
 

 

An Exploration of the Experience and Sense-Making of Psychosis in 

a South Asian Population: An Interpretative Phenomenological 

Analysis. 

 

Krisna Patel 

 

Submitted in accordance with the requirements for the degree of 

Doctor of Clinical Psychology (D. Clin. Psychol.) 

The University of Leeds 

School of Medicine 

Division of Psychological and Social Medicine 

 

June 2021 

 

  



 

 

The candidate confirms that the work submitted is her own and that appropriate credit has 

been given where reference has been made to the work of others. 

This copy has been supplied on the understanding that it is copyright material and that no 

quotation from the thesis may be published without proper acknowledgement. 

The right of Krisna Patel to be identified as Author of this work has been asserted by her in 

accordance with the Copyright, Designs and Patents Act 1988. 

© 2021 The University of Leeds and Krisna Patel 

  



 

 

- Acknowledgements - 

Keir, Mum and Dad, Bhai and Mae, Dips, Eirik and Leif. Thank you. 

Thank you also to my supervisors Dr Alastair Cardno and Dr Tomas Isherwood for their 

unwavering support. 

Thank you to the Max Hamilton Research Fund for provided additional funding.  

Lastly, and most importantly thank you to the study participants who provided the time and 

effort to support with this research.  

 

 

 

 

 

 

 

 

 

 

 

 

 



 - 1 - 

 

- Abstract - 

There is strong evidence of inequalities in mental healthcare access, experiences and 

outcomes for service users belonging to Black and Asian Minority Ethnic groups 

experiencing psychosis. Clinicians and academics have speculated that culture-specific 

conceptualisations of psychosis, alongside inequitable service provision may explain 

disparities. There is, however, a dearth in literature exploring this in a South Asian 

population, despite this ethnic group being the second largest in the UK. The present study 

aimed to explore how people from this minority group have experienced and made sense of 

First Episode Psychosis (FEP).  

A qualitative approach was used to explore the lived experience and sense-making of British 

South Asians experiencing FEP and accessing early intervention services. Eight people were 

interviewed using a semi-structured format. The data were analysed using Interpretative 

Phenomenological Analysis.  

Three superordinate themes were identified in the group analysis: 1) Disconnection from 

self and others 2) Doubt and dispute 3) Power and shame. Participants characterised 

psychosis as a terrifying and uninvited intrusion and a fundamental shift in sense of self. 

Distinctive ethnic, cultural and systemic influence was strongly evident in how people 

conceptualised their experiences, how they managed their sense-making and where they 

sought support. Experiences were discussed in the context of power and shame, and this 

research proposes that socio-cultural/political context and racialised discourses have an 

impact on self-concept, the experiences of help-seeking (formal and informal), and 

fundamentally how services help them. Implications of this study for practice, policy and 

research are discussed. 
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Chapter 1 

- Introduction - 

There is strong evidence of inequalities in mental healthcare access, experiences of service 

users and outcomes across different ethnic groups. In 1965, the UK government released 

the Immigration from the Commonwealth White paper (Immigration from the 

Commonwealth [CMND 2739], 1965), which included specific reference to migrant health. 

Since its publication, several policy frameworks, for example Delivering Race Equality in 

Mental Health Care (Department of Health [DoH], 2005) and Race Equality Action Plan (DoH, 

2010) have been produced to identify barriers and address disparities in outcomes for Black 

and Asian Minority Ethnic (BAME) groups. In addition, there are multiple government 

guidelines that encourage local services to provide “culturally competent” person-centred 

care for those experiencing mental health (MH) difficulties, including psychosis (NICE CG 

178; 2014). However, the translation of government policy into race equity in local services 

remains an area of contention (Salway et al., 2016). 

Epidemiological evidence suggests that rates of psychosis are disproportionately higher in 

ethnic minority and migrant groups in the UK, particularly those of African-Caribbean and 

South Asian (SA) heritage (Jongsma et al., 2019; Beattie et al., 2020). Furthermore, there 

have been reports that people from these ethnic minority groups have different and 

potentially more difficult pathways into care (Anderson et al., 2014; Morgan et al., 2005), 

and they are more likely to have a comparatively longer duration of untreated psychosis 

(DUP), which has been consistently associated with poorer outcomes (Drake et al., 2020; 

Ran et al., 2015; Marshall et al., 2005). 

Some research has proposed that these differences could be due in part to cultural 

variations in the conceptualisation and explanation of psychosis (Saleem et al., 2019), which 

may be incongruent with the Eurocentric conceptualisation that currently underpins clinical 

and academic practice, as well as policy guidelines. However, little research has been 

conducted in the SA community, despite this population constituting the second largest 

group in the UK (Office of National Statistics [ONS], 2011). Therefore, the aim of this study is 

to conduct a qualitative investigation to broadly explore SA participants’ lived experience of 
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first episode psychosis (FEP) and how they make sense of their experiences. It is hoped this 

study will contribute to the field of transcultural research, inform culturally inclusive service 

provision and provide direction for future research.  

This chapter will present an overview of relevant research to provide the wider context in 

which this study was conducted. There will be a brief discussion of the epistemological and 

ontological frameworks within which this study sits, followed by an outline of the 

terminology used within this field, and some of the key challenges of defining psychosis, 

ethnicity and culture. Following this, a model of cultural influence on mental health will be 

introduced, to be used as a reference for the remainder of the chapter. Epidemiological 

literature detailing the incidence and prevalence of psychosis, patterns of diagnosis and 

detention in the UK and key factors in the psychosis care pathway will be explored. After 

which the results of a scoping review, where both national and international literature 

exploring the experience of psychosis in SA individuals, will be examined. Lastly, there will 

be a discussion of key discourses in the literature concerning illness beliefs and the impact 

of the dominance of Eurocentric models in research, intervention and recovery. 

A constructivist epistemological position 

As this study is exploring sense-making, there is a particular focus on how psychosis is 

conceptualised and the impact of the current prevailing discourses concerning the 

perception of experiences. Therefore, the overall design of the study and the research aims 

are informed by a social constructivist model (Gergen, 1977), which allows for a degree of 

theoretical flexibility when considering the following: 

• how language impacts the construction of reality. 

• the existence of a complex interplay between reality, power and language.  

• the conceptualisation of the nature of truth and reality, including how people and 

groups can inform the construction of their perceived reality.  

• how social phenomena are formed, institutionalised and traditionalised.  

Within this framework, one understanding is that truth is a socially constructed concept, 

and therefore many truths exist, rather than one ultimate truth. Thus, reality is considered 

not be fixed, but dynamic and flexible and something that can change with the knowledge 
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and interpretation of it. Regarding the concept of psychosis, Higgins and Leibowitz (2002) 

suggest that from a social constructionist perspective, the prevalent discourse is the deficit 

model, which can potentially serve to overshadow the holistic experience.    

“The many co-constructed spaces from which to see and respond to psychosis – 

culturally, relationally, psychologically and neurologically – may be multiple facets of 

the same reality” (Putnam, 2019) 

Exploring how psychosis is perceived and understood from multiple perspectives, including 

first-hand (i.e. those who have experienced psychosis), and observer perspectives (i.e. the 

clinical and academic community who are working with people who experience psychosis), 

has several important implications. It will help us understand congruence and incongruence 

between these perspectives, for example, regarding what individuals believe they are living 

with or recovering from, what adjustment to psychosis involved for them, the concept of 

intervening and the role of services, and the construct of insight in psychosis.  

All of these can help inform our understanding of the development (including risk factors) 

and maintenance of psychosis and has important implications for help-seeking and 

engagement with services. One way to begin to unpick individual understanding is to 

explore sense-making and attend to the nature and context of the experiences that cause 

the distress, how the distress was and is experienced and how it is understood, and how it 

informed the individual’s decision-making. In addition, the current study could help us 

understand the limits of current thinking and inform the ways in which our thinking can 

develop, with a move towards the decolonisation of MH (Lucero, 2011; Hernández-Wolfe, 

2011). Decolonisation of MH in its broadest sense refers to equity of resources, equalising 

power and privilege and challenging the assumptions institutions are based on (Fay, 2018).  

A brief reflection on terminology 

Categorisation and classification have been inevitable aspects of attempts to understand 

how people conceptualise their experiences and the world (Bowker & Star, 1999). The 
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conceptualisation of ‘psychosis’1 has been a source of longstanding debate. Classification of 

mental illness into discrete categories or ‘symptoms’ has led to a trend of a ‘single-

symptom’ approach to research, for example, exploring specific experiences such as 

hallucinations and delusions. At the same time, attempts to capture broader experiences via 

umbrella terms have led to a great deal of variation in terminology across academia and 

clinical practice, for example, psychosis, and more recently ‘unusual experiences’ or 

‘perceptual anomalies’. Although there is a degree of overlap, these concepts can be 

considered separate and each hold their own set of connotations. In the introduction and 

discussion sections of this thesis, terminology is used in line with that of the authors cited. 

In reporting the results of this study, effort was made to use the participants’ own 

terminology for their experiences. For the purposes of pragmatism, given the term 

psychosis is used across many systems, it will be used in all other cases. Nevertheless, this 

study is deconstructing this phenomenon, and therefore, importantly, it is not about people 

who have psychosis, but about the experiences of people who have received a diagnosis of 

psychosis.   

Defining psychosis 

Currently, the two most widely used classification systems are the International 

Classification of Diseases 10th Revision (ICD-10: World Health Organisation [WHO], 2016) 

and the Diagnostic and Statistical Manual of Mental Disorders, 5th edition (DSM-5: American 

Psychiatric Association [APA], 2013). There are differences across the two diagnostic 

systems, related to classification and other specifications, such as duration of illness (Valle, 

2020). However, both refer to diagnostic categories, within which both specify ‘positive 

symptoms’. Referencing hallucinations, defined as a sensory perception in the absence of 

external or somatic stimuli, such as hearing voices in the absence of an external stimulus. Or 

delusions, defined as fixed false beliefs. They also include reference to formal thought 

disorder and ‘negative symptoms’, such as apathy or emotional blunting, or psychomotor 

 

1 After I have defined contested terms, they will no longer be presented in inverted commas. 



 - 14 - 

 

symptoms such as catatonia. These can also be accompanied by affective symptoms, such as 

depression and anxiety, and other difficulties such as poor attention and concentration. 

The challenges associated with classification in MH are widely reported (Parnas, 2015), and 

their use continues to be debated, not least regarding their cultural sensitivity, diagnostic 

reliability (e.g. inter-rater of some categories), ecological reliability and/or validity, issues 

surrounding comorbidity (i.e. shared signs/symptoms) and their overall clinical utility, to 

name a few. Parnas (2015) outlines the paradox that exists when using classification 

systems, in that they are both complex diagnostic frameworks that also risk simplifying 

multifaceted psychopathological experiences into homogenous factors and 

phenomenological primitives. There has been a gradual shift in different countries to 

redefine terminology. For example, Japan has recently redefined “schizophrenia” as “togo 

shitchosho,” translated as “integration disorder” (Choudry & Farooq, 2018). Shifts in 

conceptualisation alongside the complexity of classification means that operationalising 

psychosis will continue to be an ongoing consideration. 

More recent iterations (ICD-11: WHO, 2019) have attempted to include broader 

conceptualisations, including the adoption of a lifespan approach, and culture related 

information and guidance to increase clinical utility (Reed et al., 2019). DSM-5 (APA, 2013) 

distinguishes between normal religious and spiritual experiences, religious and spiritual 

problems leading to mental disturbance and mental disturbances with a religious and 

spiritual context. Along with attempting to account for cultural variation in the description 

of disorders, it also includes guidelines for cultural formulation, including cultural identity, 

cultural conceptualisation of distress, and cultural features of the relationships with 

healthcare professionals (HCPs). However, as with the general use of classification systems, 

the clinical utility of these subgroups and adoption of the formulation guidelines remains a 

challenge.    

The idiosyncratic nature of psychosis means identifying a single definition is problematic in 

and of itself, and may serve to undermine the complexity of such an experience and its 

underlying roots, such as the impact of social power and position in society. Continuing to 

rely on a diagnostic/medical Eurocentric model of MH difficulties risks decontextualizing the 

individual (Langa & Gone, 2020). Furthermore, the dominant use of clinical and 
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scientific/medical language to conceptualise psychosis risks disregarding the culture-specific 

lived experience and associated language of these phenomena (Bergström et al., 2019). 

Including neglecting the role of systemic or environmental factors, such as the iatrogenic 

effects of treatment, as well as the central role of trauma (Read et al., 2009). Critical to this 

debate is that the predominant definition is culture specific, for example, the 

conceptualisations outlined under WHO and APA are internationally prevalent (Reed et al., 

2019), and based on a Eurocentric medical model.  

In response to this debate, other perspectives and models have been proposed such as the 

continuum perspective (DeRosse & Karlsgodt, 2015) and psychosocial definitions such as the 

power threat meaning framework ([PTMF] Johnston & Boyle, 2018) and the Recovery model 

for psychosis (Leonhardt et al., 2020). The continuum model suggests that psychosis lies on 

a spectrum, acknowledging that there is variation in the level of distress or impact on 

quality of life in people’s experiences. PTMF and the Recovery model proposes that 

psychosis is a response to adverse environments and trauma, acknowledging cultural, 

relational, social and biological contexts.  

Based on their phenomenological work, Sass and Parnas (2003) proposed the Ipseity-

disturbance model which proposes that a disturbance of, or instability in, basic or minimal 

sense of self (ipseity) contributes to the central disturbances involved in schizophrenia. 

Under this framework, ipseity refers to the fundamental sense of self-hood (the “me-ness”) 

that makes up the self-experience. This core change in the “me-ness” rather than delusions 

or hallucinations accounts for the lived experience.  

Nonetheless, it can be argued, these models (perhaps with the exception of the Recovery 

model) continue to reinforce existing hierarchies, whereby they are imposed professional 

models, with limited acknowledgement of those with lived experience providing their own 

explanations (British Psychological Society [BPS], 2018).  

In this study, ‘first episode psychosis’ will be understood as the first time an individual 

experiences psychosis and presents to statutory services (Norman & Walla, 2001; 

Breitborde et al., 2009). In the UK, Early Intervention Services for Psychosis (EIS) have been 

implemented to meet the needs of this population. A standard EIS consists of a 
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multidisciplinary team offering psychological therapy (CBTp), family/carer support, physical 

health/lifestyle support, pharmacological intervention/management, support with 

education, employment and training and crisis care. However, there is significant variation 

in EIS provision across the UK (Neale & Kinnair, 2017). Currently, there are three service 

models operating in the UK: a ‘stand-alone’ model working independently of Community 

Mental Health Teams (CMHTs), an ‘integrated’ model, working entirely within an CMHT and 

a ‘hub and spoke’ model. The EIS utilised in this study consists of a ‘hub and spoke’ model, 

where there is an EIS ‘hub’ providing access to specialist support which is based within a 

CMHT. This service offers up to a three year pathway, with a treatment model that includes 

psychological, pharmacological and social support.      

Defining ethnicity 

According to the British Health Survey (BHS: NHS Digital, 2017) there are four broad ethnic 

groups; Black-African, African-Caribbean, Asian and White in the UK. Asian (7.5%) and Black-

African/African-Caribbean (3.3%) are the two largest ethnic minority groups in the UK after 

White (86.0%) (ONS, 2011). Defining ethnicity is difficult and there are several 

methodological and conceptual debates within this field (Okazaki & Sue, 1995) that would 

question the ethnic groups identified by the BHS. 

‘Ethnicity’, ‘ethnic group’ or ‘ethnic identity’ are descriptive terms that are often used 

interchangeably. They may be used for identification by others and for individuals to self-

identify. However, there is currently no generally agreed definition, and whether one can 

truly unpack ethnicity is a source of much debate. Fernando (2012) proposes that ethnicity 

is an umbrella term that encompasses race (or physical appearance) and culture (one’s 

social similarity). Alongside this ethnicity can also reflect one’s own awareness of group 

belonging, and how this group is perceived by society. Although ethnicity is often used 

interchangeably with race and culture, these are separate constructs that are intertwined. 

In this study, race is also considered in the context of power, dominance and subjugation.   

However, as noted earlier, as with any classification system, it is an ongoing challenge to 

truly identify meaningful ethnic minority categories, without reducing and oversimplifying 

an identity. Okazaki and Sue (1995) conclude that although there appears to be a move 
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towards a multidimensional rather than categorical construction of ethnicity and culture, 

this brings along its own set of challenges when conducting research. 

The Indian subcontinent of southern Asia is comprised of the following: Bangladesh, Bhutan, 

India, Maldives, Nepal, Pakistan and Sri Lanka. In the UK approximately 5.2% of the total 

population identified as ‘South Asian’ (ONS, 2011). Ongoing immigration has led to Pakistan 

and India being amongst the top three most common countries of origin for UK migrants in 

2019 (Rienzo & Vargas-Silva, 2020). Given that these communities represent a large 

population in the UK, and for continuity and comparison across research, this study will use 

the term South Asian to pertain to the following countries: Bangladesh, India and Pakistan. 

However, there is a category fallacy in the term South Asian, in that it does not constitute a 

homogenous group of people: there is a very high degree of religious, linguistic, cultural and 

economic heterogeneity in this population.   

In a similar vein, the term ‘culture’ also carries a risk of stereotyping and homogenising a 

group of highly diverse people. Corin et al. (2005) suggests that it is a misconception to 

assume people are passive recipients of culture, and mobility exposes individuals to a 

variety of cultures that are actively engaged with. It is important to acknowledge that 

culture is a fluid concept and not static. It is influenced by surrounding cultures, and is not 

the only salient framework by which people define themselves. Belonging to a culture does 

not necessarily mean you are a part of a single coherent homogenous group e.g. “Indian 

culture”. The aim of this study is to explore how the societal and cultural context reflect or 

modify the lived experience and meaning-making of people experiencing psychosis. 

Exploring cultural influences on mental health 

Taking into account the cultural context and social positions of service users is an important 

part of making sense of their experiences and developing culturally relevant interventions. 

Figure 1 illustrates the cultural influences on mental health (CIMH) model (Hwang et al., 

2008). This model will be used as a framework to discuss SA cultural factors in the context of 

the experience of psychosis. 
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Figure 1. The Cultural Influences on Mental Health (CIMH) Model. 

Before exploring the impact of cultural meanings and norms regarding MH, it is important to 

acknowledge distinctions and overlap that exist between cultural beliefs and religious 

beliefs. Abdulla (2018) describes culture as operating on two levels, expressive forms 

(music, arts, heritage and cultural places) and ideas and beliefs systems, values and norms 

that govern social behaviour. Religious beliefs and spirituality are defined as relating to 

beliefs and behaviours about spiritual reality, God, morality, purpose and the 

communication of these (Loewenthal & Lewis, 2011). Abdulla (2018) notes the challenges of 

distinguishing between these two concepts, and how cultural practices have become 

“religionized” and religious ideas and spaces have become a part of culture.  

Aetiology of psychosis 

The aetiology of psychosis has been explored from several perspectives. Biomedically, 

psychosis has been associated with neurochemical differences (e.g. in glutamate, dopamine 

and serotonin) (Kesby et al., 2018), neuroanatomical changes (e.g. in grey matter volume) 

(Fusar-Poli et al., 2012) and familal and molecular genetics, such as genome wide 

association studies (GWAS) and studies of chromosomal variants, particularly copy number 

variants (CNVs) (Cardno & Owen, 2014). However, this research can be methodologically 

limited (e.g. heterogeneity of diagnoses, study samples, instruments, medication, 

disentangling environmental interactions etc.).  
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Other perspectives include cognitive understandings, such as cognitive behavioural 

(Birchwood & Chadwick, 1997; Paulik, 2012; Ritsher et al., 2004), or psychodynamic 

(Romme & Escher, 1989) models of voice hearing. Although these models offer a valuable 

insight into potential processes underpinning psychosis, a focus on single symptoms 

overlooks the broader factors that may underpin this phenomenon. For example, culture, 

deprivation, family circumstances, urbanicity, inequality and discrimination are also factors 

associated with the aetiology of psychosis (Kirkbride et al., 2012). 

Psychological and social perspectives have also demonstrated the impact of adverse 

childhood events (ACEs) and the cumulative effect of trauma and post-traumatic stress 

disorder (PTSD) in psychotic aetiology (Schafer & Fisher, 2011; Fisher et al., 2010; Sar et al., 

2010). A seminal meta-analysis reported that exposure to traumatic experiences during 

childhood increased risk of developing psychosis by 2.72 times (Varese et al., 2012) and this 

has been substantiated by qualitative findings (Longden et al., 2016). It appears that there is 

increased prevalence of ACEs in ethnic minorities experiencing psychosis (Levit et al., 2021; 

Berg et al., 2015). However, this research is often methodologically limited by variations in 

definitions of ethnicity and poor stratification of ethnic groups to allow for cross-

comparison and generalisation. One must also consider cultural variations in the definition 

of trauma and psychopathology and how it is operationalised in research.  

It is likely that psychosis arises from a complex interaction. For example, the stress-

vulnerability model (Zubin & Spring, 1977), proposes that there are individual differences in 

vulnerability to the development of psychosis, based on biological, psychological and social 

factors that interact with the presence of external stressors. Alternatively, there is literature 

suggesting that discrimination and stress-exposure rather than stress-vulnerability may 

account for racial health disparities (Sternthal et al., 2011). More recent epigenetic research 

proposes that environmental stress can have an effect on gene expression which can in turn 

impact the development of psychosis (Pai et al., 2019). Tahira and Agius (2012) and Mirza et 

al. (2019) propose that increased acculturative stress associated with holding and 

reconciling two cultures (Berry, 2005), that of the host country and the culture of one’s 

parents may explain findings suggesting increased rates of schizophrenia in 2nd generation 

migrants (Cantor-Graae & Selten, 2005). However, much more methodologically sound 

research is required to substantiate these initial claims. 
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Incidence and prevalence of psychotic disorders in BAME groups 

Estimates of the incidence and prevalence of psychotic disorders vary across different 

populations, geography and social characteristics. In the UK, there is an approximate life-

time prevalence of 0.7% (McManus et al., 2016). In South Asia, there is an approximate life-

time prevalence of between 0.2 – 0.4% (Hossain et al., 2020). An increase in risk of psychosis 

has been reported in men (Jongsma et al., 2019), and the average age of onset is considered 

to be mid- to late- twenties, but with wide variation across studies (Kirkbride et al., 2012). 

Higher rates of psychosis have been reported in BAME groups in particular. In a large-scale 

UK study (AESOP) very high incident risk ratios were found in both African-Caribbean (9.1) 

and Black African (5.8) individuals, with modestly raised risk in the Asian population (1.4) 

(Fearon et al., 2006). However, there is a large degree of heterogeneity in rates due to 

methodological design (e.g. nomenclature, first contact vs. registry-based designs) and 

limited geographical spread and small sample sizes. This should be considered in the 

interpretation of findings.  

The relative risk has been reported to be particularly high in migrants from low and middle 

income countries (LMICs) to the UK and other higher income countries (Cantor-Graae & 

Selten, 2005), and this appears to be a fairly consistent finding (Jongsma et al., 2019; 

Bourque et al., 2011; Fearon & Morgan, 2006). Some epidemiologically studies have 

suggested marginally increased incidence rates in SA, particularly those of Pakistani and 

Bangladeshi heritage compared to White majority groups, but not compared to Black ethnic 

minority groups (Kirkbride et al., 2017; 2012; Saleem et al., 2019). This is consistent with a 

more recent study exploring FEP incidence rates (per 100,000 person-years) in the UK 

(McDonald et al., 2021), which also reported increased rates in Bangladeshi (39.08) and 

Pakistani (33.58) individuals compared to White other (21.46) and White British (19.52) 

groups. Interestingly, the incidence rate appeared relatively lower in people of Indian 

ethnicity (13.58) compared to all the other ethnic groups included in this study. Suggesting 

differences between and within ethnic minority populations. 

Recently, Beattie et al. (2020) reported a significantly higher risk of psychosis in Pakistani 

individuals and a trend for higher risk in Bangladeshi individuals, compared to the 

indigenous White population in the Bradford area of West Yorkshire. The Indian community, 
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conversely, were reported to have a relatively lower risk. There was a higher risk for those in 

the age band of 25-35 compared to younger ages, for Pakistani and Bangladeshi individuals, 

which suggests a late presentation for treatment to EIS. The authors conclude that their 

findings are consistent with anecdotal reports that SA service users access informal support 

initially, such as traditional faith healers (Shah et al., 2019), and this may explain the 

difference in age at presentation to services. It is also possible that variation in age of entry 

could be due to differences in patients’ and their families conceptualisation of experiences 

and help-seeking behaviours. Further methodologically rigorous, epidemiological research is 

needed to replicate these initial findings in a larger sample and identify differences within 

SA groups.  

Epidemiologists have speculated on the migratory process, under reporting of psychosis, 

and use of indigenous treatments prior to specialist care as further factors related to 

variation in rates (Beattie et al., 2020; Saleem et al., 2019; Dutta et al., 2019). An argument 

can be made that epidemiological research alone might not be best placed to investigate 

this. Given the variation in rates of psychosis across communities that experience migration, 

problems with cultural assimilation and sociodemographic disadvantage; qualitative 

exploration will help explore relevant processes, including potential protective factors 

within this group.  

Pinto et al. (2008) proposes that the increase in prevalence in BAME groups could be due to 

misdiagnosis in this population via clinician bias and cultural relativity. Clinician bias for 

example, via cultural stereotyping and institutional racism may inflate the true incidence. 

Cultural relativity argues that diagnostic differences are due to ethnic variations in symptom 

expression. For example, Hickling et al. (1999) reported an increase in diagnosis when using 

a structured assessment tool versus unstructured clinical diagnosis that places symptoms in 

a cultural context. However, this is yet to be replicated across different ethnic groups. 

Diagnostic differences could also be due to application of a Eurocentric biomedical model to 

non-Western cultural beliefs. Clinician bias and cultural relativity may both effect the way 

services reach ethnic minority groups, and how minorities in turn engage with services. 
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Key factors in the psychosis care pathway 

Duration of untreated psychosis 

Research concerning average delay in untreated psychosis is variable and subject to the 

same limitations of epidemiological research within this population. A ‘short DUP’ is 

commonly defined and operationalised as ≤ 6 months and a ‘long DUP’ as ≥ 6 months (Drake 

et al., 2000). Dependant on the methodology, definition of DUP and outcomes, there have 

been reports of mean delays of between 9 to 53.1 weeks in adults (Brunet et al., 2007). 

There is robust evidence to suggest a delay in identifying and seeking support following the 

onset of psychosis is correlated with illness duration, loss of social and occupational 

function, risk of mortality and increase in treatment resistance (Albert et al., 2017). These 

findings have been replicated in an ultralong study (Ichinose et al., 2010), FEP (Marshall et 

al., 2005) and SA samples, where increased DUP was positively correlated with poorer 

somatic and functional outcome (Thirthalli et al., 2011), poorer treatment response 

(Srinivasan et al., 2004) and increased mortality (Ran et al., 2015). 

However, epidemiological research exploring length of DUP across different ethnic groups 

has been equivocal. One study reported a shorter DUP amongst Asian service users 

compared to White British (60 days vs 113 days, respectively) (Ghali et al., 2013). However, 

this have not been consistently replicated, and other research has demonstrated no 

significant group differences in DUP (Iyer et al., 2010), even when accounting for culturally 

mediated illness attributions (Singh et al., 2015). Although, Oduola et al. (2020) report a 

trend for shorter DUP in their Asian sample, differences between groups did not reach 

statistical significance. Methodological limitations of how DUP is measured and ethnicity is 

defined, limits the applicability of these reports.  

There have been speculations that observed similarities in DUP could be due to minority 

groups accessing both formal and informal intervention simultaneously (Singh et al., 2015; 

Islam et al., 2015). Whereas observed differences could be related to “double-stigma” 

experienced by ethnic minorities accessing formal intervention (Gary, 2005) and adverse 

care pathways or negative service experiences, creating a vicious cycle of fear that acts as a 

barrier to formal help-seeking (Degnan et al., 2018). It can be argued here that poor cultural 
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awareness and adaption serves to add to this cycle. This study may help address these 

speculations, by exploring the lived experience of FEP, including help-seeking pathways.  

Pathways to care  

There is substantial evidence to suggest that ethnic minorities have a more complex and less 

desirable route to psychiatric care and that they are more likely to be detained under the 

Mental Health Act 1983 (amended, most recently by the Mental Health Act [MHA] 2007) 

(DoH, 2008) than White patients (Bahl, 1999). In their recent review, Barnett et al. (2019) 

reported that ‘BAME groups’ were more likely to have compulsory admissions to hospital 

compared to White ethnic groups, with Black groups also at highest risk of readmission. Of 

the two studies that specifically looked at the SA ethnic group, results were not significant. 

Overall, they found that UK studies reported significantly increased odds ratios compared to 

international studies, and migrant groups were more likely to be compulsory admitted 

compared to host nation populations. The authors propose that “untested explanations” 

perpetuated in the literature such as lifestyle, cultural health beliefs, clinical characteristics 

and demographic-bound assumptions of minority ethnic groups may explain results.  

Unfortunately, this also appears to be the case for EIS experiences in the UK (Mann et al., 

2014; Oduola et al., 2019). Oduola et al. (2019) compared compulsory admission rates 

across two population-based studies (CRIS-FEP and AESOP) in FEP and reported Black-

African and Black-Caribbean individuals remain three times more likely to be compulsorily 

admitted compared to White British individuals. No data for other ethnic minority groups 

were available in this report. Disturbingly, the authors found that there was a ‘triple 

disadvantage’ if the service user was female, from an ethnic minority and experiencing a 

MH illness, especially for Black-British and Black-African women who were ten times and 

eight times, respectively, more like to be admitted to hospital, than White British women. 

The authors suggest that institutional racism, difference in illness expressions and variation 

in explanatory illness models create a more adverse pathway into care.  

Service engagement 

Research has suggested that in general, people from ethnic minorities are less likely to 

receive MH services than the majority population (De Haan et al., 2013). South Asian 
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individuals are less likely to be referred (Burman et al., 2002), to be recognised as 

experiencing MH difficulties when they present to their general practitioner (GP) 

(Commander et al., 1999), to utilise MH services generally (Baker, 2020; Kapadia et al., 

2018) and for psychosis (McManus et al., 2016) compared to the general population in the 

UK. Recently, Mirza et al. (2019) found that White British individuals were more likely to 

report experience with MH compared to SA, indicated by reporting more contact with MH 

services and more contact with people with MH problems. Mirza and colleagues note that in 

the UK, 1st and 2nd generation SA are 30% less likely than average to access NHS MH services 

(inc. IAPT2), compared to White British who are 3% more likely than average to make 

contact. 

