due to the extent of their disability, agarers were unable to leave themadr
the time required to participate in the interview. 4 EA OOOT EA OOOOEOI 006 A
the interviews were considered in the analysis process. Howeveheir input was largely
confirmatory AAT OO OEA A Aed hed &xpddidnCed, faéd than a rich insight

into their own experiences.For this reason andthe importance of remaining focused on

OEA AAOAOOG 1T AAAOh OEA OOOTI EA OOOOEOI 005 A

that are presented.

2
b

In group one, nine needs were identified at T1, eight at T2 and six at T3. In group two, nine
needs were identified. Section 7.5.1 outlines needs from the T1 with the barriers and
facilitators that carers faced in addressing these needs. In the following secti¢n.5.2),
findings from the second and third interviews are considered together and are compared
to the findings outlined at the first interviews. In section 7.5.3 findings from group two are
contrasted with findings from group one.Findings from the socal network mapping are
integrated and discussed where relevant throughout these sectiondnonymised direct

guotations have been used where appropriate for illustrativeourposes.

The characteristics of carers within each group were varied, summaries tifese

characteristics are provided before discussing findings within each group.

7.5.1. Qualitative Interview analysis T1 (group one)

This section presents a summary of the characteristics of carers in group one (presented
in table 25), then diagrammatical representations of needs, barriers and facilitators
followed by written commentary for each need. Pseudonyms have been used to preserve

anonymity.

)T OEA AT Al UOEOh AAOAOOG IsAddaddiessig nkedOmerk AAOOE
explored in carers with different circumstances and varied demographic factoréas

193



demonstrated in table 25. Compared to group two, the samplef carersin group oneis
more varied. A range of agess well as differences irgender, ethnicities, living
circumstances and relatonships to thestroke survivor were included. Most carersin this
group were providing care to stroke survivors with a range of impairments. Only one
stroke survivorj 0 A A A U8 Oha®r gh@sicahidgirments.

As anticipated there were some variations in experience in accordance with demographic
factors. Nahida and Nadiare examples of deviant cases due to their cultural differences
that influenced some aspects of their experiences compared to other carers within the
sample.Both were both from Asian communities and both lived within a family home
where the social support networks were more immediate compared those of other carers.
There was also a sense of impligitculturally determined obligation that they would take

on same of or all the caring role alongside other family members. Amanda, aged dl2o
provides an example of a deviant case. Shdiculated her experiences of caring in the
context of her age. As evident in the findings that follow, she expressed concernsaeting

the lack of psychological support as a younger carer for adjusting to life following her

EOOAAT AGO 0001 EA8 4EA Abekhushind wds somdiiing shd 1 AOET T OEED

found particularly difficult to come to terms with compared with other carers.

Despite these nuances in how caring was experienced, the analydid not reveal any
substantial differences in the overall needs in group onas a consequence ofaried
demographic characteristics. The findings that follow indicate that caring is conigx and
AEEEAOAT O AAI T COAPEEA EAAOT OO0 AATTT O OII
Instead OEEO EO ET &£ OAT AAA AU A AT i AET AOETI1

their needs.
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Table 25: Characteristics of carers, group one

Pseudonym | Age | Gender | Ethnicity Relationship | Time post- | Time spent Living Stroke Number of Interview
to stroke stroke of caring circumstances survivor interviews ed alone
survivor 1st, 2nd (following impairmen or with

and 3 hospital ts (initial the
interview discharge, and stroke
in weeks 2nd and 3rd ongoing) survivor
interviews)
in weeks

Nahida 32 | Female | Asian Daughter 10 3 Living with - Memory Three Alone
caring for 28 21 husband and loss
father 45 28 children, away - Initial

from family speech
home where problems
father lives. but
improving
- Weakness
in left leg
and arm
- Emotional
following
stroke
Lucy 71 | Female | White Wife 12 5 Living with - Physical Three Alone
British 30 23 husband problems
47 40 with arm
and leg
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- No speech
or memory
problems

- Not
affected
emotionally

Nadia

46

Female

Asian

Daughter
caring for
mother

10
28
49

25
46

Living with
mother and
other family
members

- Narrowed
vision in left
eye

- Slurred
speech
initially but
improved

- Weakness
in left arm
and leg

- Fatigue

- Not
affected
emotionally

Three

With
mother

Daisy

66

Female

White
British

Sister caring
for twin sister

14
31
48

22
39

Living with
sister

- Weakness
in left arm
and leg
-No
memory
problems

- Vision
problems

Three

With
sister
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Janice 70 | Female | White Wife 7 5 Living with - Balance Three Alone
British 26 24 husband problems
36 34 - Memory
loss
Gall 58 | Female | White Daughter 16 10 Living with - Physical Three Alone
British caring for 38 32 husband, notin | problems (sister
mother 54 48 same house as | with right who
(sharing care mother who has | arm and leg shares
with sister) suffered the - Speech care
stroke problems attended
(dysarthria) second
-No interview)
memory
loss
Paddy 63 | Male White Caring for 3 2 Living with long | - Memory Two With
British long term 17 16 term partner loss interviews partner in
partner - Aphasia (unable to first
-No contact at interview
physical third
impairment | interview)
Craig 61 | Male White Son caring for | 10 6 Living with wife | - Vision Oneinterview | With
British mother and children, not | problems (withdrew mother
in same house as| - Memory when mother
mother who has | loss entered a care
suffered the - Physical home)
stroke problems
with legs
Amanda 42 | Female | White Wife 20 9 Living with - Physical One interview | Alone
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British

husband and one
dependent adult

impaired
including
numbness
in legs

- No speech
and memory
problems

- Cognitive
difficulties
including
spatial
awareness

(withdrew
due to
personal
circumstance
s and stress)
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Key:

= =4

Needs
Behavioural
barriers

Behavioural
facilitators

Barrier (not
behavioural or
environmental)
(not
behavioural or
environmental)

Maintaining
relationships despite

Lack of

professional

support for
coping

changes

Maintained
emotional
relationship

Reluctance to
leave the
stroke survivor

for too lon

Environments

with _— .
. Continuing meaningful
appropriate P
. activities
wheelchair
access

Lack of
information
provided at

hospital
about cause

of stroke

Explanations
from staff in
hospital
Seeking explanations to
understand the cause and
consequences of stroke

Wheelchair
limiting some
shared
activities

troke survivor
reluctant to
use respite to
free time for

carer activities

. Hope . .

