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Thesis Portfolio Abstract

Background: Comparatively, people from Black African, Black Caribbean and other mixed Black
ethnicities, and Asian ethnic backgrounds receive a diagnosis of psychosis at a much higher rate
than people from White ethnic backgrounds globally. Specifically, people from Black African and
Black Caribbean ethnicities with a diagnosis of psychosis are detained under the Mental Health Act,
with subsequent higher contact frequency with the criminal justice system compared to people from
White ethnic backgrounds. However, there is an under-representation of people from Black African
and Caribbean ethnicities within community mental health services, suggesting a gap in service
provision and/or engagement difficulties. Whilst research has explored the many barriers to
accessing mental health services, little enquiry has been made into what continues service
disengagement and psychosis treatment outcomes for people from Black African, Black Caribbean
and Asian ethnic groups. Research thus far has narrowly focussed on the individual factors for
[dis]engagement whilst neglecting how wider systemic, historical and cultural factors could impact

pathways to care and engagement.

Aims: The current portfolio aims to explore the societal and cultural perception of psychosis from
carer perspectives and how this impacts pathways to care, as well as examine the evidence base for
effective therapeutic interventions for psychosis for Black African, Black Caribbean and other
Black ethnic groups, and Asian ethnic groups. A further aim is to discern the mechanisms
underlying disengagement from services and how the role of the family network may add to this
understanding. Systemic theories are adopted to add a new conceptual framework for understanding
and improving continued engagement in psychosis support services for people from Black African

and Black Caribbean ethnic groups.
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Methods: A systematic review examined the outcomes of psychosocial interventions for psychosis
for people from Black African, Black Caribbean and other mixed Black ethnicities and Asian ethnic
groups. Narrative synthesis was used to review quantitative and qualitative articles, ascertaining
treatment outcomes by intervention type and ethnicity. An empirical paper explored the perceptions
of psychosis and service involvement from carers from Black African and Black Caribbean
backgrounds. Semi-structured interviews (n=10) were used and analysed through a thematic

analysis approach.

Results: The systematic review found that CBT interventions had the high recovery outcomes
compared to other psychological interventions (EIP, FI, Psychosocial). However, CBT
interventions also had the highest attrition rates. Ethnic differences were found in that people from
Black African and Black Caribbean ethnicities had long-term remission rates with the inclusion of a
longer therapeutic alliance and integration with the community. People from Asian ethnic groups
benefitted more from the inclusion of family. Low attrition rates were found in peer support and
combined traditional and clinical interventions. The empirical paper added to these findings,
sharing that connection and authenticity was pivotal to service support. The thematic analysis
resulted in five crucial themes; (1) The impression of psychosis, (2) Barriers to Care, (3) Hidden
cost of psychosis, (4) Generational cultural and societal interplay in mental health perceptions, and
(5) Improving pathways to care. The EP argues for collaborative healthcare initiatives and
addressing power hierarchies through equality and involvement of people from Black African and

Black Caribbean ethnicities.

Conclusion: Both papers highlight the need for and benefit of developing authentic therapeutic

relationships with professionals and service users. Using systemic theories to extend the current
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understanding of disengagement from services provides a more collaborative approach to

improving engagement. Results and implications for service structure are discussed.



Access Condition and Agreement

Each deposit in UEA Digital Repository is protected by copyright and other intellectual property rights,
and duplication or sale of all or part of any of the Data Collections is not permitted, except that material
may be duplicated by you for your research use or for educational purposes in electronic or print form.
You must obtain permission from the copyright holder, usually the author, for any other use. Exceptions
only apply where a deposit may be explicitly provided under a stated licence, such as a Creative
Commons licence or Open Government licence.

Electronic or print copies may not be offered, whether for sale or otherwise to anyone, unless explicitly
stated under a Creative Commons or Open Government license. Unauthorised reproduction, editing or
reformatting for resale purposes is explicitly prohibited (except where approved by the copyright holder
themselves) and UEA reserves the right to take immediate ‘take down’ action on behalf of the copyright
and/or rights holder if this Access condition of the UEA Digital Repository is breached. Any material in
this database has been supplied on the understanding that it is copyright material and that no quotation
from the material may be published without proper acknowledgement.



CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

Table of Contents

Thesis POTtfolio ADSLIACE .......ccuiiiiiiiiiieieeeee ettt 2
Thesis Portfolio Introduction (Chapter 1) ........c.cooiiiiiiiiiiiiieie ittt 8
Systematic REVIEW (Chapter 2)........cccuieuieiiieiieeiieiieeie ettt et steebeesaeeteesaaeesseessseeseesneaens 21
AADSTIACE ..ottt h et h bttt e h bttt h bt e ae e e h e et et e s bt e b e eatenae e 22
INEEOAUCTION ...ttt et b et st e bt e e et e s bt et et esbeebeeanenae e 23
IMIETROMS ...ttt ettt b et s at e bttt h et et b e et ae e 28
SHUAY SEIECTION ...ttt ettt et e st e et e e st e e bt e e sbeenbeessseenseassseeseennseans 28
Inclusion and EXCIUSION CIIteITA....c..eevuiriiriiiiieiieniieie ettt sttt 28
SEATCH STIALEZY ...eeeviieiieeiieiie ettt ettt ettt e e bt e st e ebeesabe e bt e esbeenbeessbeenseassseeseennseans 29
N 103 (153111113 OO ROROUUSURPRUSRRPRO 30
QUALILY APPTAISAL ..eneiieiiiiiiieiieie ettt ettt et e st e et eeabe e bt e e ebe e beeenbeebeeenseenseennseans 31
NAITAIVE SYNTRESTS ..eeuviiiiiieiiiciieie ettt ettt et e et e et eeabeebeeenbeeseesnseenseeenns 32
RESUILS ..ttt ettt e a e bttt s ht e bttt e ht e h et e bt be e it ae e 33
StUAY ChATACTETISTICS ..uvviiivieiieiiieiie ettt ettt ettt et e st e et eseteebeesiaeebeessbeenseessseenseassseeseennseans 33
DIISCUSSION ...ttt ettt ettt ettt e h ettt sh e e bt e st e aeesb e eabeshtesb e embe e st e sbeenbeeatenbeenbeeanenaeenee 47
IMPlIications fOT PIACLICE ......ievviiiiieiieeie ettt et sttt e s aaeesbeeseneenseas 52
RETETEICES ...ttt b ettt ettt et h et et b e b i e nae e 56
Bridging Chapter (CRAPLET 3) ...cc.eiiiiiiiieeiieie ettt ettt ettt e s e e taessbeenbeeenseenneas 71
Empirical Paper (Chapter 4) ......cooooiiiiieeiieie ettt ettt et sttt e st e etaesnteenseesnseenseas 75
AADSTIACE ..ottt bbbt bbbt eh e bt it e h e b et e bt e b eatenae e 76
INEEOAUCTION ...ttt et b et st e bt e e et e s bt et et esbeebeeanenae e 77
ReESEArCh QUESTIONS .....eoiiiiiiiii ettt ettt e e et e e st e e s abeeeetseeesaaeeesaeeeaaeesasseesaseeesnseeas 80
IMELNOAOLOZY ...ttt ettt ettt et et e et e e st e eabeeseeeabeenseeenbeenseesnseenseannseenseas 81
DIBSIZIN ..ttt ettt ettt ettt et et e et e ettt et e e st e e bt e at e e bt e eabe e bt e enbeenbeeenbeeteeenbeenbeaenneenreas 81
RECTUILIMENE ...ttt et b ettt b et e e s bt et et esbe e b e estesaeenee 81



CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

PaTtICIPANES .....eeiiiiieeiie ettt ettt ettt e et e et eebeeeab e e b eeesbeenteeesbeenbeeenbeenseeenbeenneeenaeennaas 82
Public Participant User Involvement (PPI)..........ccccooviiiiiiiiiiiiieeceee e 83
PIOCEAUIE ...ttt et b et st s bt et e at e s bt et et e bt ebeeanenaeenee 83
BRICS et bttt h et et s h et sttt nae e 83
IIERIVIBWS ...ttt ettt et b et e at e s bt et e st e e bt e bt e st e sb e et et e sbe et entenae e 83
DAta ANALYSIS ....vieutieiieeiieeie ettt ettt ettt ettt e et e e bt e et e e beeenbe e st e enbeetaeenbeenseennbeenneas 85
QUALILY @SSUTANCE .....vveeetieiieeiieeiie et et e eteestteeteestteeabeesteeeaseestesnseeseesnseenseeenseenseeanseenseesnsesnseennseans 85
RESUILS ..ttt ettt e a e bttt s ae e bttt e at e h et b e b it nae e 86
The IMPression Of PSYChOSIS........iiiiiiiiiiiieeeee ettt ens 88
Care ONLY 1N @ CTISIS uvteutieriiieiieiieetteeie et e stte et estteebeestteebeesseessbeesseeenseeseessseensaeanseenseassseeseennseans 91
The Hidden Cost Of PSYCROSIS ......ccuiiiuiiiiiiiieeiieie ettt ettt e ens 94
Family Understanding and Management of the IIINess ............ccoceeviriiniininiiinieniiinicccee 95
Generational Cultural and Societal Interplay in Mental Health Perceptions...........cccccevuevieneene. 96
IMpProving Pathways t0 Care.........cccveiiieiiiiiiieiieeie ettt ettt ettt et e e e eteesebeenseessaeeneeas 98
DIISCUSSION ...ttt ettt ettt b et e h et e st eh e bt et e e a e e sb e ea bt shtenbeenteeatesbeenbeeatenbeenbeeanenaeenee 99
Implications for cliniCal PractiCe.........ccuievuieriiiiiieiie ettt 104
LAMIEATIONS ..ottt sttt et b et eh e bttt e a e s bt et e et e s bt et e e st e sbe et et e sae e b ennes 104
RETETEICES ...ttt sttt ettt e a e s bttt st e sbt et eatesbeebesatens 106
Additional Methodology Chapter (Chapter 5) ......cccoeouiiiiieiiieie ettt 118
Recruitment and Interview reflections (Chapter 6).........coocuievieriieiieniieieeie et 127
Discussion and Critical Evaluation (Chapter 7)........ccceeciiriieiieniieiieeieeieeeie et ens 135
SYSTEMALIC TEVIEW ....vieutieiiieiieeiieeiie ettt ettesiteeteestteeteesebeeteeeabeesseessseensaessseanseessseenseessseenseesssesnsees 136
EMPITICAL PAPET ..c.viiiiieiiieeie ettt ettt et e s e et e et e ebeesnbeeseesaseenseennns 138
Strengths and LImMItations .........c.ceoieeiieiiieniieiie ettt ettt ettt esereebaessaeeseeseneenseas 146
RETETEICES ...ttt sttt ettt et s bt et st esb et eatesbeebesatens 158
A PPEIAICES ...ttt ettt ettt et et e et e stt e e bt e s tte e b e eesteesbe e bt e enbe e saeeabe e beeenbeeteeenbeebeeenbeeneeenaeens 181



CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS



CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

Thesis Portfolio Introduction (Chapter 1)

Word count (excluding references): 3,949

This introductory chapter aims to provide a contextual understanding of the core concepts
included within this portfolio. It aims to give the reader a summary of the literature on the
prevalence of psychosis in different ethnic groups and how historical and sociological factors may
have contributed to this, and possibly, contribute to sustained higher levels of psychosis in people
from Black African, Black Caribbean and other Black ethnicities, and Asian ethnic groups
compared to other ethnicities. In addition, the introduction will discuss factors that impact
engagement and the identified gaps in the literature. Finally, this chapter concludes with the

rationale for conducting a systematic review and empirical research project.

Inequalities

The WHO Commission on Social Determinants of Health (2008) has determined a crucial
link between social inequalities and poorer health outcomes, including the impact of housing,
financial position, education, ethnicity, gender and race. The Commission on Social Determinants
of Health (CDSD; 2008) concluded that these inequalities arise due to inequities in power, money
and resources, which affect daily life. Consequently, this has a direct impact on the mental health of
people who face inequalities, often revolving around current injustices that persist in current

Society.

Research has suggested that people who have experienced socio-political injustices, such as

systemic racism, stigma, discriminatory policies, historical trauma and denied access to care, are
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associated with poorer health outcomes (Nazroo, 2003; Panter-Brick et al., 2008). For instance,
people from Black African and Black Caribbean ethnic backgrounds have been found to have a
higher mortality rate from chronic diseases (Dwyer-Lindgren et al., 2022), poorer access to health
services (Paradies et al., 2015), poorer socio-economic status (del Pino et al., 2019) and a higher
fatality rate during COVID-19 (Mackey et al., 2021), in comparison to people from White ethnic
backgrounds. Additionally, research has indicated that people from Black African and Black
Caribbean backgrounds also have a higher rate of onset of psychological difficulties, associated
stigma (Eylem et al., 2020; Myers, 2010), and lower recovery outcomes (Eack & Newhill, 2012).
Paradoxically, people from Black African and Caribbean ethnic groups have been found to be
under-represented in community care services in the UK (Henderson et al., 1998) as well as

globally (Ngui et al., 2010).

These inequalities extend to mental health disparities, whereby research has indicated that
people from Black African and Black Caribbean ethnic groups in the UK are between 3 and 7 times
more likely than the White population to receive a diagnosis of psychosis (Fearon et al., 2006;
Qassem et al., 2014), and 1.4 times more likely in South Asian populations. Between 2006 — 2010,
the ‘Count Me In” Census, which collects information on inpatient admissions, found that people
from “Black” ethnicities were admitted or detained under the Mental Health Act at a consistently
higher rate than people from White British ethnicities (CQC, 2010; Barnett et al., 2019; Bhui et al.,
2003; Jongsma et al., 2020; Tortelli et al., 2015). People who were detained under the Mental
Health Act in 2017/18 were four times more likely to be someone from a Black ethnicity in the UK
than someone from a White British ethnic background (NHS Digital, 2018; Race Equality
Foundation, 2017). Furthermore, due to the underrepresentation of minority ethnic groups in
community mental health services, rates of psychosis are likely to be even higher than reported

(Chow et al., 2003).
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The historical and societal injustices of minority groups have been evidenced to not only
have psychological, social and health consequences but also epigenetic changes (i.e., changes to the
genetic expression of DNA, which can be passed in the bloodline) (Kuzawa & Sweet., 2009). This
has been hypothesised to lead to a predetermined vulnerability to experiencing stress due to a high
level of historical trauma carried through generations within families (Luckett et al., 2011). It has
also been a factor in the discussion of why more people from Black African and Black Caribbean
ethnic groups appear to experience more distress (Meyer, 2003; Taylor, 2002) and thus are

diagnosed with more severe mental illnesses such as psychosis.

Psychosis is a mental health condition characterised by hallucinations, delusions, thought
disorder, withdrawal and social isolation (ICD-11). There has been evidence suggesting the
biological link between psychosis and family members. For instance, in second-degree relatives,
there was a 6% risk rate, a 9% risk rate for siblings and a 13% risk rate for children in first-degree
relatives of effected individuals (Gottman, 1991). This genetic risk is not determined solely by
ethnicity. However, there is research to suggest that there is a much higher likelihood of developing
psychosis in siblings of second-generation (UK-born) African-Caribbean people (17%), compared
to first-generation African-Caribbeans (9%), to just 2% in White British people (Sugarman &

Crauford, 1994).

The societal landscape in which this occurs is essential to understand as rates of psychosis
diagnosis differ depending on the country. For instance, Bhugra et al. (1996) found that in
comparison to psychosis diagnostic rates in the UK, psychosis rates for people in Trinidad were low
(.70 — 1.4). However, this is now a historical study conducted in a single country, and mixed

evidence has subsequently been reported on different prevalence rates of psychosis across various

10
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countries of Africa. Rates of psychosis are also impacted by service provision, whereby the
availability of clinicians to diagnose mental health difficulties is sparse due to a lack of financial
expenditure, leading to significant gaps in the qualified workforce and mental health policy
(Monteiro, 2015). For instance, most countries in Africa spent less than 1% of their health budgets
on mental health provision (Daar et al., 2014), compared to the UK, where reported expenditure
was 14% in 2022/23 (NHS England). There is consistent evidence of macro-level structures, such
as financial and governmental plans, impacting micro-level difficulties that people experience, such
as mental illness. For instance, research in low-middle-income countries (LMIC) consistently
reports a higher incidence of mental health difficulties in the population, including psychosis
diagnostic rates (Lilford et al., 2020). It’s also reported that countries classed as LMIC also utilise
traditional faith healers more frequently, which has been shown to increase the duration of untreated
psychosis (DUP) from 30 weeks to 225 weeks (Lilford et al., 2020). The length of DUP has been
shown to effect recovery outcomes, and this could be contributing to continued rates of psychosis in

people from Black African and Black Caribbean ethnic groups (Drake et al., 2000).

The historical and societal treatment of grouping people infiltrates how one perceives health
care. Research has found that perceived “cultural difference” was a significant factor in the
perceived quality of outpatient care (Alizadeh & Chavan, 2020; Armstrong et al., 2022), including
the perception of one's physician’s professionalism, empathy and expertise. Therefore, how
culturally “close” (i.e., shared characteristics, values and beliefs) one feels to their practitioner
impacts how that care is received and one's satisfaction with that care. Alizadeh and Chavan (2020)
found that “personal similarity” was a stronger predictor of patients’ rating of healthcare quality
than ethnic similarity, supported by further research on patients who identified as Black and South
Asian ethnicity (Street et al., 2008). Street et al. (2008) also found that this mediated patient-centred

communication. Patient-centred communication consists of trustworthiness and perceived

11
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similarity, which is arguably subjective and, therefore, difficult to measure. Another factor that
impacted seeking care was a sense of “cultural responsibility” to care for loved ones and elders.
Thus, seeking care is multi-faceted and deserves attention, with nuanced understanding in helping
to promote service engagement and intervention. Cook (BPS, 2017) highly endorses such
initiatives, albeit with the knowledge that this may require adaptations to the system, as opposed to

a few select interventions.

This highlights the importance of addressing how wider societal structures are addressing
current mental health difficulties in the context of people with different ethnicities and cultural

backgrounds.

Ethnicity and Culture

Firstly, the debate surrounds the definition of ethnicity and culture and how this impacts
service engagement and perceived care, which will first be outlined for the purposes of this project.
Eaton (2000) defines “ethnicity” as “a set of cultural patterns (values, beliefs, roles, affective and
cognitive styles, and norms), heritage, or ancestry shared by a social group of common national or
geographic origin”. Indicators of ethnicity are often found in “language, religion and cultural
origin” (Eaton & Harrison, 2000). As seen from this definition, there is no biological marker for
ethnicity. Historically, ethnicity has been used interchangeably with “Race”; however, there is now
a greater understanding of “Ethnicity”, which captures more than observable attributes such as skin
colour. “Culture” refers to the overarching set of social structures (not necessarily linked with the
given Society), beliefs, behaviours, and cognitions (Faulker et al., 2006). Culture can also be used
to refer to an individual’s or collective identity (Gupta & Ferguson, 2008), which is why this is

important when considering how one identifies oneself in relation to where one lives or where they

12
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were born. One’s cultural identity can change, and sometimes without choice, which can be termed
as “acculturation”. Acculturation is when someone moves from a different country, finding
themselves in a different cultural framework, which may or may not align with the current Society.
Acculturation then happens whereby someone adapts to the culture in which they reside. If one is
not able to do this, societal structures can create inequalities based on rudimentary systems of social

acceptance (Kidd & Teagle, 2012).

Within egocentric societies, psychosis, although diagnosable with specific criteria in the DSM-IV
(APA, 2013), also exists on a continuum of experiences (Esterberg & Compton, 2009), with
psychological and biological explanations. Within some socio-centric societies, particularly in rural
low socio-economic areas in African and Asian communities, psychosis has been conceptualised as
resulting from witchcraft, supernatural origins and religion (Abbo et al., 2008). Within some Asian
cultures, supernatural origins form the basis of the onset of psychosis believed to be related to sins
in a past life or a ‘possession’. This results in a high level of shame, as being “possessed” is
appraised negatively within the culture (Bhikha et al., 2015; Islam & Campbell, 2012). This results
in fear in the family, placing a barrier in engaging with services (Patel et al., 2022). The National
Institute for Health and Care Excellence (NICE, 2014) recommends Family Interventions (FI) as
one of the first-line interventions for psychosis. Considering the impact of shame and the family
within Black African, Caribbean, and Asian ethnic groups, there is a scarcity of literature examining

the outcomes of these interventions for psychosis.

The impact of shame arising from various external socio-political and historical experiences
can be defined as either symbolic or systemic violence. Bourdieu & Accardo (1999) originally
coined the term “symbolic violence” as a phenomenon where people internalise a dominant

narrative as acceptable that would otherwise be perceived as unacceptable or intolerable, for

13
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instance, subjugation of human rights and unfair treatment of people (i.e. in racism, gender, sexual
orientation and class) which is viewed as a societal ‘norm’ in a given time frame. The unjust
treatment can be internalised (where blame is placed upon oneself for suffering). Alongside
Bourdieu’s classification, Galtung (1975; 1993) specifies a related but separate violence that
summarises the complex response to symbolic violence, whereby social institutions are ill-equipped
to manage the repercussions of symbolic violence; this is termed “structural violence”. Structural
Violence can occur when a person experiences "structurally conditioned repression” in response to
their emotions and responses resulting from the treatment of people within a given society. These
both add to a sense of powerlessness, which is intensified for people who have also experienced
injustice, and seeking support from the same systems evokes a paralysed position (Ascoli et al.,
2012). Krishnan (2015) suggests this contributes to a sense of “othering”, which would be
heightened if one finds oneself within a culture that experiences different rules of “acceptable” and
“non-acceptable” acts against human rights within contexts. This could be a factor in continued
disengagement from services whilst rates of psychosis increase. This was heavily influenced by
Colonialism, whereby a value-based system upon the term Race gave rise to racism and hierarchical
injustices, such as slavery (Anyanwu & Ani, 2020), which may be termed “Structural violence” by
Galtung (1975). The consequences of such have created ever-lasting ripple effects in the
institutional systems used today to implement care, mainly where stigma presents itself in relation

to people who identify as part of ethnically diverse groups (Faber et al., 2023).

A critical model that could explain the cycle of disengagement for people from Black
African, Black Caribbean and other mixed-Black ethnic backgrounds is the systemic justification
theory (Jost et al., 2004), which hypothesises that individuals have a fundamental need to be part of
a society, living in pre-existing arrangements that may come at a cost to their own sense of well-

being or way of living. The historical underpinnings of injustice may have led to a predetermined

14
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set of social rules that now continue to exist as the status quo, continuing rates of disengagement
and high rates of psychosis. This also explains how, despite multiple methods of addressing this, no
further intervention has been effective. Therefore, this portfolio attempts to use systemic theories to
examine the underlying mechanisms and understand what is needed to bridge the gap to access

services and engage in therapies.