In terms of engagement with EIS, research indicates that SA service users are more likely to 

miss outpatient appointments and be ‘non-compliant’ with medication, with this being most 

prevalent in those of Bangladeshi ethnic origin in this sample (Agius et al., 2010). Others 

have reported 1st generation immigrants had fewer primary care contacts during the six 

months prior to their diagnosis of psychosis, compared to the general population (Kline & 

Thomas, 2018) and that 1st and 2nd generation immigrants experiencing FEP are three times 

more likely to demonstrate treatment attrition than non-immigrants (Quellet-Plamondon et 

al., 2015). Several explanations have been offered, including inadequacy of NHS services in 

addressing religious, cultural and language needs (Chew-Graham et al., 2002), differences in 

help-seeking behaviours (Kirmayer & Bhugra, 2009) and clinicians holding cultural 

stereotypes leading to under referral (Kapadia et al., 2018).  

Two recent systemic reviews have collated help-seeking experiences of Asian MH service 

users. De Haan et al. (2018) reported higher drop-out rates in this group, and this was 

associated with poor therapeutic alliance. This appeared to be mediated by ethnic matching 

of therapist and service user. However, results did not appear to be consistent across 

studies, and there were methodological variations (definitions of ‘SES’, ‘Asian’ and 

 

2 Improving Access to Psychological Therapies is a primary care service especially created to provide accessible 

psychological therapies primarily for those experiencing low mood and anxiety. 
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‘disorder’) which need to be considered in its interpretation. Furthermore, only two studies 

were conducted in the UK, with the majority in the US, which has a different health care 

system, further limiting generalisability. Prajapati and Liebling (2021) reviewed a more 

homogenous set of studies, all conducted in the UK, and reported overall themes of SA MH 

service users feeling distanced from services, experiencing dilemmas of trust and a threat to 

cultural identity. Prajapati and Liebling conclude that further research into the lived 

experience of MH in this population is urgently required.  

Rates of recovery 

Up to one third of individuals experiencing psychosis, who have accessed services, ‘recover’, 

are considered in remission, or are no longer distressed by psychotic symptoms and are able 

to function in society (Bertelsen et al., 2008). Findings regarding recovery from psychosis, 

internationally and across ethnic groups, have been equivocal. In their historic prospective 

study, Harrison et al. (2001) reported epidemiological findings from the International Study 

of Schizophrenia, at 15- and 25-year follow-up. In a sub-analysis, centres in Nottingham, UK 

and Chandigarh, India had better outcomes than other centres. However, earlier work 

looking at the same data set, in a sub-analysis on the “developing” group consisting of 

centres in India (Madras, Chennai and Chandigarh) reported relatively poorer outcomes 

compared to their “developed” counterparts (Hopper & Wanderling, 2000). Results from 

this data set should therefore be interpreted with caution due to poor data quality control 

and inconsistency in reports. Additionally, there are methodological concerns regarding 

baseline diagnosis, heterogeneity in definitions of recovery, selective outcome measures 

and attrition rates. In a more recent meta-analysis of FEP patients, remission rates were 

significantly higher in studies from Africa, Asia and North America, compared to other 

regions, including Europe. Recovery rates were highest in North America compared to 

Europe and Asia. Interestingly, higher rates of recovery were moderated by White ethnicity, 

and lower rates of recovery was moderated by Asian ethnicity (Lally et al., 2017). 

Overall, the limited number of large-scale studies and methodological concerns make it 

difficult to make any substantive claims about rates of recovery nationally and 

internationally. Currently, there are no robust data on recovery rates in those from the SA 

community residing in South Asia compared to those who have emigrated to the UK.  
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Exploring lived experience of psychosis  

Exploring the lived experience of psychosis is an expanding field of research. Within the 

growing literature, first person accounts have provided increasing knowledge of the concept 

of psychosis, beliefs about the factors that contribute to its presence and in some cases 

persistence. The seminal meta-synthesis conducted by McCarthy-Jones et al. (2013) 

identified how people experienced psychosis (e.g. loss, rebuilding lives and hope), made 

sense of these experiences (e.g. biomedical and/or spiritual explanations) and perceived 

contributory factors (e.g. ACEs, trauma, iatrogenic effects of intervention). However, a 

notable limitation in the context of the current study is that all studies were restricted to 

Western European and North American populations and there was limited representation 

from different ethnic minority groups across the 97 studies included for synthesis.  

More recently, Hansen et al. (2018) conducted a meta-synthesis of the experience of 

psychosis in those accessing EIS. Themes of feeling ‘something is wrong and confusion’, ‘loss 

of autonomy’, ‘recovery and reconnecting’ and ‘stigma and vulnerability’ were identified 

across studies. A strength of this synthesis is its attempt to capture first person experience 

of FEP. However, as with the previous synthesis, these first-person narratives were 

described predominantly by White individuals, thus limited in capturing cultural specific 

issues and differences. Interestingly, although the authors suggest various other ethnicities 

were represented, this information was not readily available. Furthermore, and as noted by 

the authors, this synthesis was conducted by White, middle-class individuals positioned 

within the MH care system and therefore this orientation alongside being situated in a 

Western culture may have impacted interpretations and what was identified as salient.  

Interpretative Phenomenological Analysis (IPA) investigations of the lived experience of 

psychosis and have identified several key findings. For example, the role of the voice(s) and 

the relationship with the voice(s) (Rácz et al., 2017). Similarly, Mawson et al. (2011) 

identified themes related to the voice(s) identity, the impact of voice hearing on sense of 

self, control and voice hearing and the impact of voice hearing on interpersonal 

relationships. In an investigation of the experience of delusions (Todd et al., 2009) 

participant’s described feeling fearful, experiencing a sense of uncertainty and loss and 

adjustment to experiences. In studies looking at broader experiences of psychosis, using 
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IPA, themes of external and internal stigma (Knight et al., 2003), trauma of acute FEP 

experiences (Dunkley et al., 2013) and self-criticism and self-compassion (Waite et al., 2015) 

have been reported. As with the wider literature in this field, these studies are limited by 

exploring experiences of White service users (Mawson et al., 2011), using heterogenous 

mixed-ethnicity samples (Waite et al., 2015), a single symptom approach and a 

heterogenous nomenclature of psychosis (Rácz et al., 2017; Todd et al., 2015).  

Lived experience of psychosis in SA community: A scoping review 

A scoping review to identify research exploring the lived experience of psychosis for SA 

individuals identified 13 studies. Six were cross-sectional studies conducted in South Asia 

(Shah et al., 2019; Naeem et al., 2016a; Saravanan et al., 2008; Corin et al., 2005; Tirupati & 

Thara, 2001; Ahmad et al., 2017). Three were cross-comparative studies, of which one was 

across South Asia and Canada (Iyer et al., 2010), one across South Asia, US and Ghana 

(Luhrmann et al., 2015) and one across South Asia and the UK (Suhail & Cochrane, 2002). 

Lastly, four studies explored the experiences of SA migrants (1st and/or 2nd generation). One 

study was conducted in Canada (Virdee et al., 2017). Three studies were conducted in the 

UK (Connor et al., 2016; Dein & Sembhi, 2001; Weatherhead & Daiches, 2010), all using 

heterogenous SA samples.  

Four of the five cross-sectional studies conducted in South Asia explored service user and 

family member illness beliefs. Reports suggested people held one predominant belief (e.g. 

psychosocial stress) (Tirupati & Thara, 2001) or a combination of psychosocial stress, 

spiritual or religious illness beliefs (such as magico-religious influences, Jinns3 and black 

magic) (Shah et al., 2019; Naeem et al., 2016a; Saravanan et al., 2008). Illness beliefs 

appeared to impact the type of help sought, and studies reported service users using non-

medical healers (Naeem et al., 2016a), temple healing and prayers (Saravanan et al., 2008) 

and traditional healing practices before, during and after formal service intervention (Shah 

et al., 2019). Shah et al. (2019) suggested stigma was evident in the use of the term “pagal” 

(loosely translated as “crazy”) which family members used to describe service users. This 

 

3 In Islamic belief Jinns are described as supernatural creatures. 
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was echoed in Saravanan et al’s (2008) report of the general public perceptions of psychosis 

characterised as loss of control, being lazier and more uninhibited. 

Corin et al’s (2005) primary focus was on comparison of experiences and understanding 

between female service users diagnosed with schizophrenia and family members. The 

authors noted convergence across accounts regarding symptom descriptions, social 

isolation, increased aggression, withdrawal and across illness beliefs (evil spirits and black 

magic). Divergence was noted in level of support provided by different family members 

(parental vs. in-laws).  

However, several limitations should be considered in the interpretations of these findings. 

Some studies had a heterogenous sample (Shah et al., 2019; Naeem et al., 2016a; Corin et 

al., 2005; Tirupati & Thara, 2001) e.g. diagnosis, duration of experiences and length of time 

in services (which may have impacted exposure to different conceptualisations) and 

integrating service user and family perspectives. In addition, Saravanan et al. (2008) used 

case vignettes (which may have prompted people to think in a certain way) and both this 

study and Naeem et al’s (2016a) lacked multiple coders for their qualitative analysis.  

Ahmad et al. (2017) reported that seeking alternative treatment (e.g. traditional faith 

healer), ‘lack of insight’, poor economic status and using psychoactive substances as an 

alternative or consequence of illness were associated with treatment non-adherence and 

relapse in their sample. The authors suggest that engagement in traditional healing 

approaches for spiritual explanations of MH illness such as “Jinn”, “Peeri/faqeer” and 

“Ta’wiz” are prevalent in Pakistan. However, other potential factors may have contributed 

to relapse and the study is limited by no control group for comparison.  

Overall, in these studies the focus appeared to be specifically on illness beliefs and help-

seeking, and there remains a gap in the literature exploring the broad experience of 

psychosis in SA individuals. There are some specific cultural issues that require further 

exploration in this group, such as internalised stigma for service users, pluralistic 

explanatory models and underlying reasons for help-seeking choices.   

One multi-site study explored outcomes and experiences in a FEP sample across Chennai, 

India and Montreal, Canada (Iyer et al., 2010). Iyer et al. (2010) identified no differences in 
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DUP, but a significant difference in age of entry into services, 29.26 vs. 22.74 years old, 

respectively. Higher family involvement was observed in the Chennai sample, and this 

sample showed greater improvement in negative symptoms and social and occupational 

functioning after one year. No differences were observed in outcomes for positive 

symptoms between both groups. Findings suggest there are differences in age of entry 

between groups and there is an impact of sociocultural context on intervention and 

outcomes in FEP. However, variation may also be due to differences in mental health 

systems (inc. referral pathways) and assessment methods between countries. Some 

research has suggested social development stage and age of onset are associated with 

outcome and attrition rates (Häfner et al., 1999). A qualitative exploration of FEP has 

potential to extend and introduce further insight, for example, regarding potential 

protective factors in this group such as family involvement.  

Luhrmann and colleagues conducted a single-symptom qualitative study, exploring the 

experience of voice hearing in service users across San Mateo, US, Chennai, India and Accra, 

Ghana (Luhrmann et al., 2015). All three groups reported hearing good and bad voices, 

conversing with the voices and positive and negative appraisal of experiences. However, 

those residing in Chennai and Accra reported better quality relationships with their voices, 

compared to the San Mateo sample who characterised voices as markedly more “harsh and 

violent”. Furthermore, the San Mateo sample attributed voices to “brain disease” compared 

to Chennai and Accra sample who described spiritual or magical beliefs. This research 

suggests there are important difference between how Western and non-Western 

individuals experience and interpret psychosis experiences. The authors suggest that this 

may be due to the former groups being more comfortable interpreting voices as another 

relationship in their world, and not a sign of a violated mind. Whilst this methodology offers 

value, it risks reducing the experience of a multifaceted phenomenon. Where there is a 

dearth in literature, there is perhaps value in exploring the experience of psychosis in its 

broadest sense.  

Suhail and Cochrane (2002) explored the effects of culture and environment on the 

phenomenology of delusions and hallucinations, in three cohorts: British Pakistani (BP, 

n=53), Pakistani individuals residing in Pakistan (PP, n=98) and White British (WB, n=50). 

Greatest differences were observed between the PP and WB groups, with BP reportedly 
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being in the middle. There did appear to be an overlap in the phenomenology of experience 

between the PP and BP group, suggesting there is a degree of influence of culture. However, 

their methodology was content analysis of medical records and key worker reports, and 

thus was based on the perception and interpretation of the HCPs taking the notes, rather 

than the service user themselves.  

Overall, these comparative studies suggest that there are important differences and some 

similarities between groups in their experience and interpretation of psychosis. However, 

with the exception of Suhail and Cochrane’s work, little research has been conducted to 

identify differences in the experience of SA residing in their country of origin and the UK. 

Although Suhail and Cochrane’s work is an important addition to the field, its focus on the 

phenomenology of symptoms and methodological limitations, limits its scope to capture the 

broader lived experience of psychosis in a UK SA population.  

Four studies explored the experience of psychosis in SA migrants. Shame, stigma, 

discrimination, social and structural barriers were reported to impede help-seeking across 

these studies. Additionally, illness experiences were reported to influence participation and 

interaction with the wider SA community (Virdee et al., 2017). Both Virdee et al. (2017) and 

Weatherhead and Daiches (2010) reported participants attributed MH illness to 

psychosocial factors (e.g. stress or drug use) and in the context of spiritual/religious 

frameworks e.g. punishment from God, witchcraft, spirits and black magic. Interestingly, 

some participants reported that they felt although clinicians were open to hearing 

alternative perspectives, they did not actively provide any intervention in line with these 

ways of understanding (Virdee et al., 2017). In Connor et al’s (2016) UK-based study in 

service users experiencing FEP and their family members, participants reported several 

other barriers to help-seeking, including a negative family response to illness, poor MH 

knowledge, ‘rationalising and normalising’ signs of illness and preferences for coping inside 

the family and using formal and informal support. Pluralistic intervention was also reported 

by Dein and Sembhi (2001) and Weatherhead and Daiches (2010). Dein and Sembhi (2001) 

suggest that those migrating to the UK from South Asia maintain traditional values and 

beliefs, however these are influenced by the process of acculturation, specifically a 

Eurocentric understanding of illness where there is a high degree of biomedical hegemony. 
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Weatherhead and Daiches (2010) conclude that current services are ill-equipped to address 

the co-existence of Western secular and Islamic religious beliefs. 

Overall, studies conducted in migrant SA individuals suggest there are several intersecting 

cultural factors that need to be given further consideration in this population. Current 

research in this group is limited by heterogenous samples, including mixed ethnic groups 

(Connor et al., 2016) and heterogenous MH illness experiences and countries of origin 

(Weatherhead & Daiches, 2010; Dein & Sembhi, 2001) or a focus on a single cultural 

dimension (Dein & Sembhi, 2001). Notably, no studies identified for this review explored the 

broad lived experience of FEP in British SA service users, using Interpretative 

Phenomenological Analysis. This would allow for exploration of an experience from the 

position of the person, and moves beyond making comparisons based on category 

membership.  

Illness beliefs 

When faced with a health-related threat, Carter et al. (2018) propose that one will 

automatically develop a cognitive appraisal of the problem. Causal explanations are a set of 

assumptions that one can hold regarding the origin of a particular phenomenon. 

Explanatory models (Kleinman, 1980) concern the understanding of how culturally shared 

beliefs influence the understanding and explanation of the illness and its symptoms. 

Research suggests beliefs about physical and MH impact pathways to care (Patel et al., 

1995), and can significantly predict outcomes (Petrie et al., 2008; Lobban et al., 2004). Patel 

et al. (1995) notes that the response of the individual is usually dependant on the cultural 

framework that allows them to understand their experiences and which make sense to 

them.  

There is evidence suggesting that service users and carers from BAME groups generally 

receive poorer services (such as poorer ‘responsiveness’ of services to service users 

individual needs such as cultural, linguistic, lifestyles or faith, increased risk of involuntary 

psychiatric section), poorer quality of services (e.g. inequalities in access, variation in 

treatment options offered) and poorer outcomes than White British individuals within 

mental healthcare (DoH, 2005).  It therefore seems vital for HCPs to engage with and better 
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understand service users and their families in a way that matches meaningfully to their 

understanding of their experiences (Bhui & Bughra, 2002).  

Carter et al’s (2017) systematic review identified three categories of causal illness beliefs: 

psychosocial (recent stress, trauma, lifestyle and behaviour), biogenetic (genetics, 

neurological, disease) and spiritual (God’s will, specific cultural beliefs and fate). The authors 

noted the former two categories appeared predominant in “developed” countries and the 

latter was most strongly held in “developing” countries. The review also indicated that 

beliefs can significantly influence the type of help-seeking (e.g. medical, spiritual), treatment 

outcomes (attitude towards treatment, satisfaction with therapeutic relationship, 

remission) and contribute to the experience of stigma. However, this review did not include 

any studies exploring illness beliefs in a FEP sample.  

Studies exploring illness beliefs in SA residing in South Asia report spiritual and religious 

illness beliefs are commonly held alongside psychosocial and/or biological explanations 

(Dutta et al., 2019; Johnson et al., 2012), and sometimes this can lead to seeking support 

from traditional and faith healers (Dutta et al., 2019; Ahmad et al., 2017) or using religious 

remedies such as visiting a healing temple, Dargan (shrine of Muslim saint), priest, maulvi 

(faith healer with expertise in Muslim law) or astrologer (Chakraboty et al., 2013) before 

seeking specialist support. Bhikha et al’s (2012) review indicates that individuals can hold 

separate and sometimes paradoxical illness beliefs simultaneously, allowing for sense-

making that incorporates culturally sanctioned values and norms and involves seeking 

pluralistic intervention. This current study can extend these findings and explore illness 

beliefs in those that have migrated and live in another culture.   

Whilst attitudes, values and the belief systems can be transmitted by family/community and 

intergenerationally, and may contribute to the conceptualisation of FEP, the perceived 

cause(s) of it, the severity and prognosis, along with treatment preference; country of 

residence also appears to be a significant factor in the experience of psychosis. In Suhail and 

Cochrane’s (2002) study described earlier, they found local cultural resources (country of 

residence) explained more difference in content than did ethnic cultural resources (country 

of origin). This is an important area to examine in the SA community, as not only are they 

ethnic minorities but they also exist in a different normative environment, the impact of 
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which has been given little academic attention. There is a risk of British SA experiencing 

discrimination based on their ethnicity (Major & O’Brien, 2005), but also based on their 

requirement of acculturation, meaning they are expected to adopt a new culture and its 

social norms (e.g. MH beliefs) which can be challenging (Sam & Berry, 2010).  

Where research has explored illness beliefs in UK populations, several notable differences 

between UK White British and SA communities have been identified. The seminal work by 

McCabe and Priebe (2004) explored explanatory models in UK African, Bangladeshi, West-

African and White 2nd generation individuals diagnosed with schizophrenia. They found that 

26.9% of the Bangladeshi sample and 28.6% of the West-African sample cited supernatural 

causes vs 0% of the White sample, who largely cited biological causes.  

Later, Bhikha et al. (2015) explored illness beliefs in a British SA sample (n=45) using the 

short explanatory model interview (SEMI). The majority of participants cited a supernatural 

cause of illness as their first response (n=25), two participants attributed a biomedical 

cause, one participant didn’t know and suspected ‘nazar’4 and 17 participants attributed 

psychosocial stress, including trauma. A large portion of this sample were seeing a 

traditional healer alongside medication (n=35) suggesting they held a dual explanatory 

model of illness beliefs. Interestingly, some participants reported psychosis as a disorder 

that needed professional help but did not report the symptoms as an illness. This suggests 

that although individuals recognised the term psychosis, their interpretation of the 

symptoms or the diagnostic label of psychosis was different from that of a MH professional. 

These results also suggest that people can hold different and contradictory explanations and 

treatment models to help sense-making. As this study used the SEMI it might not have fully 

captured how participants made sense of their experience of psychosis. It can be argued 

that given beliefs and practices within and between groups are highly variable, can be 

internally inconsistent, situation driven and dependant on other variables such as SES, 

ethnicity or religion, the impact of culture in illness belief is hard to assess in a structured 

questionnaire. The present study will aim to extend these findings by conducting a more in-

 

4 ‘nazar’ was translated to ‘evil eye’ in the paper. 
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depth analysis focussing on how psychosis unfolded and was made sense of in this 

population.   

Broader work exploring family and community illness beliefs of FEP has also indicated 

culture specific understandings of psychosis and its treatment (Penny et al., 2009; Monteiro 

et al., 2006) and associated this with delays in accessing formal intervention (Carter et al., 

2017; Islam et al., 2015). Along with clinician reports of poor experience and training in 

treating different cultures (Islam et al., 2015), qualitative studies have identified that there 

is incongruence between Western and non-Western understandings of distress, that formal 

services are only accessed at point of crisis and family honour can play a role (Chew-Graham 

et al., 2002). Sheik and Gatrad (2000) propose that Eurocentric models of care are ill 

equipped to understand Muslim narratives, such as an Islamic perspective that 

psychological difficulties such as depression and anxiety are indicative of an unsound 

spiritual heart. These differences could be mirrored in help seeking behaviours, e.g. HCP vs 

prayer, religious leader or family support, and compounded by poor cultural sensitivity in 

MH services. 

Incongruence in illness belief models may also have a significant impact on perceived insight 

in psychosis. Psychoses are often characterised by ‘poor insight’, where the individual holds 

a different interpretation of what is happening to that held ‘true’ by the culture in which 

they sit (e.g. the medical model in Eurocentric culture). If the dominant clinical language is 

not taking an individual’s experiences into account, it might make it more difficult to 

understand the phenomena they are encountering and engage with service users’ belief 

systems. Furthermore, alternative conceptualisations may be mislabelled as poor insight 

and serve to devalue the service user’s perspective.  

In this context, insight relates to acceptance of a dominant service model, a culturally 

constructed explanation of experiences that individuals must subscribe to. This may lead to 

cognitive dissonance and serve to endanger the therapeutic relationship and engagement 

with services. Indeed, insight in itself is a cognitive and social construction of the self and as 

such it is profoundly shaped by cultural beliefs and practices. Rather than being a binary 

concept, insight should be considered in relation to the individual who is experiencing 

psychosis, their family, health care provider, and the wider social context. In this respect 
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without stereotyping, insight has to be understood as context dependant and as a response 

to the cultural meaning of the psychotic experience.  

Overall, research suggest there is variation in the epidemiology, DUP, service access and 

engagement and recovery for those belonging to a SA ethnic minority group. However, 

methodological limitations and underrepresentation of this group in samples restricts 

drawing firm conclusions. Significantly, research demonstrates that the experience of 

psychosis can vary across groups. Exploration of illness beliefs suggests that religious beliefs 

can affect how individuals conceptualise their experiences (and this may be at odds with a 

Eurocentric system) and understand the causes of illness. Cultural beliefs and norms can 

affect how the individual and those around them perceive MH difficulties and help-seeking 

resources. Furthermore, it appears that explanatory models are not mutually exclusive, 

multiple explanations can be held simultaneously, and treatment within this population can 

be pluralistic. However, relatively little is known about the broad experience of FEP in British 

SA and if and how different explanatory models interact with each other to influence help-

seeking, illness experiences and recovery. It appears that whilst our knowledge of 

alternative illness explanations is increasing, this has not been translated into improvements 

in access to care and outcomes for SA service user’s (Fitzpatrick et al., 2014). To address this 

issue, an exploratory study was conducted focussing on how British SA individuals make 

sense of their experiences of FEP, within the context of a particular cultural and service 

delivery setting.
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Chapter 2 

- Methodology - 

This chapter will begin by providing a brief introduction to exploring the lived experience, it 

will then outline qualitative approaches and provide justification for the chosen approach, 

Interpretative Phenomenological Analysis. It will also provide a detailed summary of the 

research context, design and process along with an explanation of the ethical 

considerations.   

Exploring the lived experience  

There are two somewhat divergent ideologies in which cross-cultural research can be 

approached, although they are by no means mutually exclusive, and both hold value. Etic 

and emic are neologisms introduced to anthropology from linguistics (Mostolamsky & Rota, 

2020) and relate to how cultures can be studied. It can be said that the conceptualisation of 

psychosis has largely been based on ‘etic’ knowledge, in that it has been typically, and some 

would argue continues to be defined by those that have not themselves had lived 

experience of the phenomena. In this sense, the research is approached from an observer 

or theorist perspective (Davidson et al., 2004). Under the etic perspective, it is argued that 

mental illness is a universal concept under which Western instruments and diagnostic 

criteria are perceived to be globally valid and applicable. The ‘emic’ approach looks to 

obtain knowledge via those with lived experience, and places value in the subjective 

viewpoint. An emic perspective can be utilised to examine the local cultural context in which 

psychosis occurs.  

Given that the experience of psychosis in those from a SA background is relatively under 

explored, and in order to ethically utilise the lived experience to inform our understanding 

and healthcare provision, a qualitative inquiry from a phenomenological perspective is likely 

to be best suited.  
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Justification of methodological approach 

Qualitative approaches are often used for the study of lived experiences and situational 

meaning and are recommended for research that requires initial exploration. A qualitative 

approach will allow for the investigation of how people make sense of their experiences via 

the collection of open, reflective and informative responses. In this study, it will allow for an 

in-depth exploration of the rich complexities and nuances of the experience of psychosis in 

a SA population from the perspective of those being studied (Elliot et al., 1999). As noted by 

Chamberlain et al. (2008) the aim in qualitative research is not to predict, but rather to 

describe and understand experiences. This method of research is rarely, if ever, value-free 

(Carr, 1995), and the researcher’s own values and assumptions will inevitably influence 

perceptions, the positions taken and the methodology and methods adopted. Therefore, it 

is explicitly acknowledged that the methodology is driven both by the research questions 

and the researcher’s own theoretical assumptions (Lyons & Coyle, 2016).  

Theoretical underpinnings of qualitative methodology 

Epistemological philosophies that underpin qualitative methodology, lie on a continuum, 

with several positions between the poles. Each position provides a different means of 

explaining how knowledge is acquired, and how one makes sense of the world. A 

realist/positivist position argues that objective reality is discovered via objective processing 

such as observation and deductive reasoning. On the other hand, a radical constructionist 

position, argues that there are multiple identities, and these are produced and maintained 

via social and cultural processes. Between these positions, there is contextual 

constructionism, which proposes that knowledge is a context-dependant construct. In that a 

single phenomenon can be understood in multiple ways, depending on the idiographic 

perspective of the individual, and therefore all knowledge is provisional and relative (Madill 

et al., 2000).  

Of the three philosophies, the two that sit at either end of the continuum of knowledge 

acquisition do not fit within the aims of this research study. The realist position does not 

consider an individual’s lived experience of a phenomena, in this case psychosis, and the 

radical position focusses on the way language and discourse shape experience and the self 
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and argues that there is no absolute basis for knowledge. The contextual constructionist 

position fits best with the aims of this research, given its focus on the experience of 

psychosis from a subjective viewpoint. Adoption of this position allows for the exploration 

of an individual’s experience in the knowledge that the researcher is not attempting to 

reveal one objective reality. Within this position, it is the responsibility of the researcher to 

characterise the perspective of the participants, ensuring that findings are grounded in their 

actual representations (Tindall, 1994).  

In the adoption of an epistemological position in qualitative research studies, it is also 

prudent to consider one’s ontological position. Ontology is concerned with the nature of 

being and reality (Smith, 2004). This too exists on a continuum, broadly categorised under 

realist, relativist and anti-realist positions. A realist position argues that there is a single, 

objective and independent reality, which individuals have a linear relationship with and that 

what is perceived is the “true” world (Willig & Rogers, 2017). An anti-realist position argues 

that reality is only ever subjectively constructed and there are no objective values or 

normative facts. A relative-realist position is adopted, as this study is not concerned with 

producing a true objective account and aims to gain an understanding of how individuals 

make sense of their experiences of psychosis from a subjective standpoint.  

Methodological frameworks 

There are several methods, tools and approaches for collecting and analysing data in 

qualitative research, each of which come with their own philosophies and 

advantages/disadvantages. Grounded theory, discourse analysis, narrative analysis, and 

interpretative phenomenological analysis are considered amongst the main approaches and 

there is a degree of overlap between them (Lyons & Coyle, 2016). Grounded theory (Glaser 

& Straus, 1967) aims to develop a theoretical account of a particular phenomenon (Smith et 

al., 2009). This approach would have been appropriate for this study, if the aim was to 

develop a theory about the process by which ethnicity affected the experience, 

development and maintenance of psychosis. Discourse analysis is primarily interested in 

power, interaction and communication and is based in the social constructionist school of 

thought (Smith et al., 2009). Although this method can be considered appropriate for this 

study, the primary aim here is to interpret the sense-making of individuals within their 
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contexts, and not to focus on language used and discursive representations. Narrative 

analysis is also a method rooted in social constructionism and is primarily interested in the 

content of people’s stories, the structure of narratives, and the constraints and 

opportunities placed within them (Smith et al., 2009). This is an element of this research. 

However, although participants are invited to share their narrative, the primary aim here is 

to explore how individuals have made sense of their experiences. 

Interpretative Phenomenological Analysis (IPA) 

A central aim of IPA is to obtain a detailed narrative of a given phenomenon from the 

person who has lived experience of it. IPA allows for the systematic interpretation of these 

narrative accounts to help us understand the meaning individuals have ascribed to their 

experiences (Smith et al., 2009). The central aims of IPA are therefore twofold: to obtain an 

‘insider’s perspective’ of the phenomena under study via listening intently to the 

experiences described by the individual experiencing it and to attempt to interpret the 

accounts to gain an understanding of what sense people have made of their experiences 

within their context (Larkin et al., 2006). IPA is a widely utilised methodological approach, 

exploring empowerment in young people with psychosis (Grealish et al., 2013), mindfulness 

groups (Dennick et al., 2013) voice hearing (Rácz et al., 2017), delusions (Todd et al., 2010), 

stigma and psychosis (Knight et al., 2003) and trauma and psychosis (Dunkley et al., 2015). 

However, it is yet to be used to explore the broad experience of psychosis from the 

perspective of SA individuals. 