Lack of skills Ensu_red
idi practical
for providing
arrangements
in place

practical care
Prnfess&,

lack time to
practically
prepare care

Previous
experiences

Feeling prepared and knowing
what to expect before and
during the transition from

>

hospital to home ncertainty

Lack of about life at
psychological home and
support impacts of

stroke
Lack of
information

about knowing
what to expect
and the stroke

Anxieties

(hospital) Hope
Family and
friends provide
support to
stroke survivor
when carer
goes out
Safety
arrangements
in house e.g.
Sensors,

alarms, keys

Using strategies to ensure
stroke survivor safety
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Support from
formal carers

Practical
arrangements
in place

Supportive
friends and
neighbours

Family support I ’

Figure 32

Physical
difficulties/
carer health

Lack of
psychological

Hope and support el @i
o support from
positivity friends
Friends
Feeling struggle to
lucky/grateful understand
the situation
Devising strategies for coping with Informal
support from
Acceptance demands of care and changes to -
" friends and
life
other carers
Initial
Fi . Realising and anxieties, fears
inancial Y ledai d lack of
e acknowledging and lack o
affording Lack of change ~onfidence for
additional support with coping
support pmd-lcal Avoiding
solutions A
thinking abou
~ the future Support for
stroke survivor
provided by
hospital (ESD,

Devising strategies for managing
practically

carers)

Informal suppoit
offered by family
friends and
neighbours

O

as required (about stroke,
resources and managing
practically)

\/

Limited family

support —

distance and
busy lives

Professionals
lack time to
involve carers

: Time point one (T1) nine needs identified in carers between three and ten weeks post discharge

Obtaining information and support

Working towards improvements in
the stroke survivors’ recovery

Hope

Lack of
information
provided about
extent of
recovery

Lack of
knowledge about
accessing
support

Lack of
information
provided about
strokes and
accessing
cupport

Professionals do
not always
involve carersin
stroke survivors”
discharge

Support from
physiotherapist
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The nine needs outlinedn the diagrams above are presented in thisextion, in the

following order:

Table 26: Carer needs, group one T1

1) Maintaining relationships, despite changes

2) Seeking explanationgo understand the cause and consequences of the
stroke

3) Feeling prepared and knowing what to expect before and during the
transition from hospital to home

4) Using strategies to ensure stroke survivor safety

5) Continuing meaningful activities

6) Devisingstrategies for managing practically

7) Devising strategies for coping with the demands of care and changes to life

8) 71 OEEI ¢ O1I xAOAO EIi pOI OAiI AT 606 EiI O

9) Obtaining information and support as required

7.5.1.1 Maintaining relationships, despite changes

At T1, most carers did not reflect upon changes in their relationships. However, this theme
reflects a need evident in two carer8accounts; to maintain relationships with their
husbands, despite changes to either the dynamics of relationships or sjic aspects of
relationships e.g. socialsexual, and physicallt also identifies factorsinfluencing whether

these carers could maitain their previous relationships.

Amanda and Lucy recognised that the stroke had and would continue to impact upon their
relationships to varying degrees. They differed in the way they talked about changes.

Amanda identified the changes to their sociakexual, physical, and emotional relationship.

She also expressed that the changes to her relationship were particularly significant due to

being a younger carer. Instead, Lucy discussed the changes to the dynamics of her

relationship with her husband, folowing changes to their roles after the stroke.

)yl , OAuUd O AAOAR OAOAETET ¢ OEA AiiT OEIT Al AODPA
facilitated the maintenance of their relationship, despite role changes. She did not mention

any support for being able tocope with changes; however, Amandexpected this to be

provided:

i nobody talked about sex after stroke or
strokeéthatds something that youbéd work t
emotional aspects gbur relationship as a marriage, when you suddenly become a
c ar fAmanda).

Amanda reportedfeeling alonein maintaining a relationship with her husband, in the

absence ofrofessional support for coping with the changes to her relationshipgShedid
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not provide any indication for how she would ek to overcome this difficulty in futurein
response to little support, therefore this could be considered as a barrier to maintaining
their relationship at this stage These experiences suggest that differingircumstancesand
perceptions of relationship changes may benay be influential in the initial support that
carers may require regardng their changedrelationships, however this was not provided

for these carers.

7.5.1.2 Seeking explanations to understand the cause and

consequences of the stroke

Carers focussed on understanding the cause and consequences of the stroke and how

OEAOA x1 OI A Ei PAAO 11 OEAEO 1Tx1 AT A OEA OOOT EA 00
avoiding reoccurrence of stroke and knowng how to manage difficulties e.gphysical

cognitive and speech problemsA need to seek these explanations was often a reaction to

limited information provision during the stroke OO O OE O1 006 FKEhiimead Al EOAQET 1
highlights some of the factors that influeced whether this need was met.

0OAAAU xAO PAOOEAOI AOi U & AOOOAA 11 OEA AAOOA 1 E E

avoid this happening again by reducing any influential factors:

nlf we had an taasstessthatcasisaiu khov vie evould make
sure she di dPaldy) get stressed?o
A barrier to understanding the caises of her stroke was limitednformation from staff in
hospital, aside from a list of possibilities (e.g. smoking and high cholesterol). Despite
0AAAUBS O b Aazddkd,de chrfitiéddo make alternative suggestions throughout
the interview to account for the cause of her stroke e.g. genetic influences. Establishing
such alternative explanationsfacilitated some understanding for himin a way that would
remove hiO DAOOT AOSO OAODPI T OEAEI EOU &I O OEA AAOOA 1T &£ G

is probably no right answer as to why it happened.

Carers also appreciated explanations from staff during the time when the stroke survivor

was in hospital to understandthe consequences of the stroke. Some carers were provided

with this information (e.g. Nadia, Lucy)pthers were active in approaching staff for this

information, particularly when insufficient explanations were provided (e.g. Paddy,

Amanda, and Gail). Somearers also actively obtained information from the internet

during the time when the stroke survivor was in hospital and when they returned home.

11 OEAOA T AOET AOG &I O T AOAETET C ET &£ Oi AGETT EAAE]

stroke and its consequeaces.
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7.51.3 Feeling prepared and knowing what to expect before and

during the transition from hospital to home

The period before and during the transition from hospitalto home was characterised by

mixed emotions including relief, happinessand uncertainty. Most carers describedbeing

ill -prepared and unsure what to expect. When carers had expectations, these were not

Al xAUO 1 AO ET OAAITEOU 11T AA OEAU Aiii AT AAA OE
demanding than imagined, yet others were more demaridg. Common uncertainties

among carers regardless oftheir differing characteristics andexpectations included the
AgOAT O T £ OEA OOOT EA OOOOEOI 0860 AAEI EOEAO 11
requirements, and the resultantimpact of stroke suwivor impairments and caring on the

A A O AvésCdarers only recognised the importance of initial preparation once they had

entered their roles, hence this need to ensure that carers feel prepared and know what to

expect before the transition to home andeyond this point.

At T1 carers mostly talked about the preparation for the stroke survivors return home in a
practical sense. This included two elements; preparing the home environment and
preparing for their required caring duties. Few carers talked hout preparing mentally i.e.

their thoughts attached to the preparation process. However, Lucy talked about her

EOOAAT A6O OEI A ET EI OPEOAI AO Al 1 DT 0001 EOU
be:
Afwel |l ihre waspitaltbaveés queiekeséa whil e, t
di fferent and it ad(luwyW).l going to be differ

In many cases, with guidance from physiotherapists and occupational therapists, carers
ensured practical arrangements were in place at home includingsheelchairs, ramps for
wheelchairs and other physical aids, which allowed them to feel prepared to some extent.
As carers were often uncertain about what their role would involve, it was difficult to
leave the hospital feeling prepared regarding the requéements of their role. However
other barriers to being equipped to take on their role included a lack of skills and

knowledge, related to not being provided with the desired information and support.