This may start to provide one explanation for increased rates of mental health difficulties,
specifically people from Black, African and Caribbean ethnic groups, whereby an increased amount
of both systemic and structural violence has been historically and presently, experienced within the
context of health inequalities, reinforcing barriers in accessing support, poorer health outcomes and
a higher rate of psychological difficulty (Kim et al., 2023). This may be contributing to the
continued rates of under-representation in community mental health services for psychosis and begs
the question of what happens in the time where psychosis is managed in the community to being
involuntarily admitted to an inpatient mental health hospital. With prolonged access to mental
health services, the role of the family in supporting family members with psychosis increases

(Greenwood et al., 2015). However, little research has determined how this is being maintained.

Shame and the family

Given the role of the family and cultural expectations to care for family members, feelings
of shame and burden can result among family members (Alvidrez et al., 2008). Gershen Kaufman
(1989) describes how shame operates and continues to, for instance, “Society is a shame-based
culture, but... shame remains hidden. Since there is [a] shame about Shame, it remains a taboo

(Scheft, 2003).
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Shame has been heavily researched in different ethnic minority groups, given the cultural
differences in viewing mental health difficulties. For instance, Gilbert et al. (2007; Mirza et al.,
2019) focussed on how shame functions in mental health disclosures for Asian participants. For
example, they found higher ‘external’ shame (the fear of others knowing) about their experiences
and a preoccupation with confidentiality. Authors theorise that this could be linked to how “close-
knit” the community is in South Asian cultures, as distant relatives will be privy to information
about the family and personal histories, keeping all “‘shame” within the family. Therefore, an
individual may present as socially “well” (protecting the family) yet be deeply affected by mental
health difficulties. This comes with many problematic consequences; although the individual may
exhibit observable mental health difficulties, it does not illustrate the true “wellness” of that person
nor how satisfied that person is in their life. Alongside manifestations of structural violence
(Galtung, 1975), the cultural manifestations of shame may keep mental illness support within the

family, which continues the disengagement in service support (Greenwood et al., 2015).

Whilst shame operates within the contexts of Society, there is also a closely related theme of
stigma. Stigma is often attributed to the way in which one is perceived by others, often negatively,
on an attribute (i.e., one’s appearance, sound and expression) (Corrigan & Watson, 2002).
Consequently, stigma can be internalised, which can result in mental health difficulties. A
systematic review conducted by Misra and colleagues (2021) found that people from minority
ethnic groups tended to have a high amount of stigma in relation to themselves and their mental
illness, having a direct impact on their perception in their ability to cope and how this may reflect
negatively on their families. The authors related this to a lack of awareness of mental health,
consequently leading to a lack of engagement and, therefore, reduced contact with mental health
services (Mirsa et al., 2021). Consequently, there are high levels of shame and perceived burden

that one could bring onto the family in light of a mental illness (Triandis, 1995; Al-Adawi et al.,

16
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2002), impacting service engagement (Zang et al., 2020; Mirza et al., 2019). Therefore, it appears
ever more paramount to include the family in recovery from psychosis. However, despite Family
Interventions being one of the recommended first-line interventions (NICE), there is a scarcity of
research on the outcome of these interventions for Black ethnic groups, in addition to understanding

the role of the family in supporting psychosis and help-seeking from mental health services.

Attribution of Illness

Alongside experiences of shame, the impact of family and culture and the way in which one
understands one's illness have also been evidenced to impact help-seeking attitudes. A 2010 study
found that recovery rates were not mediated by values or beliefs around psychosis. However, the
quality-of-life rating was impacted if the individual held negative views and beliefs about psychosis
and the future (Stainsby et al., 2010; Subandi & Good, 2018). These findings suggests that although
recovery rates may increase, that does not necessarily correlate with a higher quality of life rating.
Although this study did not assess cross-cultural or ethnic differences, it could be assumed that a
different attribution of the antecedents of the illness or current cultural views may either inhibit or
engage someone in a service that offers support. This may be particularly relevant for cultures
where the belief system follows a non-westernised belief framework. Additionally, it may add to a
feeling of not being heard, resulting in feeling disempowered, not wishing the engage in health care

systems (Jongsma et al., 2021).

Within many non-western cultures, the development of psychosis is typically associated
with spirituality or religion, shared amongst Indians (Shankar et al., 2006; Naik et al., 2012),
Bedouin Arabs (Krenawi, 1999), Algerians (Isaa, 1990), and Haitians (Khoury et al., 2012), and

Black communities (Edgerton, 1966; Ayinde et al., 2021). Moreover, research from those seeking

17
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traditional faith healers in Africa resulted in participants reporting better health outcomes even
when the methods used were torture (Ayinde et al., 2021). Through a Western perspective, harmful
practices experienced by participants, such as shackling and beating, as discussed in the Ayinde
paper (Ayinde et al., 2021), would be considered unethical; however, it may be advantageous to
assess the perceived underlying mechanisms of change in how participants associated these
practices with improved health outcomes and increase engagement in services and therapies. In an
attempt to achieve this, cultural adaptations have been utilised to improve engagement in therapies
and services, yet there is limited evidence that cultural adaptations are any more efficacious than
non-culturally adapted therapies (Degnan et al., 2018). Moreover, relapse rates post-intervention
continues to be high for both Black and Asian ethnic groups (Griffiths et al., 2023). This calls into
question whether those therapeutic adaptations are meeting the needs of people from Black ethnic
groups with psychosis. This may suggest that engagement needs to be addressed on a wider level,
incorporating the complex interplay between culture, historical injustices and power hierarchies
within the system. This may help explain why there continues to be a lack of engagement in
services, as well as a high drop-out rate when one enters psychotherapy from Black African and
Caribbean or Asian ethnic backgrounds (Flaskerud, 1986; Maura & Weisman de Mamani, 2017;

Nazroo et al., 2020).

Advances thus far have adapted psychological therapeutic approaches, yet little adaptation
has been made to the services to create systemic change, an advancement supported by the Clinical
Psychologist Ann Cook (BPS, 2017). Cook (2017) suggests a critical step needs to be included in
addressing the systemic barriers, as opposed to adapting Western interventions that have made little
difference (Degnan et al., 2018; Frieden., 2010; Morgen et al., 2017; Shim et al., 2014; Turner &
Brown, 2010). This suggests further research is needed in order to explore the factors which would

support mental well-being in people from Black ethnic groups.
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Gaps in Knowledge

Despite a wealth of literature exploring the barriers and facilitators to accessing services and
the development of psychosis itself in people from Black, African and/or Caribbean ethnicities
(Oluwoye et al., 2021; Jones et al., 2021; Bhui et al., 2021), there has been little progress in making
any system or health service impact. In order to do this, there has to be an investigation into how the
current societal and cultural landscape appears to maintain a cycle of disengagement of services,
reinforced by the Systemic Justification theory proposed by Jost and colleagues (2000). Part of that
landscape is the inquiry into the family-level mechanisms of support and how that features in the
maintenance cycle of increased rates of psychosis, disengagement and non-engagement within
current mental health services. The impact of stigma is complex, and Mantovani et al. (2017)
suggest that a more tailored approach needs to be considered to adapt to the complexity that arises
with the multicultural and systemic intersection of factors. A shift beyond the medical model of
treating symptoms of psychosis for people from Black African, Black Caribbean and other Black
ethnic groups may be needed to account for the wider systemic challenges that are interwoven
throughout the experiences of people who have had systemic and structural violence in typically

Western societies (Al-Faris et al., 2008).

The lack of a consistent understanding, as well as the lack of actionable outcomes to address
the underrepresentation in community services and high prevalence rates of psychosis amongst UK
Black minority ethnic groups, forms the rationale of this thesis portfolio. Firstly, a systematic
review has been conducted to examine current literature regarding effective therapies for psychosis
for people from minority ethnic groups. Then, an empirical project is undertaken to substantiate

further the current wider systemic understanding of engagement/disengagement in services for
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people from Black African, Caribbean or other Black ethnic groups. The EP focuses on using
qualitative methods to understand the family experience of caring for someone with psychosis, the
influence of culture and ethnicity on perceptions of services and service engagement. The use of
language is examined as pertinent in the way in which services are manufactured in Western
societies, following a social constructionist perspective. As communities from minority ethnic
groups are typically hard to engage, the real-life manifestations of attempting to conduct research
are examined, discussed further in Chapter 6, “Recruitment and Interview Reflections”. This
includes a critical reflection of the researcher, strategies of recruitment, and possible reasons for
difficulties, such as geographical location, stigma, racism, language and structural discrimination.
This chapter is necessary and part of the story of the premise of this thesis, that wider systemic
influences continue to maintain a barrier in engaging people from Black, African and/or Caribbean

ethnicities.

Within the preceding chapters of this thesis portfolio, definitions of psychosis are explained.
Broadly, psychosis, schizophrenia, and psychotic-like symptoms are used interchangeably within
the systematic review to encompass the linguistic differences between studies, cultures and
nationalities. Within the empirical paper, definitions are used broadly and similarly to the
systematic review to encompass all experiences relating to “unusual experiences, such as seeing or
hearing things that are not there for an extended amount of time that causes distress”, based on
diagnostic criteria set by the Diagnostic and Statistical Manual for Mental Disorders, Fifth Edition

(DSM-5), or the International Classification of Diseases (ICD-10).
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Abstract

A high incidence of psychosis continues to be reported in people from Black African, Black
Caribbean ethnic groups as well as people from Asian ethnic groups, whilst recovery rates in these
groups remain low. Compared to people from White British ethnic groups, there is less evidence
concerning the efficacy of therapeutic interventions for psychosis among ethnic minority groups.
This review aims to examine the outcomes of psycho-social interventions on recovery outcomes for
Black and Asian ethnic groups with psychosis. Ten studies met the criteria for inclusion, and a
narrative synthesis was used to examine the studies. A range of therapeutic modalities were found
e.g., cognitive behavioural interventions (CBT), early intervention (EI), peer-support and traditional
therapies. The review found that CBT accrued positive outcomes yet had limited evidence
suggesting a sustained recovery outcome would be achieved. EI studies found positive effects in
symptoms management, which was increased with the inclusion of the family. This was marginally
more evident in Asian ethnic groups, however there were large attrition rates. There was also a
theme evident in longer term therapies and combined traditional healing practices and clinical
therapies that showed promise in sustained outcomes, with small attrition rates. This review
suggests that additional research is needed to understand the long-term outcomes of NICE
recommended interventions for psychosis, such as CBT, and the impact of including the family
within interventions for psychosis for people from Black, African, Caribbean and Asian ethnic
groups. This could enhance understanding in providing effective therapies and further

understanding high attrition rates from support services.

Keywords: psycho-social interventions, Black and Asian ethnic groups, traditional therapies,

relationship, structural barriers.
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Introduction

The term “Psychosis” is an umbrella term typically referring to a cluster of experiences that
alter “perception, thoughts, mood and behaviour”, according to the National Institute for Health
Care Excellence (NICE, 2014). Psychosis can be used instead of, or in combination with, the
following diagnostic labels of Schizophrenia; “Schizophrenia-like disorders” and “Delusional
disorders” and characterised by a combination of symptoms depicted by delusions and
hallucinations (NICE, 2014). People from a Black African and Caribbean, as well as Asian ethnic
backgrounds, are under-represented in community settings where psychosis support is
offered (Saleem et al., 2013) in comparison to an over-representation in inpatient settings (Bhui,
2001). It is well-established that people from Black ethnic groups have a higher rate of diagnosis of
psychosis than people from White ethnic backgrounds, which has been consistent for over 60 years
(Halvorsrud et al., 2018; Tortelli et al., 2015). Whilst a more recent study found that the overall
psychosis diagnostic incidence rate has increased by 26% between 2010 and 2012, diagnostic rates
have decreased in people from Black Caribbean ethnic backgrounds; however, they continue to be
substantially higher than other ethnic groups, such as White British ethnic groups (Oduola et al.,
2021). People from South Asian ethnic groups are reported to have the second highest incidence of

receiving a diagnosis of psychosis (Halvorsrud et al., 2020).

NICE (NICE, Clinical Guideline CG178, 2014) recommends a multi-stage approach to
treating psychosis. An individual with a first-episode psychosis (FEP), is recommended a
combination of “pharmacological, psychological, social, occupational and educational
interventions” (NICE, 2014). The World Health Organisation, (WHO, 2023) also recommends
short-term interventions including CBTp, in conjunction with medication. Alongside or

alternatively, Family Intervention (FI) is also recommended, which follows the UK National
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guidance on interventions for psychosis (NICE, 2014). The CBTp model is informed by research
into the psychological mechanisms underlying psychotic experiences and tailored to accommodate
the difficulties of people with psychosis. Whilst FI is advised for when systemic barriers are

identified in the pathway to recovery.

In order to explore intervention efficacy across studies, defining recovery from psychosis is
essential, as this is considered the primary purpose of therapeutic interventions. However, many
studies comment on the lack of a coherent definition used for “recovery”, which results in too-broad
conclusions regarding the efficacy of interventions depending on how recovery is defined and
measured within the research study. Broadly, there are two critical aspects of recovery from
psychosis in literature. In a patient-centred model, recovery can be defined as ““...a way of living a
satisfying... life even with the limitations caused by illness. Recovery involves the development of
new meaning and purpose in one’s life” (Anthony, 1993). However, research intervention studies
typically adopt a clinical standardised rating scale that measures the presence or absence of
psychotic symptoms and functioning as the prime definition of whether a person has “recovered”
from psychosis or not and rarely includes acknowledgement of the quality or purpose of one’s life
as primary outcomes. A study by Lam et al. (2011) found that the definition of personal recovery
expanded beyond the constructs of a psychotic symptom measure, rather, it was the ability to
reintegrate and function within value-based activities, such as employment and social engagements
(Lam et al., 2011; Pitt et al., 2007). Particular attention is placed on the “value-based”, which is

idiosyncratic and, thus, may highlight why there is such ambiguity over the word “Recovery”.

Research into the efficacy of interventions for people from Black African and Caribbean
ethnic and Asian ethnic minority groups is sparse in comparison to research conducted with White

ethnic groups. Cognitive Behavioural Therapy for Psychosis (CBTp) (Rathod et al., 2005) and
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Family Interventions (FI) (Bucci et al., 2016) appear to receive some improvements in symptom
management and recovery from psychosis post-intervention. However, most research suggests that
there are high attrition rates and a lack of long-term symptom management in comparison to people
from White British ethnic groups (Turkington et al., 2002). There is a scarcity of research exploring
NICE-recommended interventions with people from Black African and Caribbean ethnic groups,
and Asian ethnic groups. Bucci et al. (2016) discuss that people from Black, African, Caribbean and
Asian ethnic groups face personal and systemic barriers to engaging in therapy, such as low mental
health awareness, lack of cultural competency from services, stigma of mental health and the
majority of accepted support coming from within the family (Greenwood et al., 2015). Even in the
presence of culturally-adapted interventions, there are less than promising results. For instance,
Degnan et al. (2018) found that culturally-adapted therapies were efficacious in treatment outcomes
yet not significantly different from non-adapted interventions. A range of methodological
discrepancies may have impacted these results, such as incomplete data, varying definitions of
recovery and a lack of clarity on how the intervention was adapted. Therefore, it is possible that
culturally-adapted therapies could be efficacious, however, given the lack of research and
methodological rigour, it is difficult to determine this with certainty. As ethnic minority populations
have poorer recovery outcomes in the UK, it may be helpful to examine alternative culturally
appropriate methods of treating psychosis globally to explore if these approaches could be

implemented in the UK.

There has been a lack of research attuning to the needs of populations with different cultural
backgrounds. The terms “culture” and “ethnicity”, although related, are different concepts.
Ethnicity refers to a shared set of cultural characteristics for an individual (such as language and
ancestry) (Eaton, 2000), whereas “Culture” refers to a wider collection of notions of social

structures, beliefs, behaviours and cognitions (Faulker et al., 2006). Both terms are important to use,
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as referring to a group of people who share a set of cultural characteristics (i.e., ethnicity) may not
share the same cultural background. In determining the needs and beliefs of different ethnic groups,
cultural appraisals associated with mental illness need also be addressed. For instance, people from
Lao (Sydara et al., 2005), India (Parveen et al., 2020), Africa (Wassie et al., 2015) and Latin
American ethnic groups (Pedersen & Baruffati, 1985) have been found to utilise alternative
therapies and traditional medicine to address mental distress. In contrast, people from Western
cultural backgrounds may utilise psychological and medical models of intervention for mental

health (Nichter, 2010).

People who use traditional healing practices in African surmounts to a large majority (80%).
Of that majority, 40%-60% of people utilising the traditional methods were to manage or treat
mental illness (Mothibe & Sibanda, 2019). The WHO (2021) define traditional medicine as, “...the
knowledge, skills and practices based on the theories, beliefs and experiences indigenous to
different cultures, used in the maintenance of health and in the prevention, diagnosis, improvement
or treatment of physical and mental illness.”. Research studies have begun to explore the outcomes
of combining Western and more traditional therapeutic modalities in the hope of providing better
recovery outcomes for psychosis (Musyimi et al., 2018). However, little is known about the profiles
and outcomes of this traditional approach to treatment. Abbo (2011) found that people from the
Busoga region of Eastern Uganda gained a more significant clinical outcome when combining both
Western and traditional methods (Abbo, 2011). Although Abbo (2011) was limited to Uganda, their
findings suggest the importance of one’s cultural appraisal for mental health and incorporating
those within ethical treatment protocols where possible. This is supported by further research,
showing post-intervention recovery benefits when including religious or spiritual belief systems in
clinical interventions (Jensen et al., 2021; Habib et al., 2014; Messari & Hallam, 2003), however

there are mixed findings overall. For instance, Nortje et al., 2016 saw no difference in symptom

26



27
CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

recovery using traditional healing methods, whilst Fekadu et al. (2019) found positive findings, but
comments on the benefit seen when utilising social support in addition to the traditional practices.

This may suggest that social support underlies the success of recovery.

Similarly, Asian ethnic groups in Hong Kong were found to benefit from the inclusion of
the community, evidenced by recovery outcomes (Asian Network of Early Psychosis, 2012). Within
the UK, social recovery models have been endorsed within Early Intervention services for
Psychosis, although it is not yet widespread (O’Connell et al., 2022). However, there has been little
research assessing the impact of this with people from Black African, Black Caribbean, and Asian
ethnic groups. Additionally, there is no such review of different interventions for different ethnic

populations to determine whether ethnic differences are a factor to address in therapies.

There appear to be several studies, including systematic reviews, exploring the outcomes of
psychosocial interventions for psychosis in general. However, there is a paucity of this in people
from Black African and Caribbean, and Asian ethnic groups with psychosis. Additionally, although
there is a growing evidence base for culturally-adapted psychological/psychosocial interventions for
psychosis, however, limited conclusions have been made due to methodological discrepancies

(Degnan et al., 2018).

To address the current gaps in the literature, this systematic review of studies on
psychosocial interventions, including traditional medicine in the treatment approach to supporting
recovery from psychosis for Black African, Caribbean and Asian ethnic groups, the following
questions will be addressed. For the purposes of the paper, the recovery outcome was measured by
symptom reduction and manageability of psychosis post-intervention, evidenced through clinical

scales (such as the PANSS) and self-report scales.
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Research questions
1. What are the clinical and self-reported outcomes of a range of interventions tested in
RCT’s with individuals who have psychosis or Schizophrenia from Black, African,
Caribbean and Asian ethnic backgrounds?
2. What are the approaches used in these interventions that promote positive post-
intervention outcomes for people from Black African, Caribbean and other Black ethnic

groups, and Asian ethnic groups?

Methods

Aim

This systematic review aimed to explore outcomes of psycho-social (non-pharmacological)
interventions for Black and Asian ethnic groups, to identify the most effective interventions for
psychosis. A narrative synthesis methodology was used to analyse the findings, following PRISMA
guidelines (Moher et al., 2009) and registered on PROSPERO (CRD42022365649). As this was a

secondary data analysis of pre-published work, ethical approval was not required.

Study Selection

The review included all frameworks of non-pharmacological interventions using randomised
controlled study designs. The term “psychosocial” intervention has been used to capture multiple
types of intervention, that include traditional healing practices, social recovery models,

psychological models and the combination of both social and psychological interventions.

Inclusion and Exclusion Criteria
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Inclusion criteria:

e Participants who had been diagnosed with Schizophrenia, or Schizophrenic-like disorders,
such as schizoaffective disorder that included the experience of psychosis, or a psychotic
episode.

e Studies that included at least one group from an Asian or Black African, Caribbean or other
Black ethnicity, with their minority status within their population identified by the authors
of the paper, without restriction on geographical location.

e Reported research outcomes from non-pharmacological interventions (psychological, social,
group interventions and traditional healing practices) for psychosis.

e Randomised controlled trials

e At least one validated outcome measure on post-intervention psychotic symptoms

Exclusion criteria:
e Studies not involving target populations.
e Reviews, case reports, and qualitative studies.
e Pharmacological interventions

e Non-randomised controlled trials

Search Strategy

A systematic search through electronic databases were performed examining the
intervention type and resulting outcome on psychosis for both people from Black ethnic groups and
Asian ethnic groups. This was conducted on March 9, 2022, across multiple databases from 1970 to

2022, with an updated search performed on 26™ of January 2024. Search terms were as follows:
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(“Afro-Caribbean” or “Black” or “African” or “Caribbean”) OR (“South Asian” or “Asian”’) AND
(“Therapy” or “Treatment” or “psychological Intervention”) OR (“Religious healer” or “Indigenous
healer” or “Indigenous practice” or traditional healer”) AND (“Psychosis” or “Schizophrenia” or
“Psychotic disorder”) AND (“Recovery” or “Rehabilitation” or “Healing” or “Outcome”). The

updated search did not identify any additional studies that met eligibility for review inclusion.

Screening

Three rounds of screening assessed the relevance and specificity of each paper (See Figure
1). Initial title screening excluded unrelated papers (i.e., unrelated subject areas, or pharmacological
studies). Also excluded were conference abstracts, book chapters, dissertations, reports and papers
not in English. The second round of screening included independently and systematically reading
abstracts for relevance to the research questions and study design eligible for study inclusion. To
minimize bias, a random selection of 25% of abstracts was checked by an independent researcher,
with discrepancies resolved by a third reviewer. Full-text reviews were conducted based on the
inclusion criteria. Out of 7,009 references, 5,598 duplicates were removed. Title screening resulted

in 290 papers, and after full-text screening, 10 articles met the inclusion criteria (See Figure 1.).

Data Extraction

Data extraction was independently performed by the main researcher and verified by a second

reviewer for inter-rater reliability. Extracted data detailed the following (found in Table 1):

e Study characteristics (authors, publication year, country)
e Participant characteristics (sample size, ethnicity, diagnosis)

e Intervention details (type, duration, frequency).
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¢ Outcome measures (clinical outcomes, functional outcomes, quality of life, self-report

measures).

Definition of recovery

The definition of recovery ranged across studies, with some studies omitting a definition
entirely. Definitions include recovery reported as a clinical outcome measure, most often using the
PANSS Positive and Negative Symptom Scale (PANSS). Recovery using the PANSS was
measured comparing pre- and post-scores, with other clinical measures (listed below). Definitions
also included a qualitative measure of recovery, which included participant written and oral
feedback, as well as long-term follow up. Due to the range of definitions included in this review, a
specific question regarding the integrity of recovery measure was included in the risk of bias tool
(found in Appendix B). This was further informed by Lam et al (2011) who discusses the
importance of using a self-reported measure to determine participant level of satisfaction on

recovery, as well as clinical outcome measures.