Theoretical underpinnings of IPA 

The three central theoretical concepts of IPA are phenomenology, hermeneutics, and 

idiography (Smith et al., 2009). Phenomenology is concerned with the examination and 

understanding of people’s lived experience. The aim is to be transparent about fore-

conceptions and actively incorporate this into the research and analysis process via 

reflexivity. One way is via “bracketing” (Husserl, 1927), referring to separating the 

researcher’s preconceptions to gain a deeper understanding of an individual’s reality. 

However, this has been challenged (Smith et al., 2009) and therefore the concept of 

“bridling” (Vagle, 2009) will be adopted, referring to reflecting on the process of conducting 
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the research and how sense was made of the data. The second theoretical underpinning 

concerns hermeneutics. A double-hermeneutic position is adopted, in that there are two 

levels of sense-making: “whereby the researcher is trying to make sense of the participant, 

trying to make sense of what is happening to them” (Smith, 2011). The third theoretical 

underpinning of IPA is idiography. Under this concept, less concern and attention is given to 

making claims that are generalisable at a group or population level, but rather to the 

process of intensive and detailed analysis of each case individually (Larkin et al., 2006) to 

create a personal account of a phenomena. In this study idiographic commitment will be 

demonstrated via the inclusion of extracts from the transcripts to illustrate individual 

experiences and sense-making. Whilst single-case studies can provide valuable perspectives, 

Smith et al. (2009) describes a process of also achieving the idiographic element via a 

detailed examination of individual cases which are then subjected to cross-case analysis to 

explore convergence and divergence (Smith et al., 2009). The aim of this study is to 

demonstrate existence rather than incidence (Smith et al., 2009) and show us that, or how 

something is. Its aim is to help identify any flaws in existing theoretical claims for a 

population, and ways to revise theory and practice.  

Rationale for selection of IPA  

IPA allows for a potentially deeper insight into what people have experienced, how they 

have constructed their world, and factors they think and believe are important in their 

understanding of why they have experienced psychosis in a certain way. In this way, 

participants are themselves encouraged to (re)interpret their lived experience and reflect 

on the conditions that surround their psychotic experience in reference to past events and 

histories, but also in the context of their social-cultural framework to help us understand 

the cultural position of the experiences. An IPA approach also sits well with the 

epistemological position of contextual constructionism, as noted earlier, as the focus here is 

not on obtaining objective knowledge but recognising that knowledge is context dependant 

in which the researcher/interpreter plays an active role.  
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A key consideration in the adoption of IPA 

One noteworthy ‘limitation’ of IPA in this research context is its reliance on language, 

specifically the availability of language to articulate one’s experiences and then the 

interpretation of that. IPA critics argue that language is limited to telling us how people talk 

about their experiences rather than their understanding of the actual experience (Willig & 

Rogers, 2017). IPA proponents acknowledge that meaning-making takes place in the context 

of narratives, discourse and metaphors and that whilst the primary aim is to gain insight, 

this is intertwined with language (Tuffour, 2017). Smith et al. (2009) propose that how one 

talks about experiences can be directly linked to how one feels and thinks about them, and 

therefore there is a role for the researcher to interpret this in order to gain an 

understanding of how the individual has made sense of their experiences (Smith, 2011). One 

could also argue that this central critique is further complicated by the addition of the 

researcher’s active role in the analysis and interpretation process, which Brocki and 

Wearden (2006) argue is limited to the researcher’s ability to interpret, reflect and make 

sense of the data. However, as with other methodological approaches, comprehensive 

analysis guides are available to aid the researcher in the clear, transparent and systematic 

process of data analysis (Smith et al., 2009). What is appealing about this process is that IPA 

allows for flexibility and does not advocate for the strict prescription to the steps and stages 

in a linear fashion, instead to treat the data in an iterative and interactive manner guided by 

the general principles underpinning this methodology.  
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The lived experience of psychosis: the research aim 

Following, the recommendations of Pietkiewicz and Smith (2014) regarding epistemological 

reflexivity, defining the research question was followed by development of the research 

design and interview schedule. During this process the following research aims were taken 

into account:  

• to elicit the lived experience of psychosis. Its aim is not to develop a theory or 

construct of psychosis, nor causal relationships, associations, or explanations. 

• to investigate people’s broad experience of psychosis, in the context of the service 

setting and their cultural and ethnic background, rather than a study of psychosis in 

isolation. 

• to elicit a deeper understanding of the lived experience of psychosis in those from a 

marginalised population. 

• to be embedded in the phenomenological paradigm and use emic knowledge.  

• to be transparent regarding pre-existing fore-conceptions of psychosis and SA 

ethnicity, given the researcher’s own knowledge and experience of people living 

with psychosis and ethnic background. 

This process led to a broad primary research question: 

How do British South Asian individuals experience and make sense of psychosis?  
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Method and Procedure 

Research Design 

This study is utilising IPA to re-examine assumed knowledge. As outlined in the previous 

section, IPA uses a qualitative approach for the detailed examination of the lived experience 

of a phenomenon; in this study this is the exploration of the lived experience of psychosis in 

individuals who self-ascribe to a SA ethnic minority group.  

Research Context 

This research was carried out in an Early Intervention Service for Psychosis in West 

Yorkshire, United Kingdom. West Yorkshire is home to several immigrant communities from 

South Asia (ONS, 2011). It is therefore considered an appropriate location to undertake 

research relating to this population. It is noteworthy that the district within which the study 

was conducted experiences significant discrepancies in social poverty and inequality 

compared to the rest of the nation (Health and Wellbeing Profile, 2020). There is a large SA 

population within this area and quantitative data evidencing major gaps and unsustainable 

pressure on psychiatric support, and poorer engagement of MH services within the SA 

community (Mental Wellbeing Profile, 2016-2021; Tackling Health Inequalities for BAME 

Communities and Colleagues, 2020). As is the case more broadly in the NHS, this district also 

notes poor workforce diversity. Only 21% of the NHS workforce identified as from a BAME 

background, with even fewer in senior positions (19%) (Equality, Diversity and Inclusion 

Annual Report, 2020). 

The EIS works with individuals between the ages of 14 and 65 years old who are 

experiencing FEP. Table 1 illustrates ethnicity of patients discharged between 2016 – 2018, 

reflecting the demographics of the district. EIS provide a three-year early intervention 

programme during which time service users can access psychological therapies, medical and 

social interventions. The aim is to provide an MDT service to facilitate support and recovery 

and improve everyday functioning. Staff include a range of HCPs such as social workers, 

clinical psychologists, occupational therapists, support and development workers and 

psychiatrists. Although recruitment from charities and other NGOs was considered to 

include as many different and diverse voices as possible, it was ultimately felt to be 
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unsuitable due to the requirement of obtaining a degree of relative homogeneity in the 

sample. 

Ethnicity  Current 
Caseload  

Duration of involvement 
with EIS (mean days) 

Asian Pakistani 97 986 
Asian Bangladeshi 77 971 
Asian Indian 6 898 
Asian Other 15 751 
African 10 652 
Black Caribbean 5 873 
Nigerian 2 338 
Black other 4 893 
White British 154 856 
White other 25 687 
Arab 2 889 
Former USSR 3 1295 
Other 13 915 
Not Known 43 787 

Table 1. Demographic information for Early Intervention Service. 

Sampling 

Within the IPA approach, it is stipulated that the sample consists of a homogenous set of 

participants who have lived experience of the phenomena being explored, whilst avoiding 

‘identikit’ participants (Smith et al., 2009). This is to allow for a level of convergence and 

divergence in individual accounts and the development of shared sense-making of 

experiences. Due to its idiographic nature and in-depth analysis of individual cases and 

experiences, relatively small sample sizes are deemed appropriate for IPA research designs. 

Smith et al. (2009) recommend between six to ten participants is an acceptable range for 

IPA. With this in mind, this study used a purposive sampling to identify a relatively 

homogenous group. For this research study this included individuals experiencing psychosis 

and self-ascribing to a SA ethnic minority group. No exclusionary criteria were applied 

regarding participants emigration status (e.g. those seeking asylum, 1st generation, 2nd 

generation etc.). Inclusion was regardless of gender, sexual orientation or disability and 

other protected characteristics. 
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This aim of this study is to provide a degree of ‘theoretical transferability’ whereby, links can 

be made between individual experiences, the collective findings and the existing literature, 

thus allowing for a more comprehensive understanding of a phenomena (Smith et al., 

2009). The aim here is not to create a generalisable, definitive account of the lived 

experience of psychosis in SA people, but to explore and contribute to the emerging picture 

regarding the impact of ethnic and cultural nuances on lived experience. It is anticipated 

that these results can be synthesised to begin to form a more comprehensive picture of the 

experience of psychosis in different BAME groups, which may help develop culturally 

informed practice. Some demographic information will therefore be provided to allow for 

transparency and to build a picture of the experience of psychosis in people from a 

marginalised group.  

Data Gathering 

There are several methods of gathering data, of which focus groups, structured interviews 

and semi-structured interviews are popular. Whilst focus groups would allow for the 

collection of data from multiple participants simultaneously, this may be limited by group 

dynamics and interactions. In the context of personal experiences, a group setting may 

hinder sharing, for example if they are distressing. Structured interviews on the other hand, 

would allow for focussed data collection via predetermined categories. However, these may 

be overly constrained and limit the phenomenological exploration of complexity and 

ambiguity (Smith, 1996). Semi-Structured interviews would allow participants to guide the 

interview, raise topics pertinent to themselves and create their own narrative about their 

experiences, whilst maintaining a scaffolding around areas relevant to the research aims 

(Smith et al., 2009). However, they are limited, in that the researcher has less control, 

interviews can be lengthy, and analysis is more complex (Smith & Osborn, 2007).  

As little is known about the lived experience and meaning-making of psychosis in those from 

a SA minority group, it seems appropriate to allow participants flexibility in their answers. A 

semi-structured interview method seems to be the best approach to eliciting information 

about psychosis to allow the participant to create a rich and nuanced picture (Smith, 1996).  
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Semi-structured interview schedule 

A semi-structured topic guide (appendix I) was developed in an iterative manner based on 

the researcher’s clinical and research experience, the current literature, support from 

supervisors, colleagues and service user consultants (see below). The aim was for the 

questions to be open and general in order to avoid leading questions or imply there is a 

right or wrong answer. The opening questions were designed to invite the participant to talk 

about why they wanted to take part in this research and the first time they noticed or felt 

something was different. Further questions, prompts and probes were developed to be 

used flexibly depending on what the participant discusses in order to explore their 

experience of psychosis in more depth.  

Service user consultation 

Consultation on the study documentation (e.g. Participant Information Sheet (PIS) and 

Consent Form) and semi-structured topic guide was provided by one service user group (a 

Hearing Voices group) and the Leeds Help from Experts by Experience for Researchers 

(HEER) group. Both groups were approached prior to ethical approval and data collection. 

Both groups included a mixed ethnicity demographic. Each group started with a short 

presentation by the researcher outlining the study, followed by a discussion of acceptability 

of the study concept. This was then followed by dissemination of the study documentation 

and participants were given time to look through and note any comments, in writing and 

verbally. The hearing voices group commented that the topic guide appeared sensitive and 

understandable, and that the questions were appropriate in the context of the aims of the 

research. Service users remarked that the PIS was a lengthy document but was 

understandable and acceptable. One service user mentioned that some participants might 

need further clarification and reassurance regarding the use of audio recording equipment, 

which was noted. One service user suggested amending the phrasing of item 6 in the 

consent form to replace the word harm with risk. 

The HEER group made some detailed comments on the PIS:  

1. Sense-making changed to understanding in title. 

2. Wording changed to say they have experienced psychosis. 
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3. Wording changed to clarify withdrawing. Defining what is meant by transcription, 

anonymised and analysed. 

4. Adding where the interviews will be held. 

Additional changes were made to the consent form wording to make it more 

understandable.  

No significant concerns were raised about the topic guide.  

The HEER group strongly recommended offering two interviews to each participant to allow 

for reflection and to ensure that a complete narrative was captured regarding the 

participant’s experiences. 

The interview schedule was also discussed with supervisors and an IPA consultant. It was 

also practiced with fellow trainee psychologists on the course, to test for phrasing, order 

and content. Suggestions have included adding an introductory question, changing phrasing 

of question 1 to allow for a broader introduction to the topic and allow for the participant to 

lead the discussion, and rephrasing two questions that were felt to be closed questions. 

Some feedback was received to ask questions about impact of culture and ethnicity more 

directly and earlier on in the schedule.  

Procedure 

Recruitment 

Key to recruitment was the support of MDT staff within the service who were working 

directly with the service users and acted as gatekeepers for the purposes of this research 

study. Research awareness presentations were provided to staff from the three EIS clusters 

and to socialise the potential gatekeepers into the research process. During these meetings 

staff were provided with a Staff Information Sheet (appendix II) and a chance to ask 

questions.  

The Gatekeepers’ role was to serve the interests of the service users and was independent 

of the research. They were provided with detailed information about the study and 

regarding the inclusion and exclusion criteria. They had the power to deny research access 
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to the participants if they believed the participants would not have the capacity to consent 

or be at risk if they were to do so. This was to ensure protection of vulnerable people from 

the pressure of the research process.  

Staff were informed of the following inclusion and exclusion criteria: 

Inclusion criteria 

• Capacity to provide informed consent (as assessed by gatekeeper involved in their 

care). 

• Experience of psychosis.  

• Are able to engage in an interview about their experience with psychosis. 

• South Asian ethnicity, from three broad self-ascribed ethnic groups: Bangladeshi, 

Indian and Pakistani.  

• Ability to converse in English (as determined by gatekeeper). 

Exclusion criteria 

• Unable to provide informed consent 

• Would be at risk of becoming significantly distressed if they took part in the study 

(based on the clinical judgement of gatekeeper involved in their care). 

• Currently experiencing features of florid psychosis, that would make it difficult to 

engage in an interview. 

• Under 18 years old. 

• *Not able to converse in English.  

*IPA relies on a very detailed interpretation of the language participants use to convey their 

experiences. In this context, the understanding of the richness and nuances conveyed is 

dependent on both the participant and researcher sharing a language, in this case English. 

Exploring this in a SA population, where another, perhaps first language, is present was 

given careful consideration. Although an interpreter could have been used, this would add a 

second level of interpretation and may have impacted the rapport between the participant 

and the researcher. As such, for the purposes of this study, the service user had to speak 
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English to a sufficient level to take part in the interview. This was determined by the 

gatekeeper who initially identified the service user and assessed capacity to consent.  

Participants were welcome and encouraged to use their own language to describe or label 

their experiences, in each case the interviewer asked for further clarification and the 

participant was able to provide a translation in English to capture the meaning. It is 

acknowledged however that in this translation linguistic nuance can be lost. Where a second 

language was used, terms were also discussed with the cultural consultant to provide a 

clarification that was as accurate as possible.   

The gatekeepers were provided with Participant Information Sheets (appendix III). If they 

identified a service user who met all of the inclusion criteria and none of the exclusion 

criteria, they would approach the service user about the study and provide the PIS. At this 

point, the gatekeeper was asked to encourage the service user to think about whether or 

not they wish to take part and discuss with their care team, family and friends etc. Service 

users were given a minimum of 48 hours after receiving the PIS before they were 

approached by the gatekeeper to discuss potential participation. If they deemed the service 

user had capacity to consent to talk to the researcher, they would request permission to 

provide contact details so that the researcher can approach the service user. 

As the researcher, there was no direct contact with any service user until they had been 

approached by the gatekeeper, assessed for capacity to consent to the sharing of contact 

details and study participation, and on being informed about the study through the PIS. 

After this point gatekeepers shared a contact number via NHS email. To maintain 

confidentiality no names were exchanged at this point.  

The participant was then contacted to discuss the study and consent in more depth (at 

which point they shared their name). In keeping with the recommendations regarding 

COVID-19 and guidance released by NHSx Information Governance all study participants 

were offered the option to participate in the study via approved virtual methods such as 

Telephone, WhatsApp, FaceTime, Skype and commercial products designed specifically for 

this purpose e.g. Zoom. Information Governance NHSx had advised that under these 

circumstances consent to use these methods was implied by the individual accepting the 
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invite. The researcher abided by any guidelines stipulated by the Trust, the EIS and the 

University of Leeds regarding participant contact and approved methods of communication.  

An interview appointment was arranged to take place virtually via Zoom or telephone, or at 

a venue acceptable to the participant and risk-assessed for research purposes. The 

gatekeeper who referred the service-user was informed of this in order to provide a post 

interview ‘check-in’ and offer support if required.  

Participants 

This study used purposive sampling to recruit service users who self-ascribed to a SA ethnic 

minority group and have a primary presenting problem of psychosis. Fifteen service users 

initially expressed an interest in taking part in the study. Of which five service users declined 

after the initial telephone meeting with the researcher: two of whom did not want to take 

part in a study of this nature, one was too busy as they were starting a new course and two 

were concerned about confidentiality. 

Ten interviews were conducted of which two interviews were omitted from the analysis; 

one participant was extremely drowsy and was not able to concentrate sufficiently enough 

to answer the initial opening questions and therefore it felt unfair to continue with the 

interview. This participant declined an offer to reschedule. Another participant 

demonstrated a poverty of speech and a real struggle to recall their experiences and make 

sense of them. Although this interview lasted approximately 28 minutes, responses were 

mostly silence or “I don’t know”, which would make identifying and grounding any themes 

difficult. IPA relies on language, and although this participant had an interesting and 

valuable story, at the time of the interview they were not able to communicate in way that 

could then be interpreted at a sufficient level for research. This participant declined an offer 

of a follow-up interview as they felt they had said everything they wanted to say. For both 

participants ethically their views could not be represented, even though they were 

interviewed as part of the study. Both participants demonstrated capacity to consent but 

could not provide content of a sufficient quantity. As with other study participants both 

gatekeepers and the researcher assessed capacity to consent over the research process. 
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Their gatekeeper was informed of the interview process and the researchers’ reflections on 

it and it was agreed for the gatekeeper to contact the participants to ‘check-in’.  

Overall, this study had a sample of eight participants. Identifying details have been 

removed and all the participants were allocated an anonymising number (known only to 

the researcher) and a pseudonym to be used for verbatim excerpts. Any other names the 

participant used (e.g. in reference to their care-coordinator) have been omitted.  

As noted earlier, IPA samples strive for some degree of homogeneity within small samples. 

For this study there were two points of homogeneity, in that all participants accessed EIS for 

psychosis and self-ascribed as South Asian (seven of the eight participants were from a 

British Pakistani ethic group, with one from a British Bangladeshi group). Although not a 

diverse sample regarding the SA community, it is representative of the area and the service 

in which the study was undertaken. There were three men, four women, and one non-

binary participant, with ages ranging from 19 years to 40 years with a mean age of 25.9. 

Asim and Nazreen at 19 years and Salma at 40 were at the extremes of the age range.  

Participants had been with EIS for between 1 to 3 years at the time of their interview(s) and 

the majority had a primary diagnosis of First Episode Psychosis. Ismail, Asim, Sophia and 

Amina had accessed Child and Adolescent Mental Health services prior to their referral to 

EIS. Salma, Amina, Dalil and Asim were currently experiencing perceptual anomalies (voice 

hearing and/or visual anomalies). Ismail had heard voices in the past but described no 

longer hearing them, his primary current difficulties were around paranoid ideas and 

thoughts. Both Sirah, Nazreen and Sophia described no longer experiencing any perceptual 

anomalies; Sophia’s recovery is ongoing, and she continues to take medication to help with 

her mood. Nazreen continues to manage bi-polar disorder, with the help of medication. 

All participants reported being born in the UK with fathers born in Pakistan, with the 

exception of Dalil, whose father was born in Bangladesh. Ismail, Sirah and Asim’s mothers 

were born in the UK; Nazreen, Salma, Sophia and Amina’s mothers were born in Pakistan, 

and Dalil’s in Bangladesh. All participants reported parents had immigrated to the UK 15+ 

years ago. 
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Five interviews were conducted in person and three interviews were conducted virtually. 

Five participants attended a second interview, three of which were conducted virtually and 

two in person. Two participants declined the offer of a second interview, and one 

participant consented to be contacted for a second interview but was not reachable. 

Demographic details collected from each participant, and with permission verified by their 

gatekeeper can be found in Table 2. 

Interview process 

Informed consent was obtained in written from (appendix IV), where interviews were 

conducted in person, and verbally where interviews were conducted virtually. For verbal 

consent, participants were asked to explicitly consent to each statement of the consent 

form, read by the researcher and recorded on an encrypted recording device.  

Where virtual interviews were conducted, during the process of setting up the interview, 

the researcher asked the participant to confirm they were in a private room to maintain 

confidentiality and if they were happy to provide their location (e.g. at home) in the event 

that they require immediate emergency support. For any interviews conducted virtually 

participants had the option to turn the camera off.  

Data Collection 

In order to build rapport and familiarise the participant with the interview process, the 

interview began with an introductory question, and was followed by open questions to elicit 

the phenomenology of the experience. The aim of the interview was to maintain a broad 

focus on the overall experience of psychosis and the participants’ reflections on the 

relationship between their experiences and ethnicity, culture and religion. The interview 

schedule was designed to be open and flexible, with prompts for encouraging dialogue, and 

was not designed around an existing theoretical framework. 

Once the interview was completed the encrypted device was switched off and the 

participant was debriefed. At this point the researcher asked the participant how they were 

feeling, if there was anything they found difficult or distressing and reminded them of the 

details in the PIS, should they wish to access support. After the interviews, with the 
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participant’s agreement, the researcher asked them to provide some brief additional 

information. Where participants were unsure, consent was sought to ask their gatekeeper. 

The following information was requested: 

• Age 

• *Ethnicity 

• Year of first contact with mental health services 

• Length of time with the early intervention services 

• Current/ most recent diagnosis 

• Country(s) of birth of service user and parents 

All participants agreed to provide the demographic information, and for it to be checked 

with their gatekeeper where they felt unsure. *All participants were asked how they would 

describe their ethnicity; this was left open to them and no categories were provided in 

advance. Participant’s religious beliefs were not included as part of the study criteria or in 

the collection of demographic information. The aim of this study was to explore broad 

identities within a South Asian group, rather than specific religious identities. Participants 

were asked to reflect on the impact of their ethnicity, culture and religion and often did so 

in respect to faith and practice, rather than a specific religion itself. 

At the end of interview one, study participants were offered a second interview to take 

place approximately one week later. The gatekeeper who assessed capacity to consent to 

interview one was informed in order to assess if capacity was retained between the two 

interviews. It was agreed that if the gatekeeper determined the participant had lost the 

capacity to consent between interviews one and two, they would inform the researcher of 

this, and the participant would be withdrawn from further participation. Data collected with 

informed consent from interview one would be retained and used in the study. However, no 

further data would be collected.  

Individual interviews (one and two) lasted between 12 minutes and 120 minutes. After each 

interview, the researcher, made initial reflections of the interview and the participant. All 

interviews were digitally audio recorded using an encrypted device and transcribed 

verbatim. The researcher transcribed the first interview, for initial analysis and 
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familiarisation with the data. Subsequent interviews were transcribed by University of Leeds 

approved transcribers, who signed an agreement stating they will maintain confidentiality. 

Each transcriber was provided with a set of instructions (appendix V). Where a participant 

had attended two interviews the transcriber was instructed to place both interviews into 

one transcript. Once each transcription was available the researcher listened to the audio 

recording with the script to check for accuracy. Although IPA focusses on the content of the 

interview, some prosodic aspects were noted (where appropriate), such as significant 

pauses or non-verbal utterances as this may aide interpretation.  
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Table 2. Table of participant demographics 

Participant 
and diagnosis 

Age 
 

Ethnicity 
 

Gender Year of first 
contact with 
mental 
health 
services 
(year) 

Length of 
time with 
the early 
intervention 
services 
(months) 

Living 
situation 

Country(s) of birth of 
participant and their 
parents 

Data collection 
 
 
 
 
Interview 1           Interview 2            

Ismail;  
Schizoaffective 
Disorder 

21 British 
Pakistani 

Male 2017 15 Lives with 
parents 

Ismail-UK; Mother-
UK; Father-Pakistan 

In person Declined offer  

Sirah; 
First episode 
Psychosis 

23 British 
Pakistani 

Female 2018 28 Lives with 
parents 

Sira- UK; Mother-UK; 
Father-Pakistan  

Virtual Virtual 

Asim;  
First episode 
Psychosis 

19 British 
Pakistani 

Non-
binary 
(he/him) 

2015 12 Lives with 
parents 

Asim-UK; Mother-UK; 
Father-Pakistan 

In person In person 

Nazreen;  
Bipolar 
affective 
disorder, 
Mania 
currently in 
remission 

19 British 
Pakistani 

Female 2018 24 Lives with 
parents 

Nazreen-UK; Mother-
Pakistan; Father-
Pakistan 

Virtual Virtual 

Salma;  
First episode 
Psychosis 

40 British 
Pakistani 

Female 2017 30 Lives alone Salma-UK; Mother-
Pakistan; Father-
Pakistan 

In person In person 
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Dalil; 
First episode 
of psychosis & 
Emotionally 
unstable 
personality 
disorder 
borderline 
type 

28 British 
Bangladeshi 

Male 2018 15 Lives with 
partner 

Dalil-UK; Mother-
Bangladesh; Father-
Bangladesh  

Virtual Accepted 
offer, not 
reachable 

Sophia; 
First episode 
Psychosis 

36 British 
Pakistani 

Female 2014 26 Lives with 
parents 

Sophia-UK; Mother-
Pakistan; Father-
Pakistan 

In person Virtual 

Amina;  
Paranoid 
schizophrenia 
complicated 
by poly 
substance 
misuse 

21 British 
Pakistani 

Female 2016 36 Lives with 
parents 

Amina-UK; Mother-
Pakistan; Father-
Pakistan 

In person Declined offer 
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Ethical Considerations 

This research was conducted in line with the Code of Human Research Ethics (BPS, 2010).  

The study has been approved by Yorkshire & The Humber - South Yorkshire Research Ethics 

Committee (REF: 20/YH/0153) (appendix VI). Approval was also obtained from the Research 

and Development department (appendix VII) and the head of Clinical Psychology (appendix 

VIII) of the research site. 

Informed consent 

The use of independent gatekeepers who were separate from the research process was key 

in accessing a vulnerable population. All gatekeepers were MH professionals, working 

directly with the potential participant. Gatekeepers provided informal risk and capacity to 

consent assessments. Decisional capacity was discussed during the NRES Ethics Committee 

panel, and it was agreed the combined experience of the gatekeepers and researchers 

clinical experience was sufficient and therefore no formal measure was required. Capacity 

was checked over the course of the participants’ involvement in the research process. If 

participants appeared to be unable to understand or retain the information, then the 

researcher would not continue with the interview.  

Payment 

Participation in this study was completely voluntary. Under no circumstances were any 

participants pressured or coerced into taking part in the research. Participants were offered 

a £15 gift voucher following the interviews as a gesture of good will to thank them for their 

time and effort. This amount was decided based on guidelines from the MHRN Service Users 

and Carers Payments Policy (2010). To avoid the payment being perceived as a coercive 

influence, it was not included in the recruitment process, and was offered after the 

interviews.  
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Maintaining privacy and confidentiality 

An encrypted device was used for audio recordings. Recordings were transferred to the 

University of Leeds password-protected secure server and deleted from the device. The 

recordings will remain on the secure server for three years, after the completion of the 

study. Pseudonyms have been used and any direct quotes are anonymised. 

All personal information was kept strictly confidential and stored in accordance with the 

guidelines stipulated by the University of Leeds, the Health Research Authority, the NHS 

trust involved and in line with Data Protection Act 2018. Due to the COVID-19 restrictions in 

place at the time of the data collection, consent forms and voucher receipts were kept in a 

locked cabinet before being transferred to University of Leeds premises. 

It was agreed that confidentiality would be broken if the participant disclosed something 

that put themselves or others at serious risk of harm (e.g. disclosure of the intent to cause 

significant harm to self). Participants were advised of when confidentiality would be broken 

prior to consent and should such sensitive information need to be disclosed to a third party 

(e.g. GP), the participant would be advised of who this information is being passed on to. 

This was to ensure the participant was aware of who holds this sensitive information and to 

maintain an open and honest relationship with them about the use of information about 

them. It was also stipulated that where a serious risk to self or others was disclosed, the 

researcher would discuss the matter with and seek supervision from co-investigators Dr 

Alastair Cardno and Dr Tomas Isherwood, or from Dr Anita Brewin who was the head of 

Clinical Psychology for the District Care NHS Foundation Trust and is a qualified clinician 

(Consultant Clinical Psychologist). This was to ensure all necessary actions were taken to 

ensure the safety of those at risk. Where immediate risk was present, the researcher would 

use knowledge gained from NHS training in risk management to manage the situation until 

further support is accessible (e.g. contact emergency services or negotiating the removal of 

medication in the case of risk of overdose to reduce access to means). Following a 

disclosure by one participant, with their permission their gatekeeper was asked to check-in 

with them. 
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Withdrawal 

The right to withdraw at any time was made clear to participants in the PIS, included in the 

Consent Form, and explained verbally when the researcher met with each participant (e.g. 

prior to consent and during debrief). Participants were supported in their decision to stop 

the research they were engaging in (e.g. mid-interview) and/or have their data withdrawn 

from the study (i.e. not used in the analysis or any publications). Participants were informed 

that they had up to one week after each interview to withdraw their data. After this time, 

the interview was transcribed, anonymised and analysed, and it was no longer possible to 

withdraw their data. Participants were made aware that their right to withdraw would not 

affect the service they received now or in the future, and their decision would be respected. 

No participants withdrew their data.  

Emotional distress 

A protocol was devised jointly by the researcher and EIS staff (appendix IX) to ensure there 

was a procedure in place during and after the interviews to reduce any potential for harm. 

In the event of any signs of distress noticed by the researcher during the interview, this was 

discussed with the participant, they were offered a break or to end the session altogether. 

The researcher ensured that the decision to stop was the participant's, but in the event of 

multiple signs of distress or significant distress (regardless of whether this was directly 

linked to the research) the researcher made the decision to end the session by gently and 

empathically suggesting that it was the best course of action and suggesting to perhaps 

rearrange the session. All participants were debriefed after each interview.  