Gail and her sister were unable to spend time leaing practical skills, due to their work

commitments, therefore support was limited:

iThey showed us the insulin injection, t1l
it down, count to 10 f{ladughter]. wesn iwte.d v Eh dbteleg
how to get my mum onGad). the hospital bed o

This left them feeling unprepared for aspects of care such as transferring their mother

from her wheelchair to her bed. his was not necessarily the fault of the staffhowever
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other carers were more citical of staff. For exampleAmandacriticised staff when she was
not provided with adequate knowledge and solutions to overcome some of the practical
problems that she expected to face when she returdehome e.g.assisting herhusband
with toileting. Both these carers thought that being able to have home visits to prepare for

the return home would be worthwhile.

Although there was a sense that carers were often stepping in to th@known, some

carers benefited from previous experiences of providing cardGail, Nadia). As Nadia was

already caring for her mother she/EA1 O POADPAOAA &£ O OEA OiI 1 A8 (1T xAOA
of providing care to her haemophilic sons were only beneficial for realising broadly what

the demands of care could involve rathetthan the specific skills that would be required
7.5.1.4 Using strategies to ensure stroke survivor safety

All carers were conscious of ensuringtroke survivors were safe, however theeasons for
their concerns varied. Manycarers were anxious or fearful of the stroke survivor falling,
particularly when they had physical difficulties following the stroke, or problems with
balance. Others were concerned about stroke survivors with physical difficulties or
cognitive impairments coming to harm if they engaged in activities of daily living where
they were exposed to risks such as burning themselves. Therefore, carers needed different
strategies to ensure the safety of stroke survivors when they were with them and when
they could not be present
#AOAOO AT OI A POi OAAO OEA OOOI EA OOOOEOI O0O6 OAEAOU
ol 1 Adbs 'i ATAA AT AO Ai1l OEA ATTEET ¢ O bpOi OAAO EAO
wider family:
il worry about things like him handling chickine cause he canét wash hi

properly, and | worry about that, you know, so | take over a) because of the hygiene, |
dondét wanandluswapnotortloy , make sure f(Amandays are prop:

Carers also maintained close proximity to the stro& survivor to ensure their safetywithin
the home.Some carers spentdngthy amounts of time withstroke survivors (e.g. Paddy,
Nadia and Daisy), whereas Nahida and Craig had other commitments e.g. dependent
children and work which meant this was not posdile. However, they had a heightened

awareness of safety for the stroke survivor when they were present.

Carers male changes to their homes e.g. safety alarms and safe keys emergenaiesn
they were unable to be there. This was important foA A O Aeac@df mind, particularly
when they were regularly spending long periods of time away from the stroke survivor.

Additionally, carers relied on trustworthy others e.g. family and friends to spend time wit
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OEA OOOT EA OOOOEOI O x E Alstrokesdivor ArEhdy wer@outx AT O OI

for amore significant length of time than normal:

ilast Saturday | went to the theatre but
would have left him so my friendds husbar
just for a coupl qluey hours in the middl eo

Other carerswere more comfortable leaving the strole survivor alone, without relying on
support. However, they were reluctant to leave thestroke survivor for long time and went
out locally so they could be contacted if necessary. These outingsere also for more
purposeful activities, rather than activities of enjoyment. On these occasions, carers also
ensured additional strategies were in place e.g. leaving the stroke survivaith a phone in
case they needed to make contadtowever, tis was only possible in cases where stke

survivors could communicate with the carer.
7.5.1.5  Continuing meaningful activities

The importance that carers placed on engaging in meaningful activitiestieer with or
without the stroke survivor was varied. In some cases, carers did not talk about their own
activities, yet in other cases thesdiad beenand werean important part of their lives for
various reasons e.g. independence or enjoyment, and a brdatm caring. Joint activities
with the stroke survivor were important for those who engaged in activities together prior
to the stroke. The barriers and facilitators to being able to continue meaningful activities
differed for their own activities in comparison with joint activities with the stroke

survivor. These are therefore discussed in turn.

4EA AAI ATAO T £# OEA AAOEIT ¢ OiT A ATA AAOAOOGS O
were examples of barriers to being able to engage in their own activities away from the

stroke survivor. This reflects findings from the previous theme, because carevgere more
comfortable leaving stroke survivors when activities were brief and purposeful rather

than for their own enjoyment.

The loss of activities affected carers in different ways; this could be due to the meaning
that they placed on these activitiesand their perceived permanence of this loss. Janice had
set aside her volunteering; however, she was hoping to return to this activity at some

stage. However, Amanda became tearful about the changes to her activities:

AfAnd my i ndependetioadhe pomiowith thewhdldieth being dder ¢

that | could go away for weekends with friends and | tended to have a holiday away
with my daughter [sounds upset] but | don
|l eave ovfmama) ght . o
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This quote suggests that her independence was the meaningful aspect of this activity and
this has been lost to a point where she cannot foresee that she will be able to continue

with this activity in future.

Interestingly, activities became important for Gail and hersister aiter OEAEO 11 OEA0G6 O
stroke for gaining respite from their shared caring roles.However, their mother was

reluctant to accept respite care, limiting time for such activities to once a month:

Al only go out once a mqy setarted thatisinde muyhads i st er an
the stroke because | think we((Ghipth need just t
Re-engagement in pint activities with the stroke survivor was important for Lucy and

Daisy. They had both started this reengagement and hoped it could continue in future.

They made plans for future activities to facilitate these hopes. However, the stroke

survivors were using wheelchairs, limiting activities to environments with wheelchair

access. Overcoming this barrier involved prglanning activities and allowing extra time to

set up facilities:

il 6ve got to allow sort of quarter of an hour
Buthecamet i nto tluoy) car okay. o
Therefore, despite some barriers, carerscould still engage in some activities with the

stroke survivor.
7.5.1.6 Devising strategies for managing practically

Once stroke survivorsreturned home from hospital, caring required practical

management, in some cases around other priorities e.g. dependent children and work.
This included continuing to ensure that the home was set up appropriately, supporting the
stroke survivor in various aspects of care e.g. managimgedication, providing
encouragement, and assisting with activits of daily living. Rgardlessof their

characteristics and differingcircumstances, carers needed to find ways to manage, in some

cases with the support from others, and in other cases on their aw

Many carers relied on both formal and informal support for managing. Gail and Craig
benefitted from paid carers to assist with care for their mothers, due to their own working
commitments; other carers had informal support from neighbours, family membersrad
friends. Neighbours and friends often assisted with taking the stroke survivor out. Family
members provided this support in additionto assisting with practical care and monitoring
the stroke survivors. Some carers benefitted from knowing that supportvas available

from professionals, family, and friends even if this was not consistently needethis is
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reflected in the social networking map at T(appendix N) as many carers valued a variety
of different support providers. The following quote providesd A @Al 1 A 1 £ . AAE/

experiences:

fi S Hspecialist stroke nursgjave a number in case we need to contact somebody. If
there are any concerns or anything at least | know that there is somebodyp there
(Nadia)
Other carers experienced difficulties with sypport where this was eitherlacking or
expensive.Carersdeveloped behavioural strategies that facilitated how they managed in
their roles. Developing a new routine was common for many carergegardless of the

extent of their care requirements to provideorder and make care less difficutt

inYeah, it was harder than | thought at t|
ités not asDdsgd now is it?o0

Learning through trial and error was also common in cases where carers were providing

practical care to the stroke survivor. As documented in the theme around preparing for

home, carers were often left with little knowledge and skills for the practical demands of

their caring role, therefore this approach allowed them to develop skills and kneledge as

situations occurred./ OEAO OOOAOACAER®E TE]J All 10 dnddBiGgm rAlE ET C O
changes, juggling care with other commitmentsand actively seeking solutions to

problems where support was unavailable.