Quality Appraisal

Articles were assessed using an adapted amalgamation of the ROBINS-I and RoB-2 tools,
as to capture mixed methods, non-randomized, and randomized trials (see Appendix B). Each study
was rated on the risk of bias in the reporting of the following categories; demographics, ethnicity,
diagnosis, confounding variables, appropriate analysis (given confounding variables), recruitment,
control group, baseline, outcome measure (to conclude participant perspective) and participant bias.
Studies were rated on risk of bias across 12 items (with a maximum score of 15), with scores
converted to percentages. High quality was defined as 80% or above, moderate as 20-80%, and low

quality as below 20%. Discrepancies were resolved through discussion or a third reviewer.
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Evidence of validating measures in cross-cultural and ethnically diverse groups were not
included within the tool, however, was independently conducted by the researcher conducting
further exploratory searches of the literature. Of note, the CPRS and Insight scale were not

validated against ethnic diverse groups.

Narrative Synthesis

Studies were not pooled for two reasons: (a) large heterogeneity in study characteristics
including location, sample and intervention type; and (b) because a pooled estimate would be
difficult to examine given the significance of the contextual understanding to the interventions
reviewed. For this reason, a narrative synthesis was employed (Popay et al. 2006). The first stage of
the synthesis was by means of developing a preliminary synthesis, which grouped intervention type,
outcome, with descriptive summaries highlighting key findings and methodological quality (Table
1). The second stage involved exploring relationships and patterns amongst the data. This was done
by systematically identifying the underlying mechanism of change in the intervention,

commonalities between studies, and differences (Appendix D).

A final stage was assessing the robustness of the synthesis, which involved the research
team cross-examining the studies included and patterns observed within the data, evidenced through
inter-rater scores. This was also clinically measured by the ROBINS-I and RoB-2 tool which
identified risk of bias. Key themes are discussed, while Table 1. Provides an overview of study
characteristics, interventions, and outcomes (Table 1). The quality assessment scoring is presented
in Appendix B. This was deemed an appropriate analysis for the research questions due to the

complexity of the current picture of research.
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Figure 1.

PRISMA Flow Diagram of study selection.
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Study characteristics
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Study design

Study designs were all pre and post intervention outcome studies, conducted within a
randomised controlled trial. Table 1. outlines the participants demographics and characteristics of
the 10 RCT studies included in this review (for a detailed breakdown of study characteristics

including limitations, see Appendix D).

Interventions

Interventions examined were Cognitive Therapy (rn=1), group CBTp (n=1), combined
traditional healing and clinical approaches (n=1), Culturally Informed Treatment for Schizophrenia
(CIT-S) (n=1), peer support (n=1), Culturally-adapted Cognitive Behavioural Therapy (CaCBT)
(n=1), Family Intervention (n=1), [llness Management and Recovery (IMR) (n=1), psycho-

education (n=1), Cognitive Remediation (CR) (n=1).

Diagnoses

Diagnoses included for review fell under the umbrella term of “Psychosis”, which includes
diagnoses such as chronic schizophrenia, non-organic psychosis, psychotic disorder, schizophrenia
and schizoaffective disorder. Within clinical samples within hospital or community settings, a
diagnosis was already established through participants’ interaction with a psychiatric hospital, in
assessment in line with the diagnostic criteria set out in the Diagnostic Statistical Manual of Mental
Disorders (Fifth Edition; DSM-V) or the International Classification of Disorders (ICD-10).
However, within some studies (Malla et al., 2020; Rathod et al., 2013; Tan & King, 2013) it was

unclear how the diagnosis was determined.

Definition of recovery
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The definition of recovery ranged across studies, with some studies omitting a definition
entirely. Definitions include recovery reported as an outcome measure, most often using the PANSS
Positive and Negative Symptom Scale (PANSS), with other’s listed in OQutcome Measures below.
Definitions also included a more qualitative measure of recovery, which included participant
written and oral feedback, as well as long term follow up. Due to the range of definitions included
in this review, a specific question regarding the integrity of recovery measure was included in the
risk of bias tool (found in Appendix B). This was further informed by guidance from Lam et al
(2011) who discusses the importance of using a self-reported measure to determine participant level

of satisfaction on recovery, as well as clinical outcome measures.

Outcome measures

A range of outcome measures was used, including the Positive and Negative Symptom
Scale (PANSS), Global Assessment Scale (GAS), The Brief Psychiatric Rating Scale (BPRS), Scale
for the Assessment of Negative Symptoms (SANS), the Scale for the Assessment of Positive
Symptoms (SAPS), the Social and Occupational Functioning Assessment Scale (SOFAS), Quality
of Life Scale (QOL), the Family Burden Scale, Stigma Towards Schizophrenia scale, Satisfaction
Scale, Psychotic Symptom Rating Scale (PSYRATS), Becks Anxiety Inventory (BAI), Becks
Depression Inventory (BDI), Global Assessment of Functioning (GAF), World Health Organisation
Quality of Life Scale-Brief (WHOQOL), Comprehensive Psychopathological Rating Scale (CPRS)
and MATRICS Consensus Cognitive Battery (MCCB, a measure specifically for cognition relating

to Schizophrenia).

Setting
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Studies included in this review had a range of settings including psychiatric hospitals, in-
patient settings, out-patient settings and community-based settings. The implications of each are
taken into account within the quality assessment tool (See Appendix B). Countries in which studies

were conducted included areas of Asia, Africa and England.
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Table 1.

A table demonstrating the characteristics of the studies included for this review.

37

Study Characteristics

Author Title Sample (n, ethnicity, mean Country of Intervention Control Study Design How was diagnosis How was recovery Outcome Attrition rate

age; M years) origin determined? defined?

Gillard et al. (2022)  Peer support for discharge from inpatient n =590, 59% White, 15% England Peer support TAU - follow up from MH A parallel, two-group, Pre-existing official diagnosis Re-admission rate In the peer support group, 136 (47%) of 287 patients 2%
mental health care versus care as usual in Black, 11 %Asian, 8% Mixed professional within 7 days of individually recorded against their data ‘were readmitted at least once within 12 months of
England (ENRICH): a parallel, two-group, ethnicity. M; 40 years. discharge. randomised controlled record discharge. 146 (50%) of 291 were readmitted in the
individually randomised controlled trial trial (RCT). care as usual group.

Grant et al. (2012) Randomized Trial to Evaluate the Efficacy of 7 = 60, 65% African Philadelphia, ~ Cognitive Therapy (CT) Treatment as usual (TAU) RCT, single-blind Diagnosis of schizophrenia or  “Clinically significant Patients treated with CT showed a clinically 32.1%
Cognitive Therapy for Low-Functioning Caribbean, M; 38.4 years. Pennsylvania, (minimum of antipsychotic design. schizoaffective disorder was change in their functional significant mean improvement in global functioning
Patients With Schizophrenia America. pharmacotherapy however many determined on a consensus best- outcome” from baseline to 18 months that was greater than the

patients may have had supportive estimate basis by research improvement seen with standard treatment.
counselling/day cetnre personnel (with PhD and MD
involvement) degrees) using a structured

interview.

Gureje et al. (2020)  The effect of collaborative care between n = 307, Ghanian, M; 33 Nigeria and Both clinical and traditional Enhanced care as usual - traditional RCT (Cluster) Single- Assessed using the structured  Not defined, but From baseline to post intervention score (6 months) on 13%
traditional/faith healers and primary health care years. Ghana healer in joint care methods such as using herbs, blind. clinical interview for DSM- measured via reduction in the PANSS, results went from 107-3 (SD 17-5) to
workers to improve psychosis outcome in (consisting of all treatment  rituals, prayer, fasting, and v. symptoms (PANSS) 53.4 (19.9). The control group went from 108.9 to
Nigeria and Ghana (COSIMPO) - a cluster methods, psychosocial, divination. 67.6. Both positive and negative symptoms improved.
randomized controlled trial medical and spiritual)

Lin et al. (2013) A randomized controlled trial of an adapted n = 97, Taiwanese, M; 35 Taiwan Illness management and TAU (management, occupational ~ RCT A chart diagnosis of Illness and p ink ledge, attitudes towards 0 (inpatient
Illness Management and Recovery program for years. recovery (IMR) health, psychopharmacology) schizophrenia or schizoaffective what recovery means to  medication, insight. No difference found on the brief  setting)
people with schizophrenia awaiting discharge disorder based on DSM-IV that individual. Measures psychiatric rating scale. For each interaction effect,
from a psychiatric hospital. criteria - not specified who by. were taken to assess the  participants in the IMR group improved more than

progress of such goals.  those in TAU.

Malla et al. (2020)  Comparison of clinical outcomes following 2 n = 333, Montreal (165), Canada Family support in EIS Baseline measures (2 year follow- RCT A diagnosis received in Not defined. p: in negative no differences in  20%
years of of first-episode psychosis in Chennai (168), M; 25 years. up) accordance with DSM-IV, positive symptoms. Family support was higher in
urban early intervention services in Canada and however not specified how, Chennai than in Montreal at month 3. Improvement
India when or who by. was greater in Montreal for positive symptoms and in

Chennai for negative symptoms.

Ngoc et al. (2016) Effects of the family schizophrenia n =59, Vietnamese (in Vietnam Psycho-ed Med RCT ICD-10 diagnosis of Not defined, however There were signifi effects (mod to 19%
psychoeducation program for individuals with  Australia), M; 25 years. schizophrenia. outcomes included patient large R = 0.08) on: quality of life, stigma, medication
recent onset schizophrenia in Vietnam and family reports for (1) compliance, and satisfaction.

stigma towards
schizophrenia, and the
patients” (2) quality of
life, (3) medication
Rathod et al. (2013) Cognitive behaviour therapy for psychosis can n = 33, Black British 27%, UK Culturally-adapted Cognitive TAU RCT Diagnosis made in accordance Not defined, however CaCBTp group resulted in higher scores post 18%

be adapted for minority ethnic groups: A
randomised controlled trial

Black African 15%, South
Asian 21%, M; 34 years.

Behavioural Therapy
(CaCBTp)

with DSM-IV. Does not state
by whom or when.

recovery was measured by
CPRS and Insight Scale,
which suggests a
symptomatic and insight
definition of recovery.

intervention on recovery than control group.
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Tan & King (2013)  The effects of cognitive remediation on n =70, Chinese, Malay and
functional outcomes among people with Indian (no further breakdown
i ia: A randomised lled study ilable), M; 33 years.

Weisman de Mamani A randomized clinical trial to test the efficacy n = 69, 20% White, 15.9%

et al. (2014) of a family-focused, culturally informed therapy Black, 5.7% other, 8%
for schizophrenia. Hispanic/Laitno, M; 42 years.
Wong et al. (2019)  Group cognitive behavioural therapy for n = 48, Chinese, M; 30 years.

Chinese patients with psychotic disorder: A
feasibility controlled study

Singapore

“Spanish
speaking”. No
country of
origin noted.

Hong Kong

Randomised to receive a 60- Physical exercise (Vocational
hour programme of cognitive training)
remediation (CR)

CIT-S (Culturally Informed ~ 3-session psychoeducation (PSY-
Treatment for Schizophrenia) ED)

Group CBTp Psycho-education

RCT

RCT

RCT

Not specified

Structured clinical interview in
accordance with DSM-IV.

Psychiatric assessment.

Improved neurocogntiive
function and overall
functional outcome
(longer employment
hours or greater
improvement in
community ability) than
the control group.

Reduced symptom
severity

A reduction in clinical
symptoms.

Participants who received CR had significantly greater
impi in all itive domains. CR group
achieved greater attainment of vocational or
independent living skills and better functional
outcomes at post-intervention and at the end of the 1-
year follow-up.

Patient ethnicity and patient-therapist ethnic match
(vs. mismatch) did not relate to treatment efficacy or
satisfaction with the intervention. CIT-S condition had
significantly less severe psychiatric symptoms at
treatment termination than did patients assigned to the
PSY-ED condition. No ethnic differences found.

Patients received group CBTp (n= 25) showed
significantly greater improvement in their delusion
compared with those receiving PsyEdI (n = 23). Nearly
61% of patients in the group CBTp showed at least
50% reduction on their score of delusion in the
PSYRATS.

29%

33.30%

21%
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Quality Assessment Summary

As aresult of the quality assessment tools (adapted ROBINS-I and RoB-2), studies were
given a percentage indicating a low, medium or high-quality score. Three studies were assessed to
be of high quality (Gillard et al., 2022 [100%]; Weisman de Mamani et al., 2014 [100%]; Tan &
King, 2013 [93%]). Moderate quality was found in the remaining studies (Lin et al., 2013 [64%];
Wong et al., 2019 [64%]; Grant et al., 2012 [71%]; Rathod et al., 2013 [71%]; Gureje et al., 2020;
Malla et al., 2020; Ngoc et al., 2016 [78%]). See Appendix C for further details. Studies were
assessed by the primary researcher and an independent rater, resulting in 80% agreement in quality
scores. Discussions between the primary researcher and the independent rater resolved any

disagreement in quality assessment ratings.

Overall, papers were less likely to report on the management of confounding variables,
recruitment bias, the inclusion of participant perspective, and participant bias (blinded or not) (See
Figure 2). All papers provided a clear description of the study rationale. Samples were taken from
original data collection and secondary sources (for instance, studies that focused on pre- and post-
outcome measures routinely collected by services). Therefore, papers were likely to be reliable yet,
not necessarily in studies using traditional healing practices, given the lack of a protocol used for
the intervention. All papers reported adequate primary data and methodology, allowing for possible

replication of their research.

All papers reported ethical consent without conflicts of interest. In summary, the quality of
the papers included in this review was generally moderate, with improvements possible in
managing confounding variables (“CV”), participant selection bias, blind trials, and inclusion of

participant perspective.
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Figure 2.

Age

Gender

Ethnicity

Diagnosis

Confounding variables (CV)
Acknowledge of CV
Management of CV

Control for CV

Recruitment Bias

Baseline measures
Participant perspective included

Participant Bias

0 20 40 60 80 100
Percentage ratings

A graph to demonstrate overall study ratings in accordance with each quality assessment

question.

Intervention outcome

The search resulted in reviewing a wide range of interventions, accompanied by a range of
outcome measures to assess recovery. Recovery outcomes are reported below, which capture
multiple definitions and outcomes. The “outcome” consisted of an assessment of psychological,
social and behavioural functioning. The “outcome” also included a measure of re-admission rates as
a method to determine long term positive outcomes of interventions. Outcomes based on ethnicity
have been taken as reported by authors. Intervention outcomes are listed below. All studies
providing an intervention over treatment as usual (TAU) showed positive improvements in

symptom management and showed a reduction in problematic positive and negative symptoms,
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however the attrition rate and length of time of continued symptom management differed, as will be

outlined below.

Cognitive-based interventions

Four RCT’s explored the effect of a cognitive-based intervention (Grant et al., 2012; Tan &
King, 2013; Rathod et al., 2013; Wong et al., 2013). Grant et al. (2012) found that CT (without
cultural adaptations) reduced the occurrence and distress of positive symptoms of psychosis
(hallucinations and delusions) but less so for negative symptoms (withdrawal, low mood and
catatonia) in participants from Black ethnic groups. This was sustained for 18 months; however, the
dropout rate was 32.1%, reflected in the moderate quality rating of 71%. Cognitive remediation
(Tan & King, 2013) was also found to promote significant recovery outcomes, shown in neuro-
cognitive domains. Although there were increased employment rates in the intervention group,
there was a 29% dropout rate, and the effects of the intervention started to decline a year later,
however due to the study’s rigorous methodology, and management of confounding variables, it

achieved a high quality rating of 93%.

Rathod et al. (2013) found that a culturally-adapted CBT for psychosis (CaCBTp) provided
short-term recovery as measured on the PEQ for participants from Black ethnic backgrounds. Short-
term clinical measures evidenced a positive reduction in symptoms; however, this was not found in
clinical measures in the study (i.e., CPRS and Insight Scale). Additionally, there was an 18%
attrition rate. This limits the applicability of the study as it is unclear whether the intervention’s true
effect or whether the appropriate outcome measure was used (reflected in the quality assessment
score of 71%). To the researcher’s knowledge, the CPRS and Insight scales have yet to be validated

in ethnically diverse groups, which may reflect the lack of concordance between scales.
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Additionally, CBTp and CaCBTp were not compared, limiting conclusions made on
CaCBTp outcomes compared to treatment as usual. Despite this, participant satisfaction predicted
clinical recovery outcomes in CaCBTp. This outcome is subject to interpretation. A hypothesis
could be that the scales used did not capture the participant’s self-reported recovery or could result

from demand characteristics (Nichols & Maner, 2008).

Wong et al. (2019) explored the impact of group CBT finding a 50% reduction in scores
relating to delusions on the PSYRATS in nearly 61% of the sample. However, a participant
perspective was not obtained; rather, clinical measures were used, which from previous research has
yet to be evidenced as the most reliable method of assessing recovery in the form of quality of life
(Lam et al., 2011). Additionally, 9 participants (18.7%) dropped out, and a follow-up outcome
measure was not completed. This would have been advantageous in assessing the intervention’s

lasting effects, and therefore impacted Wong et al. (2019) quality score (64%).

Cognitive behavioural interventions were limited for Asian ethnic group samples within the
sample of reviewed studies (Wong et al., 2019). There appeared to be positive outcomes reducing
positive symptoms of psychosis. The remaining studies with samples from Black ethnic groups
were more plentiful, however were limited by either dropout rates (Grant et al., 2012; Tan & King,

2013; Rathod et al., 2013) or a lack of longer-term recovery outcomes (Grant et al., 2012).

Traditional Faith Healers

This review resulted in one RCT meeting eligibility requirements for inclusion which
assessed the effect of combining traditional faith healers and clinicians to provide a holistic
treatment (Gureje et al., 2020). Within this study, traditional and Western methods were combined,

which included traditional herbs and spiritual readings, alongside psychoeducation guided by a
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clinician. The PANSS showed a reduction in positive and negative symptoms in individuals living
in Ghana (Gureje et al., 2020). Although Gureje et al. (2020) found significant improvements from
baseline to 6-month follow-up in the control group (traditional methods, as outlined in Table 1.), the
combination of traditional and clinical intervention still resulted in a significant difference between
intervention and control. The control group consisted of culturally appropriate “enhanced care as
usual”, which consisted of monitoring and the use of herbs, rituals, prayer, fasting, and divination,

which resulted in sustained recovery six months post-intervention.

There were no studies regarding the use of TFH in Asian communities.

Early Intervention

One Early Intervention (EI) study met the eligibility criteria for this review. The early
intervention followed the framework proposed by NHS England in that it is characterised by a
social recovery model, working with all aspects of health (physical, medical, psychological) for
three years (NHS England, 2023). Malla et al., (2020) found a global reduction in positive and
negative symptoms of psychosis and achieved moderate quality rating (78%). Compared to the
cognitive-based interventions, a greater reduction in adverse symptomatology was found. Symptom
reduction was significantly greater when family support was integrated into the intervention,
sustaining a reduction in symptoms over three months, positively predicting remission at 24
months. Regarding ethnic variations by intervention and outcome, participants in Chennai had a
longer duration of negative symptom remission (M = 16.1 months) than participants in Canada (M

=9.8).

Regarding functional outcomes, EI programmes promote an ecologically valid intervention

given social skills experience and training, which supports the participants post-intervention.
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Family intervention studies

Studies that assessed the outcomes of using Family Intervention (FI)
(n =2) in Black and Vietnamese ethnic groups resulted in reductions in symptoms. Weisman de
Mamani et al. (2014) scored 100% on the quality tool, proposing its robust methodological quality.
A medium effect size was found in reducing symptoms of psychosis despite an attrition rate of
33.3%. Twenty-five families remained in the experimental condition (CIT-S) and 21 in the control
(psychoeducation). Both Black African and Black Caribbean as well as White ethnic groups
benefitted equally from the intervention (both positive and negative symptoms reduced on outcome

measures used in the study).

For Vietnamese individuals, Ngoc et al. (2016) found a significant moderate to large
treatment effect on the experimental condition (R=0.08) on measured elements of quality of life,
stigma, medication compliance, and satisfaction. The study achieved 78% in the quality rating tool,
where improvement could be made in ensuring participant bias was reduced. Although this may
have been difficult given the explicit consent to engage in family interventions. Additionally, an
attrition rate of 19% impacted the intervention’s cumulative long-term effects and reasons for drop

out were not explored.

Other social recovery models

Two RCT studies were included pertaining to other social recovery models. Gillard et al.
(2022) compared groups receiving manual-based, one-to-one peer support, focused on building
individual strengths and engaging with activities in the community, beginning during the index

admission and continuing for four months after discharge, plus care as usual (follow up seven days
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after discharge with a general practitioner). Whereas, Lin et al. (2013) explored supporting people
in achieving their personal recovery goals through the Illness Recovery Model (IRM) in the context

of social recovery (using peer relationships for support) in two major hospitals in Taiwan.

Gillard et al. (2022), scoring a high-quality score (100%), found that patients of Black
ethnicity in the peer support group were significantly less likely to be readmitted than patients of
any other ethnicity. Despite this, no differences were found in psychotic symptoms from baseline to
post-intervention. This suggests that peer support programs may contribute more to preventing
relapse and improving overall functioning, rather than directly reducing symptoms. The IRM study
(Lin et al., 2013) scored a moderate quality rating (64%), resulting in improved insight, yet no
marked differences in improving symptoms. This could indicate that while social recovery models
can enhance personal insight and social functioning, they may not be as effective at directly
targeting psychotic symptoms. The study’s moderate quality rating and lack of control over
confounding factors suggest that more research is needed to validate these findings, particularly in

Black and Asian populations.

Summary

This systematic review was conducted to assess the outcome of interventions (i.e.,
psychological, group and traditional interventions) for Black and Asian ethnic groups with
psychosis. Overall, CBT interventions resulted in a reduction of positive symptoms (Grant et al.,
2012; Wong et al., 2013) for both Asian and Black ethnic groups, yet were not sustained within
yearly follow-ups and had high attrition rates. The culturally adapted CBT intervention only
showed short term recovery (Rathod et al., 2013). Although general symptoms improved with EI,
there was a more significant effect on the reduction of negative symptoms (Malla et al., 2020).

However, this was limited by only one EI study meeting inclusion criteria for the review. Further
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research has found that no significant differences have been found 1 — 2 years post-intervention,
which suggests a limited effect of EI interventions for Asian ethnicities (Rangaswamy et al., 2012).

Symptoms were further improved with the inclusion of family in EI intervention (Malla et al.,

2020).

Group interventions were limited in that only one study was included within a sample of
Asian ethnic groups (Wong et al., 2019), although a reduction of symptoms was found. Further

research is needed to explore group interventions with people from Black ethnic groups.