As this study was exploring the views of participants who might already perceive themselves 

as marginalised and/or misunderstood by policies, professionals and services that are 

intended to help, and the researcher is part of this system, it was important to explicitly 

recognise the power relationships in utilising qualitative interviewing and participant 

observation. It is hoped that building rapport and being transparent (about the research 

purpose) may have helped reduce any sense of the power imbalance between the 

researcher and participant.  
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Sensitive topic area 

It is possible that some of the topic areas were upsetting for the participants to discuss. 

Particularly difficult experiences associated with their MH. The researcher was experienced 

in working with this client group within a research context. A plan was in place to discuss 

any distress reported or observed with the participant and their care team would be 

informed if necessary. Upsetting experiences were discussed during the interview, but none 

needed to be escalated to participants’ gatekeepers.  

Researcher safety/lone-working 

All in-person interviews were conducted on a premises used by the EIS team, known to the 

participant, and risk assessed for research purposes. They were compliant with the COVID-

19 guidelines. The researcher followed the University of Leeds Safe Working Policy to 

minimise risk to herself. The researcher liaised with the gatekeeper (who identified the 

study participant) prior to and on the day of the interview to check for any information 

concerning risk. The researcher planned to utilise any information about current or past risk 

to make a decision about whether it is safe to meet the participant. 
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A brief reflection on the researcher’s position 

Given past clinical and research experience, and my own ethnicity, as a British born Indian I 

held certain assumptions and expectations going into this study. I believed psychosis would 

largely be appraised negatively and associated with a chronicity and persistent stigma. I also 

believed religion and culture would play a significant role in the content of the experiences, 

beliefs about them and help-seeking. This was fuelled by literature, anecdotal discussions 

with service users and clinicians, and my personal experiences of belonging to a SA  

community. This is likely to have influenced some of the interview questions asked and 

therefore the responses elicited, and which responses I privileged and therefore explored 

further. It is also likely to have impacted the salience I placed on responses, and thus themes 

identified.  

I also wondered about the potential impact of visible similarities and differences between 

myself and study participants, such as what position they were put in by sharing their 

experiences with someone who is also South Asian and identifies as female. For some 

participants I felt that having some visible similarities helped create a safe space to share 

experiences and appreciate cultural nuances. However, in this respect I was conscious of 

prompting the participants to explain what they meant in their words rather than assuming 

we perceived and experienced things the same way (e.g. cultural norms of arranged 

marriages, strict parenting or religious practice). Perhaps there was a gendered element to 

this, in that I did sense some hesitation and embarrassment in some male participants to go 

into details for example about relationships or trauma experiences. I hope that open 

discussions with supervisors and the cultural consultant highlighted where bias was present 

during this process.  
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Chapter 3 

- Data Analysis and Interpretation - 

The following chapter presents the stages of analytic process involved in the identification 

of the superordinate and subordinate themes that led to the formation of the findings. 

While the analysis for the most part focused on the participants’ experience, in keeping with 

the two-fold nature of IPA, the researcher’s interpretation is presented alongside this. 

Guidelines outlined by Smith et al. (2009) informed the analysis process. Data from each 

interview was initially worked with in isolation to extract the sense-making for the 

participant and the researcher, with the emphasis placed on the participant. Post-interview 

reflections were revisited at the start of the analysis process for each participant. Each 

transcript was read several times whilst listening to audio recordings, to initially check for 

transcription accuracy, to re-immerse in the data and take notes of things that were noticed 

in the interview, such as how participant’s described things e.g. their tone of voice. Whilst 

listening to the audio and reading the transcript a short summary was written of the 

participant’s narrative to inform the pen portraits. This was followed by a close line-by-line 

analysis of each separate dialogue. Each participant’s transcript was divided into three 

columns: the first was the raw data, the second was used for exploratory comments, and 

the third for emergent themes (see appendix X for example). For each line, analysis 

consisted of exploratory comments concerning descriptive (normal text) and linguistic 

(italicised) components of the text. Conceptual comments were also noted (underlined) to 

record the researcher’s sense-making and inform the double-hermeneutic process. To 

identify emergent themes in the data, comments were colour coded according to the 

following factors: 

1. Language – hesitant, repetition, tailing off, sighs, tone of voice (e.g. sarcastic, flat), 

use of humour, metaphors. 

2. Phrases which expressed emotions or feelings. 

3. HCPs interpretation of participant’s perceptual anomalies. 

4. Content of experience – their experience with perceptual anomalies. 

5. Participant’s sense-making of experience: 
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a. Related to ethnicity/culture 

b. Related to medical/psychological 

c. Related to religion/faith 

6. Community sense-making of mental health and perceptual anomalies e.g. friends, 

family, extended relatives, neighbours. 

Analysis developed from finalised single case analysis to multiple cases, where cross-case 

analysis of emergent themes was conducted (Smith et al., 2009). At this stage, areas of 

convergence and divergence in the participant’s experiences were recorded. Subordinate 

themes across multiple cases were identified and then analysed to identity superordinate 

categories that captured these themes. At various points in this process, the analysis was 

shared with academic supervisors to further probe and validate the interpretation.  

Initial categories were also discussed with a cultural consultant, who is a SA clinical 

psychologist working within the district the study was conducted in and the field of 

psychosis. This involved interrogation of the interpretation through reflective discussion, 

exploration of the transferability of the study findings and exploration of how study findings 

could be discussed at different levels: service user, EIS clinicians and service policy and 

development.  
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Chapter 4 

- Results - 

The following chapter will present the study findings. In-depth interviews were conducted 

with eight participants. Each participant’s story provided a rich account of their lived 

experience of psychosis and how they made sense of it. Therefore an individual analysis is 

provided to illustrate the diversity and nuance of experiences. Each individual analysis starts 

with a pen portrait. The summaries do not form part of the analysis but are intended to 

provide the reader with a context. The individual analysis outlines super- and sub- ordinate 

themes for each participant, within which text in bold highlights salient themes used to help 

develop the group analysis. The final section of this chapter is an outline of the group 

analysis findings, where similarities and differences woven through these stories are 

discussed. 

Individual Analysis 

Ismail 

“It just feels like it’s just a canvas that’s just painted grey, there’s nothing there; there’s no 

structure.” 

Ismail is in his early twenties; he is currently unemployed and living in the family home. He 

describes his relationships with his family as supportive but strained. Ismail wanted to 

impress his desire for and the importance of being in an intimate relationship, and this 

seems to continue to contribute to his difficulties of distinguishing between reality and 

fantasy. Along with this, Ismail describes hearing voices, that drive his beliefs that he is 

destined and capable of doing great things. He describes the ongoing challenge of not being 

able to trust others and not being able to really know, even now, if his experiences and 

perception of reality are true or not. There were times when it felt like Ismail was holding-

back, and he noted he didn’t want to say things that would be seen as being back in the 

“danger zone” by his EIS team. Establishing a chronology of events was difficult for Ismail, it 

was clear that some more extraordinary ideas and beliefs were alive to him in that moment 

and defining his immediate reality, and often his sense-making was tangled with these more 
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unusual beliefs and ideas. What strikes me about Ismail is the significant internal conflict he 

faces in identifying a ‘truth’ and ‘reality’; he came across as someone who feels alone in his 

beliefs and ideas, and living with a deep sense of resignation in his efforts to gather 

evidence for and against his own sense of truth. The themes for Ismail are shown in Table 3.  

Table 3. Superordinate themes and subthemes for Ismail  

Main Theme Subthemes 

Struggling to define the experiences  

Reality as slippery  

The uncertainty of truth Feeling overwhelmed and resigned to not 
knowing 

Questioning illness beliefs  

Pervasive loss of power A broken identity 
Hiding and being hidden 

• Struggling to define the experiences  

For Ismail, defining his experiences was elusive, and this was because its onset was insidious 

and novel, and to do with a fundamental part of himself and his perceptions of reality. He 

describes his reality as slowly ebbing away from him, and this impacting his sense of being. 

Although he used the label of psychosis, he reflected on its limitations in capturing his 

experiences, and it seemed to be adopted from his interactions with EIS. 

“it’s not like a usual illness. It’s not … sometimes it doesn’t feel like an illness. It feels 

like you’ve lost your mind. You don’t really know what psychosis is. There's still a lot 

grey areas in it. It's like, you don’t know what it is.”  

• Reality as slippery 

Ismail’s perception of reality is slippery; parts are logical and stable even though contested 

by others. Therefore, his ideas and beliefs are not felt to be unusual or associated with an 

illness and the need for intervention. It seems that the perceptual anomalies are both a 

source of confusion and comfort. There is a sense of powerfulness associated with being 

part of God’s plan, becoming a leader and telepathy. However, this is also terrifying and 
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disempowering, and associated with a loss of autonomy and being vulnerable to an outside 

force. The management of this is often a source of anxiety and distress. The nature of reality 

is also a point of contention between Ismail and his EIS team. Ismail feels that parts of his 

understanding of reality are not shared by his team, and this leads to self-censoring, despite 

Ismail holding these ideas with conviction. It seems that in this relationship there is also a 

sense of disempowerment and Ismail worries he’s at the mercy of formal intervention. 

“like I said, I, if I, if I say things in a certain way I’ll become a concern all over again. I 

don’t wanna bother with that…” 

• The uncertainty of ‘truth’ 

For Ismail, there is uncertainty and doubt associated with establishing truth. There is a 

sense of deep resignation in the persistent internal conflict of identifying what is real and 

not. This leads to seeking external advice; however, this interpersonal dimension of 

establishing a truth generates its own sense of mistrust in not only his own appreciation of 

what’s going on, but the intentions of others. The incongruence of Ismail’s reality and that 

of others, leads to feeling rejected, lonely and disconnected from those around him. 

Perhaps most profoundly it leaves Ismail feeling disempowered, as he feels his reality does 

not align with that of his health care team.   

“because you cannot define your reality from time to time you require people to 

define your reality for you and that’s where it becomes, it can become abusive 

because you’re in a situation where someone’s telling you what’s true and not true 

and what’s the truth for you; what’s not. And it might not be true” 

o Feeling overwhelmed and resigned to not knowing 

It appeared as though Ismail was overwhelmed by his experiences. There seemed to be a 

pervasive sense of resignation and persistent confusion associated with his experiences and 

attempting to understand why they were happening. It seemed as though Ismail was sinking 

under the pressure, and the effort of getting a handle on the meaning of his experiences. 

This was further compounded by Ismail’s struggles to identify which experiences were 

related to “the psychosis” and which were real.  
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“ I don’t know what they mean um … I don’t know [mumbles] I really do not know… 

umm . . . I don’t know. It's just insane; this is insane” 

The overwhelming nature of identifying why he has these experiences, is also indicated in 

Ismail’s consideration of several potential explanations. He notes stress, morphine and 

developmental factors, but does not seem to hold much stock in their impact. There is, 

however, a clear sense that underlying his illness explanations is a feeling of being punished 

and being ‘done to’, and a view that certain types of people experience psychosis. 

“it’s like I was a good person; I was like a good kid. I-I-I don’t know what’s happened 

to me . . .when it comes to psychosis” 

• Questioning illness beliefs 

Ismail recalls initially rejecting the diagnosis of psychosis, and having an illness 

understanding more in line with his spiritual and religious beliefs, but these too seemed to 

be up for questioning, and Ismail notes his beliefs changed over time, and again there was a 

sense of resignation in the instability of them. There seemed to be a circular confirmatory 

process as part of this questioning. Here the perceived in/efficacy of different interventions 

acted to confirm or disconfirm illness beliefs. For example, the effectiveness of prayer and 

alternative help-seeking (religious homeopath) on his experience served to reinforce the 

spiritual belief. Equally, the persistence of his perceptual anomalies and unusual ideas after 

sectioning and formal intervention served to reinforce the idea that a pathologising 

framework was not underlying his experiences.   

• Pervasive loss of power  

There was a real sense of the pervasiveness of disempowerment in Ismail’s experiences, 

not only via the perceptual anomalies themselves, but also due to the interpersonal 

dynamics with family and in his interactions with formal services. Ismail’s experiences with 

family seems to have left him feeling silenced, unheard and overwhelmed. This appeared to 

be mirrored in his interactions with HCPs, in terms of loss of power when under section, 

feeling unable to challenge the beliefs of his EIS team for fear of repercussions, not feeling 

like he has the power of refusal and feeling let down when he is not understood by his 
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team. Loss of power is also apparent in Ismail’s reflections on the need to look to someone 

to help construct his reality, and also a consequence of the imposition of power when 

others construct his reality for him. 

“I’m not interested in my health team anymore. I’m just, I mean I cooperate with 

them because the doctor says it’s called concession [compulsory?] where you just 

have to.” 

o A broken identity 

Not feeling in control has also had a profound effect on Ismail’s sense of identity. It seems 

to have become fractured, and there is grief associated with the loss of who he was. His 

current identity is associated with being in deficit, things not working as they did before, 

and not being the same person with the same potential anymore. A broken identity is also 

related to Ismail’s enduring sense of otherness and the loneliness that comes with not 

feeling like he is a part of his community as he is now separated from them by his 

experiences. The loneliness seemed to be both a precursor and a consequence of his 

unusual experiences. 

o Hiding and being hidden 

Secrecy regarding MH difficulties seemed quite familiar to Ismail, and described as a 

common practice in his wider family and general community. In this respect it appears that 

Ismail was hiding and being kept hidden, and the family acted in a protective but isolating 

manner. This protective isolation was perhaps two-fold: for Ismail it seemed a way to 

mitigate the disempowerment that came with sharing his unusual ideas and beliefs with 

others; for his family it seemed a way to avoid the risk of shame and stigma associated with 

MH difficulties, and detrimental impact on one’s reputation in the community.  

“it affects you a lot, cause it does, because when we get married and settle down and 

you have to build up credibility and you can’t do that because obviously you’re 

getting sectioned left, right and centre and er, whenever” 
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Sirah 

“I’m really glad that happened cause I really never thought about my mental health that 

much, to be honest. Cause I didn’t even know like umm, doctors help with mental illnesses.” 

Sirah is in her early twenties, currently living at home with her family. Approximately three 

years ago, Sirah left her job as she experienced a period of high stress, poor sleep and loss 

of appetite. She spent a lot of time at home and became increasingly worried about leaving 

her house. She began to feel like she was being watched and felt unsafe amongst strangers. 

This led to withdrawing both from the outside world and her family and Sirah struggled to 

take care of herself. Sirah was confused by her experiences and worried about sharing her 

thoughts and feelings with her family. She described not seeking help straightaway, because 

she and those around her didn’t realise she was experiencing MH difficulties. Although Sirah 

described her experiences as not very severe, a continued decline in her MH led to requiring 

inpatient support on two occasions, both initiated by her family. Despite the challenging 

nature of her experiences Sirah viewed them as transformative and a journey of self-

discovery and learning. Sirah was keen to share that she is currently working and considers 

herself recovered from psychosis. The themes for Sirah are shown in Table 4. 

Table 4. Superordinate themes for Sirah 

Main Themes 

Unfamiliar experiences 

Down-playing, self-censoring and stigma 

An assimilated health and spiritual explanatory framework 

Reclaiming identity and positive change 

• Unfamiliar experiences 

Sirah had a strange experience of being watched and feeling in danger soon after leaving 

her job. She kept this to herself and became increasingly worried, leading to irritability and 

withdrawing from her family. She described feeling listless, not herself anymore and 

ruminating on what will become of her. She hadn’t experienced anything like this before 

and found it difficult to pinpoint what was happening. Her experiences were considered a 

physical health symptom by herself and family, and this seemed to be more acceptable and 
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familiar territory. Sirah notes she wasn’t aware of a term for her experiences until after her 

interactions with EIS.  

P: er, yeah, I like umm, I don’t know. Like umm, I didn’t think it was a mental health 

problem; just thought it was like umm, I didn’t want them to think umm . . . I don’t 

know. Like umm. . . I don’t know why umm 

I: mmm 

P: umm, when I was feeling paranoid, I didn’t even know at the time I was feeling 

paranoid. If you get what I mean 

I: yeah. Okay 

P: afterwards I found out it was paranoid. I didn’t even know myself I was being 

paranoid. So, I couldn’t go to them like if you get what I mean 

I: mmm. Yeah 

P: cause I didn’t know myself, huh! 

• Downplaying, self-censoring and stigma 

During the interview, it seemed as though Sirah downplayed the severity of her difficulties 

(“then I started becoming a bit paranoid”/“but I think mine wasn’t that severe”/ ”It was just 

like I was feeling a bit sadder”), despite them leading to two inpatient admissions. Perhaps 

there is a temporal element, in that some of these experiences felt short-lived and Sirah 

considers herself recovered from them (“it’s like my brain like stopped working for a bit”). 

However, there was also a sense that Sirah had downplayed her experiences at the time, in 

an effort to manage her outward appearance and avoid potential shame and stigma. 

“I just said, oh umm. . . like I don’t feel very happy and . . . umm, like umm, I feel 

really tired and things like that” 

A risk of stigma is also echoed in Sirah’s reflections regarding poor community education 

and awareness of MH difficulties. A fear of being dismissed and becoming part of 

community gossip led to hiding difficulties, or reframing them so they are more acceptable 

and not associated with a chronic problem.   
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• An assimilated health and spiritual explanatory framework 

Although Sirah considered her experiences in the context of migraines and difficulty 

breathing, indicating a health interpretation, she also understood some of her experiences 

were a result of “nazar" which she translated as ‘evil eye’. Nazar was described as when 

someone else is jealous of a person, they can cause illness in that person, which was a 

common belief held in her community. Sirah explained that low mood, depression and 

feeling out of sorts is a common effect of nazar, all of which she had experienced. She also 

felt there was a health explanation for her paranoia, provided by EIS. Both frameworks 

seem to have been assimilated to explain different experiences. Belief in each of the models 

was reinforced by testing and proof. For nazar, rituals and external validation via an Imam 

provided support; and for the health model internet research and professional opinion 

reinforced the framework. 

P: Put chillies under like gas, on the tavar5 and stuff and then if there’s a smell 

comes, if you can smell something, that means umm, that er, there’s no nazar, and 

if you can’t smell something, that means there is 

I: mmm 

P: yeah. Like no smell came so it was true 

“they just said I had psychosis like when you think things are happening and they’re 

not really happening and you’re a bit paranoid and I go, ‘oh, is that why I've been like 

that?’, yeah” 

There seemed to be comfort associated with the knowledge that nazar is curable, and under 

a spiritual framework of illness, difficulties are not chronic and can be prevented or cured 

via prayer. Comfort and conviction also came from the illness belief being in line with Sirah’s 

faith and ontology (“oh it’s just in the hands of God. Like I’m not afraid. I just look to God.”). 

An assimilated system of illness explanations seemed to allow Sirah to maintain an innate 

understanding of illness alongside a new framework regarding MH. This meant that she 

 

5 “tavar” refers to a flat cooking plate. 
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could share her experiences under some common language used in formal services. 

However, despite the spiritual model appearing more deeply embedded, it was not 

something Sirah felt comfortable sharing with HCPs. 

 “umm, I didn’t with the staff. No, er, like everyone’s got different beliefs so er, umm, I 

think most of the staff there were like predominantly White so, I don’t know if they 

believed in it or not. That’s why I didn’t talk about it like that yeah, so, we’ve all got 

different beliefs, so I don’t know if they believe in it or not. That’s why I didn’t talk 

about it.”  

“but I did share other stuff about stress and normal stuff but not like my religious 

beliefs and that because obviously they have different religious beliefs. I didn’t mind 

sharing it. Like I’m not like shy. Like if they ask about something, I’d say I wouldn’t tell 

them without them asking” 

Sirah’s reflection here suggests she was open to talking about her beliefs but would not self-

initiate this. Framing her illness models as related to “stress and normal stuff” as opposed to 

religious beliefs indicates that the latter was perceived as different or the alternative to a 

mainstream explanatory model.   

• Reclaiming identity and positive change 

Sirah’s experience seems to be divided between losing her identity and then reclaiming it as 

part of her recovery. She characterised herself as being different, “unwell” and having a 

“condition” , which was associated with losing her role in the family. Conversely, she feels 

she is now recovered, and associates this with regaining her sense of self, her roles and 

being employed. This reclamation was also associated with Sirah’s experience of a process 

of change and positive transformation of herself, including learning about her MH, seeing 

herself as more independent and resilient, and someone who has matured and become 

stronger as a result of her unusual experiences.   

“so, before like it happened, I was like, everything was normal like umm, er, like I 

were a strong person, but I think like now I’m even stronger, but I remember during I 

was quite weak and upset” 
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Asim 

“Like I said about culture. You don’t talk about mental health.” 

Asim is nineteen years old, the oldest of four children, all currently living in the family home. 

Asim described a difficult and lonely childhood, he was bullied up to his teen years, and 

found making friends in a predominately White school very difficult. He started to hear 

voices in primary school; describing them as “self-talk” but perceiving this inner speech 

dialogue as external to himself. In his early teens, Asim was given a diagnosis of ‘clinical 

depression’, and he often self-medicated with cannabis. As Asim grew older, he started to 

hear multiple voices, starting off as commentary but over time the voices became either 

malevolent, commanding and threatening; or soft in tone, patronising and belittling, which 

drove his experience of “non-stop paranoia”. Asim spoke of a spiritual element to his 

perceptual anomalies, of sensing, hearing and communicating with Jinns, an experience he 

sometimes shared with his best friend. He spoke candidly about the impact of his ethnicity, 

religion and culture on his identity and unusual experiences. He continues to hear voices 

which have returned to being neutral commentary, and frames this as “just my mind talking 

to my mind!”. The themes for Asim are shown in Table 5. 

Table 5. Superordinate themes for Asim 

Main Themes 

Alone with the voices 

The frustration of feeling silenced 

Not belonging and identity 

Finding a place between two explanations 

• Alone with the voices 

Asim’s voice hearing started in early childhood, and this seemed to be a form of 

companionship, and a way for Asim to cope with the rejection and disconnection from his 

family, community and peers. Past and present experiences are linked by social isolation 

and trauma. As a young person this was via the persistent racially motivated bullying and 
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more recently via the nature of his experiences of hearing maleficent voices, seeing and 

sensing Jinns.  

“Yeah. I remember being a kid like in primary school. Sat on the carpet … hearing 

voices. […] So after being bullied as a little kid and I’d be bullied in school. And then 

also outside of school wherever I was, then I’d be bullied then as well. And a lot of it 

was racism. Erm I went to a school that was predominantly White. So being the ‘Paki’ 

erm … wasn’t really … helpful.” 

Perceiving the voices as company was a positive experience for Asim, and something that 

did not initially cause much distress. A familiarity with the voices meant that Asim came to 

believe it was an idiosyncratic way of thinking. He felt he had control over the voices 

initially, but as they changed from commentary to commanding, and he began to associate 

them with the presence of Jinns, he felt increasingly overpowered by them. Feeling alone 

was amplified by the changes in content and tone of the voices driving Asim’s feelings of 

being watched and judged by others. Isolation was initiated by Asim, cutting all but one 

friend out to protect himself, but was also driven by others. He recalls his family’s decision 

to move his siblings into his aunt’s house when he was unwell, as they did not think it was 

appropriate for them to be around their brother. Interestingly, Asim felt this was a 

reasonable action. There was an overwhelming loneliness in the way he coped (smoking 

cannabis alone), and the rejection in his attempts to share his growing sense of unease. 

When formal intervention was initiated by his best friend, Asim felt frustrated and resented 

it as too little too late and felt disconnected from what was happening by that point.  

“Erm … I was in a, I was just too in my own place. I was in my own bubble to even … 

really, I think I was in the room with the doctors and I just didn’t care! Erm … there 

was concern from every other person but I’d stopped caring, because it always 

seemed like nobody else cared. So now that everyone else is concerned, why should I 

be? See how it feels! Only when you … when you’re the one that’s worried and not 

getting anywhere, not getting anything back!”  
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• The frustration of feeling silenced 

Feeling silenced extended beyond the experiences of voice hearing and feeling watched, 

and Asim described that it was very common for him to hide things from his family (such as 

drug use to cope or having girlfriends), because he knew there would be repercussions and 

risk of bringing dishonour to the family. This seemed deeply frustrating for Asim, as he felt 

the family values of respect and honour superseded being open.  

“No. So for example extended family erm … so my … erm … my second cousins? They 

didn’t know. They still don’t know a thing about my mental health! They don’t even 

know that I’ve been struggling with depression because it’s frowned upon to talk 

about! That’s just! That’s fucked like!” 

The impact of feeling silenced and disempowered within the family and community, and 

this being somewhat of the norm, acted to shut down Asim’s emotional openness, a change 

from how he initially felt. He notes that family often interpreted his openness about MH 

difficulties (his own and generally) as a sign of being unwell. This suggests those around him 

perhaps had a limited understanding of MH issues, and there was a deeply engrained 

stigma associated with it.  

“Erm … Yeah so my family’s learnt to understand mental health but still … brush it 

under the carpet! […] P:  Like … Like what am I supposed to do when I need help? Am 

I going to go to you and say oh I need help, this is going on? Or am I supposed to act 

as if it’s not happening?”  

There seemed to be a lot of power held by the community over the family in determining 

reactions and responses to MH difficulties, leaving Asim in a position of disempowerment in 

his interactions with them and in his attempts at being open about MH being dismissed and 

going unheard. The pressure to adhere to cultural norms created confusion and conflict 

about how to behave and where to seek help.  

• Not belonging and identity  

Asim sees himself in a conservative and close-knit community due to his heritage, and also 

Western society, where he has grown up and been educated. He describes feeling like being 
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a part of but not really belonging to two dissimilar cultures has created a sense of 

detachment from both identities and some conflict between them. Experiencing MH 

difficulties and gender stereotypes held by those around him, also seemed to have an 

impact on the way he feels his identity is regarded by others. 

“Erm yeah so. I, the male side of the culture. It’s like you know you’ve got to be, 

you’ve got to be strong. You’ve got to be honourable. You’ve got to respect your 

family. Erm … You’ve always, you’ve got to be the confident person. You’ve got to be 

in charge. Erm … can’t really show weakness when it comes to … mental capacity. 

And you can’t have erm … yeah you can’t be vulnerable in that sense. Yeah.”  

• Finding a place between two explanations  

It appears as though Asim held two explanations for his FEP experiences but struggled to 

find where he fitted between them. Part of his understanding was under a pathologising 

framework where his experiences were felt to be a culmination and interaction of several 

factors, including early childhood trauma, depression, bipolar, anxiety, stress induced MH 

difficulties and cannabis use. This explanation seems to be derived from his interactions 

with various MH services and there appears to be an element of respect for the clinical 

perspective. However, there also appears to be quite a lot of power assigned to this clinical 

voice, even though it is in the presence of another belief, related to spirituality.  

I:  Yeah. So have you had any experiences where someone has said that “I think, or 

we think really this is what’s going on.”  And you’re like “No that’s not my…” 

P:  Yeah. But I don’t mention it to them because it, there’s no point arguing. […] 

The thing is like whenever they say something I don’t argue with it because there’s 

no point! Because … you know they’re the ones with the, with the qualifications. 

With the degree. With the whatever! With the power yeah. They’re the ones with 

the power and the, they’re the ones that will decide your future when it comes to 

medication you’re taking, the people that you’re talking to. If you say no I really 

don’t think that’s the case. It’s like ‘oh well now I’m going to have to go back to 

square one! Because you opened your mouth’!” 
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Despite Asim assigning some truth to a health model, he also seemed to feel resigned to it, 

as he perceived consequences of having and sharing a different explanation. He described 

feeling like the MH team would not appreciate in any way what he thinks and there is risk 

associated with sharing a spiritual model and it being perceived as a sign of illness. This 

seems to have resulted in Asim actively managing what he shares with others regarding his 

beliefs related to a spiritual explanation of Jinns, despite this being an embedded 

framework. It seems that Asim is pulled between two beliefs and it is his role to assimilate 

the models and find a place where he belongs within them. For Asim this assimilation 

involves a recursive process of identifying which experiences are a result of psychosis and 

which are spiritual and real. Some of this is via shared experiences with his best friend or via 

seeking external validation from religious scholars.  

“And I’ve told him about the experience with Jinns. Sometimes he was there! When I, 

like when the Jinns were there and he’d like feel it as well. So that’s how I knew it 

wasn’t always erm … psychosis or something else. I knew part of it was real. Part of 

it, yeah, is real.” 

Nazreen 

“I thought okay it could be my physical health and then I thought it could be something 

spiritual. Like I was confused” 

Nazreen is nineteen, the youngest of three, and lives at home with her parents and siblings. 

She describes having an underlying condition of bipolar disorder and going through “a phase 

of psychosis”. Nazreen recalls her experiences began with a sense that she was losing touch 

with reality and she couldn’t trust those around her. She describes seeing eyes floating 

above her and having conversations with someone no one else could see. At first this made 

Nazreen feel powerful, but as the unusual experiences persisted, she became more and 

more terrified and confused. It was clear during the interview that Nazreen’s experiences 

had a significant impact on her. I was very grateful to her for sharing them, and engaging 

with me, in the presence of the strong emotional effects of recounting them. Nazreen was 

keen to impress she no longer experiences psychosis, but accepts she has MH difficulties 

and continues to successfully manage experiencing bipolar disorder with the help of 
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medication. She believes her experiences have shaped who she is now, and have in some 

ways been transformational; allowing her to become a stronger, more mature person than 

she was before. The themes for Nazreen are shown in Table 6. 

Table 6. Superordinate and subthemes for Nazreen  

Main Theme Subthemes 

Feeling disconnected being double 
edged Managing stigma and shame 

No one could understand  

Trying to find a way out of competing 
explanations  

• Feeling disconnected being double edged 

The most salient experience for Nazreen was feeling disconnected from everyone and this 

driving a belief that she was in danger. The detached feeling cut both ways, being both 

lonely and “terrifying” but also making Nazreen feel powerful and “good”, believing she was 

a “genius” and enjoying having “a special power to talk to people”. However, as Nazreen 

came to realise that these experiences were not shared or reinforced by those around her, 

her appraisal changed, and she associated her beliefs and perceptual anomalies with being 

unwell and abnormal. Her experiences became more scary and confusing, and Nazreen 

struggled to find a way to share what was happening.  

“That’s the thing! It’s really hard to speak up when you don’t even know what you’re 

going through yourself. Like even if I did speak up, what would I say?” 

o Managing stigma and shame  

It appears as though some disconnection was deliberate, and Nazreen recalls withdrawing 

to protect herself from further peer rejection and the risk of stigma associated with MH 

difficulties. She was comforted in the knowledge that her family are not particularly 

religious or embedded in the community, as this helped alleviate any sense of pressure to 

adhere to cultural or religious norms. She worried and feared others finding out about her 

experiences, however there appeared to be ways to mitigate the risk of social stigma, by 
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hiding difficulties and sharing elements of them that seemed more socially acceptable, for 

example low mood. 