7.51.7 Devising strategies for coping with the demands of care and

changes to life

At T1, following the transition from hospital to home,AAOAOOS6 CAT AOAIT OT1 A
xAOA Al AAOAOh UAO AAOAOO xAOA 1T E£OAT OOEII
abilities. Carers acknowledged their changedives, yet their futures often remained

uncertain and difficult to comprehend. @rers were faced with providing care and its
demands, as well as the changes to their lives following the strok€hey needed ways of

coping with these two aspects, hence thienportance of this as a need.

Carers experienced emotions attached to the demands of providing care. Lucy experienced

initial fears and anxieties about her abilities to manage when her husband returned home.

Daisy also lacked confidence in her abilitedt | AT ACA ET EOEAI 1 U8 , OAUSG
when she found she could manage the demands of cafaisy hoped that she would be

able to manage, however she experienced feelings of beidgA b O Anbeh Angs got on

top of her initially. She called upon onef the friends for informal support, this facilitated

coping with providing care to her sister.
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il got a bit depressed at the start, it got a

Shirl ey, 6cos she said, il fayev éirj uistt gethg, dmew o
t h o u g oing tb ringnhem (Daisy)

The value of initial support for coping with the demands of caring is also reflected in

i AT AAGO AAOI U AgbAOEAT AAO8 3EA EAAAA 11 x 111A71 00

ESD team was not arood at the weekends, although she noticed that with time she was

getting better in terms of coping in this respect. his type of support did not remain an

ongoing need for Amanda, however she did emphasise the lack of psychological support

for coping with the changes to her life following the stroke, rather than the demands of

caring. She thought that nurses lacked positivity and they did not discuss coming to terms

with a sudden onset of a disability and the sudden changes to life that this brings.

As a yainger carer, she emphasised the changes to their social life, working situations and
their relationship. Amanda emphasised the need for psychological support for coming to
terms with her changed life more than other carers. Her friends also lacked

understanding; therefore, she had limited formal and informal support for coming to

terms with the changes to her life. She proactively overcame these difficulties by
maintaining contact with carers that she met whilst her husband was in hospital, and
searching websites for younger carers in a quesfor some hope and positivity. These were

things she would recommend to others:

AiMake contact with people who are in a similar
positive things that are happening, | started imgt things down even though it was
hard to see how things are changitnge,bedcdsse
really hao#déptist he gAmuwanews storiesbo

I I AT Aedpériénces of drawing upon different types of support in the absence of others

to meet her varying needs demonstrates the complexities of coping thi and adjusting to

caring experience at this stage. The social networking map (T1appendix N) highlights

the importance of carers having the opportunities to draw on different types of support,

depending on their circumstances and needs.

There were alsoother strategies that wereidentified across the interviews that allowed

carersin diverse circumstancesto cope with such changePaddy, Gail, Nadigand Janice

approached caring for the stroke survivoA U OOAEET C A A Admadaddthe AO EO Al i1 AO
immediate caring situation and the uncertainties attachedd their changed lives by

avoiding thinking about an unpredictable future:

t think

AfJust noé
not know

t o one day at a time and
wor st thi

go d
ng you can do beodankce you d
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Maintaining some hope was also important foother carers at thispoint, given that the

extent of change was unknown.

Although looking to the future was difficult in somecases, acknowledging change and

realising that things would be different facilitated coping with the changes to life for some

of the carers. Whilst béng able to foresee changes was common, acceptance of changes at
this stage was less common; interestingly only Ludglked about this. $ie felt she had to
dothis,otherwise 6t hat 6 s t he waThe seven weaekwhilstedher Husbandi n . 6
was in hosptal allowed her to see that life wvas changing for them both. Thigacilitated her
acceptance of the situationOther carers(e.g. Janice and Gail) were grateful that the stroke

survivor was alive and they acknowledgedhat things could have been worse.

7.5.1.8 Wor king towards i mprovements in th

recovery

The scope for improvements in the stroke survivor remained uncertain for carers, the
stroke survivor, and professionals at this stagejowever, carers were stillfocused on this
aspectof the a01T EA OO OO E O imprévémemrsinire Gitdroacka8owledged by
carers in the context of whatthe stroke survivor could do particularly physical
improvements. Garers recognisedrecovery in the context of meaningful activities and

activities of daily living.

Carers attached different meanings to the stroke survivor éing able to do more and
improvements were important for different reasons. Gail, Amanda and Nahida valued the
independence that the stroke survivor would gin from improving physically. These carers
perceived the stroke survivor to be independenprior to the stroke soit remained

important to maintain this to some extent.

A 1 think | wilithprove, hewido etchoimmek nhoer e i ndepende
not one of those people,leco e s n6t | i ke relying on others
abl e to do (Nahidaja! | hi msel f . o

Alternatively, Lucy and Janice wanted theirhusbands to improve to regain some
normality. For both carers, normality meant being able to do what they wanincluding
things that they enjoy as a couplelLucy felt she and her husband were already working
towards being aO1 | Of Al adthe @iildddo dnore. wever, Janice still hopedor

N~ oz oA oA

some normality, dependingl T EAO EOOAAT A8O OAAT OAOU(

i We | | | ¢ that thirgp willnbe slightly more normal, that all depends on how
Mike gets on obviously but life is easier now than it was six weeks &go,(3anice)
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Other carers commonly expressed hope about seeing general improvements, and being
able to do activties with the stroke survivor. This was the case where the stroke survivors
xAOA DEUOEAAI T U AEEAAOAA AT A A1 O ET O0AAAUBO A4

problems following her stroke:

AWell hopefully Mavis is better than what she
nobody knows i f her memoPRagdy)i s gonna come back

Hopefulness was important for carers for managing the unpredictability and uncertainty

around different aspectsof tE A OO0 OT EA O O O AlthdughQn@ Gextett AcAnhichA O U 8

the stroke survivors would improve remained uncerin, some carers recognised

Ei DOT OAT AT 60 ET OEA O Goverk dinceQitep Gtiriet todé, anBEUOEAAT Oy
attributed these to the continued support from the physiotherapy team. Many carers

valued this support, as indicated on the social networking map (T} (appendix N). The

following quote from Lucy provides an example

Afét heybdbve brought vedhimmsoonuch.thouphetiad v dh eibmip @ | ust
laid in a bed pemanentlyd (Lucy)

Some carers were also keen to work towards improvements asideom allocated
physiotherapy sessions, andactively encouraged the stroke survivor with their physical
recovery, based am guidance from the fhysiotherapy team. Thisallowed the carers to feel

as though they were doing what they could for thetroke survivor, despite uncertainties
7.5.1.9 Obtaining support and information as required

Evidently support and information were important for addressing the éght different
needs. Different types of support, both formal and informal, were valued for different
purposes. This is also reflected in thesocial networking map (T1) (appendix N) as carers
often regarded more than one type of support as highly importantFor carers, being able

AO OANOEOAA OAi

Ol T AOAET OOPDPI OO0 AT A ET & Oi AGET I
that influenced whether carers could obtain information and support in accordance with

their needs are considered below.