FI studies broadly improved symptoms; however, there were significant attrition rates
without long-term follow-up. The intervention combining clinical and traditional healing practices
(Gureje et al., 2020) also had significant reductions in symptoms, and it was noted that participants
had a belief system aligned with spiritual/religious beliefs regarding the psychosis, which was not
controlled for and may have had an impact on results. Tan & King (2013) found reductions in
symptoms; however, longer-term effects wavered in Asian ethnic groups. Peer support and the
combined clinical and traditional interventions had the lowest attrition rates (Gillard et al., 2022;
Gureje et al., 2020). Results suggest that longer-term interventions that mention the relationship
consequently had conditions whereby contact time was higher, which resulted in higher recovery
outcomes, specifically for Black ethnic groups. Relationship building and duration of time were
overarching themes of the synthesis. Overall, differences were found in that people from Black
ethnic groups showed better recovery outcomes when including elements of community and social

support, whilst people from Asian ethnic groups benefitted from the inclusion of the family.

Discussion
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The review largely concluded that, despite methodological inconsistencies (i.e., lack of
controls, inaccurate or inappropriate outcome measures, nondescript treatment groups, and attrition
rates), patterns emerged which could indicate useful strategies for delivering effective ethnically-
sensitive psychological interventions. For instance, longer treatment interventions (6 months-one
year) resulted in longer-term recovery outcomes evident in one-year follow-ups (Grant et al., 2012;
Gureje et al., 2020), which has also been found in other studies (Sorketti et al., 2013; Bradley et al.,
2006; Pang et al., 2016; Rangaswamy et al., 2012). This was further sustained if one were in a
treatment group that combined relational components (i.e., via a group, peer support) and extended
therapeutic relationship building (in the form of longer-term treatments), shown through the lowest
attrition rates in comparison to CBT and EI interventions. Interventions that did not sustain such
remission periods were short-term interventions, which focus solely on the individual (Rathod et al.,

2013; Lin et al., 2013).

The World Health Organisation (WHO, 2023) recommends a short-term interventions
including CBTp, alongside medication. FI is also recommended (NICE, 2014). Currently, research
suggests that although CBTp provides a small to moderate effect size in effective treatment for
people with psychosis, the long-term treatment effect is not sustained past 47 weeks (10.5 months)
(Mehl et al., 2015). This review suggests this could be improved from a longer duration on long-
term symptom management. This is particularly evident for people from Black, African and
Caribbean ethnic groups, whereby the inclusion of the community resulted in higher recovery
outcomes and lower attrition rates. In contrast, people from Asian ethnic groups benefitted from

more family interventions.

Specifically, the review found that CBTp interventions resulted in a reduction of positive

symptoms for both Asian and Black ethnic groups (Grant et al., 2012; Wong et al., 2013). However,
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outcomes were not sustained past a year for both samples. In comparison to the EI study by Malla et
al. (2020), participants appeared to have further reductions in negative symptoms. This could
represent intervention type in that CBTp targets belief systems, and therefore, delusions and
hallucinatory experiences are often reduced, whereas EI programmes are predicated on a social
recovery model, which facilitates social integration to target the negative symptoms of social
withdrawal (Fulford & Holt, 2023). This is consistent across the literature within ethnically diverse
groups (Garety et al., 2008). However, another factor that could impact outcome is the duration of
symptoms , as this has consistently shown to be shorter when compared to other ethnic groups, such
as White ethnic groups (Mehl et al., 2015). A 10-year follow-up study found that specifically
participants who were from Black, African or Caribbean ethnic groups reported worse social
functioning outcomes in comparison to White ethnic groups, which impacted employment and
social integration post-intervention (Morgan et al., 2017; Rotenburg, 2019). As noted by Lin et al.,
(2013), whilst social recovery models can enhance personal insight and social functioning, they
may not be as effective at directly targeting psychotic symptoms, and therefore may support in post-

therapeutic recovery from psychosis.

Comparatively, participants from Asian ethnic groups appeared to have greater recovery
outcomes with the integration of family, despite high dropout rates. Research supports that,
regardless of ethnicity, the dropout rate for FI tends to be higher than that of other interventions,
such as CBT (Pilling et al., 2002). Research is scarce on families attending therapy for psychosis
from Asian ethnic groups, which suggests that difficulties with engagement are not only reflected in
service use but also in research. For Black African, Black Caribbean and other Black ethnic groups,
where the research is more plentiful, the dropout rate in FI is also a common finding (23.6% in
Edge et al., 2018). Some research has suggested that this is largely contributed to by a sense of

shame, which is particularly pronounced in the context of Asian communities experiencing
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psychosis and schizophrenia (Patel et al., 2023; Vyasa et al., 2021). Qualitative research has
determined that there is an internalised stigma within the family, where members wish to protect the
family’s pride in “looking good” to others (Vyas et al., 2021), which consistently acts as a barrier to
engaging, as well as maintaining attendance to an intervention, particularly with the family present
(Wyanden et al., 2005). This may shed light on how FI interventions are particularly effective in
reducing psychotic symptoms, however, continue to see the highest drop-out rate when compared to

other interventions.

Research has suggested that addressing the stigmatised group can lessen the shame felt
(Knifton, 2012). One way in which this could be achieved is by showing acceptability of cultural
difference, by including traditional healing methods, shown by Gureje et al. (2020). An intervention
that combined cultural sensitivity with evidence-based treatments, such as culturally adapted CBT
or the integration of traditional healing methods with clinical interventions, which showed positive
outcomes as a result of the intervention. Addressing shame culture, including the family, may
therefore, increase recovery outcomes for Asian ethnic groups. However, this may still incur
attrition rates, as help-seeking attitudes are also impacted by the cultural perception of mental
illness (Akutsu & Chu, 2006). Kifton (2012) suggests that a full representation of ethnic diversity
needs to be included in the development and implementation of interventions, and to not assume
that Western medicalised concepts of illness apply to all. This may explain how those who
continued treatment saw higher recovery rates (as the intervention was successful) and may also

explain high attrition rates (due to shame).

Attrition rates are known to be higher in non-white ethnic groups (Farris et al., 2020;
Kreyenbuhl et al., 2009; Maura & Weisman de Mamani, 2017; Ouellet-Plamondon et al., 2015;

Smedley et al., 2003), which highlights the importance of exploring the explanatory factors of why
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this could be. Many interventions showed high dropout rates (18%—-33%) and limited long-term
follow-up, which suggests that more work is needed to make interventions more engaging and

sustainable for Black and Asian populations.

This review hypothesises that an underlying mechanism of change could be found in the
establishment of a therapeutic relationship which maintained a longer engagement, coincidentally
established in interventions with a longer duration. Overall, longer interventions saw a reduction in
symptoms of psychosis that lasted longer than the reduction of symptoms resulting from short-term
interventions (Grant et al., 2012; Gillard et al., 2022; Gureje et al., 2020). Asen & Schuff (2006)
found that due to the nature of psychosis (a break in reality and disconnection with others), an
authentic relationship and the inclusion of others are essential for developing connection, which
could explain the positive outcomes resulting from a wide range of interventions (psychosocial,
TFH and FI and EI), but only those interventions that were longer-term. In comparison to
participants from White ethnic groups, the therapist-client relationship has not been reported as a
significant factor in the engagement and recovery from psychosis (Wood et al., 2018). Within the
IMR intervention by Lin et al. (2013), all participants (n=8) qualitatively reported that “sharing
their experiences” was a valuable element of the program, feeling that participants were not “alone”
(van Langen et al., 2016). Although this study was limited by potential participant selection bias, it
may hint at the underlying mechanisms of reaching a more sustained recovery within psychosis.
This is supported by van Langen et al. (2016), who found through qualitative measures that

symptoms remained manageable 19 months after completion with a similar IMR intervention.

In summary, people with psychosis from Black and Asian ethnic groups appeared to benefit
from interventions that including cultural sensitivity, social support, and family involvement. While
cognitive-based approaches show promise for positive symptoms, the long-term therapeutic

outcome remains uncertain. Further research and the development of more inclusive, culturally
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relevant models are essential for improving outcomes for these groups, with further exploration
needed in assessing the impact of a sustained and long-term relationship between client and

therapist/facilitator.

Implications for Practice

This review has two primary findings which have implications for psychological practice:
The duration of the intervention course and the role of family and community in treatment plans. EI
pathways endorse this currently, spanning treatment across three years (NICE, 2014). However,
recommendations regarding cultural inclusion or adaptations are less clear, and the findings from
this review appears to suggest that longer treatment length might be a consideration for certain
ethnic groups. Recommended first-line intervention for first-episode psychosis is CBTp, which may
need careful thought with regards to those who are from Black African, Caribbean and Asian ethnic
groups, where the integration of the family or community in CBTp approaches may be more

beneficial in recovery outcomes.

Research has found that barriers to accessing support are multifaceted, including internal
and external perceived shame and stigma, racism and structural barriers that include a lack of social
support or lower socio-economic status as well as different belief systems (Memon et al., 2016).
Cultural attributions of illnesses may impact one’s willingness and awareness to seek support. For
instance, some research has found that people from Black ethnic groups can attribute the illness to
religious or spiritual causes (Codjoe et al., 2013), whereas Asian communities can attribute illness
to supernatural causes (Castilho et al., 2019). Qualitative research suggests that one of the main
barriers for diverse ethnic groups is a difference in perceived belief systems (Islam et al., 2015;

Sorketti et al., 2013). Interestingly, Weisman de Mamani et al. (2014) found that there was no
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difference in the efficacy of culturally-adapted therapies between Black and White ethnic groups,
which is supported by a large systematic review (Degnan et al., 2018). This suggests that illness
beliefs may impact help-seeking but not necessarily therapy outcomes. It may also suggest that
despite adaptations, factors outside of the therapeutic role need to be addressed. The consideration
of wider systemic factors that may be implicating help-seeking attitudes and willingness to
engage/continue therapies offered by services needs to be addressed (Knifton, 2012). These wider
systemic factors include implementing culturally inclusive person-centred interventions, which may
involve incorporating spiritual or religious beliefs whilst considering the inclusion of family or
community (e.g., within social recovery models, groups, and religious communities in the church or
other institutions). These considerations may indirectly address shame and internalised stigma that
families from Asian and Black ethnic backgrounds experience, which features as one of the barriers

to engaging and sustaining engagement in treatment (Vyas et al., 2021).

To conclude, although some studies lacked self-report measure and consistent definition of
recovery, it appears that incorporating illness belief and developing an effective therapeutic
relationship may contribute to improved and more sustained recovery outcomes, particularly for
Black and mixed Black ethnic groups, whilst Asian ethnic groups may benefit more from the
integration of family in interventions, reducing mental illness stigma. Additionally, there is a severe
lack of studies pertaining to CBT and the outcome for people from Black African, Black Caribbean
and Asian ethnic backgrounds. Further research is needed to determine the long-term benefits of

CBT in Black and Asian ethnic populations.

Limitations and Further Research
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This review has shed light on some unseen but ever-present aspects of treatment for
Black and Asian ethnic groups, such as the impact of illness belief (i.e., spiritual or medical), the
relationship established with therapist and the inclusion of family/community within intervention
type. However, many studies had limitations. For instance, some studies did not include a self-
report measure, which is essential due to research supporting that clinical outcome measures do not

always capture the quality of life of the individual (Lam et al., 2011; Pitt et al., 2007).

A further limitation was that a wide range of interventions and ethnic groups were included
in the current review. Although this was the aim of the review, a consequence was that this gave
rise to varied heterogeneity, limiting direct comparison between outcomes of interventions,
whereby a meta-analysis of specific interventions would have been advantageous. Arguably,
however, this review was essential in providing a more nuanced thematic approach to
understanding the underlying mechanisms of change, essential for improving therapeutic outcomes.
Further research should consider the impact of the therapeutic relationship (between therapist
and/or peers) and longer-term interventions for Black African, Black Caribbean and other mixed

Black ethnic groups and the inclusion of family in interventions for Asian ethnic groups.

Additionally, not all outcome measures used in each study were appropriate for the
population. For instance, Rathod et al. (2013) used an insight scale and a general psychopathology
outcome measure (CPRS), which would encapsulate general psychopathology and understanding of
illness but not necessarily recovery, which could result in an inaccurate representation of recovery.
Future research may wish to narrow the focus of enquiry and conduct a meta-analysis. This would
be clinically beneficial in determining the cumulative outcomes of studies using a particular
outcome measure to determine the quantitative outcomes based on interventions (for instance, the

PANSS).
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Finally, selected search terms for assessing paper inclusion within the review were non-
specific to account for interventions encompassing traditional healing practices, which may have
inadvertently excluded local terms used in other parts of the world. Additionally, the inclusion
criteria only specified that a sample of Asian or Black ethnicity to be included, however this
includes a broad range of groups, sample sizes and ethnicities, and therefore further research would
benefit from a more streamlined approach in exploring specific ethnic groups, with specific
interventions. Finally, included studies did not report specific attrition rates according to ethnicity,

which limited conclusions on long term outcomes.
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Bridging Chapter (Chapter 3)

The systematic review was conducted to examine the outcomes of psychosocial and
traditional interventions for psychosis for individuals who identify as from Black African, Black
Caribbean, and other mixed Black or Asian ethnic groups. This was achieved by examining
intervention outcome by recovery outcome, in the form of clinical and self-report measures. The
review largely concluded that despite methodological discrepancies (i.e., lack of controls,
inaccurate or inappropriate outcome measures, vague recovery definitions, high attrition rates),
reoccurring themes were found which could provide guidance in delivering effective and sensitive
psychological interventions for people from Black, African and Caribbean and Asian ethnic groups.
For instance, longer treatment interventions (6 months - one year) resulted in longer-term recovery
outcomes evident in one-year follow-ups (Grant et al., 2012, Gureje et al., 2020). This was further
sustained if one were in a treatment group that brought together a relational component, either via
group, peer support, traditional methods and/or extended therapeutic relationship building,
evidenced by low drop out rates in comparison to other interventions (Gillard et al., 2022).
Although there was more of a positive clinical outcome recorded for CBT interventions, longer
term interventions examined through EI or traditional methods provided longer term positive
therapeutic benefit evidenced through outcomes measure scores on psychosis symptomatology.
Interventions that did not sustain such remission periods were short-term interventions, which focus
solely on the individual (Rathod et al., 2013; Lin et al., 2013). It is no coincidence therefore that
higher rates of psychosis are evident in individuals who may benefit from more sustained and
trusted relationships between the service provider and service user when what is offered in Western

cultures is usually a short-term intervention.
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The relationship, whether that be through therapist connection or familial integration within
interventions appears to be a pivotal finding, deserving further attention. Previous literature has
confirmed that the integration of the family improves recovery outcomes, although the integration
comes with a cost of psychological burden to family members (Addington et al., 2005). There has
been research to confirm that there is an association between family member involvement in
therapy and higher outcome scores on interpersonal factors, although no differences were found
between White and Black participants on Quality of Life (QoL) scores (Oluwoye et al., 2020). A
study within the SR conducted as part of this thesis portfolio commented on the lack of
implementation of family interventions for psychosis despite evidence suggesting a quicker
remission may be achieved and higher outcomes scores (Bucci et al., 2016). There appears to be a
clinical-to-practice gap in the implementation of family-focused interventions for ethnic minority

people living with psychosis.

Similarly, the therapeutic relationship has been a long-standing topic in the psychological
field for decades, mentioned by psychologists such as Rollo May (1958; May & Yalom, 1989),
Irvin Yalom (1990), and Bowlby (1977, in Hooper et al., 2012) as the key to effective therapy.
However, there is no consensus on how much time is needed to establish an effective therapeutic
relationship, partly due to complex interplay of trauma and intergenerational history (Ren, 2012),
therapist approach and manner (Jin et al., 2008) and the service user’s prior experience of health
services (Tindall et al., 2018). Therefore, if a specific time frame cannot be established, one is
inclined the assess the importance of the mechanisms of a relationship, and how it manifests in
different cultures. Within the social context of intergenerational trauma, those who have
experienced trauma (such as immigration, war, racism, or discrimination) continue to experience
mental health difficulties at a much higher rate compared to people from other ethnic backgrounds

(Fearon et al., 2006). A theory that explains the continual rates of psychosis, barriers and
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disengagement in engaging in services is the systemic justification theory (Jost et al., 2000). This
explains that a cycle continues to operate in a context that where change would disrupt the system.
This provides a systemic understanding that without the social context being addressed, the cycle of
disengagement continues, despite changes (i.e., culturally-adapted therapies). This also suggests
that a deeper systemic change is needed to shift the current cycle of disengagement. Research
suggests that the link between developing psychosis and being of a first-generation Black, African,
Caribbean ethnic group is of the highest compared to other generational relations (Sugarman &
Crauford, 1994). Although first generation individuals were not highlighted as the sole participatory
groups within the review, the intergenerational passing of trauma has been evidenced to create
epigenetic changes, and therefore those traumatic reactions will be present within the family
(Kuzawa & Sweet, 2009). The legacy of trauma highlights why a compassionate, deliberate and
careful approach to developing an effective therapeutic relationship could be essential to promoting
recovery for people with psychosis in Black, African or other Black ethnic groups. Considering the
presentation of psychosis, as illustrated in the Diagnostic Statistical Manual for Disorders, Fifth
Edition (DSM-IV), which includes delusional and relational difficulties, trusting others can be
profoundly difficult, highlighting an additional need for developing trusted connections with others

to improve recovery outcomes.

Research has solely focussed on the individual factors that may operate in acting as a barrier
to engaging in support, however, to the researcher’s knowledge, research has made limited strides
in exploring the role of the family, perceptions of illness, and services within the current Western
context. This empirical project aims to bring a systemic lens to explore the wider barriers for people
from Black, African, Caribbean or other Black ethnic groups in accessing or engaging in services
who have psychosis. The empirical paper sought to achieve this by conducting interviews with

carer’s for family members experiencing psychosis from Black African, Black Caribbean and other
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mixed Black ethnic groups. The paper aims to understand the impact of culture and the family to

inform and improve service engagement.
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Abstract

Increased prevalence rates of psychosis in people from Black African and Caribbean ethnic
groups compared to white ethnic groups have been widely reported in previous research. Although
studies have explored the barriers to accessing psychological support for psychosis from Black
ethnic groups, literature appears to have neglected exploring the wider contextual system
surrounding individuals that could be maintaining a lack of engagement (including the impact of
family, history and the perception of services). This paper explores the experience of family carers
of people who have psychosis in self-identified Black ethnic groups in the UK, to add to the
understanding of continued increased rates of psychosis and barriers to engagement in this
population. Thematic analysis was utilised to explore the perspectives of ten participants recruited
for the study. Five themes were found to be crucial in the experiences of carers; (1) The impression
of psychosis, (2) Barriers to care, (3) Hidden cost of psychosis, (4) Generational cultural and
societal interplay in mental health perceptions, and (5) Improving pathways to care. These themes
showcased the difficulties in engaging with services throughout the entire care pathway, from initial
engagement, the role of law enforcement during crises, the impact on family and resulting power

imbalances in engaging in mental health services.

Keywords:
Psychosis, social constructionism, culture, language, power, connection, shame, thematic

analysis.
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Introduction

Psychosis is a mental illness which has been diagnosed frequently in people from Black
African and Black Caribbean ethnic groups more than any other ethnic group in the UK (Morgan et
al., 2017). Psychosis can be defined by using the Diagnostic Statistic Manual for Mental Disorders
(DSM-5, American Psychiatric Association, 2013) as a person experiencing two or more of the
following symptoms that has continued for 1-month; (1) delusions, (2) hallucinations, (3)
disorganised speech (e.g., incoherence), (4) disorganized or catatonic behaviour and/or (5) negative
symptoms (i.e., flat affect, reduction in speech, or avolition). Psychosis could also be defined as an
altered state of consciousness, that can manifest as “any one of several altered states of
consciousness... that [can] prevent integration of sensory...information into reality models
accepted by the broad consensus of society, and that lead to maladaptive behaviour.” (Nelson, 1994;

McCarthy-Jones, et al., 2013).

People from Black, African or Caribbean ethnic groups are also an ethnic group that receive
one of the highest rates of detention under the mental health act (CQC, 2010; Barnett et al., 2019;
Tortelli et al., 2015; Jongsma et al., 2020; Bhui et al., 2003; NHS Digital, 2018; Race Equality
Foundation, 2017), and contact with the justice system (Degnan et al., 2022). The field of research
examining these health inequalities examines various contributory factors that could account for
this disparity, including the role of systemic racism (Banaji et al., 2021), ethnic differences in
psychosis presentation (Sharpley et al., 2001), a diagnostic bias (higher incidence of diagnosing
psychosis based of discriminatory characteristics, such as ethnicity) (Hickling et al., 1999), limited

social support systems (including family/community structures) (Mascayano et al., 2021) and the
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stigma of having a mental health condition, as well as the stigma around seeking support outside the

family (Crocker et al., 1998).

Research has found that whilst family support promotes recovery from psychosis, recovery
can also be hampered by the accepted family narrative of the cause of the psychosis, (Faber et al.,
2023; Stompe et al., 2006). For example, York et al. (2016) found that people from Black, African
or Caribbean backgrounds did not consider their psychosis treatable with the use of mental health
services if they had a supernatural explanation for their illness. Due to the demand on the family for
support, the family can also experience a high level of burden (Boydell et al., 2014). Family burden
can be defined as the resulting feeling of having limited choice over how their lives can change
when caring for a family member, and these feelings can include sadness, overwhelm and
hopelessness (Jimena et al., 2024). Therefore, impacting carer wellbeing, and the individual being
cared for. This can result in caring for family members with psychosis for longer within the family
home, which can lead to an escalation in symptoms. This has been shown to manifest in a higher
rate of compulsory admissions due to carer “burnout”, particularly in the participant groups
belonging to Black Caribbean ethnicities (Boydell et al., 2014). Whilst a substantial amount of
literature has contributed to the knowledge base of carer burnout, limited attention has been made to
the dynamics and generational tensions within the family and how this may aid or inhibit service
engagement (Moss et al., 2006). This provides a rationale for the need to examine pathways to care,
and what contributes to dis- and non-engagement within services from the perspectives of family

carcrs.

Contextually, mental health stigma is prevalent in many different societies and cultures, but
particularly prevalent in people from Black, African or Caribbean cultures, often driven by cultural,
religious, or historical factors. Mental illness stigma is often typified by negative treatment based on

prejudices or judgements based on negative stereotypes of the illness, for instance in psychosis, this
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is often associated with criminal and unpredictable attributions (Turkmen et al., 2018). The impact
of stigma and its relationship to impacting help-seeking behaviours for health conditions has been
established (Cheang & Davis., 2014; Bos et al., 2013; Ward et al., 2013; Dinos et al., 2004). Once a
society has a prejudice or stigma, it can result in a “social identity that is devalued” (Crocker et al.,
1998), resulting in “internalised stigma” (Franz et al., 2010; Ward & Besson, 2013). This
internalised and societal stigma can discourage individuals from seeking help for psychotic
symptoms due to fear of discrimination or ostracisation from their family and wider communities
(Cheang & Davis., 2014; Bos et al., 2013; Ward et al., 2013; Dinos et al., 2004), leading to a delay
or avoidance of seeking support (Franz et al., 2010; Ward & Besson, 2013). Of interest to this piece
of work, stigmas remain present within families, and are often passed down intergenerationally
through oral narratives (Minuchin, 2018). Whilst the impact of stigma has been found to predict
help-seeking attitudes and behaviours (Jacobs & Pentaris, 2021), the extent to which this interacts
with societally held beliefs, family narratives and personal beliefs is less clear. This importance of

this clarity would inform service engagement and treatment orientation.