• No one could understand   

There seemed to be a lot of frustration in trying to establish an intersubjective 

understanding, and that appears to be related to the idiosyncratic nature of the experiences 

but also the incongruence of initial illness explanations between Nazreen and others, 

resulting in several months of repeated visits to the GP. This led to Nazreen feeling quite 

hopeless and resigned in her efforts to get people to understand what she was 

experiencing. Interestingly, despite this, Nazreen followed all of the advice provided by the 

HCPs, indicating a level of power in the voice of a professional.   

P: And no one would understand like how I felt. No matter how much I explained it 

to anyone! 

I: Okay.   

P:  Cos obviously they’re not going through it. It was me going through it. 

• Trying to find a way out of competing explanations  

Nazreen described two illness beliefs related to her unusual experiences: a health-related 

explanation, provided by EIS, regarding a psychobiosocial interaction that triggered 

psychosis; and “nazar”, a common belief held in her culture. Nazreen described nazar as 

‘evil eye’, which she defined as jealous people causing illness in others. However, she 

seemed hesitant and embarrassed to provide further thoughts regarding this explanation.  

P:  Yeah like em … in our religion we believe in like some spiritual things that can 

happen.  

I: Okay.   

P:  So em … yes he thought it could have been that. Yes I don’t want to talk about 

that.  

I:  Can I ask if you thought that was happening?  

P:  Yeah at one point I thought what if it is?  

I:  Okay.  
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P:  Em and I overcame that. I knew it wasn’t that cos it was something else. 

Definitely, yeah.   

The health model is described as a more “rational” and “logical” framework, whereas 

“nazar” is referred to as the alternative, more “irrational”/ ”emotional”/ ”uneducated” way 

of thinking about illness. It appears as though the acceptance or rejection of a model also 

reflects the character of the person. Nazreen describes her father holding a health model 

and being a more logical person, whereas her mother holds a spiritual model and is 

described as “not as logical”. This seemed to create an inner turmoil and confusion about 

which illness model to hold and Nazreen used external validation to help make a decision 

about what to believe. The confusion was further compounded by the nature of her 

experiences.  

“Because first I thought, em, first I thought yes something’s wrong with me. What is 

it? And then I thought okay it could be my physical health and then I thought it could 

be something spiritual. Like I was confused. And I was, already confused like with the 

psychosis. And I was even more confused trying to figure out what it was. So it was 

just so confusing.”  

There is a sense that it has to be one or the other, even though it seems that initially, 

Nazreen held a centre position, and felt it could be both. Perhaps as a result of an attempt 

to reduce the sense of confusion and due to the connotations associated with “nazar”, 

Nazreen appears to ultimately reject this model, in favour of a health explanation. Illness 

belief also appears to be related to perceived efficacy of intervention. As Nazreen feels 

medication is working, it seems to increase her conviction in a health illness model. 

I:  Yes. Definitely. And I guess initially when we spoke you said there could be a 

spiritual element and a medical element. What do you believe now? Do you think it 

can be both still or em? 

P:  No I, I truly believe that’s mental health.  

I: Can you think why that might be?  

P:  Because I literally, as soon as I took the medication, I just got better straight 

away.  
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Salma 

“I was like, you know I’m not gonna get help that I need and, because number one obviously 

like mental health is such a taboo in Asian communities […] and I don’t know about other 

communities but in the Pakistani community, it doesn’t exist. So, um, if you’re depressed, it 

doesn’t exist. If you’ve got anxiety, it doesn’t exist. If you’ve got mental health issues, it 

doesn’t exist.” 

Salma is just into her forties and lives alone. The last 20 years have been very challenging for 

her, and she describes over this time leaving an abusive marriage and being ostracized from 

her family and community as a result. After the separation, Salma felt like she had to rebuild 

her life from scratch and found she went into being on “autopilot mode” and “faking it, to 

make it”. Around five years ago, Salma thought she heard the voice of her ex-husband, 

whilst at work, provoking a lot of anxiety and worry. This quickly escalated into the voices of 

strangers making derogatory, “perverted” comments and commands to harm or kill herself. 

It has since snowballed into blackouts and seeing things which terrify her, such as a “churel” 

(witch) wrapped around the pillar at work and a traditionally dressed Muslim man who 

follows her around (present during the interview). Salma has become frightened to leave 

home and engages in certain religious rituals to protect herself when she has to. Salma’s 

story holds a powerful narrative of the self as both fragile and resilient. Despite the intensity 

of her experiences, Salma continues to advocate for herself, and retain employment. She 

has left a deep impression on me, having been through so much with little support. I was 

struck by her strength to keep going and trying to live a fulfilled life and not seeing herself as 

a victim but as a survivor. I really enjoyed meeting Salma, and I hope I can do justice to her 

story.  

“I'm hoping that obviously with me taking part in this study for yourself, your thesis 

open the eyes of the Asian people and they get in the sense that stop treating it like 

it’s . . . it doesn‘t exist. I want them to acknowledge it. […] The last thing they need 

for you to do is to make them feel like that they are not normal”  

The themes for Salma are shown in Table 7. 
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Table 7. Superordinate and subthemes for Salma 

Main Theme Subthemes 

Fighting to maintain normality  

Wrestling with power and control 

Being controlled  
The location of power 
Disempowerment of Salma’s voice  
Loneliness and rejection 

Wrestling with illness beliefs – black 
magic/possession vs. PTSD 

 

Testing and proof of illness beliefs  

• Fighting to maintain normality 

Salma’s perceptual anomalies are characterised by an intense and overwhelming sense of 

fear and confusion. It was perhaps felt more acutely because Salma had built up another 

persona of someone who is strong, confident, resilient and in control of her own life. This 

‘new Salma’, was different to the ‘old Salma’ who was a victim of violence, and was 

vulnerable. But this new sense of self was fragile, and Salma spoke of how exhausting 

maintaining this façade was and no longer really knowing who she truly is. She did not want 

to risk being judged or perceived as abnormal, and there seems to be a real fight to 

maintain the guise of normality, with careful consideration being given to each action or 

word.  

“There’s days, like even today, like I literally am hanging on by the tip of my fingers 

just to have a normal life; to, to have a normal day”  

•   Wrestling with power and control 

o Being controlled  

Both past experiences and current perceptual anomalies can be characterised by being 

controlled by someone or something. Initially, it was Salma’s family, then her ex-husband, 

and now the voices. These experiences have left Salma feeling like her grasp on her own 

autonomy is tenuous, and is something that can be easily manipulated and taken away. The 
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strength of her conviction of the control of the voices/entity is indicated in Salma’s almost 

total social withdrawal, due to the fear it will do something to her or through her.  

“And then, then at times it used to be like cause if I didn’t have any control over my 

body and I used to take every, every strength that I had to just stay stood where I’m 

stood” 

o The location of power 

In the same way that Salma felt her grasp on her autonomy was tenuous, it also seemed to 

be the case for her sense of power. Power appeared to be something Salma located 

externally to herself, and something that is negotiated with others. It was clear from Salma’s 

discussion of her attempts and experiences of help-seeking that she gave a lot of power to 

the voice and opinions of HCPs. Sometimes this was intentional as she was looking to the 

‘expert’ to construct her reality. Sometimes this was involuntary and it appeared to be out 

of desperation to make sense of her experiences and part of a cultural value of placing one’s 

faith in doctors and qualified professionals (“so, I was like, again, he’s a professional, he 

would know”). Each time Salma was given an external explanation or diagnosis and 

intervention, she adopted this and adhered almost without question. Here Salma refers to a 

counsellor she was seeing: 

“I became like at his mercy kind of thing” 

o Disempowerment of Salma’s voice  

A consequence of this was that Salma felt power is something that can easily be taken away. 

She worried and feared that openness about voice hearing would inevitably lead to 

sectioning and hospitalisation, and was therefore cautious about what she disclosed. Salma 

also described her experiences of help-seeking in the context of feeling let down, dismissed 

and not heard. This was regarding both domestic violence and voice hearing experiences. 

For the latter, Salma recalls her experiences being dismissed under a common MH 

condition. Salma reflects here on the impact of the ethnicity of her GP and described 

returning with a rehearsed script to receive the support she needed. 

“and er, again, the GP being an Asian doctor, he went, ‘Oh okay. You’re depressed’” 
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Ethnicity and help-seeking was also discussed in the context of her work with EIS. Although 

she positively appraised the openness of her care coordinator (who is White) when she 

shared her illness beliefs, there seemed to be an unspoken understanding that this is 

something she can explore outside of formal intervention. Salma notes that having a similar 

ethnic background as some of her HCPs, has been a positive experience and allowed for a 

more nuanced understanding of her experiences and a more active approach to 

interventions in line with her primary illness belief. It appears as though this allowed for 

Salma to feel her voice was being heard.  

P: because er, it’s like when I was telling him about the religious stuff that I was 

doing, and he, because obviously he, being a Muslim man, he knew what I was 

saying and so it was a lot easier for me to explain it to him than it is for me to 

explain it to like, for example, [care coordinator] because when he, it’s not like he 

didn’t understand, he did, but it was just that thing where if I said, ‘Oh I did this’ 

and he’d, [EIS staff member] would be like, ‘Yeah, I know,’ you know he did this. 

You know what don’t do that, try this now’ 

I: what was he recommending? 

P: so, he gave me some like little verses from the Quran to read. They're like small 

little verses and er, he was like, you know read this, you know after you’ve read 

your prayer, re-read this, and er, see how that does it. 

o Loneliness and rejection 

What resonated throughout Salma’s story was a profound sense of loneliness due to the 

systemic rejection from others, including her family, the wider community, her work and 

from Salma’s interactions with various HCPs over the course of her experiences to date. The 

social rejection from her family was centred around family and cultural norms regarding 

“izzat” (which she translated as family honour/respect/reputation), and the impact this had 

on the wider community perceptions of the family. 

P: and er, they’re going to talk and er, basically I have brought shame on the family 

and I shouldn’t be telling anyone’ 

I: mmm          
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P: you know, ‘If she’s hearing voices why doesn’t she just stay at home in the 

house; why doesn’t she stay indoors and not interact with anyone’ 

It appears that the community held a lot of power over the family, and the subsequent 

response to Salma’s difficulties in terms of silencing rather than supporting (“That's how I 

felt. I felt like they’d outcasted me”). For Salma this greatly reduced her confidence in 

sharing her feelings, to avoid further rejection and become part of the rumour mill. There is 

a sense of a storm of emotions of anger, frustration, sadness and disappointment at the 

reaction of others to her difficulties, and where this left her.  

Social rejection appeared to stem from a limited understanding of MH issues within Salma’s 

family and wider community. Her work colleagues rejected her as someone to be frightened 

of and Salma describes that her family commonly attributed her experiences to a personal 

failure (hers and her mother’s), lack of effort to be happy, or infantilised as going through a 

phase and attention seeking behaviour. Salma’s social withdrawal, and choosing to no 

longer speak to her family about her voice hearing, served to reinforce these ideas. A poorer 

understanding of MH seemed to stem from its abstract nature and, as something intangible, 

it appeared to lose its credibility as an authentic concept and difficulty. 

“that’s what he said, ‘I can’t see it. So, how am I supposed to believe you’ve got it? 

‘But when she’s saying this stuff like oh, she’s depressed, and she’s got mental health 

issues and I can’t see that so,’ he goes, ‘I don’t believe it,’ So to me he goes basically, 

‘She’s just acting’” 

• Wrestling with illness beliefs – black magic/possession vs. PTSD  

Salma described two illness models. One appeared to be a dominant framework of 

understanding and related to black magic and possession by a “Jinn” (entity). 

P: well, what I thought was happening was nothing related to mental health 

I: mm 

P: it was more related to black magic 

I: can you explain 
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P: you know basically, there was this man that er, in that same time of because of 

how I connected it to that, was the same time when the voices started, I had an 

altercation with a religious spiritual leader. 

Salma describes that within this spiritual explanation, MH difficulties are preventative and 

curable, and perhaps this also serves to strengthen conviction in it. For Salma, this belief and 

her strong faith are protective factors and a great source of comfort, and formal 

intervention is therefore a secondary help-seeking route. 

“It's this, this is what’s, the religious perspective is what’s going to cure it, what‘s 

going to get rid of it; what’s going to get rid of the voice that I hear and then if 

anything happens after that, then we can look at it from the mental health 

perspective.”  

The alternative understanding of her experiences comes from her interactions with her EIS 

team. Salma described that they felt the voice hearing was likely related to repressed 

emotions associated with her experiences of extreme domestic violence resulting in Post-

traumatic Stress Disorder, and the stress induced from altercations with her father. 

However, the addition of this secondary model seems to have resulted in Salma wrestling 

between them, and it seems that conviction in each model varies depending on the context 

she is in. Even though there is a primary illness belief related to black magic and possession, 

this was perceived as “other”, compared to the more dominant pathologising framework, 

and Salma described a division in the responsibility to make sense of each belief between 

herself and EIS. 

P: and so, it was like I said er, previously, I was stuck between is it a religious thing 

I: mm 

P: is it, is it this demons or whatever, or is it actually a mental health thing; is it me 

hearing voices. 

The juggling between two illness beliefs also led to a sense of confusion as to which 

intervention to undertake, and if one could possibly exacerbate illness, if it was the incorrect 

route.  
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• Testing and proof of illness beliefs  

A consequence of this wrestling and prior experiences has left Salma sceptical of both 

explanations to some degree. She describes quickly moving between trusting and doubting 

each model and their proponents. Salma described a recursive process of testing and 

identifying proof for each explanation. However, this appeared disproportionately greater 

for the spiritual interpretation. This was indicated by a Google search of the EIS explanation, 

but a more systematic process of exploration of the spiritual explanation via deconstruction 

of unusual experiences (e.g. what the voice is saying, marks on her body) and receiving 

external validation from family and several “religious scholars”.  This, along with perceived 

inefficacy of antipsychotic medication and efficacy of the rituals in stopping the voice (albeit 

temporarily), served to act in a self-confirmatory manner, and reinforce Salma’s explanation 

of black magic and possession. 

Dalil 

“It’s just I feel I’m just sort of spiralling out of control in some way. Like they’re trying to take 

over my life and I don’t know who to turn to or what to turn to. I don’t know who can make 

this problem go away, of hearing voices” 

Dalil first heard voices as a very young child and interpreted them as a normal form of 

companionship. The voices became more prominent around the age of nine, following a 

serious trauma. He is now in his late twenties and currently living with his partner. He has 

recently spent time in hospital, under an involuntary section, where he was told he was 

“schizophrenic”, although Dalil, does not hold much stock in this. He has had a very 

challenging life, including feeling neglected by his parents, childhood sexual abuse and a 

forensic and drug history. Dalil finds the voices oscillate between malevolent and 

commanding (to harm himself and others) or benevolent, protective and advisory. They 

often reinforce his grandiose ideas and beliefs of becoming a leader and multimillionaire. 

Initially, Dalil was able to exert some direct control over the voices; however, over time, this 

seems to have reversed and he now feels the voices exert control over him. Although less 

frequent, Dalil also experiences visual perceptual anomalies of strangers, Jinns and angels. It 

is clear Dalil tries his hardest to manage them, but continues to find them overwhelming 
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and “unchallengeable”. Dalil’s life seems very lonely, and he describes feeling rejected from 

his family and community. He described his perceptual anomalies as continuing to be a part 

of his everyday life, and he uses prayer and the support of his partner to help manage them 

as best he can.  

There were points in the interview when Dalil seemed to lose attention, become less 

coherent or express his thoughts and beliefs in an unusual way that I could not understand. 

He did not go into much detail about how he had made sense of his experiences, and I 

wondered if that was because Dalil was still living with his perceptual anomalies, and thus 

wasn’t quite ready to reflect on them. This interview felt a little bit more disjointed, but I 

think we both enjoyed the process. The themes for Dalil are shown in Table 8. 

P: I think that’s everything covered, I think. I'm just grateful that you made me 

start to have a conversation with you. You're a very nice person 

I: oh, I'm very grateful that you’ve been so open and generous with your story about 

your experiences. And I really do. . . 

P: …that’s okay 

I: thank you 

P: I’ve had a good time so, I appreciate you very much Krisna 

I: oh, thank you very much. 

Table 8. Superordinate themes for Dalil 

Main Theme 

An ambivalent relationship with the voices 

Pervasive rejection 

An elusive understanding 

• An ambivalent relationship with the voices  

Dalil seems to have a complex relationship with his voices, that has developed over many 

years. Despite a familiarity, he describes knowing this made him “not really a normal 

person” and “someone out of the ordinary”. Feeling different has been exacerbated by 

Dalil’s interactions with others who also view him as such. The voices appear to have 
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become more prominent after each of Dalil’s trauma experiences. They were initially 

positively appraised as they appeared to be a form of protection, comfort and company 

when Dalil felt most alone. It seems as though Dalil felt he was able to exert control over the 

voices, regarding when he wanted to engage with them. However, this seems to have 

changed over time, and it seems now Dalil has lost control over them and they have become 

“very, very unchallengeable”. They are now perceived to be omnipresent and have power 

over Dalil. Because the voices have become both malevolent and benevolent in nature; 

protecting Dalil from harm but also commanding him to harm, Dalil has lost his sense of 

autonomy and the relationship has become confusing. This confusion is echoed in Dalil’s 

sense that the voices can sometimes drive his more grandiose ideas and beliefs and are 

therefore capable of manipulating him into illegal activities, but sometimes his ideas and 

beliefs come from him and are achievable.  

“you don’t know what they’re actually here for. They could be here for a reason. They 

could be here to destroy me or protect me. I don’t know which one it is yet [sniffs]”   

Dalil feels he needs to continue to try and engage with and understand the purpose of the 

voices, to almost renew the type of relationship they have, and protect himself from the 

power they hold over him.  

“I need to speak with my voices, because you know I need to understand them 

because if I don’t understand them, they could either get offended or take action 

towards me somehow and get worser by talking in different manner” 

• Pervasive rejection 

For Dalil, there appeared to be a pervasive experience of rejection, by his family and the 

wider Bangladeshi community, and perhaps also self-rejection. This seemed a fairly 

consistent experience across his lifespan. Both systems seem to hold power in how Dalil 

perceives himself, and how he and others understand his difficulties. Rejection was related 

to the general negative connotations associated with MH difficulties but, for Dalil, this was 

superseded by his forensic and drug history. There was a sense of others dismissing or 

disbelieving trauma experiences and difficulties. For Dalil it seemed that there existed the 

double stigma of voice hearing and a drug history, and therefore an increased risk of social 
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rejection and being ostracised by his family and wider community. Dalil described this in the 

context of several interpretations and reactions the community held regarding his 

difficulties, including personal failure, punishment for poor behaviour/drug use, a way for 

Dalil to manipulate others or under a spiritual framework (Jinns).  

“the fact that I'm brown in skin colour when it comes to these sort of situations 

where-where like we’re demonizes, people who deal with things like drugs and guns, 

and that we do bad things, that we bring bad on ourselves and stuff. So, that was the 

general notion in the community that you brought it on yourselves so there’s no one 

that can help you.”  

There appears to be a sense of conflict in identity, which is influenced by family and 

community perceptions. Dalil discusses the difficulties and the frustration of belonging to 

the Bangladeshi community and his desire for acculturation, and the impact of this on his 

self-acceptance and help-seeking. 

P: oh, my parents are back minded, huh! They’re, they’re very back minded, huh! 

I: what do you mean  

P: they’re like “don’t get involved with White people; don’t get involved with social 

workers. Don't go to people about your problems and stuff like that. It's disrespect 

to the family or we don’t want to know you if you do go to these people” 

• An elusive understanding  

Identifying an understanding remains elusive for Dalil. It seems as though the focus on the 

power and intentions of the voices, leaves little room to step outside of these experiences 

to make sense of them. This is illustrated in my attempts to elicit Dalil’s explanations for his 

experiences.  

“I dunno. I just, I can’t explain that side of things cause I don’t know myself to be 

honest. So, I couldn’t give you an explanation”  

“I dunno. It’s just, there’s something unexplainable, to be honest” 
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Where Dalil did share his thoughts on beliefs, they seemed tentative and difficult to shape 

into a framework of understanding. One illness belief referred to black magic, which Dalil 

feels he was exposed to as part of his forensic and drug experiences. Although he 

questioned the validity of this, he sought external validation from his Imam, who confirmed 

black magic, but was unwilling to support further due to Dalil’s drug use. It seems that 

rejection of support, the Imam locating the problem in Dalil, and the resignation he 

associates with this illness belief led to a cycle of continued drug use. 

P: what happens is when you’re selling drugs, you do black magic on people, so 

they don’t become your enemies so, you can keep them at bay. And people used to 

do that and then someone did it on me and I don’t know if it’s true or not but that’s 

when I started hearing voices  

I: right 

P: I believe it could have something to do with it 

“I was like, you know it’s black magic I can’t take it off me so it’s gonna stay with me 

forever so, I might as well stay on drugs” 

During his interactions with HCPs Dalil recalls receiving a diagnosis of schizophrenia and 

drug induced illness, but it does not seem to be something he has accepted as an illness 

model. Perhaps he is sceptical here because he separates his visual anomalies as occurring 

under the influence of drugs, from the voices which first started in childhood and persist 

with and without drugs. 

P: it just didn’t like seem to add up, because so what if I was smoking cannabis it 

doesn’t mean that I’m hearing voices. Even when I’m not taking cannabis I’m 

hearing voices so, that’s why I knew that they wasn’t always like on the same path 

as me of understanding  

I: right. And what do you think it was then if it wasn’t the cannabis and the drugs? 

P: I don’t know. That’s what I couldn‘t really explain. I’m sorry. I don’t know  
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Sophia 

“I became lifeless.” 

Sophia is in her mid-thirties, and lives at home with her family, whom she is very close to, 

and credits with her ongoing recovery. She has experienced depression, anxiety and severe 

panic attacks for the last decade. She first experienced what she now terms psychosis 

around four years ago. She described waking up one day and not being able to organise her 

thoughts and feeling like she was going to die. Sophia believed she and her family were in 

danger and being watched. She recalls others noticing catatonic like behaviours, which she 

described as staring without blinking and staying in a fixed position, and extremely labile 

mood, which was completely out of character for her. There was a prolonged period of 

insomnia, social withdrawal, self-isolation and self-neglect, leading to extreme weight loss 

and hospitalisation. Sophia described both herself, family and HCPs not recognising her 

difficulties as psychosis at the time. She feels she is on the road to recovery and continues 

to take medication to help stabilise her mood. Sophia was keen to impress the importance 

of educating people about psychosis, encouraging others to be open about their MH 

difficulties, and accessing formal intervention. The themes for Sophia are shown in Table 9. 

Table 9. Superordinate themes for Sophia 

Main Theme 

A dramatic and sudden loss of self 

Lack of illness recognition by others 

A cumulative illness model 

A default illness belief of taweez 

Family as ‘protective but isolating’ 

• A dramatic and sudden loss of self 

For Sophia, although she had experienced anxiety and depression since her mid-twenties, 

her experience of psychosis felt like a sudden and dramatic loss of who she was, leaving a 

sense that she became lifeless and a passive observer. Sophia describes this as “the most 

terrifying experience” she has lived through. What changed for Sophia was the way she 

thought; her mind was either an abyss or her thoughts were jumbled and incoherent. She 
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would spend hours ruminating about what would become of her, and this worry led to 

catastrophic thinking that she was in danger and going to die. Sophia isolated herself from 

others and withdrew from family, which she reflects as the start of her experience of 

psychosis, although she didn’t recognise it as such at the time. 

“It was like um, do you know if somebody’s been in a coma, they sort of come out 

and they learn everything all over again I wasn’t in a coma; I was in a different type 

of coma. It was like I was watching everything but I became blank in the head, you 

know like in the mind. Everything sort of switched off and it was like a different 

personality was taken over me” 

This change, from someone who was perceived as timid, very respectful and close to family 

to someone, seemingly overnight changing character to aggressive, rude and absent led to 

Sophia feeling like not only had she lost her identity but also her sense of autonomy as well. 

This was reflected in Sophia’s experiences of losing pleasure in activities, severe self-neglect 

and describing catatonic like behaviours and “zoning out”   

• Lack of illness recognition by others 

The severity of the self-neglect, including food refusal and consequent weight loss led to 

hospitalisation. Sophia recalls her experiences were initially interpreted as an eating 

disorder by HCPs. This delayed recognition by others and had a disruptive effect on Sophia, 

as she became more passive and unwell, and detached from what was happening around 

her. Perhaps because of this, and because Sophia didn’t experience the prototypical 

characteristics of psychosis, her experiences were not initially recognised or considered in 

this context. For Sophia there appears to be both visible and invisible experiences. Some 

elements remained invisible, partly due to Sophia hiding some of her unusual experiences, 

and she recalls not sharing her growing paranoia and cognitive difficulties (rationalising, 

decision-making), and this seemed to be associated with shame. 

P: […] They don’t want to admit to something because they feel that they feel 

embarrassed, they feel belittled, and the main reason is because I didn’t want to 

admit I had psychosis but they said but you have got it because the professionals 

can’t make a mistake 
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I: why did they think you had psychosis?  

P: because I spent a lot of time in my room and I wouldn’t come out. And they-I 

used to think a lot. 

Here, although Sophia described some of this in the third person, it seemed like it was 

something she strongly related to. Sophia demonstrates her awareness of the stigma 

associated with MH difficulties, but also indicates the power in the professional voice to 

provide a diagnosis, which she seems to have then adopted as an explanation. 

• A cumulative illness model  

Sophia discusses her understanding of her experiences largely in the context of a health 

illness model. The sense here is that this model has been based on interactions with her 

healthcare team. Her experiences seem to be understood as both a response to causative 

illnesses (“I had anxiety, depression and then psychosis”) with difficulties preceding one 

another (“like a chain”), and an accumulation of different difficulties, leading to an 

increased vulnerability. Both seem to be complementary rather than opposing, although she 

does still struggle with not really knowing what it could be. 

“I was mentally drained with the panic attacks and the anxiety that this opened a 

door for psychosis to enter” 

Underlying this illness belief, were more general narratives around illness as a reaction to 

stress and childhood bullying, and illness as occurring to certain types of people, or being 

triggered by a significant event (trauma). 

• A default illness belief of taweez  

Sophia initially felt that her experiences were related to “taweez”, which she described as 

black magic and witchcraft. This appeared to be a common practice and illness belief held 

by her family both in the UK and in Pakistan, and seemed largely related to Sophia’s 

behaviour being perceived as out of character by others, acting as confirmatory of 

possession. 
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“so, um, a few friends of my mother's told her that I think they’ve done something on 

your daughter like black magic” 

However, this illness model appears to be a subsidiary framework, and was described in the 

context of being a last resort and another option alongside health-related illness beliefs and 

seeking more formal intervention. At the initiation of other family members, Sophia’s father 

sought external validation of the taweez belief model via a spiritual healer. Who 

disconfirmed this explanation and encouraged Sophia’s father to seek formal intervention. 

Perhaps this also contributed to solidifying the health illness model as a primary explanation 

for Sophia’s experiences.  

The conviction in each explanation and the beliefs of the community did seem to impact the 

type of help-seeking initially accessed, and it was interesting that some of Sophia’s extended 

family members in Pakistan, and the spiritual healer, seemed to hold a sense of power in 

influencing the family decision-making. By proxy there was a sense of disempowerment in 

Sophia’s decision-making and passivity in undertaking interventions which seems to stem 

from cultural considerations, being unwell and the family taking over her care. 

• Family as "protective but isolating" 

It is clear that Sophia perceives the protective family environment as having a positive effect 

on her psychological wellbeing and recovery. However, this protective behaviour may have 

also served to act in an isolative way. There appears to be several reasons for this, most 

salient of which is to avoid the social stigma associated with MH difficulties, and the risk of 

Sophia being given a permanent label, making her different and placing her outside of the 

community. This seems to indicate a sense of power the community can have over a family 

to silence or even ostracise families where there are MH concerns. 

For Sophia this risk of labelling extends across the UK to Pakistan, and she reflects on the 

impact of poor awareness, and education around MH in both countries. This risk serves to 

drive the hiding of MH problems from others, or framing them under “depression”, which 

seemed to be perceived as a more acceptable mental health issue. 
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There was a general sense that MH difficulties in the community was interpreted under two 

prevailing frameworks, one of which was illness beliefs related to black magic and the other 

was an individualistic framework of illness as a result of personal failure or attention seeking 

behaviour, and poor parenting; both of which risk social rejection. She describes others 

commonly misattributing her social withdrawal or illness behaviour as deliberate and 

disrespectful (such as not greeting elders) and the subsequent impact this had on the 

community’s perception of the family.  

“I'm not trying to seek attention because I forgot to mention. Some of my friends and 

family thought when I was behaving like this that I was trying to seek attention they 

didn’t understand that I'd a problem” 

Amina 

“I was scared to even tell anyone about it because I thought they wouldn’t understand or 

anything. I didn’t tell my family until a really long time, after a really [nervously laughs] long 

time.” 

Amina is in her early twenties and lives at home with her father and four siblings. She is in a 

long-term relationship, which she describes as “up and down”. Despite being surrounded by 

others, Amina describes an isolated life, feeling distant from her family, being bullied and 

not having many friends. She feels she has to be very selective in what she shares with her 

family, and this is related to feeling blamed and unsupported after a severe self-harming 

incident. She has experienced depression since her early teens and uses self-harm and 

cannabis to cope with low mood and now the voice hearing. Amina typically hears a single 

voice, it is male, critical, belittling, derogatory and threatening. Sometimes Amina can hear 

screaming or several people conversing in the background, although this is much less 

common. The voice was present throughout the interview, but Amina feels she has gained a 

better sense of control and likened it to being able to turn the radio down and ignore him to 

go about her day. She has been able to successfully continue with her retail position and is 

planning to move out of the family home soon. Amina feels these experiences may have 

happened for a reason, and she has become a stronger person for them. The themes for 

Amina are shown in Table 10. 
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Table 10. Superordinate themes for Amina 

Main Theme 

Sharing, secrecy and shame 

Coping alone 

Partial mastery of the voice 

Tussling between default and advised illness beliefs 

• Sharing, secrecy and shame   

Amina recalls having a “terrifying” experience where she heard an unknown male voice for 

several nights in a row. Along with the intense fear, Amina was confused, initially locating 

the voice as external but quickly realising it was inside her head as the voice persisted to day 

time (“I felt really scared and I didn’t know what was gonna happen”). Despite living in the 

family home at the time, Amina did not share her unusual experiences or that she had 

accessed support via the GP/EIS for a further nine months. This was due to previous 

experiences of feeling let down and dismissed, when Amina was encouraged by her sibling 

to not access formal intervention for fear of what people would think of their parents. This 

event seems to have had a lasting impact on Amina, and her perceptions of sharing her 

experiences and help-seeking within the family. There are several times where Amina recalls 

self-censoring and I noticed it felt like she holds lots back. For Amina, this seemed to be a 

way to manage the stigma of MH, to not be perceived as different/strange and an 

additional burden to her family. Perhaps most concerningly it was because she doesn’t feel 

like she’ll be understood by others. 