Barriers and facilitators to obtaining support and information varied. For someneedse.g.
understanding the cause and consequences of the stroke, preparing for home, and coping
with care, changes to life and relationships carers expected professionals to provide
supportandET &I Of AOETT AOOET ¢ OEA OOOI EA OOOOEOI 008 00

was not always met.
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Barriers included alack of support as part ofservice provision, and a lack of (staff) time to

provide support and information to prepare carers for the reurn home. Furthermore,

even when carers gaied information, often more wasrequired to fulfil their different

need8 . AEEAAGO AAAT O1 O OA& AAOO EAO TAAA A& O

recovery:
fi | think we woul d hayv ebutpthiekfegen indedms nfdiise i r
situation we had to keep asking them, yol
before he comes home?d or Ahow much | onge
said fas he | mprogNeheld t hen wedl | know

Being active in obtaining required support and information facilitated this need e.g.
approaching staff, using the internet, or alternatively drawing upon other sources of
support e.g. friends, peers. Amanda for example took a resourceful approach to finding the
support and information that she needed that was appropriate for her age and

circumstances:

iWelldm quite resourceful because of -the |
help, | came away and Googled a lot of things, so like different strakésh support
group for younger stroke survivors, nobody told me about that, | found it myself
(Amanda)

However, resourcefulness idependent on being aware of the type of support that are

available, or being prepared to look for them independentlyAmandabenefited from

knowledge as a nursehowever Paddy was uncertain about where to go to accesspport

in the future.

In addition to formal support, having informal support networks to draw upon as required
was beneficial to caers for addressing emdional and practical needs. Erriers to this type
of support included a lack of understanding from friends about the situation and
reluctance to approach friends and family for support. Amanda found it much easier to

accept support from her friends when ths was offered:

il 6ve found that and my friends say, you
well you doné6t ask, you dondét ask. The Db
comingroundand | 6 m going (Ammanda)ash the cars. 0

Being open to seeking support as required would also be beneficial where support

networks are available, if this is not offered.

Proximity of family and friends was also influential in the amount and type of support that
was provided to some of the carersNahidaand Nadia had very immediate support

networks within their family homes that they could draw upon for support Others had
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friends and family close byHowever, dstance can be considered as a barrier to some
support from family and friends, however some arers still considered them as supportive,

Janice provides an example:

fiYou know, friends and family who live away and support you in as much as they phone
up a | ot whereas. @Jdnecey canét al ways visit

This again identifiesthe importance of having differant support for different needs.

7.5.2. Qualitative Interview analysis T2 and T3 (group one)

Many needs remained broadly similarover time and otherswere no longer apparent as
time progressed e.g. maintaiing relationships, despite changes. This may be because this
theme was relevant toonly Amanda and Lucyat T1, however Amanda withdrew before

the second interview and Lucy did not talk about this in later interviews. Wilst it did not
remain a need in thecase of these canes, this could be a continuing needor other carers
after stroke based on findings presented in chapter siBarriers and facilitators to
addressing needschanged to some extent over time. The diagrams belowutline eight
needs identified across T2, then six needs acro§s. Diagrams includebarriers and

facilitators to addressing needs.
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Figure 33: Time point two (T2) eight needs identified in carers between 21 and 38 weeks post discharge

Key:

= =

Needs
Behavioural
barriers

Behavioural
facilitators

Barrier (not
behavioural or
environmental)
(not
behavioural or
environmental)

Lack of
information
provided
about cause
of stroke

Diminished
professional
support
(SALT) for
understanding

aphasia Making sense of the stroke,

its consequences and chance
of reoccurrence

Hope

Fears of stroke
survivor falling/
setbacks

Support from
family and
friends for

when carer or

survivor is out

Balancing ensuring stroke
survivor safety with taking a step
back

Safety
arrangements
in home to
reduce falls

" Lack of
o Reassuranc?_a_bout caring Srrrae e
abilities
carers
Uncertainties
about
abilities
Wheelchair
limiting some
shared
activities
Hoist and Financially
wheelchair limited
Stroke
survivor

Public
transport

Family
support

Lack of initial
guidance

reluctant to
use respite to
free time for

Continuing own an joint
meaningful activities (often
beyond expectations)

carer
activities
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Lack of carer

q support
Physical Acknowledge pp Feeling
burden of end=ng isolated
caring Lack of realisation
support
Famil Previous \
suppor"lt/ experiences

shared care

Continuing to develop and use
Hope strategies for coping with a
changed situation

Support from
formal carers

Continuing to develop and use strategies for

managing practically Practical

arrangements
in place

Acceptance

Financially
fortunate to
buy practical

things e.g.

wheelchair

Supportive

friends if
needed

Lack of

information
provided at
hospital and since
Continuing to use strategies for GG ETE
obtaining support and information as
required (strokes, managing
practically, coping)
District nurses Loss of support
available to from friend over
provide support time
Family and friends Lack of carer
available to support (formal
provide support ¥ ack of follaw up and informal)
support for stroke
survivor

Lack of
support from
family and
friends

Family
support

Uncertainty

around extent of Support from
stroke survivors physiotherapist
recovery
Importance of physical improvements
and developing independence in
stroke survivor

Acknowledgement

that things take Hope

time
Recognised

improvements in
stroke survivor
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Key:

E

Figure 34: Time point three (T3) six needs identified in carers between 28 and 48 w  eeks post discharge

Provided with
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from
consultant and
told this would
not reoccur

Needs

1 Continuing to understand the
Behgwoural cause of stroke and chance of
barriers reoccurrence
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(not
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Reluctance to activities
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their will

Stroke survivor
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respite support
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Gl meaningful activities
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) . disabled
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joint activities
Support from Support in
fam|ly_when public (with Public transport
carerisout Stroke survivor wheelchair)

has phone to
callif needed

i

Initial anxiety
when taking a
step back
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stroke survivor safety with ’-
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survivor falls

215



Support fro
friends

Family
support
Feeling
lucky/grateful
Support from
formal carers Family Previous
support/share experiences
d care
Ensuring
practical
arrangements
in place
Continuing to develop and use
strategies for managing Support from
practically general public
when out of
home
/ Physical
burden of
caring

Continuing to develop and

use strategies for coping

with a changed situation

Realisation

Acceptance

=

Formal support

Family friends
and neighbours
available to
provide support
if required

>

available if Loss of support
required (e.g. from friends
district nurses, Continuing to use strategies for over time
GP) obtaining support and
information as required
-
Limited family

support

216



Eight needs were identified at T2, six of which were still evident at T3. These time points
are discussed together here and comparedithh T1. The table below outlineghe needs

discussed in this section. Those that were no longer evident at T3 are writtém bold text.