One of the drivers of stigma in families is perceived and received systemic racism and
discrimination within healthcare systems, which can significantly impact access to and quality of
care for people from Black ethnic groups. Systemic racism is a concept that describes institutional
discrimination based on ethnicity or race (Banaji et al., 2021). This is perpetuated by using
frameworks that are Westernised, and not attuned to the needs of specific populations. Research has
found that incorporating religious or spiritual components to an intervention result in greater
engagement and reduced attrition rates in people from Black ethnic groups, with increased openness
to coping with their mental health through religious meaning and support (Ward et al., 2013).

However, there is limited evidence that clinicians use this in practice, with the acknowledgment that
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clinicians feel ill-equipped in their knowledge base regarding spirituality and religion (Islam et al.,

2015).

Barriers, such as stigma and systemic racism, continue to contribute to the disparities in
accessing and engagement with psychosis services for Black ethnic groups. Jost and colleagues
(2000) refer to this as “system justification theory” (Jost et al., 2000; 1999). Ann Cook (BPS, 2017)
suggests that rather than culturally adapting treatment, a broader societal shift is needed to
encourage inclusivity to enable access to services. This is important not only for the individual
experiencing these difficulties but also for the NHS system and the five-year forward initiative to
increase engagement in mental health services (NHS, 2016). Culturally-adapted therapy
interventions in mental health services may only have a limited impact as wider systemic barriers
continue to impact on help-seeking, engagement and outcomes (Degnan et al., 2018). The family
continues to remain as a central point of either engagement or disengagement within services, to
explore their views on psychosis, and appropriate care approaches. Therefore, the following

research questions were created,

Research Questions

1. What are the experiences and views of family carers about accessing psychosis support
services for people from Black ethnic backgrounds?

2. What are carer’s perceptions of psychosis in people from Black ethnic groups and carers
living in the UK?

3. Whatroles do culture and beliefs play in accessing help for psychosis from mental health

services from the perspectives of carers?
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Methodology

Design

This study utilised a qualitative design, using semi-structured interviews to explore carers’
perceptions of psychosis and care needs from family and/or professional backgrounds. The rationale
is that those who care for an individual who is of Black African, Caribbean or other Black ethnicity
and has psychosis will also have a unique insight into service engagement. Following a social
constructionist approach, a thematic analysis (TA) method was employed to ascertain differences

and similarities in overarching and sub-themes within interviews.

Recruitment

To address the research questions, participants were approached who had lived experience
of caring for a person with psychosis in a professional or personal capacity (i.e., friends and
family). Therefore, purposive snowballing sampling methods were adopted (Palinkas et al., 2015).
Using purposive sampling supports the study’s aim of generating a deeper understanding of the
experiences of individuals and families of Black African or Caribbean ethnic groups with
experience of psychosis. The researcher engaged in attending face-to-face events, promoting the
research, as well as contacting national and regional charities, organisations, independent
community groups, support groups, carers groups, faith and healing groups and the University of
East Anglia study groups (such as the UEA African and Caribbean Society). In addition, regional
charities, such as The Hearing Voice Network, agreed to promote the advertisement in their

newsletter.
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The focus on attending events was intentional, as using advertisements and contacting
organisations via email or online was unsuccessful. However, this is not uncommon in attempting
to reach marginalised communities and immersing oneself in the community has been found more
effective (Leisssa et al., 2021). The most successful recruitment method was using social media,
and this yielded 7 participants. The remaining 3 were recruited through organisations. Reflections

on recruitment are outlined in Chapter Six.

Participants

Participants were those who self-identified as being from a Black, African, Caribbean or
mixed-multi ethnicity including Black, African, Caribbean ethnicity who had caring responsibilities
for a family member or non-related individual who is also from a Black, African or Caribbean

background. The inclusion criteria below outlines the sample sought for this study:

Inclusion criteria
e Identify as from Black African, Black Caribbean or Black mixed-multi ethnicity.
e Unpaid Carers, family carers or paid professionals that provide community support to
someone who experiences psychosis and who is either Black African, Black Caribbean or
Black mixed-multi ethnicity.

e UK resident, over 18 years old

Exclusion criteria

e Unwilling or unable to provide consent to take part in study activities.

e NHS-employed professionals and carers
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e NHS employees were excluded from the study due to maintaining an unbiased account of

experience with Black ethnic groups with psychosis.

Public Participant User Involvement (PPI)

A public participant user involvement (PPI) consultant contributed to the formation and
quality control of the interview topic guide, advertisements and language for the interviews. The
consultant met the participant inclusion criteria for the study, as being a carer from a Black African,
Caribbean or other Black ethnicity. They were able to provide meaningful contributions from the

population the study hoped to recruit for.

Procedure

Ethics

This study was approved by the University of East Anglia FMH Ethics Committee
(Reference: ETH2324-0240) to conduct in-depth interviews. Given the nature of the interview
content involving family member’s experiences, the well-being of participants was paramount. This
was maintained by explicitly stating and reminding participants that they could take regular breaks
at any point and could withdraw at any time during the interview. They were advised that they
could withdraw up to two weeks post-interview. A two-week time frame was given as it would not

be possible to identify the participant after this time due to anonymisation of data for analysis.

Interviews
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Interviews were conducted virtually by the researcher, following a semi-structured interview
schedule (See Appendix G). For interviews, written consent and acknowledgement of the
information sheet were obtained from the participants before interviewing (see Appendix H for a

template).

The interview recordings were uploaded to the University of East Anglia server, whereby
information remained encrypted. Interviews were conducted through Microsoft Teams (MS
Teams), via the University links through an encrypted server. The transcription tool on MS Teams
was used to transcribe the interviews. The researcher independently downloaded the transcript,

anonymised the data, and coded accordingly.

Position of Researcher

The researcher adopted a semantic and latent approach to the analysis (Braun & Clark,
2006), considering the content of the data, but also what the content may suggest about underlying

assumptions made and the context surrounding participants’ statements.

The researcher approached the data from a social constructionist perspective (Burr, 2003).
Information was gathered through in-depth interviews about the “social world” (Miller & Glassner,
1997). Through this process, it can be understood how meaning is made around particular social
practices within a particular cultural lens. This is in line with the ethos adopted by Gadamer’s
(1975) hermeneutics, which posits that each individual will experience the world in a unique way
that is personally meaningful through the context of their historical, societal and cultural roots (See
Chapter Five for more detail). This invited viewing culture and ethnicity as a way of seeing, rather
than a way of being, which helped to reduce ‘othering’ by the researcher (Brubaker et al., 2004).
Therefore, the participant’s accounts were taken as an interpretation of their historical journey,

situated within an interview context. The interest of this paper is in how aspects of the mental health
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system, psychosis and people from Black ethnic groups’ experiences sit within broader discourses

around culture, society and language.

Data Analysis

TA was used to analyse the data to ascertain similarities and differences between transcripts
(and thereby, individual narratives) (Braun & Clark, 2006). Braun & Clark (2006) highlight that
there is passivity in some researchers adopting thematic analysis and that this should be rectified by
the researcher taking an active role in acknowledging that they bring a perspective to the analysis
(Willig, 2013). For this reason, a self-reflective practice of writing a journal as well as frequent
supervisory sessions were held to examine the researcher’s position and examine any unconscious

biases present to bring them into conscious awareness (Clarke & Braun, 2013).

The researcher was guided by the methodology of Braun and Clark (2006), and the
theoretical underpinnings of hermeneutics (Gadamer, 1975) and social constructionism
(Nightingale & Cromby, 1999). Transcripts were downloaded and anonymised by the researcher.
The transcripts were familiarised by the researcher by performing multiple readings of the
transcripts, as outlined by Braun & Clark’s (2006) second stage of analysis. The data were ‘free
coded’ by the researcher and tentative hypotheses and comments were noted. Key quotations were
taken from the transcripts that appeared prominent to the research questions. Generated themes
were then visually displayed in thematic maps (See Appendix J), which aided the researcher
observe patterns of similarity and difference. The analysis was then cross-examined by supervisors
on the research team, who confirmed that the themes generated made contextual and linguistic

sense, in line with the research questions.

Quality assurance
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The researcher utilised Yardley’s (2007; 2015) guidance on ensuring the rigour of
qualitative research is upheld. Guidance was referred to throughout the analysis. Key components
of the guidance were sensitivity to context, commitment and rigour, coherence and transparency
and impact and importance were met using a reflective log kept by the lead researcher in addition to
reflective discussions with an advisor in affiliation with the University of East Anglia (See

Appendix I for guidance).

Results
Participants
A total of 10 participants were recruited for the study (n = 8 female, n = 2 male). Nine
participants held family carer roles and were aged between 23 — 45. One participant held a dual
role, being both a professional carer role, but also had a family member with psychosis. All
participants identified as being from a Black African, Caribbean or other Black ethnic background.
Interviews lasted between 45 minutes and two hours over Microsoft Teams held over the encrypted

UEA server to ensure confidentiality.

Demographic data

Table 1.

A table to represent the demographic data of participants.

Participant Self-reported Association to Ethnicity
number gender Psychosis (family
relation)
1 Female Carer (Sister) Black British African
2 Female Professional Carer White mixed Caribbean
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3 Female Carer (Mother) Black British Indian
African

4 Female Carer (Daughter) Black Caribbean

5 Female Carer (Daughter) White Mixed African

6 Female Carer (Mother) Black British Jamaican

7 Male Carer (Son) Black British African

8 Female Carer (Mother) Black British

9 Female Carer (Daughter) White mixed Jamaican

10 Male Carer (Son) Black British African

Five intersecting and overlapping themes emerged as playing a crucial part in the
experiences of being a carer for a family member who has psychosis from Black ethnic groups in
the UK. These five themes (see Table 2) were as follows: (1) The impression of psychosis, (2)
Barriers to Care, (3) Hidden cost of psychosis, (4) Generational cultural and societal interplay in
mental health perceptions, and (5) Improving pathways to care. In providing a synthesis of
participant stories and experiences, data is presented within these themes based on the TA approach

(Braun & Clark, 2006; 2013).

Table 2.

A table demonstrating themes and sub-themes.

Overarching Themes Subordinate themes

The Impression of Psychosis - Lived experience versus medical definition.

- Media Portrayals of Psychosis
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Barriers to Care

Us and Them (Feeling disbelieved, Impact
of Race, Society)

Gaps in Support from Institutions and
services

Care only in a Crisis (Police involvement,

Support, Superficiality

Hidden Cost of Psychosis

The Personal Cost of Psychosis
(Adjustments to life, Access and quality of
support for carer, Family dynamics and
advocacy)

Family management and Understanding of

the illness.

Generational Cultural and Societal

Interplay in Mental Health Perceptions

Generational Trauma

Attitudes to illness in society

Improving Pathways to Care

The impression of Psychosis

Support (Carer recognition)
Understanding (Creating a non-blaming

culture, cultural competency)

The impression of psychosis theme was multifaceted and impacted by a historical and

generational pattern of portrayals of people from Black African, Caribbean or other Black ethnic

88
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groups with psychosis in the media. Additionally, a story emerged around the unhelpful nature of
using medical language within family homes, and rather a sense of using more humanistic language
(more descriptive) was adopted by all participants. There was also a sense of continued internalised
stigma within the family. There were two sub-themes in this theme: ‘Lived Experience vs Medical

Definition’ and ‘Fear (Media)’.

Lived Experience versus the Medical Definition

The interview invited a discussion around the use of the word “psychosis”, which family
members shared that the medical use of the word was not indicative of their daily life or

experiences. For instance, participant 2 shared, “I don’t use that word [“Psychosis”]”.

This intersected with the historical underpinnings of associations with having a mental
illness, which revealed the stigma present within the participants in the study, for instance,

participant 3 states,

“They called it the looney bin back in the day. And she [Mum] said they put her in a looney
bin once. And she was like, there’s nothing wrong with me whatsoever. She said make sure you

don’t get put into one of those places. .

This stigma had generational influence on how the older generation of people may view
services. For instance, participant 5 states, “Older people [in]... The Black community can be very
suspicious of institutions, public services professionals.”. These quotes represent the participants
collective voice in the apprehension of receiving a diagnosis of psychosis, as well as engaging in
health services. Simultaneously, there was a synonymous voice regarding the preferred use of more

humanistic language, that was more descriptive and compassionate towards their family member.
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For instance, participant 3 shared, “Well, he’s just put in a different reality, like he’s fine, but he’s
not fine... he’s intelligent. He’s got a good heart.”. Likewise, participant 5 states “He can be quite
self-aware when he feels well, but if he’s not feeling well, he can be very ignorant, and he will

swear at anyone.”.

The diagnostic framework used within medical fields intersected with the media portrayal of
people that have psychosis, to the reality of being a carer of someone who is struggling with their

reality are interlinked concepts, which has created a barrier in accessing services.

Media Portrayals of Psychosis

The fear that “Psychosis” elicited was partly based on media portrayal of the illness, and the
resulting criminal associations with the diagnosis. This resulted in a fearful emotional reaction for

participants. For example, participant 2 shares,

“I guess you do have them natural thoughts around schizophrenia that people are generally
quite unwell can be dangerous. All the things that you see in the media about what that means. .. It
was frightening to me, very frightening because all you can think of when you hear voices, even

now, whenever any crime happens.” (Participant 6).

A confliction of understanding was seen in one participant whereby the media portrayals of
psychosis did not match the view of her son, for instance “And in the media and stuff is just not
really, in my mind got anything to do with my son. I don’t see it.” (Participant 3). This highlights
the dissonance of the lived experience versus the media-driven portrayal of a psychotic

presentation.
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Barriers to care

The pathways to care theme reflected the challenges of navigating the mental health care
system, including shared experiences of maintaining consistent support, the immediacy of the use of
medication and the involvement of the police in mental health crises which all appeared to point to
systemic issues in the provision of care. In addition, there was a lack of support and information for
families, as well as the variability in care based on race, which further emphasised the systemic
barriers to effective mental health treatment and support. There were three sub-themes in this

theme; “Care only in a crisis”, “Us and Them” and “Support”.

Care only in a Crisis

The first subordinate theme of the pathways into care were categorised under “Care only in
a crisis”. For the carer, accessing support and advocacy did not feel like a choice, and was further
barricaded when access to support was fraught with the use of the police. For instance, participant 1

shares,

“He was a total wreck and, the more of a wreck he is, the more they’re gonna’ feel they need
to use coercion with his care... The charges got dropped because clearly this person is not in their

right mind. But why did ‘you’ put him through that?”.

Participant 4 shared that the first contact is typically the police for her father, “If mental

health services have been called for my dad, then usually they would use the police”.

Whilst participants were democratic in their reflections of services and hesitant to using the
“race card”, others felt very strongly about the injustices they observed within the current health

care system, participant 6 reflects this “You don’t want to look at the race card straight away, but
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then when you see it keep happening then then you do and then when you see other people get

treated in a certain way.”.

Synonymous with using the police in crises, participants shared that support was only
offered when mental health challenges had reached a crisis point. For instance, “And then after she
got [placed under] section, that’s when support was in place.” (Participant 4), shared with
participant 6’s experience, “It’s only because he attempted and he was thinking of suicide in
December, and he actually went on a bridge [that he received care].”. This suggests that family
members experienced care only when someone reaches a crisis point, emphasising that care only

occurs at crisis points.

Us and Them

There was a sense of othering in the participants’ experiences, feeling outside of the system,
and finding it difficult to access, and from this a subordinate theme was created of “Us and Them”.
For instance, participant 6 reflected on the difference in treatment for parents from Black ethnic
backgrounds specifically, “It is and then sometime when you speak to other Black parents then you

find that it’s a system across the board.”.

This is highlighted further by participant 4, “I can see the difference between how society
will treat my dad when he’s by himself, or if he’s with me right and English-speaking person, who’s

much lighter in complexion in comparison to how they would treat like my mum for example”.

There was a strong sense of advocacy from the carers, and although participant criteria were
either family member or voluntary carer for employment, all participants were family members, and

the intersection between race and support was intertwined with advocating for their family member,
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which evoked passion and frustration. For instance, “Why aren’t they listening to us?” (Participant

6).

Gaps in Support from Institutions and services

Beyond the use of police force as the first contact with services, support was inconsistent,
and, at times felt superficial, “He’s supposedly got a care coordinator, although I don’t know who
this person is, and it’s changed about four times. I’ve lost track now and I’m just like, you know

what? You don’t have a care coordinator.” (Participant 1).

The superficiality of the treatment or support received was also met with discontentment, for
instance participant 8 shares, “The first thing they put you on is medication straight away. I don’t
agree with that.”. Whilst the support could be there, there was a discontentment with the lack of
longevity within service providers. For instance, “Sometimes a psychologist might be passing
through CAMHS (Children and Adolescent Mental Health Service) and then he would get on well
with that person.... Within six months, they are gone.” (Participant 6). On the other hand, some
carers had found support for their cared for had received was beneficial, for instance, “He [cared
for] doesn’t take medication for his mental health. He’s had to go to CBT before and he found it

helpful.” (Participant 5).

Once support was established, it was received well by the carer, and the carer’s perspective
on how the cared for experienced support, e.g., “...I talk more to the professionals...And I think
that’s what helps me the most” (Participant 5), and that some had not “had any racism or anything
personally from my experience.” (Participant 4). Participant 4 also shared how she felt a sense of
understanding in having a support from people who shared her ethnicity, “She [support worker] was

from Trinidad, and I think having that shared ethnicity... was nice in some way when she did come
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to my house and ...we did talk about it a little bit.” (Participant 4). Additionally, carers found
support in more community initiatives, such as Participant 2 who goes to “a voices group once a

month”.

This may reveal how the support provided is often of quality care, but the trajectory in
gaining access reinforces and perpetuates an already fractured system with the historical and
generational injustices experienced by people from Black ethnic backgrounds with mental health

difficulties.

The Hidden Cost of Psychosis

This theme of the hidden impact of the illness was multifaceted and followed a narrative of
struggling with managing the illness at home and the impact of that on relationships, employment
and a sense of closeness changing depending on the level of disclosure of experiences to carer from
their family member. Therefore, two subordinate themes were crucial for capturing the experience
of this, the (a) Personal Cost of Psychosis (Adjustments to life, Access and quality of support for
carer, Family dynamics and advocacy) and (b) Family management and understanding of the

illness.

The Personal Cost of Psychosis

This subordinate theme captured the practical as well as emotional elements of the “cost” of
psychosis, including social issues, “I had to reduce my hours at work to manage my daughter’s
care” from participant 8 and “Trying to get housing, it was a struggle, and... my dad’s always kind
of lived with me until I supported him to get housing from the Council.” (Participant 5). A sense of

advocacy from family members was evident, which unintentionally created a shift in family
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dynamics which evoked a sense of burden, illustrated by participant 1, whose brother had
psychosis, “[it] isn’t purely just a sibling relationship, then it also changes the power dynamics in
the relationship too because I ended up like taking more responsibility for things". With this came a
sense of feeling uninformed and less included in their family member’s experience of psychosis.

For instance, participant 1 shared,

“He doesn’t really talk about intrusions too much to me. I think he... keeps things to himself
and I don’t know why ... he might see it as this is the thing that can get me back into hospital if I

start talking about that.”.

Participant 3 shared a similar experience of feeling a sense of protection, not wanting to
burden others. For instance, “I didn’t find out until a year later. He kept it a secret for me. He’s very

independent and he just didn’t wanna’ worry me. He also felt like it was his business.”

Many of the participants felt a sense of powerlessness and a lack of understanding in how to
manage the psychosis, e.g., “There’s nothing [to help understanding], they don’t send you on a

course” (Participant 8).

None of the participants reported an increase of sharing experiences with their family

member.

Family Understanding and Management of the Illness

Alongside changing dynamics and personal cost of the illness, families were conflicted in

how to manage the illness, convoluted by their understanding of the illness. Many participants
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followed an avoidance of the illness which was shown through participants language of wanting to
“Push it under the rug”, some wanted to “pray it away”, and others wanted to “insist he’s not
psychotic”. Consequently, family dynamics shifted and followed a trajectory of wanting to protect
others from the illness that do not “need” to be involved. For instance, participant 10 shared “My
mom used to go and visit him [relative with psychosis], but it wasn’t discussed.”. This led to others
disagreeing, feeling passionately about how the “care” should be done, leading to further tension in
the family. For instance, “[They] Just don't address the issue, ignore it, pretend like everything is

not happening... “Let me do everything for you”. I’'m gonna’ completely enable you. *“ (Participant

1).

Underneath the family management strategies came a confliction of understanding where
the psychosis had “come from”. For instance, participant 5 reflected a spiritual element to
understanding, “And in this country these days, they would ask sometimes, like if my dad’s not

feeling well or when my sister wasn’t feeling well, we were like “they’re having a spiritual attack”.

Similar language was used in multiple participant interviews, using a spiritual explanation
for the experience they were observing within their family. For instance, participant 6 shared, “But
the hearing voices... he’s tortured or tormented” and “...those voices can sometimes be referred to
as... demonic.”. Other participants shared a more psychological understanding of the onset of
psychosis. For instance, “She always thinks that mental illness is caused by worrying too much,
which I can’t always say is true.” (Participant 4). None of the participants reported a biological,

medical or sociological explanation for psychosis.

Generational Cultural and Societal Interplay in Mental Health Perceptions
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Culture was found to be pivotal in the experiences of participants. It was interwoven
throughout the transcripts, impacting how one views the mental health system. The perception of
the mental health system was impacted by two sub-themes, (a) Generational trauma and (b)

Attitudes to Illness in Society.

Generational Trauma

Within the theme of culture, a conglomeration of factors were at play from present
experience to the impact of generational trauma, with some participants sharing parts of their story
that extended back to Slavery. For instance, “So slavery is probably like 8 generations for him
[friend], but it’s only about four or five for me. So, it depends how close you are [to slavery].”
(Participant 5). Similarly, in sharing historical narratives, participant 4 reflected on politics, “Enoch
Powell was who was very openly racist. He wasn’t the Prime Minister, but he was a leading

politician, and he had an open campaigned against a mass immigration.”.

Held within the trauma of history, the participants shared a suspicion of power and
hierarchical structures, “Elder people because they can’t be very suspicious of the Black community

can be very suspicious of institutions, public services professionals.” (Participant 5).

Despite the length of time since Slavery and politically racist powers, the historical injustice
remains within the narrative of people’s experiences and shows how interwoven and very present it
continues to be in the re-telling of one’s story. This suggests the importance of acknowledging the

historical context.

Attitudes to illness in society
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Within the theme of Culture, came an attitude towards mental illness that older generations
within the family adopted, which often held the values of shame, and consequently hiding people
who did not fit a particular social structure. That value-based system was sometimes in conflict
within the individualist culture that Britain has adopted. For instance, “No, it’s a concept here
because if you go to most Black countries, they still have the concept passed down... it’s
[psychosis] an embarrassment... So, there you will find people ...hidden away.” (Participant 6).
Likewise, participant 10 shares how if his father was to be treated in Ghana, he would have been

left to “walk the streets”.