“ erm I don’t like to, there's stuff that I haven’t told anyone not even [EIS staff 

member], there's a lot of things that I have told, but there is still like a huge part that 

I know myself affects me but I just can’t tell anyone. They just don’t, maybe they 

won’t get it. That’s what it is.” 

Self-censoring, seems to stem from a common practice of keeping things a secret. Being 

open about things, within the family and wider community, seems to be associated with the 

risk of parental blame and damaging the families honour. This leads to dismissing 

difficulties, hiding them or framing them as more common, and therefore perhaps more 

acceptable, MH problems such as anxiety. This seems to leave Amina in a difficult situation, 
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where hiding things results in having to cope alone, but equally sharing things risks rejection 

and coping alone. Keeping things within the family and hidden from the wider community 

also appears to be associated with the perception of the community’s beliefs around MH 

difficulties and more generally around preserving the family’s reputation and social 

standing. In this sense belonging to a close-knit community appears to come with a sense of 

community power over the family. Which ultimately leaves Amina feeling mistrustful of 

others and like she is alone in her experiences.   

P: I was thinking that they wouldn’t understand much because I haven’t seen much 

mental health within the you know the community, so that’s why I thought maybe 

they wouldn’t understand. Coz I just thought you know they were a bit backwards. 

I: what do you mean? 

P: their backgrounds, are a bit to uhm, coz we’re Pakistani’s I just thought, they 

wouldn’t be able to understand or they don’t have the knowledge about mental 

health and stuff like that.  

I: okay, and sorry what did you say about your community and mental health? what 

did you mean? 

P: I feel like no one really talks about it much, it’s like, I think it's something like 

frowned upon. Just like if someone were to talk about it, someone would be like 

‘ohhhhh’ 

• Coping alone 

There is a profound sense of loneliness in Amina’s recollections, in terms of the actual 

experience of voice hearing, but also in her experiences with family and friends and help-

seeking. She recalls losing most if not all of her friends and feeling increasingly disconnected 

from her family. Even though they are now aware of Amina’s MH difficulties, and this was 

initially a source of relief for Amina, her difficulties seem to have been quickly 

dismissed/silenced and no longer discussed, and it seems like she is back to coping alone. 

I: does anybody know about the voice hearing? 

P: all my family know that, but I don’t know if they think it's gotten better or 

anything but no one asks me about it or maybe they’ve forgot. 
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• Partial mastery over the voice 

Amina recalled that initially hearing the voice was very anxiety provoking and he would be 

able to easily distract her. She seemed to enter a cycle of attempting to fight the voice and 

ignore him but being unable to do so and this leaving her feeling very angry and upset with 

herself, and then reattempting to ignore the voice to manage these emotions. However, 

over time, it seems her relationship with the voice has changed, and now she feels she can 

exert partial control over it. 

“I just got used to it slowly and you know sometimes I can make the voices go away 

myself, I feel like I can but sometimes I can’t. When my mood is low then I just can’t. 

Then when the voices are there, they make me cry.” 

• Tussling between default and advised illness beliefs 

Despite seeking formal intervention within the first two weeks of the onset of the voice 

hearing, Amina’s initial belief regarding it was a spiritual interpretation of possession. This 

model was perceived as “crazy” and “extreme” and it seemed she was a little embarrassed 

to share her illness beliefs related to this perspective.  

P: erm, at first I thought it was something spiritual. Yeah, I thought it was like you 

know, I’ve got the, we call it a Jinn. I thought it was a Jinn or something like that. 

[nervous laughter]  

I: tell me a bit more about Jinns 

P: erm, invisible devils or something. I don’t really hugely know like.  

She recalls her family holding this illness belief, as an explanation for her strong emotional 

changes (referred to as an ‘episode’) and her mother initiating contact with a religious man 

who confirmed possession. Amina described an internal tussle of accepting the possibility of 

possession and rejecting this as something unbelievable. Both states were associated with 

confusion and feeling really anxious. This internal conflict led to Amina identifying evidence 

for and against this illness belief, and this was partly by engaging in prayer as intervention, 

as recommended by others. As this was perceived to be ineffective, it contributed to 

Amina’s scepticism of the explanation. However, it does appear to continue to be a residual 
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belief, alongside a health framework. A health interpretation was introduced by her EIS 

team and related to Amina’s childhood and trauma experiences. Perhaps, Amina is more 

familiar with this, due to her prior experiences with formal intervention for depression. 

Therefore, a health explanation was not perceived as the alternative, and seems to be 

accepted as an understanding. 

“Thinking back like now, maybe it was, maybe it was something and I just don’t 

know. But then now with it being related to my mental health. I do think it is because 

of the past experiences and traumas and stuff like that.”  

Group Analysis 

During the cross-case analysis, three superordinate, and associated subordinate themes 

were identified (see Table 11). The following section will discuss each theme, and 

similarities and differences between participants. 
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Table 11. Superordinate and subordinate themes for group analysis 

xx denotes theme as particularly salient for that individual  

Superordinate 
theme Subordinate theme Ismail Sirah Asim Nazreen Salma Dalil Sophia Amina 

 
Disconnection 
from self and 
others  

A terrifying and 
uninvited intrusion x x x x x x x x 

Something about me has 
changed x x  x x  x x 

 
Doubt and 
dispute 

Points on a journey 
towards understanding Searching Reflecting In the 

thick of it Reflecting In the 
thick of it Searching Reflecting Reflecting 

Working with multiple 
explanations N/A Assimilating Wrestling Rejecting Wrestling N/A Rejecting Wrestling 

Testing and proof x x xx x xx x x x 

Feeling resigned and 
overwhelmed x x x x x x  x 

A battle for identity Fractured Reclaimed Conflicted Reclaimed Fragile Conflicted Reclaimed Fragile 

 
Power and 
shame 

Feeling empowered   x x  x   

Feeling disempowered x x xx x xx xx x xx 

Hiding and being hidden x x x x x x x x 
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Disconnection from self and others 

 

 

 

 

 

 

Figure 2. Group analysis: Superordinate theme 1 

All participants characterised their experience of psychosis as a sense of disconnection from 

self and from others. Within this, participants recollected experiences as a terrifying and 

uninvited intrusion and feeling like something about me has changed.  

Nazreen recalled a sense of disconnection as her most salient experience, and this driving 

additional beliefs that she was in danger. Disconnection appeared to also be enforced 

through the experience of rejection, and in some cases perhaps operated as a protective 

mechanism to help buffer this.  

“Yes, I think that the first thing that happened was losing touch with reality. Em that 

was the biggest thing that happened. I didn’t feel like I was here and I also didn’t feel 

like the people around me mattered or … I didn’t think that they cared about me or 

they were doing something like to hurt me?”  

(Nazreen) 

Like other participants, Dalil characterised his experience as a difficulty connecting with 

those around him. This was described as both a precursor and consequence of his 

experiences. 

“I think it manifests itself like in life you have to be alone and you can’t connect with 

people.” / “it’s totally put me out of the family. I’m not that, I’m not allowed to be in 

the family anymore”  

(Dalil) 
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A terrifying and uninvited intrusion 

Echoing Sophia’s recollection of the uninvited intrusion of psychosis being “the most 

terrifying experience” she has been through, other participants described their experiences 

as “terrifying” (Nazreen, Amina) “frightening” (Asim), “scary” and “confusing” (Salma, 

Nazreen), “horrible” and “not nice” (Ismail). Dalil recalls one experience with his voice as the 

“scariest experience of my life”. And for Sirah: 

“I didn’t know what was going on . . . and umm, I felt just like scared, actually scared 

as well things like something is going to happen to me.”  

(Sirah) 

All but two participants described their initial experiences as unexpected and novel. Both 

Asim and Dalil had heard voices during their early childhood, and therefore the experience 

itself was not unexpected. For Dalil, his relationship with the voices was ambivalent, but 

what was unexpected was the how the voices became “very, very unchallengeable” over 

time. 

“so, I was in a half and half with them, but more to the point, it was more scarier 

than anything.”  

(Dalil) 

For Asim, the change in the frequency, tone and content was different, and associated with 

the voices becoming unmanageable. 

“Because it was be … harsher, more frequent? Like the second I’d wake up I’d be 

hearing voices as if people are talking to me? Things like that. Yeah.” / “Erm … yeah 

and it was abnormal because of how much it was negatively affecting me.”   

(Asim) 

Something about me has changed 

The sense of detachment resonated across other accounts and appeared to be associated 

with a sense that something about them has changed. Ismail for example felt that the onset 

of his experiences was more insidious, and there seemed to be a period where his reality 
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seemed to slowly ebb away and thus alter his sense of being and connection to those 

around him. He associated his experiences with being different and lonely.  

“you just feel different from everyone else and you just feel secluded, isolated in the 

way you think; and er, sometimes when you’re trying to get your point across people 

don’t understand what you’re talking about.”  

(Ismail) 

Whereas for Sophia, this sense of disconnection was a sudden loss of who she was, and she 

felt that she became different almost overnight.  

“just happened over night. They say some things don’t happen overnight but this 

did.”  

(Sophia) 

Other accounts, reflected becoming or feeling different, changed or a sense of ‘otherness’: 

“I just thought I must be crazy.”  

(Amina) 

“and made me someone like who’s not really a normal person, if that makes sense” 

(Dalil) 

It appears that withdrawing and isolating from family and friends was a common part of 

experiences. Often this was associated with the overwhelming nature of the experiences, 

but also as a protective mechanism to avoid social stigma. In this sense disconnection was 

deliberate for some, for example both Asim and Salma experienced persistent rejection 

from their family and community, and felt they had no choice but to retreat.  

“and looking at me like there was something wrong with me and er, I felt outcasted. 

That's how I felt. I felt like they’d outcasted me. And, and I got paranoid thinking I 

cannot leave my house. I-I-I can’t leave my-cause if I go outside people are going to 

stare at me and people are going to look at me and they’re going to whisper and 

they’re gonna make comments”  

(Salma) 
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Doubt and dispute 

Figure 3. Group analysis: Superordinate theme 2 

Doubt and dispute were discussed across cases, regarding the unusual experiences 

themselves and the stage of understanding the participants appeared to be in; also within 

the context of working with multiple explanations and testing and identifying proof for 

beliefs. This theme also resonated through accounts relating to identity and ultimately, 

there appeared to be pervasive feelings of resignation and being overwhelmed.  

Points on a journey towards understanding 

Over the course of the interviews it appeared as though participants were at different 

stages of their journey towards understanding their experiences. There appeared to be a 

temporal quality to this, in that a more stable understanding was associated with the 

passage of time, and some distance from the unusual experiences. Both Ismail and Dalil 

seemed to be in the process of searching for an understanding. Both were in some ways still 

experiencing more extraordinary ideas and beliefs, and/or perceptual anomalies, and it 

appeared that this prevented them perhaps from stepping outside of the experiences to 

reflect on them during the interview.  

P: they don’t mean anything to me  

I: mm 

P: I wished this never happened 

I: yeah 

P: I don’t know where it come from, I don’t know where it crept from 

(Ismail) 
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 “I dunno. It’s just, there’s something unexplainable, to be honest”  

(Dalil) 

In contrast, both Asim and Salma where in the thick of exploring and developing an 

understanding. Although both were also experiencing perceptual anomalies at the time of 

the interview, they had begun to reflect on their experiences and what they may mean. 

Although Asim notes here he has looked back on his experiences, it seemed overall, he was 

still in the process of deconstructing them to identify meaning: 

“Like I said I looked back at everything. Tried to figure out what was real. What 

wasn’t? Yeah. And the main thing I took from it was understanding my … family. My 

culture. My religion. And … categorising each thing. Splitting it.”  

(Asim) 

Sirah, Nazreen, Sophia and Amina, appeared to be reflecting back on their experiences, and 

how they made sense of them then, and how they have come to make sense of them over 

time.  

“I feel like they all linked like the psychosis came along with a lot of depression, 

anxiety. I think it started off with depression because em … I did actually go onto 

some tablets, Fluoxetine, I think it was called? And em I think it all stemmed from 

depression and anxiety. Em I’ve always been quite an anxious person. And I think the 

psychosis actually came from that, because my an, my anxiety fears built up. It just 

built up so much that I just couldn’t handle it anymore and I think that’s what 

happened. I just lost control. And that’s what I mean when I said I lost touch with 

reality.”  

(Nazreen) 

Working with multiple explanations 

For all participants there appeared to be a default explanation for experiences, relating to  

spiritual/religious understanding. A health framework was also discussed, often in the 

context of its provision from HCPs. There appeared to be an element of feeling 
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disempowered when it came to adopting the EIS explanation, in that there was a sense that 

participants had to accept the dominant discourse shared/enforced on them by HCPs.  

Where there were multiple explanations, participants appeared to be at different stages in 

establishing a system of understanding. Explanations appeared to be dynamic, and there 

was a fluidity in sense-making. There appeared to be three sources of sense-making: the 

self, family and community, and formal services. For each individual, the influence of each 

source varied, although all demonstrated a temporal quality and recursive process in 

developing an understanding. Although there was some level of a shared understanding 

between the self and other sources, there was little overlap between family/community 

sense-making and formal services sense-making. Figure 4. illustrates where individuals 

appeared in this construct: assimilating (Sirah), wrestling (Salma, Amina and Asim), or 

rejecting (Nazreen and Sophia) explanations.  

 

 

 

 

 

 

 

Figure 4. An illustration of the process of sense-making for participants. 

Although both Ismail and Dalil recounted multiple explanations, both appeared to still be 

contemplating the experiences themselves (e.g. the intent of the voices, unusual beliefs) 

and the meaning of them was thus still elusive (see Figure 5).  

I: yeah. And why do you think that might be happening        

P: lack of education of how to deal with people  

I: okay 
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P: now if I get psychosis it’s like you’re loving something else and the way things 

are meant to be you love that, and then it gets stuck in your mind and you can’t get 

rid of it.  

(Ismail) 

“it’s just I feel I’m just sort of spiralling out of control in some way. Like they’re trying 

to take over my life and I don’t know who to turn to or what to turn to. I don’t know 

who can make this problem go away, of hearing voices”  

(Dalil) 

 

Figure 5. An illustration of Ismail and Dalil’s sense-making. 

Ismail’s beliefs overlap with his family’s and community sense-making (e.g. will 

of/punishment from God) and he rejects the diagnostic explanation from EIS. Dalil too 

rejects the EIS explanation of drug use, and struggles to make sense of his experiences, but 

feels they could be related black magic, as confirmed by his Imam.  

It appeared that for Asim, Salma and Amina the multiple explanations created conflict and 

competition between them. There seemed an unhelpful tension of two seemingly opposing 

explanations, and distress and confusion stemming from the attempt to reconcile them.  

“so, it’s like when, when I wasn’t in a situation that was religious, if I wasn’t praying, 

and the stuff that was happening, what I was getting told from here [gesturing 

around to EIS team building], that was making sense […] but when I was doing 
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something in regards to reciting something or praying, that made sense. So, I was like 

stuck in between. So, it was like, like when I'm doing this, this makes sense. When I’m 

doing this, this makes sense because when I’m doing this then that doesn‘t make 

sense [gesturing using both hands as a scale]”  

 (Salma) 

Figure 6. An illustration of Asim, Salma and Amina's sense-making. 

All three individuals appear to be wrestling between explanations (denoted by red lines in 

Figure 6). This seemed most acute for Salma and Asim, who both spoke at length about their 

struggle to juggle between spiritual and health interpretations.  

Both Nazreen and Sophia also initially held spiritual explanations for their experiences and 

recalled the confusion of holding multiple explanations (see Figure 7). However, for them, it 

seemed ultimately one explanation was rejected over the other. In both cases the spiritual 

explanatory model was rejected. It appears for Nazreen this was a way to manage the sense 

Amina 
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of confusion and avoid some of the shame and negative connotations associated with 

“nazar”.  

 

Figure 7. An illustration of Nazreen and Sophia’s sense-making. 

Although Sophia initially understood her experiences in relation to “taweez”, this 

explanation appeared to be perceived as another interpretation, to cover all grounds, so to 

speak, and was ultimately rejected after being disconfirmed by a spiritual healer. Although 

she impressed she still held strong beliefs about spiritual/religious interpretations of illness. 

“he contacted a spiritual healer because what happened is um, er, obviously he was 

gonna seek the help of the professionals first. That was just an option because, it’s 

just a option because they sorted of suggested it, you know home, back home in 

Pakistan they said, ‘Well try everything. Even contact a spiritual healer if you have to, 

to get some answers’ because um, they thought probably there’s some dark entity, 

witchcraft or black magic that’s on her. She’s probably drank something from 

Pakistan that’s affected her head”  

(Sophia) 

Sirah, appeared to be the only participant who felt both explanations could be 

accommodated and assimilated the models into a system of beliefs (see Figure 8). She 

reflected that some of her experiences are likely due to “nazar” such as low mood, 
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depression and feeling out of sorts, as interpreted by her family and community. However, 

feeling watched was explained by the EIS explanation of paranoia and psychosis.  

“I thought like, I thought it might be evil eye and I was thought I was stressed at the 

same time. So, both things stress and evil eye. That’s what I thought it was and it was 

that kind of, yeah, I think that’s what triggered my psychosis as well just thinking that 

work, work, work.”  

(Sirah) 

 

 

 

 

 

 

 

 

Figure 8. An illustration of Sirah’s sense-making. 

Testing and proof 

As part of the recursive process of working with multiple models, all participants spoke of 

testing and identifying proof for explanations. For health interpretations, this appeared to 

largely consist of internet searches. However, this process seemed more complex and 

intricate for spiritual explanations. All participants sought external validation from family 

and community, including Imams or religious scholars/leaders/healers. Some participants 

spoke of performing rituals (Sirah, Salma, Nazreen) that could identify “nazar”. Asim 

recalled sharing his experiences with his best friend, which helped confirm that he had 

experienced Jinns as well as speaking to Imams and his uncle, who is a religious scholar. 
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“And I’ve told him about the experience with Jinns. Sometimes he was there! When I, 

like when the Jinns were there and he’d like feel it as well. So that’s how I knew it 

wasn’t always erm … psychosis or something else. I knew part of it was real. Part of 

it, yeah, is real.”  

(Asim) 

P: Em and em … yeah but it wasn’t that cos we did get it checked.  

I:  What do you mean? 

P:  You can go to someone to get it checked like a religious scholar.  

I:  Okay.  

P:  But that’s ruled out cos obviously it wasn’t that.  

(Nazreen) 

I: did you have much contact with the general community 

P: I did, yeah. I had contact with the local Imam and stuff like that and I told them, 

but they said it was black magic  

(Dalil) 

At the initiation of other family members, Sophia’s father sought external validation via a 

spiritual healer. This illness belief was subsequently disconfirmed by the healer, who 

encouraged Sophia’s father to seek formal intervention. Salma spoke at length about her 

scepticism of both explanations, but particularly the spiritual explanation of black 

magic/possession leading to this recursive process of seeking external validation from her 

sister-in-law, several religious leaders and using prayer and/or rituals for evidence and 

intervention.  

P: from what I did with er, the possession thing 

I: yeah 

P: that seemed more to me   

I: what do you mean? 

P: because it’s like the more I dug into it the more it justified it. So, like the more 

little things that I did cause when I did the recitation thing 

I: mm 
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P: I did it again. Cause I, I was like maybe it‘s a one-off thing. So, I did it again and 

like the same thing happened, and then I basically tried to pray again; and er, 

every time he knocked me away from the prayer mat, I went back, and I stepped 

back on it.  

(Salma) 

Both Salma and Amina recalled the validity of the religious leader’s explanations being 

associated with community reputation and exchange of money for services. Both also spoke 

of the in/efficacy of medication impacting the level of conviction held in an explanation.  

 P: so, from where I was concerned, it was like the medicine, what it’s supposed to 

do, it’s not doing it. Cause I got put on Aripiprazole that was supposed to stop the 

voices but even though I was taking it, it wasn’t, it was still there 

I: why do you think that was? 

P: because the more I was umm, looking at it from the religious perspective, I was 

like if it’s that then, that’s why the medicine’s not working.  

(Salma) 

Feeling resigned and overwhelmed 

In some way, every participant’s experience was characterised by feeling overwhelmed and 

resigned. This was in the context of the actual experience (e.g. voice hearing, visual 

perceptual anomalies, having unusual ideas and beliefs), the experience of help-seeking and 

working with multiple explanations. Ismail was overwhelmed by the slippery nature of 

reality and resigned to not knowing what the truth is and whose reality to trust, his own or 

that of the HCPs. Asim described feeling overwhelmed by the frequency and harsh tones of 

the voices, and the struggle to find an explanation for them and identify which experiences 

were real and which were part of the psychosis. There was a sense of resignation in having 

to keep parts of his identity hidden, and not being able to share his feelings and experiences 

with those around him. Similarly, Amina seemed overwhelmed by the intrusive nature of 

the voice hearing and resigned to its continued presence, and feeling she has to cope with 

her difficulties alone.  
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“I just got used to it slowly and you know sometimes I can make the voices go away 

myself, I feel like I can but sometimes I can’t. When my mood is low then I just can’t. 

Then when the voices are there, they make me cry.”  

(Amina) 

Salma, Sophia and Nazreen’s accounts were also characterised by confusion and feeling 

overwhelmed. For Nazreen this seemed particularly salient in her efforts to get people to 

understand what she was experiencing at the time.  

A battle for identity  

Sirah, Nazreen and Sophia characterised their experiences as briefly losing their identity and 

having an ‘illness identity’. They associated a reclamation of identity with recovery. This 

repossession was associated with re-establishing roles in their family, participating in 

occupational activities, socialising and employment, and a positive change to someone who 

is stronger, more knowledgeable about themselves, and their MH, and more mature and 

independent. For Nazreen, her reclaimed identity was associated with acceptance of MH 

difficulties.  

“But now I know what I would say. I would say … yeah maybe I do have a mental 

health condition. Back then I didn’t want to believe it! That even if I did … cos it’s a 

big thing, em to, to make yourself believe that you’ve got a mental health condition. 

And obviously now it’s just something that’s with me now. I’ve accepted it. And em … 

it’s not a big deal honestly like people have worse, people have worse situations in 

the world. So as long as I’m on medication and I’m stable and stuff. That, I just 

appreciate that, what I went through is gone and I hope it doesn’t come back. So 

yeah.”  

(Nazreen) 

For Ismail it appeared as though his identity has become fractured, divided between pre- 

and post-experiences. The current identity is associated with deficit and loss, and no longer 

having the same potential or being the same person. 
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“it wasn’t like this before. I had my brain; I had my intelligence, so I had like mental 

cognition. I mean it was really good. Er, my brain was really like responsive but like 

it’s now it feel like the heart of the mind there’s nothing there anymore. It just feels 

like it’s just a canvas that’s just painted grey”  

(Ismail) 

In Salma and Amina’s experiences there was sense of identity as fragile. Salma had built a 

new identity, after her trauma experiences, but her unusual experiences seem to have 

brought to stark light the fragility of this identity, and Salma seemed to be grappling with 

holding on to an identity, although she was unsure who she truly was. 

“So, basically, I was in autopilot mode so I wasn’t really discussing, like I wasn’t 

sitting with anyone and saying I need to tell them how I feel so I can, I just pushed it 

and just left it. And, because I got so good at faking it until you’re making it, kind of 

thing, like I couldn’t tell if I’d actually made it to the other side or I got so, I'd 

perfected it so well that um, I could just get up and someone new would come. I'd 

just sit and talk, all confident. And, I never thought about it.”  

(Salma) 

Although perhaps not as explicit, I felt that Amina’s sense of identity seemed fragile  

also. There was a sense that there was vulnerability and loneliness associated with who she 

is and her experiences. Both Asim and Dalil spoke of a sense of conflict in relation to their 

identity. Both reflected on being bicultural individuals, and struggling to find belonging 

across two different cultures. Asim spoke about the conflict in identity arising from his 

heritage culture and residing in a host culture. He describes feeling that being a part of but 

not really belonging to two dissimilar cultures has created a sense of detachment from both 

identities and conflict between them. This was reflected in his interactions with family and 

the MH system, in that with both he does not share the other identity, and associated 

values and beliefs. Asim described how family and community cultural norms regarding 

honour, respect and expectations served to increase his sense of detachment from his 

community and create a split between who he is and who he is expected to be.  
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Although Dalil belongs to a different SA community, he too seemed to feel a sense of 

disconnection in relation to identity. Dalil’s sense of identity was discussed in the context of 

social rejection and the influence of the community’s ideas around identity. Dalil discusses 

the difficulties and the frustration of belonging to the Bangladeshi community and his desire 

for acculturation, and the impact of this on his self-acceptance. There seems to be a sense 

of conflict in identity, of being Bangladeshi but being perceived as a ‘coconut’ (“someone 

that’s a White man wanna-be”), and the negative connotations associated with accessing 

formal support services within the community; thus perceived as being different, acting 

outside of community norms and exposing the family to dishonour. 

“I find, I find that very offensive, because at the end of the day we live in England and 

it’s dominated by English people so, we should want to be like English people and 

strive to be like them and be the same as how they are and the way they live and eat. 

And that should be our way of life because we’re in their country end of day”  

(Dalil) 

Power and shame 

 

Figure 9. Group analysis: Superordinate theme 3 

Power and shame resonated in all participant accounts; for some, perceptual anomalies led 

to feeling empowered, for others their experiences were largely associated with a sense of 

disempowerment and shame; and all participants characterised their experiences in the 

context of hiding or being hidden.  
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Feeling empowered  

Both Asim and Dalil had experienced voice hearing since early childhood. For Asim, it was a 

form of companionship, and associated with his idiosyncrasies. Like others (Salma, Sophia) 

faith was a protective factor for Asim, and parts of his identity appeared to provide a sense 

of empowerment. 

“ I think it’s been helpful for me to be a Muslim. 100%. Erm I think society looks down 

on you. Some … having … for being Muslim where it comes to … many things. Not just 

mental health. So it wasn’t, it’s not…. society makes it harder, but when you’re 

praying it’s easier.”  

(Asim) 

Dalil too heard voices as a child. It seemed these were a response to traumas, and with each 

trauma experience the voices became more prominent, and a source of company, comfort 

and protection. It appeared that they provided Dalil with a sense of power, and he was 

initially able to control engagement with them. Over time, although this relationship has 

changed, the voices can still be benevolent, protecting Dalil from harm and warning him of 

danger. Dalil’s sense of empowerment is also tangled with his more extraordinary ideas and 

beliefs, and he finds it difficult to delineate where they come from because of this.  

“it was different; it was very enlightening in some way because in some ways it was 

like doing something good for me by telling me things. And other ways it was kind of 

scary because I didn’t know where the voices were coming from or whose they were” 

(Dalil) 

Nazreen’s initial experiences were also appraised as positive and associated with a sense of 

empowerment. 

P: Well first of all hearing the voices. I didn’t know where it was coming from and … 

I actually thought it was normal because I thought in my head someone was like 

talking to me. […]I don’t know I thought I was like some spiritual thing! I don’t 

know … em that I knew I could talk, I had like a special power to talk to people. 

That’s how I felt at the time. Like in my head! Yeah I don’t know. I just thought I 
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was some spiritual thing! So. But that wasn’t it. It was just a hallucination. At the 

time I didn’t know what hallucinations were! I just thought oh I’m a genius. I can 

talk to people in my head or whatever! But … yeah. Basically. 

I:  How did it feel? To be able to do that?  

P:  Well I thought I had some sort of power at the time. So it made me feel good 

but obviously I wasn’t feeling good. I was going through psychosis. It was bad, but 

that did make me feel good! That I thought I had a power, but I didn’t.  

(Nazreen) 

In all three individuals, it appears that the sense of empowerment was challenged most 

acutely when those around them did not share this or labelled this as part of an illness. Asim 

for example, had a positive experience of sharing some of his experiences with Jinns with his 

best friend, and this allowed for a continued sense of empowerment. Whereas for Dalil and 

Nazreen, some, if not most experiences have been challenged by HCPs and framed as part 

of psychosis. This challenge may perhaps lead to a sense of disillusionment for service users, 

when their positive appraisals of experiences are quashed.  

Feeling disempowered 

A sense of disempowerment resonated strongly across individual accounts not only as part 

of the unusual experiences themselves but also in the context of belonging to the wider SA  

community and help-seeking (both formal and informal). For some, feeling disempowered 

was a salient part of their unusual experiences (Asim, Salma and Dalil). Although Dalil also 

spoke of feeling disempowered through his interactions with others, his disempowerment 

was largely characterised by the sense that his voices held power and were omnipresent. 

P: like I couldn’t escape from it if I went to another country they’d be there. If I 

went to the next city they’d be there. If I was in any environment they’d just turn 

up. And they tried to tell me that I was paedophile but I'm not paedophile 

I: who tried to tell you that? 

P: the voices          

I: ah, right, okay. And how was that experience for you? 



 - 119 - 

P: that was the scariest experience of my life cause it happened in jail, and 

obviously in jail it’s a rough environment  

(Dalil) 

For all disempowerment was reflected in their interactions EIS or other institutions. For 

example, where power had been signed to the professional voice, this appeared to be at the 

expense of their own. A power imbalance between participants and EIS seemed to have 

heavily influenced their understanding of their experiences. This appeared to create a sense 

of conflict for the participants internally and with others. For example, it seemed like Ismail 

had lost a sense of power, and other people were taking charge and he felt pushed to go 

along with their ideas and beliefs. Asim, Dalil, Salma and Amina too described similar 

experiences of feeling disempowered to voice their explanatory model. Although Nazreen’s 

experiences were perhaps not as explicit, disempowerment was demonstrated in her 

interactions with others and the sense of shame that was associated with holding a spiritual 

explanatory model. Disempowerment was reflected in accounts of compliance with 

medication, interaction with the police, and the imposing of power when others 

constructed ‘reality’ for participants. 