Table 27: Carer needs, group one, T2 and T3

1) making sense of the stroke, its consequences and chance of reoccurrence

2) reassurance about caring abilities

3) balancing ensuring stroke survivor safety with taking a step back

4) continuing own and joint activities, often beyond expectations

5) continuing to develop and use strategies for managing practically

6) continuing to develop and use strategies for coping with a changed situation

7) importance of physical improvements and developing independence in the
stroke survivor

8) continuing to develop strategies for obtaining information and support as required

7.5.21 Making sense of the stroke, its consequences and chance of

reoccurrence (continuing need at T3).

At T1, some carerswerd OAAEET ¢ A@bl AT AGET T O O1 O1 AAOOOAI
OEA OEy@rhefpdirasdwo and three, fewer carers focused orhis; however,making
senseof the stroke and its consequences and the likelihood of reoccurrence was still

important for some carers.

"U 4¢ch OAAAU xAO 1 AOO AiT AAOT AA AAT 6O OAAEEI
stroke. Histhinking was similar to some of theother carers at T1 as he was focused on the

impacts and consequences of strokénterestingly, Daisy only recognised the lack of

information about stroke and its cause at T&hen shethought it would be beneficial to

know if her sister wasat risk of having another stroke .Daisy sought irformation from

books as to makesense of the stroke. Alternatively, Paddy developed his own

Ol AROOOAT AET ¢O AOT O1T A OEA EIi bAAteGupporEromEO DAO
the Speech and Languag@&herapy team ending:

Al put it | ike when youbre using your mol
dictionary; youdbve (Rpddy) to type it in prop

Paddy was unable to take part at T3; therefore his experiences were not captured. Daisy

remained concerned about her sister having another sti:

fi | know shebs had the tablets but you wo
wouldindn ot ®oegu BWouKXdnbdét haoEmisyanot her stro
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Her concens were addressedhrough a consultation with a consultant who reassured her

that the stroke would not reoccur.
7.5.2.2 Reassurance about caring abilities

At time point one, carers focussed o® FA AT ET ¢ DPOAPAOAA AT A ET T xET C xEA
and during the transition from hos® A1 OBy TR/lsdmk arers needed reassurance

about their caring abilities. Whilst this was not a need for altarers, it remains important

because it reflects theperceivedlack of support ard guidance for preparing for caring

following the transiti onal period from hospital to home. It also indicatesow feeling

unprepared can impact upon how carers feel about their caring abilities as they continue

in their roles.

At T2, carers reflected on their situations and Gail reiterated the importance of havg
initial guidance. She and her sister had managed the care at this stage, but questioned

whether they were providing care as they should:

iYeah, and are we doi(Ggl it right? We dondt Kknoa

Daisy was also left in a situation of uncertaintyt time point two; however, she hoped that
she was doing things as she should foreh sister becausehere was nothing more that she

could bedoing.

AAnd it oéferta takemen t oo, I t hink, we l | I f
therds nougha!l dnob e (Ddisy)cmg . 0
Daisy also shifted towards recognising her own needs as a carer and the lack of supp
OEAO OEABA :EAA &£ O EAOOAI £
féthey |l ook in on y
n

u and say, ARare you
stroke, but then it wears off and then tldeg t

0
0 bot héaisyany more. 0

Interestingly at the third time point, carersno longer neededreassurance in providing

care; therefore this was not captured as a need.

7.5.2.3 Balancing ensuring stroke survivor safety with taking a step

back (continuing need at T3)

In the initial interviews, carers focusedonOOOET ¢ OOOAOACEAO O AT OO60OA 060

within and away from the home. This remained important for carers across time points,

protecting the stroke survivor from falls, that could potentially lead to setbacks. Taking a
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step back involved letting go of some of the jobs around the house that were initially taken

IT O POl OAAO OEA Odéringthems2ided heakaly ot dhe dke/EA OUh
survivor beyond the home. Regardless of the extent of improveents, at all three time

points carers were still conscious of balancing this with ensuring strategies were in place

Oi DPOT OAAO OE Asafély@datie et oQr@iOabikiésl TOiOréduced their

anxieties to some extent about the stroke survivor coming to any harm.

Across the three interviews, manystrategies remained similar e.g. maintaining close
proximity to stroke survivor, safety measures e.g. alarms and safety keys, support from
family and friends. At T2, Daisy and Janice provided new examples of strategies to ensure
stroke survivor safety in their absence e.g. making sure that the stroke survivors had eaten
or been to the toilet befae leaving them, to reduce the chances of them needing to move

around the home in an attempt to reduce the risk of falls.

By the second interview Janice had rengaged in her own volunteering activities again
and the time spent there increased by théhird interview, due to being less fearful about
EAO EOOAAT ABO OAEAOU(q

fi | was just doing nine "til one, we l | h a
couple of weeks really (Janice)

That's good. So what sarof changed? (Interviewer)

fiéldon't wor rdanicelo much. o

This is an interesting contrast in comparison with the initial interviews, given that carers

often limited time away from the stroke survivors to more purposeful tasks.

7.5.2.4 Continuing own and joint meaningful activities, often

beyond expectations (continuing need at T3)

Over time carers continued to value their own and joint meaningful activities. At T1, there
xAO A COAAOAO OATOA T &£ 110606 AOOAAEAA O1T OEA
leave the stroke survivoralone, or being too busy with the demands of the caring role. At
T2 some carers were reengaging n some of their own activities e.g. Janice and Paddy
Family support facilitated some of this activity for Paddy and being less fearful facilitated

this for Janice (as outlined in the previous theme).

Over the three interviews, Lucy and Daisy continued to engage in joint activities with the

stroke survivor. Lucy recognised that they could do things beyond what she expected by
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T2, as part of making plans for mormal life e.g. attending events that they had previously

enjoyed:
AAnd we' re ialglse tthaatdovet It 'cos l wWas guite ndgativeb e f or e é
really, and there were a lot of things that | thought we'd never be able to do again but
we cand(Lucy)

Daisy recognised that she ah her sister could do things as part ofctivities beyond their

expectations by T3 e.g. gog on a train together.

Over time, these carers faced the same limitations with regards to wheelchair access, yet

pre-planning their activities helped to overcome this barrier. Lucy and her husband had

fitted a hoist in the car following the first interview, which facilitated future outings

together. Making use of public transport also enabled Daisy and her sister to visit more

places over time. B T3, Daisy and her sistegained support from people in public who

offered them practical assistance.

" AEl AT A EAO OEOOAO A1 OEI OAA OF AA 1 EIEOAA EI AA
reluctance to use respite carefad their own reluctance to placetheir mother in to respite

against her will. Financial difficulties also contributed to the barriers that they faced in

doing their own activities away from caring, therefore, at T2 and 3, their time away from

caring was limited.