This shame, causing people to be “hidden away”, was contributed by a sense of “taboo” and
“if they’ve had negative experiences with services before and then, that’s a big stigma in the Black
community that if you’ve got mental health issues, then you’re weak” (Participant 5). Participant 7
felt that this was perpetuated by the current societal framework of the UK, “In the UK, is that sense
of individual in a very individualistic way.”. This reveals how raising the psychological distress was

perceived as shameful, and perpetuated by an individualistic society that the UK has.

Improving Pathways to Care

As part of the semi-structured interview process, an invitation for participants to share what
they wished would be different about their experience, or what they feel should be changed within

their current understanding of the system were explored.

This theme consisted of two subordinate themes of (a) Developing Understanding and (b)

Support. Within these subordinate themes, a recognition of hardship for the carer, involving carers

in co-production and development and a re-wiring of the current blame culture into a culture of
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learning. These were participant’s ideas for change and what they would wish were different to

their stories of accessing support and managing the illness within their families.

Developing Understanding

This theme demonstrated a thread of hope for creating a non-blaming culture that
participants felt was essential to the improvement of the care of people from Black ethnic
backgrounds with psychosis. For instance, participant 2 shared “It’s about not blaming, ...not
punishing people for making mistakes. I think people can get easily caught up on things like
...that”. Participant 2 goes on to say that “it is trial and error... Let people make mistakes if they

have the right intention”.

Similarly, “I don’t think all police are bad ... they’re burnt out...but also some of them are
just really not nice people and they don’t like Black people... you can’t just say that like, “this is a

bad person then not in their right mind” (Participant 1).

The subordinate theme of support was in response to participants feeling a lack of
recognition as their hardship also being difficult, but often feeling neglected, which is demonstrated
by participant 4. For instance, “The thing is, I just want my family to hear my experience as a
carer.”, and participant 6, “I know money and all that, but there should be more emphasis on the

carer also, and because the impact on the entire thing is so severe...”.

Discussion

Five core themes were found as a result of the thematic analysis, these were (1) The

impression of psychosis, (2) Barriers to Care, (3) Hidden cost of psychosis, (4) Generational
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Cultural and Societal Interplay in Mental Health Perceptions, and (5) Improving pathways to care.
These overarching themes were crucial in the experiences of families managing and understanding

psychosis.

Many quotes highlighted the stigma and misunderstanding surrounding mental health
conditions such as psychosis. Terms like “looney bin” and the reluctance and minimal use of the
words such as “psychosis” or “schizophrenia” reflect the participants’ fears about mental illness.
The mention of “hearing voices” being associated with danger or being “tormented” may hint at the
negative stereotypes of receiving a diagnosis of psychosis from Black ethnic groups. Prior research
has found that there was a higher level of stigma within families from Black ethnic backgrounds,
compared to families from other ethnic backgrounds (Wong et al., 2009; Lawrence et al., 2021).
Stigma has consistently found to be impacting in the perceptions of care, as well as help-seeking
attitudes (Jones et al., 2009). Likewise with participants within the current study associating mental
illness with weakness, and it being seen as “shameful”, research has found similar connotations
within Chinese ethnic groups, not wanting to “lose face” within close communities and society
(Chen et al., 2016). This suggests how pivotal developing an understanding of the strong stigma
associated with psychosis, not only within the individual, but the family system around them is in

developing a more attuned health care system.

The findings of this research also suggest that a diagnostic paradigm and language used
within the medical model was not helpful for families. Research agrees in that the perception of
psychosis from a cultural perspective is needed to best support those who are diagnosed more
frequently than people from White ethnic backgrounds (Saravanan, et al., 2008). However, little
research has paid attention to the cultural-societal interplay, and the communication of diagnoses
such as psychosis, and this seems important when adjusting services to meet the needs of those the

most effected.
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Several quotes address how cultural and racial backgrounds influence perceptions of mental
health. The suspicion of institutions from people from Black, African and/or Caribbean ethnic
backgrounds, the taboo nature of discussing mental health issues, and the belief in spiritual attacks
as explanations for mental health symptoms illustrate how cultural beliefs and experiences with
systemic racism impact the way mental health is perceived. The mention of historical figures such
as Enoch Powell and the impact of slavery highlights the deep-rooted intergenerational racial
tensions that can influence mental health perceptions (Love, 2016). There appears to be very little
research in this area, however these perceptions may illustrate how historical injustices continue to
play a role in how able, or at ease, one feels able to engage in institutions (such as health services)
(Hope & Spencer, 2017). The context of history may also play a part in the sense of “Us and
Them”, inviting an othering experience, a feeling of difference, and therefore a maintenance in the
system of feeling misunderstood, which is supported by systemic theories of continuous feedback

within a system (Jost et al., 1994).

This is highlighted in participants experiences of police being the first contact when in crisis
with psychosis, which has been seen to emphasise a distrust of the system, exacerbating
disengagement from services, supported by research (Anderson et al., 2014). Police officer
involvement has been the centre of media attention and has had increased attention in political
campaigns (Aymer, 2016; Grills, Aird, & Rowe, 2016). However, despite acknowledgement of the
institutional racism, the ripple and reactivation of trauma experiences within people from Black
African, Caribbean or other Black ethnic groups remains present and continues to persist as a

barrier to engaging in support (Bhui et al., 2018; Love, 2016).

Literature has found a high level of racism perception in people from Black, African and/or
Caribbean ethnic groups accessing mental health services, which has been found to increase

psychological distress which requires intervention (Pieterse et al., 2012; McLean et al., 2003).
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Snowden (2001) hypothesises that help-seeking behaviours from people in Black African ethnic
groups may reflect the influence of the stigma felt in society. Martinez de Andino, & Weisman de
Mamani (2022) find similar results in an undergraduate sample, which suggests that increasing
enculturation (“pride and engagement in the culture of origin”’) may help to improve the current
underutilization of mental health services for psychosis in people from Black African, Black

Caribbean and other Black ethnic groups.

Alongside the carer reflection on their family member’s experiences, the wider impact of
mental health conditions on family dynamics and the role of caregivers in navigating both the
illness and health system were prominent themes. Quotes discussing the change in roles within
families, the burden on caregivers to manage care and support housing, and the desire for more
emphasis on the caregiver’s experience highlight the complex interplay between mental health
conditions and family relationships. The secrecy and desire to protect family members from worry
also reflects the challenges in communication and support within families, which has been well-
documented in the literature (Sin, et al., 2005). A meta-analysis of qualitative studies found that
there was a severe emotional impact on family members, contributed by the impact of stigma, and
how it functions in the context of help-seeking behaviour (Oluwoye et al., 2020). Specifically,
caregivers were found to have increased anxiety and depression, with more frequent visits to
general practitioners (GP’s) (Tennakoon et al., 2000). These findings highlight the need to address
how carer’s access support, and how effective that support is. Research supports the use of co-
production in mental health care and research, to minimise the hierarchical structure of institutions,
and maximise personal empowerment (King & Gillard, 2019). However, there are some queries
regarding how this is operationalised within a system that already represents oppressive historical
narratives (Faulkner & Thompson, 2023; Soklaridis et al., 2024), supported by the findings
presented in this EP, specifically regarding the difficulty in accessing the service first and foremost.

Therapeutic communication has been found to be integral to reducing inequalities (Williams &
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Healy, 2001), including how professionals may communicate a diagnosis or formulation of
difficulties for clients. Canales et al. (1997) proposes a ‘narrative interaction’, which is the
formation of a therapeutic communication in the sharing of personal stories. Due to the present
perceived manifestations of historical injustices, a personalised care approach appears to support the
need for reconnection and establishment of safety needed for ethnic groups that have felt

marginalised and unheard.

Personal experiences of mental health care, including positive interactions within culturally
similar support workers and the benefits of Cognitive Behavioural Therapy (CBT), provide insight
into the support mechanisms that individuals find helpful. However, the use of police in mental
health needs urgent change, as it continues to maintain a non- and dis-engagement from services
and professionals. The Crisis Intervention Team conducted a study evaluating the impact of stigma
on mental health for police officers, finding a significant interaction, with a positive change in
police officer attitudes after completing a 40-hour training programme (Nick et al., 2022). Not only
does this show that the impact of stigma effects everyone, it also appears that the programme itself

was effective in targeting mental health stigma within police forces.

The themes of stigma, cultural and racial influences, systemic challenges, family dynamics,
and personal coping strategies highlight the complexity for families navigating mental health care
and support. It appears that if services are going to adapt their promotion or access, a deeper,
systemic level change needs to occur that promotes the dissolution of racism and stigma (Cook,
2017). For instance, including members of Black ethnic groups to be consulted in the formation of
services, “bringing people together” and dissolving power hierarchies. The acknowledgement that
the system is perceived as oppressive and “racist”, and education on psychosis for police officers
were initiatives put forward by the participants, that has found benefit from further research. This

suggests that raising the awareness of stigma within formal support services, from police to health
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practitioners, could help support people from Black, African and Caribbean backgrounds with

psychosis when accessing health services.

Implications for clinical practice

Key themes revealed that adopting sensitivity in addressing mental health in the first point
of contact, whilst allowing failure to occur is essential. Within this sample, participants perceived
care providers and services to inadvertently continue to carry the racial injustice that have been
before, a viewpoint which has been supported by other qualitative studies. The clinical implications
of this mean that services must address a large inequality gap in the promotion of services, and not

necessarily the adaptation of therapies, which is something that literature has focussed on so far.

Mental health services need to understand and engage with Black, African and Caribbean
ethnic groups’ experiences, and work collaboratively to build trust, which appears to be largely
addressed by reducing hierarchical structures (i.e., by introducing community members into boards,
co-production and being mindful of representation within services). Initiatives to reduce mental
health stigma within these communities could also play a significant role in encouraging individuals

to seek help when needed.

Limitations

There has been some research into the use of social media and recruiting hard-to-reach
groups, with notable success (Dusek et al., 2015). Although this limits the sample pool to
individuals who are actively on social media (and follow mental health charities and initiatives),
leaving those who may not be as adept in those areas, it did allow for people to take part from
different geographical regions in the UK, socio-economic backgrounds, and lifestyles. This was

advantageous given the time limit of the research. It would be beneficial for further research to
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establish trust in local communities, to gather the stories of those who engage in community
establishments (i.e., church) as opposed to social media. Additionally, the sample was female
dominated, which may reflect the carer demographic, however further research would benefit from
exploring other gendered perspectives on service engagement and family support. Reflections on
difficulties of recruitment are documented in Chapter Six, where non-engagement is explored in

relation to a distrust of medical establishments (Corbie-Smith et al., 1999), amongst other factors.

To conclude, this EP follows a story of injustice still present within the Black historical and
social context surrounding hierarchical institutions, such as mental health services. The utility of the
medical model, prescribing the diagnostic framework to mental illness was obsolete in helping
caregivers describe the behaviour of their family member, thereby emphasising the impact of
language in communication of difficulties. The family structure is likely to be disrupted with
differing caring responsibilities, advocating a sense of advocacy, which enforced a sense of
othering, illustrated in the theme of “Us and Them”. Service engagement was primarily through
police contact, which appeared to act as a barrier in engaging with services. Lastly, the
underpinning theories of hermeneutics and social constructionism provided a unique method for
conceptualising the gap between engagement and non-engagement. Further research would benefit
from larger samples, across genders, as well as direct research with those who have had a diagnosis

of psychosis.
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Additional Methodology Chapter (Chapter 5)

This chapter is to provide a framework for the positioning of the researcher in the approach to the

research conducted as part of this thesis portfolio.

Epistemological position

The “truth” is moulded by every individual, based on experiences and feedback from others,
all of which constitute some truth but not reality. Therefore, all that is known is one’s version of the
truth/reality (Eatough & Smith, 2017). This is known as a social constructionist position (Cromby

& Nightingale, 1999).

Heidegger (2005) proposes that a human being is a “Dasein”, meaning ‘being there’ (but is
typically understood as ‘Being-in-the-world’) (Spinelli, 1989), and is the stance taken for this
thesis. Using the thematic analysis methodology, which focuses on the individual’s lived experience
as an idiosyncratic narration of their life, one adopts a social constructionist approach to reveal the
truest account of their experience. This is particularly pertinent to researching psychosis, a
development of various factors influenced by the socio-cultural environment. In understanding how
this particular experience interacts with a Western intervention or care pathway, this project aimed
to understand people and the language used as socially and historically contingent and contextually

bounded.

Schleiermacher (1998) proposed a twofold interpretative perspective made up of the

grammatical and the psychological. This dual-stance enables understanding, working well in the
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parameters of this project, exploring the lived experience of people from Black African, Caribbean
ethnic groups experiencing psychosis whilst noting the impact of language on making sense of
experience. This position informed the analysis of the transcripts of interviews conducted, to not

only examine what is said (content) but also how it is said (language and meaning).

Ontologically, there is debate about whether social constructionism lands in relativism or
realism. Relativism is the concept of instances in the world being unique to one individual, and that
is how it exists, within the individual, whereas realism posits that instances, experiences and objects
are objectionable truths that exist regardless of the subjective lens we may use (Keller & Keller,
2019). Cromby & Nightingale (1999) highlight that constructionism is a stance that lends itself to a
relativist position. For this project, one lends itself to the latter argument that reality exists outside
our language; however, to understand one’s reality, we utilise the language to infer meaning.
Therefore, the analysis may not necessarily address an objective reality, but a subjective one that is
truer to the lives of the sample for this project. This project takes a stance proposed by Stanley et al.
(2001) in that psychosis, and the symptoms associated, are culturally-bound, and made sense of in
the context of societal norms, as opposed to taking a diagnostic objectionable criteria outlined in
ICD-10 and DSM-5. In this way, the relativist position will be taken to account for these nuances in
participants’ experiences, as opposed to identifying objectionable truths which may not align with

the individual experiences.

Determining capacity

Prior to interviewing, the researcher assessed the well-being of participants so they could
ethically and meaningfully participate. This was done by discussing how they were feeling about
the interview. Capacity to take part was then assessed by understanding if the participants could

weigh up their wish to be involved versus the emotional toll it could have, and a way to manage the
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emotional content if need be (which was then discussed further with the researcher). Before the
beginning of the interview, details of the study were explained to the participants. Within the
interview, the participant was required to show an understanding of the details of the study by
sharing their understanding of the research project to the researcher. Next, the researcher asked if
participants had any questions to further substantiate understanding and discuss any concerns. It
was important that the participant understood what their role entailed and their right to withdraw
(HRA, 2017), which was documented on a consent form with the participant’s signature and an
initial signed next to each statement outlining the purpose of the research (See Appendix H). The
researcher then discussed ways in which the participant could show the researcher signs of distress,
such as waving a hand, turning the video off or using the private chat function to allow different

forms of communication other than verbal language.

Researcher safety

To maintain the researcher's safety, a buddy system was implemented with the primary
supervisor of the project, which made the supervisor available during the interview times for
assistance. All interviews were conducted virtually using Microsoft Teams, in a non-clinical setting,
within a confidential environment. The researcher made use of a reflective diary, as well as
supervision, to explore her experiences and related personal responses to the interview and

emerging data.

Public Participant Involvement (PPI)

The PPI consultant was instrumental in constructing and reviewing materials used for the
study. The consultant identified herself as Black Caribbean ethnicity, which provided an insight into

the content of the interview questions and the adverts used to recruit for the study. This allowed the
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researcher to consult on any unconscious biases in developing materials (i.e., advertising, interview
question development, use of appropriate language and asking appropriate questions). For instance,
the wording of “those who identify as Black ethnicity” was changed due to some concern over how
“those” may be interpreted. This was then changed to “people from Black ethnic groups” and
“people from Black, African and Caribbean groups”, which was agreed to be more culturally and
linguistically sensitive. The PPI consultant also asked thoughtful questions about the researcher’s
wish to pursue this area, given the ethnic orientation of the researcher being different from the
sample. This allowed the researcher to become more curious about the role of ethnicity in the
interviews, and her role as a White British female academic. A good example of this was in
interview 1 whereby a reflective discussion was held around the origins of ethnicity, and the
meaning of it being constructed out of society and power dynamics. In understanding this, the
researcher was more able to bring reflexivity, reflecting in and out of the moment, to disentangle

any underlying biases, further built upon in supervision.

Interview Content

The interview topic guide was adapted from Twining et al. (2019) and informed by a social
constructionist epistemological position whereby a detailed account from the individual is needed.
However, the wider mechanisms of society and culture (micro and macro levels) are needed to form

part of the wider understanding (Bur et al., 2015).

Initially, participants were asked to reflect on the definition of psychosis with the
interviewer, as participants may have constructed personal definitions or meanings of what
psychosis meant to them. In line with the epistemological position of social constructionism, it was
important to use the participant's language to ascertain the truest version of their truth. However,

none of the participants opted to adopt an alternative word for psychosis.
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Participants were then asked to share their story of caring for someone who experiences
psychosis, their perceptions of services and service engagement, and their beliefs and cultural
standpoint regarding mental illness. Participants were informed that they could withdraw from the
interview at any time. They were also informed that they had a maximum of two weeks to withdraw
after the interview has been conducted due to data collection and analysis procedures. Due to
participant anonymisation, it would only be possible to withdraw their individual scripts once

interviews have been conducted.

Choice of analysis method

The project considered various analysis methods to appropriately answer the research
questions. As this project meets a gap in the literature in exploring the systemic connection to
engagement, grounded theory (Walter & Myrick, 2006) could have been used to integrate previous
literature and new insights from the EP. However, due to a lack of research concerning the systemic
understanding of the continued non- and dis-engagement in services from people from Black,
Caribbean or Black African ethnic groups with psychosis, this would not yet be an appropriate

approach.

Narrative Inquiry (NI) (Bell, 2002) was also considered as it may have been beneficial to
elucidate a story from the participants experiences, however thematic analysis (Braun & Clark,
2006) was opted for due to the advantage of discerning similarities and differences as well as
constructing a story. Using the social-constructionist framework then met the need of understanding
the systemic interplay between history and the present day through the perceptions of black carers
on psychosis and care. This allowed a systematic analysis of codes and interview transcripts that

contains nuances easily observable to the researcher. In contrast, NI may have elicited some bias
122



123
CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

from the researcher, depending on the epistemological position of the researcher. Although bias is
unavoidable, it can be contained if the researcher seeks out supervision and records thoughts and
wonderings about the interview transcripts. Therefore, it was decided that thematic analysis and a

reflective journal will be used to analyse the transcripts.

Underlying guiding principles

Throughout the empirical paper, Gadamerian principles (1975) were used to guide the
methodology, emphasising how the Gadamerian principles (1975) can guide and shape the
conceptualisation of mental illness. The philosophical underpinnings of hermeneutics (e.g.,
Gadamer’s principles) are concerned with the mutual understanding of phenomena, as opposed to
an objective meaning of phenomena (Smith, 1993). As the interviews progressed, the researcher
became aware of how one moved from a position of a technical interviewer to a human that wanted
to “be with” the participants. This became more evident to the researcher whilst journaling their
experience and reflectively discussing the experience through supervision. Gadamerian principles
(1975) were essential to fully utilising the material presented by the participants, as it specifically
emphasised the context surrounding that individual, such as culture, history and generational family
patterns. This also helped the researcher determine that although psychosis is presented as a clinical
term, the interpretation of psychosis appeared more subjective, and the use of the word was not
frequently used within family scripts. Rather, it appeared that “unusual behaviour” was used to
describe behaviour, and this more accurate to their experiences. Moreover, contextual
understandings of the history of oppression and systemic racism shed light on the possible unseen
barriers to accessing services. In line with Ann Cook (Cook, 2017), Lysaker and Roe (2013) that
although there is indisputable utility in evidence-based interventions for psychosis, a rigid and
narrow focus on interventions could limit the ability to consider that psychological suffering is

embedded in the history and culture of the individual which often overlooked within interventions.
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A way forward for interventions could consider that framing client—practitioner interactions in the
socio-historical contest of mental health to establish awareness and connection. This also enables a
conversation regarding power, naming differences between people, aiding a more authentic

connection.

This provides further evidence that systemic dynamics continue to impact people from
Black, African and/or Caribbean ethnic groups when entering a service. This project argues that the
relationship and acknowledgement of the context appear to provide the best recovery outcomes and
may explain the nuances and gaps within the current literature regarding culturally-adapted
therapies that accrue mixed, but limited, evidence for Black African, Caribbean or other, mixed

Black ethnic groups yielding positive outcomes.

Analysis

Thematic analysis was used to analyse the data to ascertain similarities and differences
between transcripts (and thereby, persons) (Braun & Clark, 2006). However, Braun and Clark
(2006) highlight that there is a passivity about some researchers adopting thematic analysis and that
this should be rectified by the researcher taking an active role in acknowledging that they bring a
perspective to the analysis. For this reason, terminology such as “themes emerging” will not be
used, but rather acknowledging that a theme has been “generated” as the researcher has applied

their own epistemology and background to the presenting data.

As detailed in their original paper, Braun and Clark (2006) set out six stages of analysing
thematically. Firstly, the researcher familiarised oneself with the interview transcripts to embed
oneself in the experience, which meant repeated reading of the transcripts. Next, preliminary ideas

around topics were made through a reflective journal.
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The second stage of the analysis consisted of generating initial codes that helped to
understand parts of the transcripts that illuminated the participant’s experience concerning the
research questions. The third stage included generating broader-level themes that encompassed the
codes. There were stronger themes than others, such as the meaning of “psychosis”. At this stage,
the researcher started to think about relationships between themes and interconnectedness. Sub-
themes started to develop to organise the themes hierarchically according to the level of importance,

for instance, the theme of the sub-themes of “Fear” and “Us and Them”.

The fourth stage was to review the themes by constructing a “thematic map” (see Appendix
J). Firstly (“level one”), themes were reviewed to assess the quality of the codes and if they
appeared coherent under the theme name. If they did not fit under the theme coherently, a series of
actions were to be made. For instance, the theme itself may be incorrect, and a new theme is
considered, the codes contributing to the theme may be incorrect or incoherent in some way, or data
extracts belong to another theme. In this instance, a new theme, a reworked theme, re-organising the
themes or discarding the theme entirely would be considered. For instance, the theme of “Care only
in a crisis” was initially named “Police involvement” which was purely descriptive, and did not
capture the nuance of the feeling inherent within the experience, therefore “Care only in a crisis”

was adopted to capture not only police but service involvement.

Secondly, (“level two”) consisted of reviewing the data as a whole. Reviewing the thematic
map (Appendix J), the researcher analysed whether the themes reflect the story, by re-reading the
transcripts, codes and themes. The research team then discussed the naming of the themes ensuring

it accurately reflected the content of the codes within that theme.
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The fifth stage included naming and defining themes. Braun and Clark (2006) use the
terminology “defining the essence of the theme”. While constructing this, the researcher’s position
and awareness of a social constructionism approach was noted to attempt to remain impartial when
analysing (Smith et al., 2012). The final stage was to produce a report that will capture the essence

of the transcripts. This is the empirical paper.