“I felt comfortable talking to them but there was always a backlash; there was 

always something where they wanted to pin me down . . . after . . . yeah, pin me in a 

way like because I’ve got unconventional way of looking at it at that time th-e-y, they 

really wanted, they didn’t like it so” 

(Ismail) 

Ismail noted that through his continued interactions with EIS staff he was able to identify 

ways in which he could reclaim a sense of power, via feeling respected by staff, not feeling 

judged for his ideas and beliefs and being listened to and not dismissed as someone who 

has psychosis.  

“to understand first of all where a client is coming from; just cause he’s got psychosis 

and everything doesn’t mean he’s going to have psychosis tomorrow”  

(Ismail) 
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Lastly disempowerment resonated through accounts of interactions with family and 

community. Asim, Dalil and Ismail reflected on disempowerment via feeling belittled and 

dismissed. Other accounts also characterised powerlessness by belonging to a close-knit 

community, restrictive family environments, pressure to adhere to cultural norms and 

isolation and loneliness. Like others, Amina’s account reflected a sense of power held in her 

community over the family’s reputation, the consequence of which is being in a position of 

disempowerment regarding help-seeking. 

“I had self-harmed really bad like, and it wouldn’t stop and I thought I was gonna die 

so I rang my sister and I was like can you please take me to the hospital and she was 

like ‘no you can’t go. What’s mum gonna say, what’s dad gonna say’. So that’s why I 

never, after that I never did tell anyone about how I felt or even if I self-harmed I just 

kept it to myself.”  

(Amina) 

For Salma, power and disempowerment appeared to be a ubiquitous part of her life, 

experiencing control from her ex-husband, family and the voices. These experiences have 

left Salma struggling to identify her sense of power. Her account is peppered with 

experiences of disempowerment, when help-seeking for domestic violence and psychosis, 

being ostracized from her family and community and to feeling that HCPs held the power to 

explain her experiences and intervene.  

“So, and plus, it would’ve been like if my father, with him being the head of the 

family. If he said I believe you, everybody would’ve rushed”  

(Salma) 

Now when the ladies came over, cause they came to my house 

I: mm 

P: and it was two White ladies, and er, when they turned up, he was already there. 

Cause er when I came to during the day shift again it was a White lady at the 

hospital, and she turned round and said that I was very lucky that I have a very 

loving husband. 

[…] 
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P: and when they were leaving I were literally grabbing on to the lady's arm for 

dear life. And she did not, she was like, ‘You’re a very lucky woman. You have a 

very loving husband.’   

I: mm 

P: and then after that happened, he locked me in a storeroom for nine years    

I: oh my gosh 

And that happened for nine years until I was like, you know what no one’s gonna 

do it. Just me. And I was like . . . get out of my life!  

(Salma) 

Hiding and being hidden 

Closely linked to this sense of disempowerment was secrecy and hiding things from others 

(including in interactions with EIS), or being hidden from others, such as extended family 

and the wider community. As with the previous theme, all participants spoke about keeping 

things a secret, holding things back and self-censoring. If MH difficulties were shared, they 

were often reframed as stress or more common difficulties such as anxiety and depression. 

Prominent in this theme was the need to avoid risk of shame and social stigma associated 

not only with MH difficulties, but also more broadly (being in a relationship, drugs and 

alcohol).  

“and even though they see all the signs, it’s like they turn a blind eye to it. It's one of 

those things, and if you push it under the carpet it’s gone, kind of thing. And that’s 

how it’s always been. So, but with my family it’s always been the case with that, with 

anything. So, it’s not just mental health issues or um, anything like that.”  

(Salma) 

“Our reputation. ‘What are people gonna say?’”  

(Amina) 

”Yeah. So you can’t, you can’t mention, for example you can’t talk about weed! And 

you can’t. So when you’re talking about your issues you can’t tell them everything. 

You can’t say I’m using weed to … fight everything that’s going on. I’m using it as a 

coping mechanism. You can’t tell your father, you can’t tell your parents that! Erm 
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because … well … it’s frowned upon in your culture. It’s frowned upon in your religion. 

It’s both in that situation.” / “No! Like I said about culture. You don’t talk about 

mental health.”  

(Asim) 

Summary  

For these individuals psychosis was characterised as a sense of disconnection from self and 

others. This was in the context of a terrifying and uninvited, and for most novel experience, 

that made people feel that something about them is different. There appeared a sense of 

doubt and dispute in their journeys towards understanding, working with multiple 

explanations and identity. For all, this led to a process of testing and identifying proof, and 

for most it felt like psychosis was overwhelming and associated with feeling resigned. Whist 

some individuals noted a sense of empowerment via their unusual experiences, this did not 

seem to last. All noted disempowerment via the experiences themselves, their interactions 

with family and the wider community and via formal services. Disempowerment was also 

reflected in the shame and stigma associated with MH difficulties and the seemingly 

common practice of hiding things from others, or being kept hidden.  
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Chapter 5 

- Discussion - 

Interpretative phenomenological analysis was used to address the broad research aim of 

exploring how British SA individuals experience and conceptualise psychosis. This chapter 

will provide a summary of the findings and how this work sits within the wider literature 

concerning this topic.  

Summary of findings 

Several themes were identified in the individual analysis. Some of these resonated across 

accounts and three themes were identified in the group analysis: 1. Disconnection from self 

and others, 2. Doubt and dispute and 3. Power and shame.  

Theme 1. Disconnection from self and others 

For the participants of this study, psychosis was characterised as a ‘terrifying and uninvited 

intrusion’ in their life, leading to a sense of ‘disconnection from self and others’. Whilst there 

were differences in the nature of the intrusion between individuals e.g. hearing voices, 

being watched and/or feeling in danger, or having extraordinary ideas and beliefs – the 

experience of being under threat and fearing for themselves and others, seemed to be 

shared. The unfamiliarity of the experience, difficulty recognising signs (by self and others), 

denying there was a problem or anticipating that problems would recede naturally seemed 

to impede help-seeking and illustrated that some individuals needed to develop a sense of 

‘illness’ before seeking help or accessing support. For example, participants described 

having experiences for some time before an untenable social situation led to help-seeking 

(often initiated by others) or interpreting their experiences as signs of a physical illness.  

Furthermore, participants described others (e.g. family) interpreting behaviour outside 

culturally acceptable limits as signs of being ‘unwell’, such as not being a hospitable host, 

talking back to elders and risk taking (see ‘Unfamiliar experiences’, ‘Down-playing, self-

censoring and stigma’, ‘Frustration of feeling silenced’, ‘Pervasive rejection’, ‘A dramatic and 

sudden loss of self’, ‘Lack of illness recognition by others’ and ‘Family as protective but 
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isolating’ subthemes). For example, Sirah noted that being confrontational with others was 

interpreted as out of character for her by her parents and therefore an indication that she 

was unwell. Similarly, Sophia described how ignoring house guests was perceived to be out 

of the ordinary and therefore a sign of having an illness. Nordgaard et al. (2021) propose 

there is a paradox in having a novel experience and also being expected to have the ability 

to identify it as a MH difficulty that requires intervention. This is perhaps especially 

significant for this sample: participants described being unaware of psychosis and services 

and the language surrounding it, and recalled that this was common across their community 

(see individual subthemes for Salma, Nazreen, Sirah and Sophia). This is reflected in other 

reports exploring SA experiences of accessing MH support (Prajapati & Liebling, 2021).  

Overall, the absence of the term psychosis, associated language (e.g. paranoia) and the 

social construction of illness suggests there are cultural differences in the meaning and 

values assigned to what may have traditionally been referred to as symptoms under a 

Eurocentric model. In light of this, cultural sensitivity would involve being aware that 

psychosis is constructed, communicated and understood differently in the SA community 

and that contact with formal services may include the external imposition of meaning.   

Detachment from reality was a salient experience resonating across several accounts. 

Previous research exploring the experience of psychosis in SA women has also noted a sense 

of invasion and suspicion (Corin et al., 2005). The findings from this study extends these 

results, and shows that the sense of intrusion felt as part of the experience of psychosis is 

across genders and can lead to a detrimental impact on engagement with others, including 

formal services. Where detachment from reality and disconnection from others is 

experienced, this may make individuals more cautious about engagement with an unfamiliar 

and perhaps intense service model. An example of this is Dalil’s description of his clashing 

relationship with his EIS team, where he was worried about the team imposing their reality 

on his own and the sense that he has to comply with their demands, leading to being wary 

of engagement with them.  

Dalil’s and Ismail’s experiences could be characterised as “poor insight”. However, another 

way to interpret this is using Bleuler’s (1950) phenomenon of “double-booking”, whereby 

people experiencing psychosis have the ability or dilemma of being able to exist in two 
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realities: a solipsistic one and one that is shared with their social world (Henriksen & Parnas, 

2014). Where realities conflict, and service users appear to struggle to co-exist in them, 

rather than labelling someone as ‘having poor insight’, it may be more prudent to work with 

each individual to explore the development of an idiosyncratic personal combination of 

realities. Avoiding imposing realities may build trust, empower the service user and reduce 

disengagement or self-censoring.  

Henriksen and Parnas (2014) suggest that the idea of poor insight has become synonymous 

with the concept of psychosis. Services should consider the disconnections between views 

of service users and staff are, at least to some extent, a way for people to cope with a 

profound and rigid shift in their sense of reality and a difficulty to think meta-cognitively 

about their ideas and beliefs. For example, for Ismail and Dalil it appeared their more 

extraordinary ideas and beliefs were still being experienced, increasing their sense of 

disconnection from others. They appeared to struggle more than the other participants to 

critically reflect on the validity of their ideas/beliefs post-hoc (see ‘Points on a journey 

towards understanding’ subtheme).  

However, it may not be enough for services to address metacognition to increase ‘insight’; 

more appreciation should be given to the impact of the lived experience of psychosis being 

characterised by a fundamental change in one’s core sense of identity (see ‘Something 

about me has changed’ and ‘A battle for identity’ subthemes). Chernomas et al. (2017) note 

that beliefs which are considered delusions by services have important meanings for people. 

Professionals could explore the meaning behind more extraordinary ideas and beliefs, given 

that the interpretation of some accounts given by participants in this study appeared to 

indicate reasons behind them, some of which seemed to be specific to cultural expectations 

and values. This may help maintain engagement and mitigate the risk of the individual 

feeling rejected and disempowered.  

Disconnection from self and others was also reflected in participants’ experiences that 

‘something about me has changed’ and worries and fears that they had become 

“abnormal”, “different”, “crazy”, “mental”. This subtheme echoes the work of Sass and 

Parnas (2003), in their phenomenological Ipseity-disturbance model of schizophrenia, which 

proposes that it is the fundamental change in the “me-ness” that characterises the principal 
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disturbances involved with this phenomenon. Change in self was also described in the 

context of others (e.g. friends, family and community) reporting that individuals were “not 

themselves”, “being out of character”, “weird” and “frightening”.  

Some themes identified in this study resonate with those reported in McCarthy-Jones et al. 

(2013) and Hansen et al’s (2018) systematic reviews of studies conducted in majority White 

samples. Furthermore, in line with other IPA investigations into the experience of psychosis 

which reported themes related to the role of the voice and relationships with voice (Rácz et 

al., 2017) and emotional responses to extraordinary ideas and beliefs, such as fear, 

uncertainty and loss of control, loss of identity and adjustment (Todd et al., 2009) 

participants in this study also identified similar experiences. Overall, this suggests there are 

phenomenological overlaps in the experiences of psychosis between ethnic groups. 

However, this study’s findings also diverge from these reports and Eurocentric 

conceptualisations on several counts, including, but not limited to culture specific content of 

the experiences (e.g. Salma seeing a churel, Asim and others hearing, sensing or seeing 

Jinns); the degree of family involvement; paternalistic influences; the power of the 

community; the impact of bicultural identity, racism, discrimination and social exclusion 

(from indigenous and host cultures). This suggests that although there are commonalities in 

the experience of FEP, the complexity of the cultural context is a strong influence. 

Distinctive cultural influence was perhaps most strongly evident in how people 

conceptualised their experiences, how they managed their sense-making and where they 

sought support for it.  

Convergence and divergence of the experience of FEP across ethnicities suggests that 

although psychosis is an idiosyncratic experience, some experiential themes are shared 

between and within ethnic groups. This study proposes that themes can be extrapolated 

and applied to other groups and be used as a framework for how services can work with 

people who experience FEP and hold multiple, sometimes conflicting conceptualisations. 

Importantly, the findings from this study strongly suggest that whilst themes could be more 

widely relevant in the experience of FEP, services appreciate the impact and importance of 

cultural nuances when working with individuals with marginalised and intersectional 

identities. This work demonstrates that there are cultural differences in the experience and 
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conceptualisation of FEP, but much more research is needed to increase theoretical 

transferability.  

This study identified a culture-specific interpersonal dimension to disconnection. 

Participants recalled the inherent risk of becoming ‘part of the rumour mill’ and familial 

shame when experiencing FEP (and other MH difficulties) and belonging to a close-knit SA 

community. This resonates with other accounts in SA populations (Time to Change, 2010), 

but does not appear to be a strong finding in research conducted in majority populations.  

In this study, disconnection appeared to be both an unintentional consequence of the 

experience, and also a deliberate attempt to help manage shame and social stigma 

associated with MH difficulties and mitigate the risk of permanent stigmatising labels (also 

see ‘Hiding and being hidden’ subtheme) – reported to have a significant impact on social 

standing and community relationships. Perhaps because of this, participants often described 

down-playing and self-censoring in their interactions with others, both when the 

experiences were most acute and after, when interacting with formal services (and for some 

it was felt during the interview). One explanation here is SA individuals may have a more 

socio-centric self-concept, which privileges relationality, which may find itself at odds with 

an egocentric self-concept privileged in the current Eurocentric healthcare system (Langa & 

Gone, 2020). 

Societal stigma has been consistently associated with BAME groups where there is more 

than one episode of psychosis (Loganathan & Murthy, 2011; Islam et al., 2015) and 

identified in IPA investigations exploring psychosis (Knight et al., 2003). However, this study 

demonstrates that the impact of stigma on one’s social capital in the SA community can be 

rapid and immediate, even for those experiencing FEP and entering services for the first 

time. In light of this, services need to consider how to support SA service users, without 

exacerbating loss of social network and mirroring distressing experiences of intrusiveness. 

They also need to consider that due to experiences and engagement with formal services, 

SA service users may have lost sources of support they could have otherwise accessed. 

Therefore, professionals will need to carefully consider the wider cultural context within 

which the service user exists, and the impact that this has on working with them and the 

sharing and disclosing of experiences. 
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In this study participants described self and/or community perceptions of individual 

accountability in pathways to care, such as smoking cannabis, attracting negative attention 

or karma. Services may need to consider wider discourses around MH difficulties within the 

SA community, and how this positions individuals to not seek help from others or be 

stigmatised if they do. For example, participants described that their position in the family 

meant ‘having to hold it together’, or avoid bringing shame and disrespect on the family or 

focusing on taking care of elders or younger siblings as priorities. Services need to be as 

aware as possible of the sociocultural barriers to help-seeking and engagement that exist in 

the SA community, in order to provide meaningful and appropriate support. The EIS model 

of healthcare is progressive, however, this study suggests that there are cultural differences 

in experiences that are impacting communication and interaction with services and acting as 

barriers to optimal service utilisation.  

Theme 2. Doubt and dispute 

Of the studies conducted in South Asia, reports suggest there are predominant models of 

psychosocial stress (Tirupati & Thara, 2001), or a combination of illness beliefs (Shah et al., 

2019; Naeem et al., 2016a; Saravanan et al., 2008). This is partly supported by the current 

findings. Participants in this study recalled initially holding a spiritual explanation for their 

experiences (such as ‘nazar’, ‘taweez’, ‘Jinns’, ‘black magic’ or ‘possession’), indicating it was 

a default belief and one not initially in line with a Eurocentric conceptualisation of FEP. 

Interestingly, for some there was a sense of shame associated with a spiritual framework, a 

finding that does not appear to be reported elsewhere. Variation in findings could be due to 

the impact of the sociocultural context, differences in MH systems, and length of time with 

services. As participants in this study were experiencing FEP and had not accessed EIS 

before, it is possible that their initial explanatory models were more in line with their 

cultural norms and values. It is also possible that having an indigenous label and/or 

explanatory model acted as a protective factor from internalised and experienced forms of 

stigma. For example, in this study for some, spiritual models were associated with 

attribution to a malicious external force rather than a personal deficit or failure.  

However, it appears that interaction with EIS meant socialisation to that service’s model of 

understanding, and to the language that the service uses to describe psychosis experiences. 
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Participants’ experiences suggest that certain models of psychosis are prioritised in services. 

It seems as though un/knowingly services are imposing definitions and explanations, that 

are not fully considerate of cultural norms and beliefs.  

In line with previous research (Dutta et al., 2019; Carter et al., 2017; Bhikha et al., 2015; 

Bhikha et al., 2012), this study also found that individuals held multiple explanations for 

experiences. However, to the best of the author’s knowledge, this is the first study to 

demonstrate the way different explanatory models interact with more dominant 

conceptualisations and how this influences help-seeking, illness experiences and recovery in 

British SA individuals. Participant accounts were characterised by doubt and dispute and 

there appeared to be a temporal and recursive nature to sense-making when more than 

one explanation is present. Furthermore, the influence of multiple cultural normative beliefs 

and values creates a complex and dynamic process.  

This study demonstrates that SA people’s personal explanatory models related to their 

ethnicity or culture may intersect with more dominant Eurocentric models used in services, 

and that they cannot be easily integrated, so that people are challenged with navigating 

multiple models. For some participants there was wrestling between models, whilst for 

others it led to the rejection of one model over another (in these cases the health model 

provided by EIS staff was accepted over initial spiritual explanations). Mirza et al. (2019) also 

reported that over time spiritual beliefs reduced and were replaced by Eurocentric models 

of MH. Furthermore, the explanatory models of the clinician have been reported to 

influence the service user’s own beliefs (Lebowitz & Ahn, 2014), which perhaps explains the 

findings in this study.  

However, some participants felt that EIS did not always value a spiritual explanation to the 

same extent as the dominant psychobiosocial model. This echoes an earlier study by Islam 

et al. (2015) which reported that individuals from BAME groups find it difficult to discuss 

spiritual beliefs with EIS staff due to fear of judgement. In this study it was also found that 

SA service users were reticent to share their spiritual explanations with EIS staff due to a 

sense of embarrassment associated with this model, not feeling they would be believed or 

understood, or feeling that sharing this explanation would be associated with being 

‘unwell’. Interestingly, some participants recalled not sharing their explanatory model 
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because they were not asked and spoke of the impact of not having a shared ethnicity with 

their HCPs. However, ethnic matching between service users and HCPs has been reported to 

be both helpful and a hinderance (Prajapati & Liebling, 2021), and further research is 

needed to explore this.   

Another novel finding, is that participants recollected various forms of ‘testing and 

identifying proof’ for explanations. For some, there were indications of confirmatory bias, 

such as explanations based on the content of the voices or outcomes of rituals (see ‘Testing 

and proof of illness beliefs’ subtheme) or pre-existing beliefs (see ‘A default belief of 

taweez’ subtheme). In some instances it seems that explanations were reinforced by the 

relief that came with the knowledge that the experiences are common or shared and, for 

spiritual explanations, preventative and curable.  

Participants described two types of maintaining factors: those that result in obtaining of 

confirmatory evidence (for example, Salma describing repeatedly being pushed off the 

prayer mat) and those that lead to disconfirmation of evidence (medication not working). 

Maintaining factors have been reported in the context of delusions (Freeman et al., 2002). 

This study suggests there is analogous process for how explanations are developed and 

maintained within a cultural context. There is potential here to normalise confirmation bias 

processes to help people understand their methods of testing and identifying proof. 

Professionals can be attentive to the service user’s perspective, and not solely privilege the 

dominant model and undermine the service user’s attempts at working within their own 

cultural norms.  

Participants felt that the nature of the experiences, it being their responsibility to explore 

and work with multiple explanations, and the wider cultural context has left them ‘feeling 

overwhelmed and resigned’. This study partially supports Corin et al’s (2005) assertions of 

convergence in family and service user experience of illness beliefs. However, some 

participants in this sample reported that there was divergence in explanatory models within 

families, which impacted on-going sense-making and help-seeking. This dissonance also 

appeared to a greater degree in sense-making of those experiencing psychosis and their 

family/ community and the MH system. Support or intervention based on spiritual 

explanations was therefore seen as separate and not in collaboration with formal services. A 
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similar finding was reported by Virdee et al. (2017), who described service users reporting 

that clinicians seemed open to hearing about different explanations, but not providing 

interventions in line with them.  

All participants spoke of accessing informal support before, during and/or after formal 

support, similar to other reports (Beattie et al., 2020; Saleem et al., 2019; Dutta et al., 2019; 

Shah et al., 2019). These findings suggest services can play a more proactive role in engaging 

in wider explanations for FEP, beyond the models they are most aware of, and helping to 

support with interventions more in line with their service users’ beliefs, e.g. further 

development and evaluation of culturally-adapted psychological therapies and increased 

awareness  of other culture-specific intervention, such as prayer. This may help promote a 

more collaborative, holistic approach to understanding and supporting SA individuals 

experiencing FEP. BAME groups have a right to attain equity in mental healthcare without 

having to accept imposed Western values and beliefs.  

Another important consideration in this population is based on the findings indicating ‘A 

battle for identity’ in SA individuals experiencing FEP. Participants characterised their 

identity in the context of fragility, loss or conflict. For some there was a complex 

relationship with identity arising from their bicultural position in society, characterised by 

experiences of social exclusion and rejection (from both cultures), racism and trauma. It 

appears as though current MH services are not adequately accounting for cultural 

dimensions (role of family, religion and spirituality), risking further exclusion. It is important 

to note here, that in this study there were multiple intersections of stigmatised identities, 

such as race, ethnicity, gender and MH difficulties. Looking at these underlying intersections 

is an important way to increase equitable provision of care. Services can increase their 

cultural sensitivity, by moving beyond the illness to explore the identities of individual 

service users behind it and the impact of the historical, political and sociocultural context on 

experiences of distress. 

Acculturation has been reported to be associated with improved quality of life in BAME 

service users experiencing schizophrenia (de Mamani et al., 2017), however it is also the 

responsibility of the host service to design a system that meets their needs. Accessing 

support from a system that was not designed to meet the needs of SA individuals, may also 
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be contributing to a sense of threat to cultural identity and could increase the risk of 

associating more strongly with an illness identity (Cicero et al., 2016). Rather than a risk of 

“double-stigma” (Gary, 2005), there appears a risk of “multiple-stigmas” associated with 

ethnicity and race, social standing and MH difficulties. For bicultural individuals, services 

should consider providing information about resources in the context of both the culture of 

origin and the host culture. For the former, this may include considering the benefits of 

cultural maintenance, and engaging with the community’s traditions and practices, and for 

the latter it may mean providing transparent and accessible information about navigating 

the mental healthcare system. This may help to promote a sense of agency and 

empowerment, encourage social inclusion and help address the loneliness that appears to 

come with the experience of FEP in SA people (see ‘Not belonging and identity’, ‘ A broken 

identity’ and ’Loneliness and rejection’, ‘Pervasive rejection’ and ‘Coping alone’ subthemes). 

In this study, there appeared to be the presence of a patriarchal family system and a 

gendered dimension to experiences; both appeared to impact on the perception of 

difficulties/distress and help-seeking. For example, Salma noted that if her father had 

believed her, her family would have reacted differently to her distress. Sophia, Sirah and 

Nazreen described their fathers taking charge of help-seeking. Asim, Dalil and Ismail 

described a patriarchal impact on expression of distress, pressure to minimise MH 

difficulties and fulfil gender roles tied to cultural norms. Here, it appears that the family, 

rather than the individual, is the basis of a social unit. This seems to be at odds with the MH 

system perspective of individualised support, suggesting that services need to give further 

consideration to working with a collectivist culture.  

It is important to note, that the intention here is not to pathologise the cultural context of 

participants, but to increase our awareness and open up conversations about the impact of 

different cultures and working with different communities to facilitate cultural input and 

understanding. 

 



 - 133 - 

Theme 3. Power and shame 

Power and shame resonated deeply across participants’ narratives, in the context of the 

experience of FEP itself, but also in relation to belonging to a SA community and accessing 

formal services. Three of the eight participants described a sense of empowerment via their 

psychosis related experiences (see ‘Feeling empowered’ subtheme), a finding also reported 

by Luhrmann et al. (2015).  

Resonating with the wider BAME literature (Akther et al., 2019; Newbigging & Ridley, 2018), 

feeling disempowered was a salient experience for all participants. For SA service users this 

appeared to be related to being dismissed, disbelieved and unheard or silenced. Some 

participants described power in the professional voice (being ‘experts’), the MH system (e.g. 

to section) and professionals imposing power (e.g. medication compliance). This often 

meant the service user was in the position of disempowerment in their interactions with 

formal services. Services un/knowingly expecting service users to adopt a Eurocentric 

concept of psychosis will further continue to maintain feelings of powerless and alienation.  

For many, if not all of the participants, disempowerment was mirrored in their interactions 

with family and the wider community, in terms of FEP experiences being dismissed as 

‘attention seeking’, disbelieving of trauma experiences, and discouraging help-seeking from 

outside of the community. A relatively novel finding from this study is the degree to which 

one’s social position in the SA community and wider context has on FEP experiences. The 

wider community appeared to hold a degree of power over the family’s social standing and 

reputation and therefore their behaviour and response to family members experiencing 

FEP. These experiences of powerlessness, lack of control and agency mirrored interactions 

with formal services, and served to increase a sense of disempowerment and the right to 

exert one’s agency in healthcare. For example, Salma described being at the mercy of her 

HCP, or Dalil who reported taking medication because he felt he had to comply, even 

though he did not want to.  

Services can increase their awareness of how cultural norms and values may position the 

service user, and how this can then be mirrored by services and HCPs, by the inherent 

power and privilege that comes with belonging to the majority population and/or their 
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position in the mental healthcare system. Fay (2018) notes several ways in which current 

mental healthcare provision can demonstrate their colonising power that serves to confirm 

marginal and minority status, including, as demonstrated in this study, poor cultural 

acknowledgement, comprehension and adaptation.  

This study indicates that SA individuals experiencing MH difficulties are at risk of intragroup 

marginalisation. For example, the experience of ‘Hiding and being hidden’ was strongly 

reflected in participants’ accounts (see ‘Sharing, secrecy and shame’, ‘Family as protective 

and isolating’, ‘Wrestling with power and control’, ‘Managing stigma and shame’, ‘The 

frustration of feeling silenced’, ‘Down-playing, self-censoring and stigma’ and ‘Hiding and 

being hidden’ subthemes). All participants recollected instances of self or others ‘brushing 

things under the carpet’, being secretive, reframing difficulties as stress, anxiety or 

depression and not sharing experiences with friends or extended family. Some participants 

described what seemed to be family engaging in well-meaning approaches such as not 

disclosing difficulties or isolating them from the wider community (reducing contact with 

cousins, not attending family functions). Often this was done with the intention of 

mitigating social stigma and stigmatising labels. However, this served to increase feelings of 

isolation and perceiving oneself as being “ill” and ‘abnormal’, a finding reported by others 

(Rathod et al., 2010).  

For some participants this led to a sense of mistrust in peers and the wider community, and 

some participants described choosing to withdraw and not disclose to avoid seemingly 

disingenuous others and being gossiped about. This was closely related to the family’s social 

standing, and maintaining respect and honour within the community. Services may also be 

un/knowingly enforcing hiding things from others, by not expressing different explanations 

or acknowledging different ways we can conceptualise psychosis. Services can actively work 

with SA communities to encourage greater acceptance of MH difficulties and use family 

workers skilled in health promotion to help break the taboo of being open about MH 

concerns. This can also be via the promotion of recovery stories and encouraging the 

community to explore traditional and pluralistic help-seeking and support, alongside formal 

support if desired.  
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As previously noted, nomenclature can risk stereotyping, labelling and homogenising groups 

of highly diverse individuals (Corin et al., 2005). The findings of this study highlights the role 

of commonly-held group values such as collectivist values, cultural codes such as “izzat”, 

pluralistic help-seeking and religious and cultural beliefs and explanatory models. However, 

findings also suggest diversity and nuance in the lived experience. The discussion of these 

results, demonstrates the significant role of the socio-political structures in place that 

contribute to distress and perpetuate underutilisation of services, by marginalised groups 

due to inequitable healthcare and institutional racism. It highlights services have a long way 

to go in addressing cultural and institutional exclusion, including poor service provision for 

those not belonging to the majority White population and poor acknowledgement of 

specific needs, such as those related to ethnicity and culture (Fernando & Keating, 2008).  

Services can acknowledge that social and cultural alienation alongside MH difficulties 

contribute to service users’ attitudes, behaviours and experiences (Fay, 2018). Professionals 

can appreciate that previous experiences and community norms of secrecy or stigma can 

impact help-seeking, trust in HCPs and level of engagement. Intensive approaches may 

serve to retraumatise individuals, and make them more wary of the intentions of others in 

positions of power leading to further secrecy. These factors have to be considered in the 

context of the individual’s experiences and their socio-cultural context. It is time to 

reconsider the historical label of ‘hard to reach’ applied to marginalised groups, and 

consider that it is the mental healthcare system that is hard to reach.  
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Key Findings 

An IPA study was conducted exploring the lived experience of British SA individuals 

experiencing FEP, and how these experiences have been understood. Key findings are: 

• Psychosis is characterised by a terrifying and uninvited intrusion and a 

fundamental shift in a sense of self. 

• The process of sense-making is on a continuum: searching – in thick of it – 

reflecting.  

• Conceptualisations of FEP are not initially aligned with a Eurocentric health model 

of psychosis.  

• Ethnicity and culture play a key role in the experience itself, conceptualisations of 

FEP, self-concept and pluralistic help-seeking. 

• SA service users are navigating a complex system of explanatory models, including 

identifying, understanding and working with multiple explanations, that are not 

always held by services. 

• There is a recursive process of testing and identifying proof for explanations 

outside of service provision, often leaving people feeling lonely, resigned and 

overwhelmed. 