7.5.2.5 Continuing to develop and use strategies for managing

practically (continuing need at T3)

As the carers continued in their roles, the practical demands remained to varying degrees.
Over time there were differences in how carers perceived their roles, some eas felt that

their role had become easier over time, whilst other carers recognised the continued
DPEUOEAAI OOOAET AOOAAEAA Oi AAOET C8 7EEI 00O

over time, the need for developing and using strategies for manig remained.

p
>
O/
To
o)
@]

Family, friends, and neighbours continued to be a reliable source of support for many
carers. Forsome,e.g. Nadia and Nahida, this was more consistently required; however
others e.g. Janice and Lucy called upon this when it was needed. P#lisctuated in how

she experienced caring as at T2 she expressed the burden associated with supporting her

sister and also recognised a reduction in formal and informal support, leading to feelings

of isolation:
il 6m not bot her edhen blavkidafter oo and gou help me, buk yod o r
do feel a biDasy) sol ated then. o
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This is reflected inthe social networking map (T2) (appendix O), as she felt let down by
family and friends. Howeverthis was less problematic by the third interview, consistent
with the perception that her role had become easier over time becausfie was not getting
up in the night as much with her sisterinterestingly, no carers expressed being let down

by any supportnetwork members by T3 (appendix P).

Ensuring practical arrangements were in place around the home in accordance with the
stroke survivors physical needs continued to be important for many carers. Being
financially fortunate facilitated whether this was possble in some cases. Furthermore,

many of the behavioural strategies that the carers previously developed that facilitated

how they managed in their roles also remained over time.

7.5.2.6 Continuing to develop and use strategies for coping with a

changed situation (continuing need at T3)

As carers continued in their roles over time, they needed ways of coping with the demands
of care as well as the changes to theiites. Although the need remained the same, the
factors that influenced whether this was addressed v@ed slightly across ime. As

highlighted above, grceptions of their roles also changed, as did their outlook on their

situations.

Carers coriinued to experienceemotions attached to the demands of providing care;

however, feelings of anxiety about abities to cope diminished over timeAs highlighted

AAT OAnh $AEOUS O A@bAOEhkieAdion ofer tk ariidhapecarieOA OO A O
isolated bythe second interview. These feelings of isolation were made worse for Daisy

by the reduction of support fom one o her close friends There was an expectation that

her friend should be there to provide support, yet she was reluctant to approach herrfo

support, despite needing this.

Interestingly this experience didnot compare with other carers andby time point three,

carers did not identify any barriersto being able to cope In some caseswhere required,

carers benefitted from support from family andfriends (Janice, Nadia and Nahida) and in

other cases carers coped through continuing to develogirategies and changing their

outlook on the situation. Cares continuedto usethed OAEET C AAAE stfatkdy AO E (
across all time points. New strategies for coping were also apparent at T3 time e.g.

patience, avoiding worrying about other thingsAT A AAT POET ¢ A 11 OA OAAC
towards the situation. These approaches allowed Daisy and Janice to concentrate on

supporting their loved ones, without worrying about other concernsin their lives:
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il dondét worry q erithingsand siymaiu coricermidsoruaf us att h
t he mo(daeice} . 0

Over time there were some difference how the carers reflected on their situationsin

terms of acknowledgement realisation and acceptance of change®reviously, only Lucy

had reportedly reached a point of acceptance about the changes to her life. She made a

Carers at T2 andrl'3 (e.g. Janice, Gail and Nahida) k&ld about acceptance relatingo

different aspects of theirexperience including care requiremats, their changed situation,

andthesOOT EA O énditeE 'Ok OB OEA AEOAOOEOU inE OEAOA AAOAOC

relation to their age, ethnicity, and relationship to the stroke survier, reaching acceptance
did not appear to be associated with particular characteristics or circumstancdsr this
group. Thefollowing is an example of Nahida accepting what her father wid be able to

do in future (T3):

AEpecially 1 &6ngt9geubpeeatthesed to sort of ac
accept that, you know, t helreabledoidbandjbse s ome t
be grateful for at | eastNahidie progress that

Expressions of gratefulnessemained for carers. They also continued to compare
themselves to others as a way of acknowledging that there are othefsx | O Qtlan 1 A/&£S
themselves. Galil felt grateful in terms of what her mother was still able to do and Daisy felt
lucky that her sister tad all herOA OAET  HBATAR, GdretsEefledt8ddon their situations
and realised what they do have, despite the changes to their lives following the stroke.
Interestingly, the carers who faced more struggles than others over time (e.g. Daisydan
Gal) still remained positive. This outlook is not limited to carers whohad an easier
experience This highlights that although the caring situation mayot change greatly over
time, A A O A O @K cari chedde and lead to effectiveoping strategies.

7.5.2.7 Importance of physical improvements and developing

independence in the stroke survivor

The likelihood of physicalimprovements remaineduncertain for carers at T2 yet the focus
on improvements remained. Carers also continued to acknowledge improvements in the
context of meaningful activities ad activities of daily living. Previously, carers talked

about the importance of independence and normality because of the stroke survivor being

able to do more; thisalso continued
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Independencewas conceptualised as thstroke survivor being able to carry out some of

the tasks of daily living that they emaged in prior to their strokee.g. eatig alone, making

a cup of coffee However the reasons why independence was important for carers varied.
Gail placed value on hemother becoming mae independentbecause she was an
independent woman prior to the stroke. Nahida also talked about the familyding happier
that her father hadbecome closer to what he used to be, however she also talked about the
importance of his increasing independence for making things easier for them in terms of

providing care (particularly for her mother as his main carer):

fi ébeing more independent, being more mobile, it just sort of eased, it just made things
easier for us | think, and especiallige things like him being able to eat, himself, so it
does help that she can just make him the food and leave it and he .ca{iNahtda)

These accounts reflect the contrasting perspectives of carers regarditige valueplaced on

becoming independent die to improving physically.

At T3 some carers were still hopeful that the stroke survivor would improve buthey
acknowledgedthat things could take time and that the stroke survivor would be more
limited, despite attempts to regain some normality and enage in tasks from prior to the
stroke. Some carers reached a poinvhere they either saw a lack of improvement in the
stroke survivor (Gail), or some physical regression in the recovery (Nadiagnd became
less focused on independence. Over time Gail codde that her mother was not interested
in making attempts to strive towards independence, therefore she took a more relaxed

approach to the situation:

AThe bottom |Iine is mumds not going to I
wantstodoantha ki ng he(@Galhappy. . . 0

Here Gailreflected on the importance of her mother being happy rather than striving

towards her being the independent woman she was prior to her stroke.

7.5.2.8 Continuing to develop strategies for obtaining information

and support as required (continuing need at T3)

It remained evident that support and information are important for addressing different
needs among carers over timerhis is reflected in the social networking maps across the
time points (T1- T3) (appendices NP). Thesealso demonstrate changes in the support
(including information) that carers valued over time. Some support diminishecover time
because this was only provided for a limited timé€Early Supported Discharge) and some
was no longer required once a ned was fulfilled (support from charities such as Age UK

for addressing financial concerns). Carers consistently valued support from family and
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friends for addressing many of their needsas reflected across the social networking maps
(appendices NP). Strategies forobtaining information and support as required remained
important, particularly as both the provision of support and information and needs

relating to support and information changed over time.