Finally, the data will be uploaded onto the University of East Anglia digital repository as per
university policy for post-graduate and doctoral-level students once submitted to the University.
Data stored in the digital repository will be anonymised. Per the university policy, research is stored

for at least 10 years.

Self-Reflexivity

Utilising the social constructionist theory, which posits that one will use one's own
subjectivity and experience of the world as a lens through which one sees the research and
interprets the data. Being a White female researching Black ethnic groups, the researcher is naive
about the discrimination and structural violence experienced (Agyeman, 2008). To this end, the
researcher acknowledges their position that experience makes up the contents of this world, and
therefore truth, and with that comes blind spots, which the researcher documented in a self-

reflective diary (Mizock & Harkins, 2012). The researcher also utilised supervision for reflection.
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Recruitment and Interview reflections (Chapter 6)

Word count: 2,221

This chapter aims to bring together the reflections of the researcher on the challenges faced when
recruiting for the empirical project. This chapter also addresses the dynamics present within the

interviews.

Advertisements

During the design and making of the advertisements, guidance was taken Jenson et al.’s
(2021) research which outlined key initiatives specifically to encourage people from Black, African
and/or Caribbean ethnic backgrounds to take part in research. Jenson et al. (2021) outlined that
people from Black, African and/or Caribbean ethnic groups should feel fairly represented and have
a sense of connection when deciding to take part in the research. Therefore, it was well-intentioned
to create a pictorial representation of people from Black African, Black Caribbean and other Black
ethnic groups and review this with the PPI consultant (see Appendix L). Despite this however,
recruitment was slow. Research concerning the barriers to engagement has been well-documented.
The most effective recruitment strategy outlined that the researcher must immerse themselves into
the community, to create direct contact with community members. Research from various subject
fields support this. For instance, Bamidele et al. (2018) found that in Black African, Caribbean and

other mixed Black ethnic groups with prostate cancer, direct and meaningful engagement was the
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most successful recruitment strategy (i.e., going to community establishments, meeting face to face

and spending time with people).

Given this finding and other evidence supporting similar conclusions (Bhui & Bhugra,
2002), the researcher took on a more immersive role in recruitment, which proved more
advantageous, however, did not improve recruitment uptake. Bhui & Bhurga (2002) found that a
multi-agency collaboration of individuals including traditional healers, specialist services, religious
venues and contact with psychiatrists strengthened engagement, although this was not possible for

this research given the timeframe.

It’s important to consider that this is not purely an ethnic difference. This may reflect the
history and the culture of one’s home country, family origins, cultural identity and mental health
difficulties. This evidence is inconsistent for White ethnic groups, for several hypothesised reasons.
The history of oppression, racism and stigma provides an immediate distrust and encouragement to
stay in reliable communities where one feels identified. Despite movements in the 215 Century
promoting equality and diversity, it would be naive to propose that this would eradicate the

intergenerational trauma and oppression that has faced a particular community for centuries before.

Additionally, with advancements in equality and diversity, events such as the unjust murder
of George Floyd by a police officer, encourage the separation between ethnicities and reinforce a
story of hierarchical difference between ethnicities (White et al., 2023). Trauma has been found to
extend multi-generationally across times and people (Sangalang & Vang, 2017), impacting how one
interacts with services associated with such traumas or inequalities (Menzies, 2010). This may

explain how an advert with an inaccurate representation would fail to engage a population from a
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Black ethnic group, and why direct, truthful engagement with the community would yield the most

effective engagement, thereby recruitment.

Personal Reflections from the Researcher
[ 1" will be used throughout this section to reflect the researcher’s true reflections]

Reflection journal entry, dated 19th December 2022,

“No participants have come forward; it feels disheartening and anxiety provoking. I’'m
wondering about my racial identity and the perception of this when I engage in groups solely for
people from Black ethnic backgrounds (such as the ZICAN event and AMHE). It seems the culture
is within a micro-culture within the UK, and I wonder if my ethnicity feeds into the wider cultural
messages around academia and studying a population associated with stigma. My intention, albeit
good, may be perceived as widening the divide between “them and us”, whilst I intended to bridge
this gap, I can only bridge this gap once individuals feel comfortable enough to engage with me.
This explains the dynamics I see in the literature, for instance, the underrepresentation of Black and
minority ethnic groups in community services and overrepresentation in inpatient services. This
finding alone, that I am struggling to recruit anyone, may show how alive the historical context may

be for some individuals.”

Recruiting for this study was slow and difficult, reflected by not only the time pressures of
writing a thesis but also in trying to reach a stigmatised group. During the delay in recruitment, I
reflected on whether I had done everything correctly and within my power. This spurred me to
connect with people from the Black community. My perspective changed, notably when I attended

a ZIMCAN event. The supporting speaker disclosed personal experiences of being discriminated
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against, the cultural messages that particularly Black men grow up with (to be strong and provide
for your family), and racist experiences which was shocking to hear. He spoke about fighting harder
for job promotions and the tokenistic nature of promoting someone who was Black just for equality
and diversity purposes in the speaker’s eyes. He then spoke of a pressure to perform and outperform
colleagues to get an inch of the recognition perhaps a person of White ethnicity would receive.

The cultural messages that I learned through the immersion in events and the community not only
touched me, but provided additional hypotheses around barriers to engagement and how needing
help could be seen as a weakness, which is not uncommon for many communities, including people

from Asian ethnic backgrounds (Atkinson & Gim, 1989).

In light of this reflection, I attended a drop-in mental health group in Cambridgeshire, where
ethnic diversity was higher than the general population in Cambridgeshire. Staff were perplexed as
to why they had a lack of Black African, Black Caribbean and other mixed Black ethnicities,
however upon reviewing their advertisements, I saw that this only represented White ethnic people.
Although my presence was an act to promote the study, it became a consultative practice in
reviewing the organisation's advertisements to promote ethnic inclusivity. This was incredibly
rewarding but also highlighted how promoting diversity and equality may be due to a lack of
awareness. Therefore, future initiatives or directions may benefit in providing psychoeducation to

local mental health groups to ensure inclusivity and diversity.

The recruitment strategy deserved further thought. Whilst a need to obtain a representative
sample is urgent for the purposes of research, this neglects the intention to create meaningful
connections, which ultimately is what is supported in research. Therefore, it would have been
advantageous to build up a meaningful connection with a few chosen organisations to create

connection, as opposed to reaching out to many. Ultimately, using social media proved the most

130



131
CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

successful recruitment strategy, with multiple and repeated advertisements routinely posted on a
dedicated account made for the research. In light of authenticity and connection, I also provided a

personal synopsis of who I was, which proved advantageous.

The interview

The interaction between interviewer and interviewee is noted as being essential to the
quality of conducting research. De Andrade (2000) describes his own reflections in interviewing
Cape Verdeans’ experiences, whilst being Cape Verdean himself. Surprisingly, his racial identity
hindered the research process as opposed to it being an opener to a deeper connection with his
participants. He terms this the “position of the insider”. Similarly, I wondered on what my position
represented to participants, which may have raised certain unconscious or conscious biases. As one
participant identified in her interview, that was visibly White, but with a Caribbean ethnic
background spoke of how she would unintentionally represent historical oppression in a way that is
visible to others of different ethnic orientations, but completely invisible to oneself in a White
ethnic body. This was substantiated whereby this participant directly enquired to my ethnicity, “I
guess ...way, way back, you're [talking to researcher] from Africa. So ...what does that make you,

African now as well?” (Participant 1).

There is a sense of comfort exuding from the participant as she felt comfortable enough to
raise this, whilst suggesting that language plays a vital role in how one identifies oneself, and how
that may be contributed by geographical, cultural and societal viewpoints. It occurred to me the
power that language had to either create closeness or distance. This unintentionally created a “you
and us” dynamic and part of me wondered about the use of social construction as a theory, as using
this theory allowed a theoretical distance to be created, which gave me some comfort. The theory

allowed me to that racism exists in the structures of societal and historical oppression. However, I
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had to bring in my awareness to the potential naivety that this brings. Racism continues to exist and
exists in many people’s lives, and bringing historical underpinnings it not always appropriate. For
me to do that would have been to equip me with a semblance of understanding, but I would never
understand. Once I reflected and became aware of this paradigm, my interviews became more

authentic and valid. This reflection aided the research process.

During the interviews, I found myself moving from different positions. For instance, the
position of my White privilege, to a position of an empathetic human being who felt connected to a
participant, particularly when a participant became tearful when discussing the passing of her
mother which impacted caring for her brother, who had psychosis. As I moved from different
positions, from researcher, to academic, to human, I noticed a multi-layered, connected relationship
to develop. I noticed that we appeared more connected when we shared experiences and found
similarities in us both, of which Kerstetter (2012) refers to as the “space between”. For instance, we
also had similarities in our genders and our experiences of caring for someone with psychosis. This
was typified by an amalgamation of multiple identities from the researcher, including one’s cultural
background and relationships, which could influence how participants are positioned within that
space. One might lean into fitting into a category coined by Banks (1998) as an “external-outsider”
(being neither indigenous nor part of her community). However, I might be inclined to argue that
this was mediated by our similarities in our gender, age and passion for caring for psychosis
(Narayan, 1993). Further research comments on the stance of the researcher being flexible and
dynamic, encouraging a “dialectical relationship” which aids the interviewee feeling comfortable to
share their experiences (Serrant-Green, 2002; Dwyer & Buckle, 2009; Serrant-Green, 2002). As |
became comfortable within myself, noticing these different positions, and noticing when to be in
which position, “the space between” became more familiar, which proved more evident as

interviews went on, and a more varied breadth of information was explored.
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The intersection between positions allowed flexibility and awareness of one’s position,
including when considering the impact of ethnicity. Donnelly et al. (2005) explains that as a White
person, [ do not “see” my ethnicity, because I’ve never had to. It’s not been highlighted to me that
my ethnic orientation or appearance would be a barrier or evoke any sort of reaction from others -

which is a privilege.

Mclntosh (1989) suggests that White privilege is much like an “invisible weightless
knapsack [full] of special provisions, passports..., clothes, and blank checks” (p. 10). People that
are of White ethnicity have a plethora of unearned assets that can perpetuate the strength of status
and narrative of White people. This is evidenced in the availability of essential or desired
convenience items in stores, for instance, make-up that is designed for White skin colour. White
people see people who look similarly to them on adverts. When one interacts with institutions or
services, it is not within the mindset that asking for support would reflect negatively on the
community, and authority, such as the government. Donnelly et al. (2005) suggest that society only
notices colour when patterns emerge that concern people who are not White. It appears that White
is seen as “neutral” or “Normal” and it’s used as a baseline, or comparative standard to assess
“normality"”. This comparison is also seen within research, whereby one looks for a comparison
against a White control group, evidenced in the systematic review written as part of this portfolio.
This discourse surrounding minority and majority groups, may have been influenced by early
narratives and legacies of European colonisation and imperialism. By introducing a hierarchy that
aimed to keep the power, European powers justify their discrimination over other people in the
name of progress and civilisation, which typically places non-European people as “inferior” to

maintain this structure (Mishra & Hodge, 1991).
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The awareness and understanding of White privilege, whether unearned or earned, and
disadvantage is rarely related to one sense of being but is an intersection of many different factors.
Although this is unchangeable, it’s important to remain aware of the intersectionality, not only in
research but clinically in therapeutic practice. It’s important to consider what one represents, that
could adversely impact the relationship, as well as what could strengthen those attributes that
continue to keep client and therapist/researcher and participant connected. Again, as portrayed
throughout the portfolio, the relationship and connection appear paramount to promoting change.
This informed the researchers awareness of unconscious biases, and assumptions which indicated
how services may have also adopted practices and or language that promotes disconnection.
Highlighted in both the EP and the SR, relationships have an impact upon service engagement, and
therefore the reflections presented within this chapter is hoped to support evidence that a more
embedded and authentic connection is need in order to establish meaningful connections, and

therefore engagement in services.
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Discussion and Critical Evaluation (Chapter 7)

Word count: 7,021 (excluding references)

This chapter incorporates previous chapters to discuss their findings concerning previous literature
and applications to clinical practice. This chapter will also critically evaluate the chapters as a
whole, examining the methods used to arrive at the conclusions made for this project. It begins by
summarising the key findings from the empirical paper (EP), systematic review (SR) and additional
chapters. Wider theoretical and clinical implications are discussed, leading to recommendations for
further research and suggestions for improving engagement in services for people from Black
African, Black Caribbean and other Black mixed ethnic groups who experience psychosis. The

chapter finishes with an overall conclusion to the portfolio.

Summary

The SR and EP collectively highlight the difficulties in engaging and accessing services for
psychosis for people from diverse ethnic groups. The SR highlighted that whilst CBT showed
positive symptoms reduction, long term outcomes were not sustained past 2 years. EI outcomes
showed promise in reducing symptoms, and even more so with the integration of family support.
However, this was limited by only one EI study included in the review which focussed on Asian
ethnic groups. Therefore, further research is needed overall, with a particular emphasis focussing on
samples from Black African, Black Caribbean and other Black ethnic groups. A hypothesis
regarding the underlying mechanism of change in individuals with psychosis from Asian and Black
ethnic groups were that ensuring a therapeutic relationship be established for an intervention to be
effective (either through social, community, peer or therapist connections). This was because more

sustained recovery outcomes resulted from longer term interventions (such as EI, traditional

135



136
CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

interventions and family support), with lower attrition rates, compared to short-term interventions
(CBT) for people from Black ethnic groups. However, the review found a limited pool of eligible

studies which continues to show the lack of engagement still present in participating research.

The EP provided a qualitative understanding of this finding from the perspectives of family
members, suggesting that wider historical and contextual influences may exist in barriers to service
engagement. For instance, participants from Black African, Black Caribbean and other Black ethnic
groups commented on the immediacy (or lack of) family support, which was reinforced by current
mental health structures. This was underpinned by the current and generational stigma that appeared
maintained by the current system that has made limited progress in promoting inclusivity,
compassionate police involvement, or achieved adaptations to easing access to services by
promoting a shared understanding of illnesses. The papers found that stigma is held within families,
as well as perceived within the wider systems resulting in a bi-directional pattern of disengagement
from services that provides evidence for the systemic justification theory (Jost et al., 2000). This
essentially suggests that systemic factors reinforce a given behaviour due to multi-faceted factors,
that can persist even in the face of many attempts to change the system, and why a system-based
change is needed in order to improve outcomes and experiences of care. This discussion aims to

make sense of both the EP and the SR, with suggestions for informing clinical practice.

Systematic review

The SR sought to examine the outcomes of psychosocial interventions for Black African,
Black Caribbean and other Black ethnic groups, and Asian ethnic groups diagnosed with psychosis.

Methodologically, the definition of recovery was ambiguous with vague descriptions that did not
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often match a definition of recovery, that included a self-report measure or quality life measure, as
suggested by authors in recovery literature (Pitt et al., 2007). Research has found that “recovery” is
much more than a clinical reduction in problematic symptoms; it is how an individual perceives
their level of social and adaptive functioning post intervention (Lam et al., 2011). A range of
interventions were assessed within the review, including Cognitive Behavioural Therapy (CBT),
Culturally adapted CBT (CaCBT), traditional methods, peer-support interventions, family
interventions (FI), group interventions and early intervention in psychosis programmes (EI). Ten
RCT studies were included for the review, of which highlighted positive outcomes from CBT
interventions, yet was limited in long-term follow ups. Social recovery models, including EI and
peer support showed promise, however the varied nature of such suggested that a possible effect of
sustained and long term client-therapist relationship may have impacted intervention outcome
(Gillard et al., 2022; Grant et al., 2012; Gureje et al., 2020). There were high attrition rates, yet also
positive recovery outcomes found in samples who participated in family or community
interventions (Weisman de Mamani et al., 2014). There was also a small difference noted by
ethnicity, in that participants from Asian backgrounds benefitted from family involvement (seen in
higher recovery outcomes), whereas Black African, Caribbean or other Black or mixed-Black
ethnic groups benefitted from sustained relationship building in the context of recovery and
therapies. High attrition rates were found throughout the studies, however low attrition rates were
found in the interventions that included peer support and a combined traditional and clinical
intervention approach (Gillard et al., 2022; Gureje et al., 2020), compared to other interventions
included in the review. The SR argued that amongst the interventions with the highest recovery
rates and lowest attrition rates, an effective therapeutic relationship and integrating the client’s
belief system appeared to support recovery from psychosis. However, this conclusion is limited by

lack of long term follow up’s on CBTp interventions, which limits the comparability of assessing
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recovery outcomes. This is consistent with some of the results from the EP that examined the

impact of culture and beliefs on service engagement for psychosis.

Empirical paper

The EP sought to explore the experiences of pathways to care and perception of psychosis
for family carers of people from Black African, Caribbean or mixed Black ethnic groups who have
psychosis. The paper found five themes that appeared crucial in the re-telling of participant
experiences: (1) The impression of psychosis, (2) Barriers to Care, (3) the Hidden cost of psychosis,
(4) Generational cultural and societal interplay of mental health perceptions, and (5) Improving

pathways to care.

The theme of “The Impression of Psychosis” initially induced a stigmatised reaction, linking
this to the media portrayals of psychosis and violence, particularly for people from Black African,
Caribbean or mixed Black ethnic groups. This idea of psychosis was then ill-matched to the
caregivers’ perceptions of their family members, who often adopted caring and humanistic
language. This informed reflections on the barrier in the use of medical language and how this may
unintentionally create a further barrier to engaging in services, which has been evidenced in the
literature, further stigmatising individuals (York et al., 2015). The use of labels creates a sense of
certainty yet appears to also create distance between individuals, resulting in shame and stigma. The
medical model relies on certainty and is aptly utilised in physical health; however, it fails to address
the nuances of the human experience, which is not always aided by a prescriptive
suggestion/therapy. Research within systemic therapy advocates for safe uncertainty (Mason, 1993),

as certainty can limit and diminish the opportunity for understanding. Therefore, a direction to
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explore is the use of safe uncertainty, coincidentally dissolving power dynamics within
interventions and approaches used within mental health services that would also target the implicit
discrimination some people feel when encountering services from Black, African and/or Caribbean
ethnic groups (Boston, 2000). One of the first steps in dissolving the power hierarchies is through

recruiting PPI consultants, and why this project was advertising this integration from the start.

The second theme, “Barriers to care”, illustrated a story of delayed support, often accessed
through the police or criminal justice systems. This was interlaced with participants perceiving a
strained system attempting change but unable to relinquish hierarchical and structural racism. Once
support was accessed, participants shared overall positive experiences, gaining access to medication
and therapy. However, this was also mixed as some participants felt this was superficial in
managing their difficulties (i.e., using medication, inconsistent staff within services), resulting in
dissatisfaction. Some also shared that their cared-for family member experiencing psychosis was
often met with medication, as opposed to exploring the benefits of therapy. Where there was an
offer of therapy, it came with waiting lists or only in response to a crisis situation, which made
participants feel less important and less heard. None of the participants shared that they continued

using medication, which highlighted the disdain and disengagement from seeking further support.

The third theme found was the “Hidden Cost of Psychosis”, which illustrated adaptations
carers had to make to support their family member. This extended to social arrangements, limiting
employment, and the physical and mental energy it took to support their loved ones. Consequently,
this resulted in a shift in the family dynamics, interlaced with the generational script of how to
support, parent and look after those who need support. This generational script was often littered

with words such as “brush it under the rug”, “secret” and “hidden”. This generational script

appeared to follow a shame-based method of coping, often resulting in delaying help-seeking,
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further increasing the burden on families, which has been supported in the literature (Shefer et al.,

2013).

The fourth theme, “Generational cultural and societal interplay of mental health
perceptions”, highlighted the ever-present injustices, such as slavery, in the stories of the
participants’ experiences in gaining access to support and the perceptions of psychosis. The ripples
of the societal, moral and ethical violations are reactivated every time one faces discrimination,
which was found within all participant’s stories. Beliefs regarding psychosis were partly informed
by generational beliefs, which extended back to the cultural standpoint taken by a participant’s
home country. For instance, mentions of people being “tormented” or having a “spiritual attack”
were indicative of the unknown of the illness's origin, with spiritual or religious undertones or
suspicions. None of the participants recalled a biological or scientific method of explanation; rather,
it followed a psychological (by “worrying too much”) or spiritual belief system. There was also
mention of how different cultural frameworks convey how care is given and received, which is
particularly different in a Western culture and a non-Western culture. Within Black African,
Caribbean and other Black ethnic groups, care appeared to be immediate, whereas in White
communities, care is established through official structures that do not have immediate connections
to the person experiencing psychosis. Inadvertently, this may create the stigma that a “problem”
only resides within the individual, thereby perpetuating the increase of psychosis amongst people
from Black, African and/or Caribbean ethnic groups (Boston, 2000). This may also explain how the
same rates of psychosis are not observed in Africa. It may also suggest that receiving professional
support attracts a stigma within British society. Although there are narratives in African regions
surrounding mental illness equating to not being “strong” (Memon et al., 2016), receiving support
within the family may not be seen as so stigmatising, thereby lesser prevalence rates in Africa. The

use of Western biomedical models of health (i.e., separating physical and mental health) tends to
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ignore other, alternative models of health, such as Medicine Wheels (a native American framework
for encapsulating physical, mental, emotional and spiritual health), which negates many other ways
that people could frame their experiences, leading to non-engagement (Patel, 1995). Littlewood
(1990) describes this as current psychiatric models lacking the “dialectical interplay of human
biology and society”” and reinforces a need for a more complex understanding of improving

engagement within services.

The fifth and final theme of “Improving pathways to care” highlighted that despite
perceived barriers to engaging, police contact, and a reactivation of hierarchical historical injustices
perceived in mental health systems, participants shared suggestions for what would improve their
experiences. This included including service-user groups in service production to dissolve power
hierarchies in the current system that may be exacerbating barriers to accessing care. Additionally,
acknowledging poor experiences in mental health services faced by people from Black African,
Caribbean and other mixed Black ethnic groups is a must, and reducing or changing police
interaction styles with people who have psychosis is essential. Due to the first theme of the
“Impression of psychosis”, with connotations of violence, police need to take an active role in
understanding mental health as a need as opposed to a threat. Treating people as if they are threats
increases challenging behaviour, reinforcing the current stigmatised narrative and causing
disengagement from services. This is evidenced within statistics that there is a widespread under-
representation of people from Black, African and/or Caribbean ethnic groups in early intervention
services and GP consultations for mental health (Edge et al., 2010). There appears to be a bi-
directional process whereby institutional barriers continue to exist, whilst individuals from Black,
African and Caribbean ethnic groups hold generational shame and stigma that also reinforces non

and disengagement in services, which reinforces the systemic justification theory (Jost et al., 2000).
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What does this mean?