• SA individuals experiencing MH difficulties are at risk of both inter- and intra-

group marginalisation. 

• Issues of power and shame are synonymous with the experience itself, 

interactions with the SA community and EIS.   

 

 

 



 - 137 - 

Chapter 6 

- Clinical Implications - 

The following chapter will outline implications for practice, research and policy based on key 

study findings. Firstly, it will discuss clinical implications for professional practice and EIS 

teams; secondly, psychological support and working with multiple conceptualisation of 

psychosis in the SA community, and lastly, it will explore the role of clinical psychologists as 

leaders for change. Finally, a summary of the quality assurance process will be provided 

along with a critical review of the study. 

Clinical Implications for Professional Practice 

The findings from this study suggest that pathways into care and experiences when in 

services can be disempowering and (re)traumatising. Services may need to give further 

consideration to how the needs of SA individuals experiencing FEP are different, and make 

adaptations to engage better with the community they serve. This may involve using skilled 

outreach workers and providing high quality training (by those with lived experience and/or 

professionals) to other institutions (e.g. police and CJS) in working with MH difficulties and 

approaching vulnerable groups in different communities. In cases where there is a crisis 

presentation involving police, EIS teams can work collaboratively to help reduce feelings of 

coercion and threat. It has been suggested that one-off cultural sensitivity, unconscious bias 

or anti-racist training is insufficient to address institutional racism (Hart & Waddingham, 

2018). Regular and on-going training is required, along with any institutions involved in MHA 

being held accountable to this and their ongoing actions (Hart & Waddingham, 2018). For 

professional practice, this may mean employing anti-racist champions or specialist cultural 

workers who work collaboratively with the SA community, those in leadership positions and 

across EIS teams to encourage and embed change systemically. Further research will be 

required to explore if proposed recommendations help or hinder and where gaps remain.  
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Clinical Implications for EIS teams 

Despite the challenging condition EIS teams are operating within, it is clear that they are 

trying hard to uphold high standards of care. Participants described positive experiences of 

being cared for, advocacy and understanding. However, the findings from this study also 

highlight that there can be cultural dissonance between EIS teams and service users, which 

can impact access, engagement and alliance. Findings from this study advocate for further 

awareness/training in culturally relevant areas such as community discourses around 

psychosis. Furthermore, taking for granted that SA service users are aware of the spectrum 

of MH difficulties and conceptualise them the same way formal services do may pathologise 

distress and impede access and engagement. Similarly, in the recollection of experiences, it 

appeared participants were at different points on a continuum of the sense-making process. 

Where people are on this spectrum may impact the way in which they engage with services 

and their therapeutic relationship with EIS clinicians. For example, having an explanatory 

model for experiences may not be a priority, and the imposition of explanations or labels 

may alienate service users. Alternatively, a person’s explanatory model may be the source 

of distress and require support.  

Given the social positioning of SA service users, there is potential for EIS teams to give 

further consideration to the impact of the cultural context and how they can facilitate more 

autonomy. This could be by encouraging dialogue about prior interactions with other 

institutions or the mental healthcare system and acknowledge the impact that this has had 

and may have in the future. This may help to validate service users’ experiences and 

encourage them to have autonomy in their care. Or services can increase choice of how 

people access the service (e.g. home/clinic/outside of immediate area) and who they are 

seen by (e.g. preferences related to gender, ethnicity or religion). Given the current 

workforce diversity issues in the NHS in general healthcare and mental healthcare – 

including clinical psychology - this may not always be feasible, but where possible should be 

offered. There is a pressing need for increasing ethnic and cultural diversity of clinical 

psychologists and mental healthcare staff to adequately represent the population it serves. 

Again, further research is required to explore the impact of ethnic matching between 

service user and clinician.  
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Clinicians can be more sensitive to community perceptions of formal intervention, for 

example being mindful of visible displays of ID during home visits (and the potential 

negative connotations) and being transparent about confidentiality. To help to try and 

minimise the risk of social exclusion, teams can work collaboratively with service users and 

their communities to help (re)build social networks and links to community support (e.g. 

religious or community centres) or signpost to support outside of EIS (e.g. hearing voices 

groups for marginalised groups).  

Working with multiple concepts of psychosis 

The findings from this study suggest that before entering formal services, SA individuals may 

hold a conceptualisation of psychosis in line with their interpersonal, religious and 

sociocultural beliefs and context. These do not appear to align with a Eurocentric concept of 

psychosis. However, in their interactions with EIS, it was largely felt that the spiritual 

explanations were felt to be less held and spoken about with HCPs. Those working 

therapeutically with SA service users, can take a more proactive role in asking about and 

exploring beliefs related to experiences, encourage discussion of the conflict that may arise 

between different ways of thinking about psychosis, respecting potential values (and 

potential difficulties) with each model.  

As some participants described assigning power to professional opinion to help develop an 

understanding, discussion about conceptualisation can be flexible. For example, it may not 

be appropriate or useful when an individual is in crisis, but may be beneficial when this has 

settled and they can reflect on experiences and sense-making. Further research is needed to 

evaluate sense-making at different time points in psychosis related experiences, and 

advantages/disadvantages of this. Based on this study’s results, despite the presence of an 

interacting system of explanations, service provision is yet to assimilate Western secular and 

religious/spiritual beliefs, and therefore appears to promote these ideas as mutually 

exclusive. There is potential for a bio-psycho-social-spiritual model of psychosis. However, 

further research is needed to explore this.  

Only one participant in this study described an assimilated explanatory model of 

experiences, and this seems to have been developed independently of service provision. It is 
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possible that where there is a power imbalance at play, service users’ conceptualisation may 

be particularly vulnerable to influence; and this may need to be given further consideration 

in marginalised populations that can be subjugated in multiple ways. Collaboratively, 

working with SA individuals and displaying genuine interest and curiosity may also 

somewhat mitigate/reduce stigma or non-disclosure of holding different explanations and 

conceptualisations of psychosis and allow more dialogue about accessing pluralistic 

resources outside of formal intervention. EIS can also consider wider dissemination of 

different conceptualisations of psychosis (leaflets, posters, information on websites) to 

highlight its contested, rather than definitive nature or set up groups where individuals can 

meet and explore multiple beliefs. 

Spiritual explanations were often discussed in the context of providing hope and comfort as 

they were associated with beliefs that MH difficulties are preventable and curable. Clinicians 

can work sensitively with these ideas to maintain hope and agency, normalise different 

ways of thinking about psychosis and avoid a ‘power over’, paternalistic approach that may 

impact engagement, as demonstrated in this study. This means clinicians recognising their 

own knowledge and experience is culture specific and not universally applied (Helman, 

2007). Also, that their position in the mental healthcare system affords them power and 

privilege, and may mean dominant explanations for psychosis are prioritised by them and 

taken as fact by service users as they are positioned as “experts” rather than appreciating 

that there are multiple conceptualisations.  

Clinical psychologists are well placed to offer supervisory and/or reflexive support in EIS to 

consider the impact of Social Ggrraaacceeesss (SG) when working across multiple contexts 

(Burnham et al., 2008; Burnham, 2012; Roper-Hall, 1998, 2008). The acronym SG refers to 

the different identities that can constitute areas of social difference e.g. gender, geography, 

religion, race, age, ability, appearance, culture, class, education, ethnicity, employment, 

sexuality, sexual orientation and spirituality. However, these identities do not exist in 

isolation and intersect with one another, serving to increase power and/or subjugate. 

Intersectionality was first coined by Crenshaw (1989) and refers to the complex interaction 

of different types of discriminations that serves to oppress people via systemic injustice and 

social inequality (Butler, 2016).  
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In this study participants represented multiple marginalisations that intersected (e.g. race, 

ethnicity, gender, culture, class, spirituality) in addition to another label with potentially 

oppressive implications – as a ‘person with FEP’. This study highlights the importance of 

services considering how structural power impacts these intersecting identities, and how 

they can operate to dismantle and challenge discourses. In MH support, equitable care 

means understanding racial disparities and not assuming everyone has the same needs, 

values and beliefs.  

Intervention for SA service users 

When considering appropriate intervention for minority groups, it is important to consider  

where the evidence for models and intervention comes from, who it is based on and 

crucially who is marginalised (see https://edisgroup.org/). Psychological theories and 

intervention have been criticised for disproportionately representing a WEIRD population 

(Western, Educated, Industrialised, Rich, Democratic) (Henrich et al., 2010), which may 

undermine culture specific explanations and privilege assessment, formulation and 

intervention grounded in individualism. Involving people from relevant communities in 

service evaluations, including design and outcomes is much needed. 

Participants in this study were 2nd generation migrants. They were all born in the UK and 

appeared to maintain strong links with their country of origin via family, culture and 

community. However, navigating a bicultural identity presented several challenges, and 

risked both inter- and intra- group marginalisation. Professionals can discuss identity as part 

of the cultural formulation of experiences, and enquire into the cultural norms and values 

that may be impacting experiences. For example, Asim described the close-knit dynamics of 

his community, impacting his feelings of paranoia and Salma recalled ‘izzat’ (family 

honour/respect) superseding help-seeking in her family interactions. Further consideration 

should be given to what it is like to be a part of this community, e.g. Salma’s experience of 

prolonged domestic violence because of the need for the appearance of harmonious 

relationships and family cohesion/unity and keeping things within the family.  

The findings of this study indicate that SA service users engage in pluralistic help-seeing and 

intervention prior to, during and after engagement with formal services. This highlights the 
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need for clinicians to increase their awareness and work in collaboration with those 

providing cultural and religious interventions. This could be done by developing strong 

community links with trusted religious or community figures to develop a mutual 

understanding of MH and help-seeking and adapt service provision to different communities 

(Agius et al., 2010).  

Where psychological therapies have been adapted to work with presentations of psychosis, 

such as CBTp (Naeem et al., 2016b), and in ethnic minority groups (Naeem et al., 2015; 

Habibi et al., 2015), there is a risk that they minimise the lived realities of multiply-

marginalised service users. Further research is required exploring how interventions are 

adopted and whether there are further approaches that might be useful. For example, Mir 

et al. (2015) has developed culturally adapted behavioural activation for the treatment of 

depression in Muslims, involving a values assessment, and if religion is an important value 

provision of a booklet with e.g. Muslim religious texts as part of the therapy.  

Similar culture-specific interventions for psychosis may be beneficial and may also 

encourage a more holistic service provision e.g. prayer and formal intervention, rather than 

prayer or formal intervention, which may be harder for formal services to advocate, given 

relatively limited empirical evidence. Beyond such acute decisions, it might be beneficial, 

where possible, to discuss the usefulness of scientific approaches, e.g. to identify effective 

interventions (quantitative) and improve understanding regarding processes and meanings 

(qualitative), and their limitations (including culturally relevant ones), and to highlight the 

value of areas that are not part of science and which can be important in life, e.g. spiritual – 

i.e. considering multiple domains holistically and pluralistically. It is important for staff, 

service users, carers etc. to all have active collaborative input to any 

educational/dissemination projects. 

Other approaches such as the PTMF (Johnstone & Boyle, 2018) or the Recovery model for 

psychosis (Leonhardt et al., 2020) that work with people’s experiences in the context of 

adverse environments and trauma, acknowledging the cultural, relational, social and 

biological contexts, may be more appropriate. For example, participants in this study 

described the impact of trauma and violence committed against them leading to their 

experience of psychosis. Trauma experiences (personal and intergenerational) have been 
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associated with aetiology (inc. via epigenetics) (Pai et al., 2019; Mirza et al., 2019; Tahira & 

Agius, 2012; Cantor-Graae & Selten, 2005) and outcomes (Bailey et al., 2018) in psychosis. In 

offering therapeutic intervention such as trauma-informed therapy or EMDR, services may 

need to consider the risk of imposing Eurocentric approaches to distress. They may also 

want to consider other culturally diverse choices such as trauma-informed yoga (Justice et 

al., 2018). Although faith appeared to be a protective factor for some participants in this 

study, it did not seem as though it was specifically attended to as part of EIS intervention. 

HCPs can explore and provide interventions that give space to culture, religion and faith. 

Perhaps an issue here is that MH professionals often regard other interventions as lacking 

evidence of benefit, or potentially causing harm. This study strongly supports further 

research in culture-specific interventions and personally-relevant outcomes from a range of 

approaches.  

In light of findings suggesting high levels of social isolation, loneliness and loss of social 

capital and social exclusion from the community, it may be prudent to consider the value of 

peer support. Puschner et al. (2019) are in the process of developing and evaluating a 

conceptual framework regarding Using Peer Support in Developing Empowering Mental 

Health Services (UPSIDES) – a programme advocating for the use of culturally appropriate 

peer support intervention. Along with encouraging the normalisation of psychosis related 

experiences in the SA population, peer support may also provide the opportunity to 

increase one’s social network in the community, share experiences and resources, and 

tackle societal stigma. It may help empower service users and those experiencing 

diminished agency to critically examine common perceptions of HCPs as “experts” in their 

lived experience and sense-making. As some participants expressed concerns about 

confidentiality in the SA community, there may be other ways support can empower service 

users. For example, Lysaker et al. (2019) have developed metacognitive reflection and 

insight therapy (MERIT), used to jointly reflect on the lived experience to encourage agency 

and taking charge.  

Although EIS are set-up to provide pharmacological and psychosocial intervention (including 

family intervention), it appears that it is not entirely how participants in this study 

understood the service. Participants described their interactions with EIS as largely around 

individual therapeutic intervention and did not describe any family involvement in EIS 
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support. There is potential for teams to facilitate further discussion of personal problems 

(including social and relational dimensions) alongside psychosis experiences and sense-

making within the context of being a part of a SA community. Where EIS offer family 

intervention, this has to be sensitively approached and with an understanding of the impact 

of culture and ethnicity. Whilst providing general information about psychosis may be 

helpful, due to the difference in conceptualisations and the risk of societal stigma, it may be 

more prudent to encourage conversations about the impact of the experiences e.g. social 

exclusion. Along with developing the family’s empathy, and moving away from blaming 

narratives (e.g. attention-seeking or drug and alcohol related), it may also encourage open 

conversations about psychosis.  

The results of this study suggest that an individualistic approach and provision of 

psychoeducation about psychosis from a Eurocentric perspective may be alienating SA 

service users and threatening their cultural identity of collectivism. Olson et al. (2014) 

propose that services should try and encourage involvement of the service user’s family and 

wider social network, to maintain these links through recovery and beyond. For example, 

Open Dialogue is a method that encourages seeing psychosis as happening between people, 

rather than within people (Seikkula et al., 2001). However, it is likely there are both intra- 

and inter-personal aspects in addressing psychosis. Open Dialogue is gaining momentum in 

the UK NHS, and an evidence base of its utility is growing (Hendy & Pearson, 2020; Freeman 

et al., 2019; Razzaque & Stockmann, 2016; Razzaque & Wood, 2015).  

Clinical psychologists as leaders for change 

Decolonising the MH system is complex and can mean many different things to different 

people, however it is the responsibility of every MH professional to play a part in this. 

Clinical psychologists are often in leadership positions, and as such are well placed to help 

encourage services and teams to consider if they are providing equitable care. Some ways 

they can implement change is via the provision of training, consultancy, supervision and 

MDT working. They can take a proactive role in encouraging the expansion of the 

conceptualisation of psychosis, thinking about issues of race and culture in MH practice, and 

ways in which the self and system operates to perpetuate inequitable service provision, and 

therefore ways this can be challenged e.g. via looking at service users through an 
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intersectional lens. This can be via the provision of reflective groups to explore how we can 

recognise and deconstruct taken for granted language (such as psychosis and paranoia) in 

our interactions with services users (Finlay, 2008). Clinical psychologists (along with other 

professionals) can advocate for SA service users to be offered paid work to come in and talk 

about and train HCPs about identity and its impact on their FEP experiences.  

In line with other reports (Mann et al., 2014; Weatherhead & Daiches, 2010), participants in 

this study reported accessing MH support via their GP. HCPs – including clinical 

psychologists - can encourage services to engage in wider outreach work with GPs to 

increase awareness and knowledge of MH and intervention. This may involve improving 

awareness of services and referral pathways, provision of on-going training to equip GPs 

(and other professionals) with the skills and confidence to recognise and support different 

MH presentations, and/or holding in-person or virtual clinics to support with potential FEP 

presentations and experiences.  

Clinical psychologists can encourage increasing the diversity in the workforce at all levels, 

promote the use of decolonising questions and challenge the academic and clinical systems 

that promote the conceptualisation of MH from one (Eurocentric) perspective. They can 

develop strong ties with communities and encourage research into community knowledge 

of lived experiences. However, this research should then be translated beyond academic 

literature into clinical practice. In teaching and training, clinical psychologists can critically 

approach the curriculum and literature, for example being transparent about the historical 

context of psychology and psychiatry, the cultural context in which MH is disproportionately 

based and the prevalence of Eurocentric models and theories. They can advocate for more 

SA service user/survivor- led groups and for these groups to be involved in decision-making 

and training future generations of practitioners. 

Importantly, HCPs – including clinical psychologists – can also work actively with local SA 

communities. For example, via engagement through social events, services at faith based 

institutions (e.g. Mosques, Temples, Gurdwaras, Churches), community centres and with 

religious leaders, to promote MH awareness, how to access services and what is available. 

Clinical psychologists can have a key role beyond this, and can also advocate for 

marginalised groups via other networks promoting social change (e.g. Psychologists for 
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Social Change, International Society for Psychological and Social approaches to Psychosis UK 

[ISPS- UK], Islamic Psychology Movement (Skinner, 2019; Rothman & Coyle, 2018; Al-Karam, 

2018).  

Several clinical implications have been proposed. It is imperative that any changes and 

developments outlined above are rigorously evaluated to explore efficacy, refine practice 

(according to what works best for services users and staff) and identify cases where there 

are unintended adverse consequences of changes that make intuitive sense.  

Implications for future research 

This study used IPA to consider how SA individuals experience FEP, and make sense of these 

experiences. Given this area remains underexplored, significantly more funding is required 

to investigate the experience of psychosis in different SA groups, and critically the impact of 

historical, social and cultural factors that affect their experiences to increase theoretical 

transferability. This may be via using different researchers (with their own reflexivity), study 

participants and other services (e.g. inpatient units). In light of the results regarding working 

with multiple models, further research is needed to explore the process and trajectory of 

explanatory models, and if it impacts outcomes and recovery. Fernando (2017) suggests 

that the relatively disproportionate body of work exploring biomedical causes and 

pharmacological intervention, indicates the biomedical hegemony in the current mental 

healthcare system. Considerably more research is needed outside of these fields and 

exploring the systemic roots underlying the experience of FEP.  

Despite EIS operating under a broad age margin (14-65) the majority of participants were in 

their twenties. Further research is required across the age-span, to capture different 

experiences of FEP e.g. SA parents experiencing FEP or those over 50. Furthermore, 

exploring experiences across different routes of access to care pathways and at different 
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points in SA people’s experiences of psychosis (e.g. ARMS6, prodromal phase) would add 

further insight.  

This study did not examine DUP. Evidence of ethnic differences in DUP is equivocal, and 

further research is needed to gain insight. The current qualitative findings, indicate that 

further mixed methods research may prove valuable. Furthermore, due to its exploratory 

aims, a more focused sample was not used; future research could explore the experience 

across the gender spectrum (to identify similarities and differences), or Indian or 

Bangladeshi or Pakistani individuals experiencing FEP. The participants in this sample were 

not a homogenous group, even though they all self-identified as belonging to a SA ethnic 

minority group. Much more research is needed to explore the experiences within and 

between different communities under this broad category. For example, only one 

participant self-ascribed to a British Bangladeshi ethnicity, despite this group being the 

second largest South Asian group accessing the EIS in which this study was conducted (see 

Table 1).  

Lastly, given the discussion on the impact of intersectionality, further research is required 

on other types of identity that may make SA individuals more vulnerable to discrimination 

and subjugation (e.g. gender, sexuality, appearance) in their interactions with the mental 

healthcare system. This study explored the lived experience of psychosis, but acknowledges 

that experiences have interpersonal aspects. Further research is needed exploring the 

perspectives and experiences of the people within systems that include SA service users, 

such as family and community members, professionals involved in care (informal, primary, 

secondary and tertiary) and other institutions, such as police and CJS. There is potential to 

extend the current work and use IPA to explore staff experiences of working with people 

from cultural groups other than their own and/or with different conceptualisations of 

psychosis. More research is also needed to investigate the perspectives of policy-makers 

and commissioners regarding service provision for marginalised groups.  

 

6 At Risk Mental State Services (ARMS) work with young people and adults to help prevent or delay the 

development of FEP.  
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Implications for policy 

This study suggests SA individuals experiencing FEP hold multiple explanatory models and 

reside in a collectivist culture. However, the EIS they access is underpinned by a dominant 

Eurocentric conceptualisation of psychosis reinforced by individualistic values and norms. 

Policy and service planning and delivery can play a key role in addressing this and wider 

disparities that exist between the service provision to White majority and marginalised 

groups. An initial action is to prioritise the lived experience as informative in decision-

making processes. This means acknowledging that the experience of MH difficulties and 

sense-making is impacted by intersecting identities including race, ethnicity and cultural 

identity. A consequence is that there is no one-size fits all conceptualisation of distress and 

therefore MH provision. Policies need to address the fragmented provision of healthcare 

across services and how this puts marginalised groups disproportionately at risk of ‘falling 

through the cracks’. Furthermore, policies need to be re-evaluated to examine if they truly 

address the structural inequalities at service level, and if and how these policies are being 

translated to race equity in local services (Salway et al., 2016). 

Broader policy changes need to occur that recognise and address the impact of socio-

political processes such as racism and discrimination, socioeconomic inequalities and the 

challenges faced by those occupying multiple cultural identities and marginalised groups. 

This can be via initiatives and policies that are anti-racist and trauma-informed and that 

acknowledge that FEP is a response to challenging lived experiences. This means including 

those with lived experience in decision-making and policy and service development. 

Furthermore, it means demanding policy development that includes preventative aspects 

rather than reactive, and actively addresses psychological and social factors that contribute 

to MH difficulties (e.g. poverty, discrimination, abuse, unemployment) (Wilkinson & Pickett, 

2010). Those in leadership positions – including clinical psychologists – can contribute to 

think tanks, develop and contribute to working groups and taskforces challenging issues of 

race and culture in MH.  

Lastly, given the recent controversial report by the Commission on Race and Ethnic 

Disparities (CRED, 2021), it is clear that it is vital for UK governing bodies to demonstrate 
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absolute transparency in policy development and government led reports that investigate 

these issues.  

Study Strengths  

Credibility and Validity 

To further ensure credibility and validity in the research process, guidelines by Yardley 

(2000) were adopted. To ensure sensitivity the theoretical context in which the research sits 

was examined and a comprehensive scoping review of the literature was conducted. The 

researcher was aware of the inherent power balance in the interview context and took time 

at the start to build rapport, make the participant as comfortable as possible and strived for 

the study to be led by them. Participants were encouraged to use their own language for 

their experiences e.g. not using the term psychosis, if they did not say it, and being 

transparent about the purpose of this study i.e. for qualification.  

In order to demonstrate commitment and rigour to the research process, the author has 

made the fullest attempt to demonstrate transparency in the analysis process, 

interpretations and illustration of findings. Full effort has been made to ensure the 

participants voice is at the forefront, via the inclusion of extracts of participants’ accounts. 

Lastly, the impact of the study is demonstrated via the findings and subsequent discussion 

which captures the lived experience of psychosis in SA individuals. Based on the findings, 

effort was made to discuss practical implications applicable at multiple levels including, SA 

service users, clinical practice, policies and future research. To ensure wider impact there 

are plans to disseminate the findings within the host trust, to both staff and service users 

and in a peer-reviewed paper.  

Recommendations stipulated by Elliot et al. (1999) were adopted to ensure the research 

was of sufficient quality (appendix XI), including a research journal of reflections (appendix 

XII).  
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Study Limitations 

Participant Sample 

It is possible that there was a bias in who was selected by the gatekeepers and who agreed 

to take part in the study, which may impact the research’s credibility. Those who chose to 

take part may have been: those most interested in discussing the study topic, were in less 

distress in relation to their experiences, or those who had a more positive relationship with 

the gatekeeper or EIS. Contributions from those individuals who did not have the above 

experiences is much needed.  

Other limitations of the population sample are around issues regarding gender, ethnicity, 

race, culture and language. As discussed earlier, there are limitations associated with the 

heterogeneity of the category of South Asian. The majority of the sample identified as 

British Pakistani. Recruitment for research in the British SA population has been noted as a 

challenge, and certain communities remain particularly underrepresented (e.g. Bangladeshi) 

(Waheed et al., 2020; Quay et al., 2017). This sample consisted of 2nd generation SA 

individuals; further research is needed to explore experiences of FEP in other generations of 

SA individuals. 

The decision to keep the criteria broad and include all genders was based theoretically on 

the lack of research in this group on their experiences of FEP and sense-making, and 

pragmatically to improve the ease of recruitment and access to participants. This study also 

stipulated an exclusionary criteria of non-English speakers – this served to exclude those 

individuals perhaps from 1st generation, where English may not be their first language or 

people who may not be confident in conversing in English. This decision was based on the 

study methodology (IPA). However, by doing this the voices of others may have also been 

excluded (e.g. those with refugee or asylum-seeking status). By not taking into account the 

experiences of SA individuals who do not communicate primarily in English, this study may 

reflect wider inequalities and inequities to care present in services for these groups. 

However, despite these limitations, this does not invalidate the accounts of the participants 

who did take part.  
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Study criteria may also inadvertently perpetuate the idea that SA individuals form a 

homogenous group of people, just as many policies and services, within the NHS and 

beyond, refer to ‘BAME groups’ collectively. This may serve to problematically imply that all 

non-White groups have the same needs and are impacted by structural discrimination and 

racism in the same way. Whilst Indian, Bangladeshi and Pakistani individuals, and those 

across the gender spectrum may have similar experiences of being impacted by racialised 

discourses, they may hold different social positions. Although this study did endeavour to 

recruit an equal number from each ‘ethnic’ group, all but one participant self-identified as 

British Pakistani. There were more participants who self-ascribed as ‘female’ than ‘male’ 

and only one participant was non-binary. These individuals’ experiences may be more 

represented in the findings.  

Study Design 

This study used cross-sectional semi-structured interviews to gather data. Accounts 

therefore often relied on retrospective recollection of experiences, often of a distressing 

and confusing nature. Although longitudinal observation may have potentially offered more 

opportunity to explore sense-making, this would not have been feasible due to time. 

Furthermore, given the nature of the topic it did not feel ethical or necessary. As discussed 

in Chapter 2, focus groups were considered, as they may have allowed for a more 

comfortable setting, validation of experiences and a sense of empowerment. However, 

there are issues of confidentiality and there is potential that it may have restricted some 

participants’ confidence to speak openly, share ideas about conceptualisation of psychosis 

without feeling judged or share trauma experiences.  

After careful reflection IPA was deemed the most appropriate method to explore the lived 

experience of psychosis. However, IPA relies on language to infer subjective reality, and the 

words participants’ choose to describe experiences constructs a particular version of 

experiences. It is likely that a single event can be described in multiple ways and this study 

represents one version.  
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Service Users/Participant Involvement 

This study’s research proposal was shared with one service user group and the Leeds HEER 

group, before data collection began. However, the research did not have any active service 

user involvement beyond this. Further input would have most certainly offered a valuable 

contribution, however due to difficulties in the recruitment process this was not feasible. 

Ideally, experts-by-experience should be included in all stages of the research. However, 

due to the academic requirements, the planning and degree of commitment required by the 

researcher and service users this was not feasible for this project. Future short-scale 

academic work should consider how meaningful co-production can be facilitated.  

Due to the nature of the analysis process, which requires extensive interpretation by the 

researcher through their experience, theoretical frameworks and lens, it is possible that 

participants may not clearly recognise their account. Morse (2015) suggests that in a study 

of this design the researcher can be considered the best judge of the analytical findings. 

However, member-validation would have further enhanced the credibility of this research. 

Again, due to time restrictions, this was not undertaken, until after submission of the thesis. 

Closing reflections 

This study was more of a challenge than I anticipated. Surprisingly, for the most part this 

was not related to the impact of the COVID-19 pandemic, although there likely will have 

been an impact on recruitment and interviews. Whilst I was expecting some things to come 

up (e.g. social stigma, illness beliefs related to religion or spirituality), I was surprised by the 

sense of shame associated with them and how although they seemed to be default beliefs, 

they were perceived to be the alternative way of interpreting their lived experiences. I also 

didn’t expect to see the process people go through when there are multiple models held. I 

wondered what influence my ethnicity and dual role as a clinician/researcher had, and if 

they held assumptions about what I believed which impacted their disclosure.  

A significant challenge was the analysis and write-up process, and balancing description of 

accounts and more abstract interpretation. For some narratives, depth of analysis seemed 

harder to achieve and although lots of interesting avenues were offered, this made me feel 
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like my synthesis of these accounts was more limited than others. Hearing each story and 

wanting to respect the time and emotional effort of recounting them for me made a 

significant contribution to my choice to include both an individual and group analysis in the 

final write-up. However, this became more stressful than anticipated because of the word 

count restriction for a DClinPsy thesis.  

I expected that my assumptions would be challenged and I would learn things I was not 

expecting to, and I am pleased to say this was the case. Final thoughts that I have been left 

with are, who have I missed? Who remain the unheard voices?    

Conclusions 

To summarise, this study sought to provide a voice to a population under- represented and 

explored in the literature, via investigating the lived experience and sense-making of British 

South Asians experiencing FEP and accessing EIS. Psychosis was characterised as a terrifying 

and uninvited intrusion, a fundamental shift in sense of self and disconnection. Distinctive 

ethnic and cultural influence was identified on self-concept, conceptualisation of psychosis 

and working with multiple frameworks, some not always favoured by services. In addition, 

experiences were contextualised under power and shame, and this research proposes that 

socio-cultural/political context and racialised discourses within this, have an impact not only 

on the aforementioned, but also in the experience of help-seeking from informal and formal 

services, and how services help them. This study identifies that there is a role for psychology 

to challenge current discourses and service provisions and create meaningful service-user 

led change to increase equitable provision of mental healthcare in the UK. Collectively, this 

work highlights that the mental healthcare system is yet to adequately adapt to reflect the 

population it proports to support. However, before meaningful change can happen for the 

SA community, much more research is needed to explore why we need to adapt, how we 

adapt and whom we are adapting for.  
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