At T2 and 3, some carers still required informatiorabout the likelihood of the stroke
reoccurring and available support services. Support was required across a wider range of
needs, many of which were constent with those outlined at T1 As time progressed, the
key differencewas that carers were no longr preparing for their role, therefore support
needs in this respect changed. Caretlsecame more concerned about gaining reassurance

about their abilities to provide care once they were engaged in their role.

As carers returned to the community, the contiued to expect certain types of support that
could be provided by professionals. Examples included some support for themselves as a
carer to see how they were managing and follow up support for the stroke survivor.

$AEOUBO AAAT O1 O 1 mesEfeamflad DAOEAT AAO DPOT OEA

fiYou know, | donot know what the doctor coul d
just come and seen you were alright, or just ¢
you know blood pressure, weight and blood, and test it, but they n 6 t , he hasnot
botheredd (Daisy)

Being active in obtaining the required support or information remained a facilitator for
carers over time. However, as previously, being active was dependent on having some
knowledge about where to seek information andupport, particularly in cases where they
would like formal support or information from professionals. At T2, carers provided
examples of how they would go about obtaining the required support or information is a
problem arose. Lucy suggested returning tthe hospital if necessay or making use of the
internet. Nadia, Paddy, and Gail knew that they could call upon the GP or district nurses if
required. Carers continued to use such strategies at T3 where necessary. Carers were
familiar with these sources ofsupport from their time spent in hospital and contacted

them when they needed help to support the stroke survivor, rather than support for their

own needs.

Carers were either unaware that support for themselves existsor unaware where to

obtain this support, an example is provided by Janice:

ACarers, on a Tuesday morning apparently, yeah
sure but just happened to take [husband] up there for something and it was on the

screen, but | thoughtvell 1 wish I'd known aboutft six months, eight months ago.

(Janice)
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* AT EAA EAA Al OAAAU Oci 6 OEOI OCE EOG8 AU OEA
thought it could have been beneficial earlier on. It is important to inform carer@bout

supports at an earlier stage so they can make choices about its use

Carers also continued to benefit from having informal support networks to meet their
differing needs. Family, friends and in some cases neighbours, remained a key source of
practical and emotional support for many carers as part of managing and coping with
different aspects of careHowever, this support also reduced over time for some carems.g.

Daisy felt let down by both her family and friends, particularly at T2,

Overall, there was a lack otonsistency in the attempts provide carers with information
following the stroke. The findings across the interviews indicate that it would be beneficial
for carers to be informed about where they could obtain support and information as

required, given tha their needs change to some extent over time.

7.5.3. Qualitative Interview analysis (group two, 9-36 months post stroke)

This group provided a different perspective fromsome of those carers that participated in
the interviews carried out over time. Conducting interviews later in the caring trajectory
meant that carers could provide a reflective account of their experiences. The analysis and

development of themes proceededh the same way as group one.

This sectim starts table 28 outlining carer characteristics ingroup two. Then the nine

needs identified are outlined in diagrams with the barriers and facilitators to addressing

these needs. Written commentary to support each of the needs is provided following the
diagrams.

10 xAO OEA AAOA ET COI tabierd andifacilit#ohs@oladdiessing A A A O
needs wereexplored in carers in different circumstances. Compared to gup one, the

sample of carers in group twowas less diverse which maypartly account for fewer

variations across their experiences. All careraere in spousal relationships, their average

age was higher, and many were caring for stroke survivors with significant physical and

communication impairments.

$AOPDEOA OEA 1T OAOAI 1T OEIi EI AOEOOUAGT ABAOAODAOCBE
regarding time spent caring were differentfrom other carers. Although she wasecruited
ET 01T OEA OOOAU AAOGAA 11 OEA OEIi A OET AA EAO E

been caring for 21 years since his first strokeShe is therefore considered aa deviant
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case.She was experiencing a heightened sense of strain over a prolonged period and there
was a sense of loss attached to her own life. Interestingbpme aspects oher experience
still resonated with carers who had been caring for less time. F@xample, Molly shared

the feelings of resentment towards the stroke survivor.
10 xAO OEA AAOA ET OEA CcOi Ob 11 A dldidriotUOAON
have a substantiaimpact on the overall need identified. It was difficult to separate

demographic characteristics from the range of other complex factors that contributed to

how carers addressed their varied needs.

226

OEAOA



Table 28:

Characteristics of carers in group two

Name Age | Gender | Ethnicity | Relationship | Time Time spent | Person carers is Stroke survivor impairments Interviewed
to stroke post caring residing with (initial and ongoing) alone or
survivor stroke at | (months) with the

the point stroke
of survivor
interview

Kate 56 | Female | White Wife 24 21 Husband - Continued speech problems Alone

British months - Physical impairments in arms
and legs (Wheelchair user)
- Emotionally affected
Paula 63 | Female | White Wife 29 Caring for Husband - Unable to speak With
British months 21 years - Some but little understanding husband
(most since - Physical impairments
recent husbands (Wheelchair user)
stroke) first stroke
Julie 82 | Female | White Wife 9 months | Approx. 8 Husband - Speech problems (agitation due | Alone
British (unclear how to speech problems)
long stroke - Unable to write
survivor was - Some memory loss
in hospital). - Mobile, able to go out walking
locally alone
- Fatigue
Dorothy | 75 | Female | White Wife 36 Unclear how | Husband - Initial speech loss and With
British months long stroke continued problems e.g. slurred | husband
survivor speech (Frustration through
spent in being unable to do things)
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hospital

- Difficultly writing
- Physical impairments

Jack 79 | Male White Husband 28 25 Wife - Physical impairments (right Alone
British months side)
- Cannot read more than a few
lines
- Communication problems
- Some emotional impacts, feeling
low
Molly 76 | Female | White Wife 24 Approx. Husband - Change to personality Alone
British months 24/25 - Some initial emotional impact
(unclear how - Some memory problems
long stroke - Left sided weakness
survivor was
in hospital).
Gabby 66 | Female | White Wife 36 32 Husband - Epilepsy With
British months -Physical impairments (uses husband
wheelchair)
- Communication difficulties
(frustration)
- Cognitive problems
Betty 77 | Female | White Wife 22 Unclear how | Husband - Initial slurred speech but With
British months long stroke improved husband
survivor - Cognitive problems including
spent in some memory loss
hospital - Change to personality some
aggressiveness
Phil 54 | Male White Caring for 23 Approx. Longterm partner | - Ongoing communication With partner

228




British long term months 23/24 problems, can communicate
partner (unclear how through writing unable to speak
long stroke - Some cognitive impairments
survivor was
in hospital).
Marigold | 84 | Female | White Wife 13 Just under Husband - Slight weakness in arm With
British months 13 - Some memory loss husband
- No physical impairments
Tony 74 | Male White Husband 24 Approx. Wife - Initial speech problems but Alone
British months 24/25 improved with time
(unclear how - Weakness in leg and arms
long stroke - Initial emotional impacts
survivor was
in hospital).
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Figure 35: Group two, nine needs identified

Needs
Behavioural
barriers

Behavioural
facilitators

Barrier (not
behavioural or
environmental)
(not
behavioural or
environmental)

Feeling
isolated
Coping with a changed
Loss of eI
previous
relationship

Perce% %inty

stroke around
survivor as managing
selfish changes
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