A theory proposed by Jost and colleagues (2000), namely “Systemic Justification Theory”,
outlines that the manifestation of phenomena is maintained by the context in which it’s in, which
may help explain how the disengagement and lack of engagement in services for Black African,
Caribbean or mixed Black ethnic groups is continued in western society (Chow et al., 2003). For
instance, one of the key mechanisms appears to be a lack of contextual understanding, and
recognition mitigating the engagement or disengagement into services. This may explain the
overrepresentation of Black African and/or Caribbean ethnic groups with psychosis in inpatient
hospitals and under-representation in community settings (Public Health England, 2016). The
systemic justification theory posits that this is a continual feedback cycle, where the system
continues to do the same action, hoping for different outcomes. The system neglects the contextual
factors concerning people from Black, African and Caribbean ethnic groups when entering and
engaging in mental health support from services. In line with the post-cultural feminist movement
(Love, 2016) where race was a factor continuously addressed, but due to the failure in addressing
race alongside the contextual issues of gender, class, and history, change stagnates which creates
the potential to further marginalise people from Black African or Caribbean or other Black ethnic

backgrounds (Jefferies et al., 2018).

This appears particularly important for those who are from Black African, Caribbean or
other mixed Black ethnic groups due to the narratives present within Black ethnic families that are
outlined within in the EP. Participants outlined that the person’s struggles are surrounded by
injustice, misunderstanding, brutality, and misaligned belief systems. Support was immediate to the
individual within their system in non-British culture, whereas, in British culture, it was a process of

engaging with higher levels of the system, not within immediate reach to access support. It may be
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that taking the mental illness out of the person’s life context is a Western method of attempting to
provide care for an individual to promote recovery. However, this process or method is not one
adopted in other cultures, specifically in African cultures. If one’s history, tradition and
generational scripts are neglected in the understanding of the psychosis (or any mental illness), it
may limit the individual’s ability to make sense of their own experience. The belief system has been
highly important in the outcome of recovery, evidenced by the present SR, often related to an

individual’s attribution of illness (Leamy et al., 2011).

Additionally, Black African, Caribbean and other mixed Black ethnic groups report that
there is stigma related to race, in addition to the stigma associated with having a mental illness. This
stigma is also cultivated through one’s internal perception of themselves and their belonging,
through what is termed “Internalised stigma” (Franz et al., 2010), and relates to their own, as well
as their family member’s attribution of illness. Gureje et al. (2020) note that participants had more
of a bias towards having spiritual explanations for their illnesses (Gureje et al., 2020), supported by
research (Rathod et al., 2005; Sorketti et al., 2013), which may have impacted intervention
outcome, and it’s success. This is supported by Rathod et al. (2005), who found that CBT
interventions were most effective when the belief system was incorporated. This is supported by
literature examining the role of causal beliefs in psychosis recovery outcomes and the efficacy
found within Cognitive Behavioural interventions where the focus on belief is a goal for therapy.
For instance, Bard et al. (2021) found that how people from Black African, Caribbean or mixed
Black ethnic groups perceived their experience of psychosis positively influenced their scores on
the positive and negative symptoms checklist, which suggests that belief could influence the
outward presentation of psychosis. This suggests that incorporating one’s belief system into
treatment may be beneficial. A recent systematic meta-analysis concluded that culturally-adapted

interventions had no more efficacy than non-culturally adapted interventions for psychosis in
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people from many different ethnic backgrounds (Degnan et al., 2018). However, the ethnicity
criteria lacked specificity (e.g., categorising ethnicity by “Chinese” or “not Chinese”), which
provides limited conclusions to be made on the impact of ethnicity. Secondly, a culturally-adapted
(western) therapy may differ from an intervention that utilises the client’s belief system. For
instance, using a CBT model and incorporating religious or supernatural beliefs regarding illness
may only target a small proportion of the client’s need for being understood due to the Westernised
framework or model. Peer support models and combined traditional and clinical interventions for
psychosis achieved the lowest attrition rates within the SR, which may provide evidence for this
hypothesis (Gillard et al, 2022; Gureje et al., 2020). Leamy and colleagues (2011) found that, in
comparison to White ethnic groups, it was more common for people from Black African and Black
Caribbean ethnic groups to associate their recovery with their relationship to spirituality and
religion. Not only this, but carer appraisals of the illness have been found to be highly correlated
with the patient’s, specifically from people in Black African and Black Caribbean ethnic groups
(Upthegrove et al., 2013). This suggests the importance of understanding the illness within the
context of the family and the additional difficulty there may be in adopting a different appraisal for
the illness (Westernised and scientific). It also suggests that authentic relationship building and
building connections is vital for sustained post-intervention outcomes (Gillard et al., 2022; Gureje
et al., 2020). Arguably, a more complex understanding is needed to highlight the interplay between
human biology and society (Littlewood, 1990), and this includes inviting different frameworks for

understanding mental health to promote inclusivity and, ultimately, recovery.

The SR synthesised evidence that revealed a pattern of longer interventions involving peers,
groups and/or family members, which yielded the most positive outcomes in symptom management
and regaining functionality. Although, caution must be drawn from this conclusion due to a lack of

CBT interventions included in the review. A hypothesis might suggest that regardless of the
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intervention offered, establishing trust through connection was the most important factor in
improving access to services and outcomes from interventions. The power of a connection has been
shown to improve recovery outcomes. For example, Pang et al. (2006), found that married
individuals appeared to have better recovery rates than people who were single, which suggests the
power of a connection in the journey of recovery. This is also apparent in other difficulties, such as
Addiction, and hence the success of Alcoholics Anonymous (AA) and groups alike (Petterson et al.,
2019). This connection may be harder to find in a society which is typically individualistic in its
approach to wellbeing and support giving and seeking. This is particularly relevant for those with a
diagnosis of psychosis, evidenced in a 2018 meta-analysis which found that loneliness was
moderately associated (r .32) with psychosis (Michalska da Rocha et al., 2018). Associations
between environment and mental health have also been demonstrated within neighbourhood
assessments, which have indicated an increased risk of psychotic disorders if there was a presence
of social isolation or social fragmentation (Ku et al., 2021; Richardson et al., 2018), further
compounded by socio-economic status (Lilford et al., 2020). Lim et al. (2018) suggest that the link
between increased rates of psychosis and environment may be more complex than purely the
isolation an individual feels. For instance, co-morbid mental health difficulties, perceived
discrimination, stigma and poor social support also play a crucial factor in the sense of safety in

engaging services, which is supported by this project.

To promote a sense of safety within society, one firstly explores the framework with which
society’s are orientated. An individualistic society can lend itself to the ideology that a “problem”
resides within the individual, and therefore that individual’s responsibility to manage, which for
people from Black African or Caribbean/mixed Black ethnic backgrounds may translate to delaying
help-seeking for fear of being labelled as responsible due to historical and institutional racism and

injustices (Misra et al., 2021). Within a collectivist cultural framework, support is facilitated by
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bringing people together, and managing support with the community. An individualistic culture
may feel blaming, which could delay help-seeking, giving rise to shame and stigma. It may also
account for higher attrition rates within research (Weisman de Mamani et al., 2014). This argument

provides evidence of more integrative, trust-building relationships in order to promote recovery.

Both the EP and SR place significance on the impact of relationship building and illness
appraisal. The SR found trends in studies that yielded the highest recovery outcomes with an
emphasis on relationship building (be that through peer, group or family). Edge and Grey (2018)
also support this conclusion, suggesting that incorporating “shared learning” in family-based
interventions, including acknowledging power dynamics, was favoured amongst those consulted in
adapting FI interventions. This approach would also highlight what appraisal system is being used,
and how best to use this to support the family (Upthegrove et al., 2013). Lysaker and Buck (2006)
advocate for a reconceptualisation of support. They outline that recovery-focused psychotherapy
could be advocated as a non-hierarchical dialogue in which practitioners help clients create their
narratives, with the inclusion of community and professionals who take time to appreciate the
nuances of the family and the impact of psychosis on the family. The impact on the family was
found to be a huge factor within the EP. Themes concerning the reason for the onset of illness and
how the family managed the illness featured in either delaying or accessing support. Other research
has found that the impact of the family moderates help-seeking, contributing to delayed help-

seeking (and consequently a worsening in symptoms) (Wong et al., 2020).

Strengths and Limitations
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The SR followed a narrative synthesis of findings following an exclusion and inclusion
criteria of studies. The research question was to ascertain the recovery outcomes of Black African,
Black Caribbean or other mixed Black and Asian ethnic groups engaging in a psychosocial
intervention for psychosis. Using a narrative synthesis approach allowed for an organic process in
which findings were compared and contrasted based on the researcher’s reading of the studies. This
allowed certain nuances to be brought to the fore, such as the impact of the relationship and the
participants’ self-reported symptoms. In essence, this allowed the researcher to conclude the
importance of relationships, connections and belief systems, a conclusion unlikely to be drawn if
one were conducting a meta-analysis, for example. However, with any qualitative synthesis comes
researcher bias. The researcher’s position is grounded in social constructionism, which may lend
itself more to understanding the nuances of experiences as opposed to the intervention; thus,
making a conclusion based on experience may be more likely. However, one would argue that the
researcher’s position in assessing the quality scores of the studies presented within the SR mitigated
this. Additionally, this approach was deemed necessary given how the participant’s experience
determined the outcome of their symptom management/recovery, and it is rather novel compared to

previous literature.

Although quantitative methods are deemed as more objectionable and scientifically
rigorous, that approach has not yet seen changes in the engagement or outcome of psychosis
interventions for people from Black African, Black Caribbean or other Black mixed ethnic groups.
Although a narrative and qualitative approach may bring unconscious biases and subjective criteria,
a wider view of the interplay between historical, psychological, societal and cultural factors was
able to be formed, in which quantitative methods have not been able to yet determine. Likewise
with the qualitative EP, bringing inevitable subjectivity, it is arguably necessary to move forward

within a quantitatively dominated field that has yet to improve access to services nor improved
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outcomes for Black African, Black Caribbean or other mixed Black ethnic groups who have

psychosis.

Another factor worth considering is the impact of symptom severity on recovery outcomes,
a variable rarely mentioned within the studies included in the SR. This would have been important
given that research has found that people with a higher symptom severity have been associated with
higher attrition rates, specifically for Black African and Black Caribbean ethnic groups (Maura &
Weisman de Mamani, 2017; Maura et al., 2022). Maura & Weisman de Mamani (2017) discuss the
possible reasons for this. Firstly, there is a lack of trust within services, the lack of family
involvement, and the lack of connection/relationship with the service provider that may impact
attrition rates. It appears that developing this sense of connection or a relationship could target
many of the barriers faced in engaging with services for Black African, Black Caribbean or mixed
Black ethnic groups who have psychosis. Whilst psychosis interventions have now focussed on a
social recovery model, supported by clinical research (Hodgekins et al., 2015), the systemic

framework should also be applied to how services engage individuals.

A similar study was conducted by Shefer and colleagues (Shefer et al., 2013), who found
qualitative evidence of stigma and shame regarding the illness and protection of some spiritual or
traditional methods of perceiving the illness, but it has neglected to extend this understanding into
the wider context. Within the current EP, the extent to which generational events continue to impact
the current understanding of mental illness and help-seeking behaviour is unpicked to an extent that
provides an understanding that in order for services to adapt to meet the needs of Black African,
Caribbean service users, and their families, a consideration of repairing old wounds needs to be
addressed. Furthermore, this paper does not specify the participant's link to psychosis, and arguably,

the current EP boasts a validity in speaking to family members directly involved.
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Clarity of definition

Within the SR, there were limitations. For instance, the vague or purely diagnostic
definitions of recovery (e.g., using outcome measures), the vague or broad definitions of diagnosis,
and ethnicity. This was problematic for the review, which aimed to examine the specifics of these
variables. As outlined in the SR, the definition of recovery was designed to capture recovery and
how functioning had returned or improved as an intervention outcome. In many studies, the
psychosocial functioning of individuals was reported, however, via a clinical measure, which was
either not validated in groups of different ethnicities or did not match self-reported measures of
symptom recovery. This may represent how complex this research field is, which deserves a more
in-depth understanding of the mechanisms of barriers and facilitators to accessing services. This
also may highlight how, despite a wealth of literature, limited changes have been seen in the clinical
population. On the other hand, it may illustrate a complex multi-layered knowledge base that is
difficult to conceptualise within one study. The current SR aims to resolve some of these difficulties
by enquiring into the more dynamic processes that cannot be measured (such as building
connection, satisfaction of the intervention and belief regarding psychosis onset), hoping to provide
understanding in the continued under-representation of people from Black, African and Caribbean

ethnic groups (Ngui et al., 2010).

Recruitment

The above discussion may shed light on the difficulty that was encountered within the EP

with recruiting. Initially, three participants were recruited over ten months, and then a further 7
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participants over an additional six months. The researcher utilised physical and virtual
advertisements through forums, social media, external agencies, organisations affiliated with the
University of East Anglia, and national schizophrenia and psychosis societies. After this was
unsuccessful, the researcher conducted further preliminary research on recruiting Black African,
Caribbean or other Black mixed ethnic groups. It was found that researchers immersing themselves
in the culture and attending face-to-face events would be more successful in recruiting for academic
purposes. This was then actioned by the researcher (See Chapter 6). Despite various methods to
immerse in the community, recruitment was still slow. Difficulty in recruiting is not uncommon
within empirical studies looking to recruit people from Black African, Caribbean or other mixed
Black ethnic groups. It may hint at some of the systemic barriers (unseen and seen) in engaging in
any hierarchical position (i.e., the researcher representing privilege, Whiteness and gender), as
highlighted within this discussion. Initially, three participants were recruited from two mental
health organisations and one from social media. Upon the correction period for the thesis portfolio,
a further 7 participants were recruited solely from social media, with a dedicated campaign which
included paid-for advertisements to a targeted audience based on a social media algorithm. The
successes of using the internet for recruitment allowed a wider audience to be contacted; however,
it may have also created a disconnect between researcher and participant. This was managed by a
short introductory space to discuss the study before moving into the interview. Given the
importance of connection and relationship building within this project and engaging Black African,
Caribbean or other mixed Black ethnic groups, it may have been more beneficial to establish fewer
but more meaningful connections with a chosen few organisations, as opposed to reaching out to

multiple organisations that were unable to support the project.

Through reflective practice, the researcher wondered if there was an interface between what

the researcher’s ethnicity represented to people from Black African, Black Caribbean or other
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mixed Black ethnic groups. The researcher wondered if, by visual representation, contributed to the
systemic justification of the barrier to engaging in services (Jost et al., 2000). The interface between
clinician and patient has been researched, specifically in regard to ethnicity. Hypotheses have been
made regarding the lack of effect on matching ethnicity with the client within the review (Weisman
de Mamani et al., 2014). Research has found that within Asian cultures, there may be utility in
having a bilingual clinician (and not necessarily ethnic matching), which promotes longer stays out
of hospital and greater contact with community health services, with lower contact with crisis teams
(Ziguras et al., 2003). Therefore, it may not be the ethnic representation of an individual or the
researcher; it may be how understood that person feels through appropriate language. One would be
inclined to suggest that a longer duration of time and dedication be made to immersing oneself
within the community from which one wishes to recruit, to develop trust, a sense of security and

rapport, and to utilise appropriate language.

Public Participant Involvement (PPI)

To minimise unconscious bias, a public participant consultant was approached to aid the
researcher in adapting the language on the interview protocol, participant information sheet and
debriefing document. This was guided by the Health and Care Professionals Council (HCPC)
standards of practice for psychologists and the BPS Code of Ethics and Conduct, which outlines
that practising psychologists should ‘understand the need to act in the best interests of service users
at all times’ (HCPC, 2016) and should always show ethical awareness of the engagement we have
with others (BPS, 2021). This was seen as a relative strength of the project, as a consistent thread of
reflexivity was utilised throughout to guarantee a minimisation of bias. However, this could have
been improved with additional consultants, although, as mentioned earlier, this was also difficult to

recruit.
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Clinical Implications

Many clinical implications arose from the conclusions made from this project. The
Systematic Review and Empirical Paper suggest the importance of developing relationships and
connections in promoting recovery for Black African, Caribbean or other mixed Black ethnic
groups who have psychosis, a group that is recognised to experience complex and structural
inequalities of healthcare relating to their diagnosis of psychosis. It is pertinent that changes are
made to meet the needs of every diverse group in society. It appears that where previous research
had been lacking was addressing the gap between symptom onset and accessing services. From this
project, the researcher concludes that it is the need to engage people from Black African, Caribbean
or other mixed Black ethnic groups in developing consultations on psychosis services, and to
develop trust that needs to happen first and foremost. The participants in the study suggest that
service-users’ involvement needs to be taken more seriously and implemented routinely in
developing services and interventions to help identify some of these social and structural barriers to
engagement. Research has found that the most effective way to tackle stigma is to educate, create
awareness and contact the individuals who have been stigmatised (Rusch et al., 2005). This creates
value within the community through supporting empowerment and understanding. The system
justification theory (Jost & Burgess, 2000) posits that phenomena exist within the system because it
maintains it. By inserting meaningful change and dissolving power dynamics (i.e., services versus
people), an alliance could be formed that integrates belief systems and encourages links with the
community. This would nudge the system in maintaining a change, that feels valuable,

deconstructing the cycle of stigma, perceived racism and a lack of engaging in services.
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The EP also highlighted that participants were passionate about reforming the police’s
response to those who are experiencing distress. Participants shared that creating awareness of how
a punishment-based, and paternalistic response may impact someone later in life, and activate past
racist or discriminatory generational experiences. There needs to be cultural sensitivity education
for police officers, who often have first-hand contact with people who are experiencing distressing
symptoms from psychosis, to manage and approach with kindness. This is important given the
historical and current divide between authority and people from Black ethnic groups. To support
engagement in psychosis services, the historic and cultural chasms between policing, healthcare,
and Black African, Black Caribbean, and other mixed Black ethnic groups need to be reduced

(Bowleg et al., 2022).

Reflecting on recruitment difficulties, it also appears important for researchers and
clinicians to immerse themselves in communities. This is important to create connections and safe
points of contact with the aim of establishing trust and collectively standing against systemic racism
and structural inequalities (Lawrence et al., 2021). Given the importance placed on belief systems
from the systematic review, it may also be important to showcase that all explanations for illness
are represented within mental health support services, to encourage inclusion and ease of access to
engaging with services. Research into early intervention into psychosis for Black African,
Caribbean or other mixed Black ethnic groups suggests that the integration of spiritual leaders may
lead to treatment delays (Islam et al., 2015). However, there is also research to suggest that the
outcomes of interventions that integrate spiritual leaders within medical models achieve positive
recovery outcomes for psychosis for Black African, Caribbean or other mixed Black ethnic groups,
which is also cost-effective (Gureje et al., 2020). Incorporating belief systems could foster joined-

up care that advocates for more cohesive interventions and recognition of Black ethnic groups’
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needs. This would create respect and dismantle the current perceived system based on Western

White majority systems.

The systematic review highlighted a discrepancy between the definition of recovery and the
lived experience of self-reporting the quality of life after an intervention. The most used outcome
measures within clinical practice are clinical, which provides the foundations of NHS targets and
key performance indicators (KPIs). Considering the importance placed on the quality-of-life ratings,
it may be beneficial to supplement clinical outcome measures with quality-of-life/self-report
measures to ascertain individuals' perception of the intervention's success, not merely symptom
management rating. This is important because research has found that clinical outcomes do not

accurately reflect individuals’ perceptions of their recovery (Lam et al., 2011).

Creating change to the system could create organisational challenges. The NHS has
promoted short-term interventions for psychosis, such as CBTp which should be delivered for 16
sessions (NICE guideline 1.3.7, 2014). This has a consistent evidence base of a small to medium
effect size of the effectiveness of therapy (Hazel et al., 2016), yet what is reported as the most
important factor for participants is the impact of the therapeutic relationship (Messari & Hallam,
2003). Additionally, the small to medium effect size suggests that this will not help everyone who
presents with psychosis. Again, adapting therapies is ideal for people who are already engaged in a
service; however, this is not the case for Black African, Caribbean or other Black mixed ethnic
groups. An initiative to challenge the established systems, by integrating care teams and spiritual
healers could create organisational as well as personal resistance to change, and indeed a fear of
failure and reasonability as a result (Menzies, 1960). Change threatens an already established
system, which may partly explain some of the failings so far. Thus far, the approach is to “add” to

what has already existed, instead of using new ideas to understand what needs to be done to create

154



155
CULTURAL PERCEPTION OF PSYCHOSIS & THE IMPACT ON CARE PATHWAYS

meaningful change, which can mean a dismantlement of the system. Integrating the community and
religious/spiritual leaders within systems or creating new systems encompassing these values could
offset an initial higher expenditure with longer-term remission rates and reduce reoccurring
admissions to inpatient hospitals. By encouraging a model of joined-up care, inpatient admission
and detentions under the Mental Health Act may reduce, limiting further distress whilst creating
closeness, reducing the systemic divide. This could also be an exciting opportunity to develop more
trusted and connected relationships with other spiritual professionals and alternative methods to

support people of Black ethnic groups with psychosis.

Considering the aforementioned clinical implications, it would be advantageous to measure
the outcomes of these new initiatives. For instance, a service audit may be helpful to capture the
outcomes of integrating care systems by measuring clinical and self-report post-intervention reports
(e.g., Quality of Life questionnaire, Positive and Negative Symptom Scale (PANSS) and Goal-
Based Outcome measures), satisfaction reports, the frequency of diverse ethnic groups accessing

the services and on attrition rates.

Future Directions

The systematic review revealed inconsistencies in defining ethnicity and recovery within
studies. This proved problematic when determining the validity of reported recovery rates and
satisfaction with such therapies. Therefore, it would be beneficial that the meaning of mental health
recovery for Black African, Black Caribbean and other Black ethnic groups would be important to
develop, as recovery is context-specific. Psychosis research and clinical practice involving ethnic
minority groups should routinely include patient-reported outcome measures, and these should be

analysed and compared by ethnic group to establish if there are differences. In addition, it may be
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beneficial to conduct a study using clinical outcome measures alongside self-report, goals-based or
quality-of-life measures to assess the internal consistency of reporting outcomes from interventions
for psychosis. It would also give an insight into what the participants vocalised as an important
factor in establishing or moving towards recovery from psychosis. Clinically, this would also be
advantageous to use as a benchmark for creating further meaningful change in a client’s life.
Additionally, CBT was found to have positive outcomes in the management of psychotic
symptoms, however lacked evidence to suggest sustained long-term outcomes. Simultaneously, EI
and FI interventions appeared to provide positive symptom management yet with high attrition
rates. Further research would be advantageous to determine the underlying reasons why and
isolating the power of a relationship in moving towards recovery from psychosis in Black African
and Black Caribbean, and Asian populations. An idea to pursue may consist of conducting focus
groups or group therapy initiatives to understand the underlying mechanisms of change and observe
the impact of the therapeutic relationship. This may come with some challenges, such as isolating
the relationship's impact versus the effects of the group dynamics. One could isolate this by
conducting a between-groups design, where one group is allocated a consistent therapist who
incorporates the belief system and spends time developing rapport, connection, and trust. The
control group is assigned group therapy, in which the impact of the connection between peers and

the therapist can be determined.

The empirical paper’s largest limitation may have been the sample representation, which
included predominantly female-identified carers (n=7) versus male-identified carers (n=3).
However, according to Carers UK, women are more likely to provide unpaid care compared to men,
and therefore a 70/30 split may be more representative of this particular group. However, it may be
advantageous to cross-reference the findings of this empirical paper to an NHS-recruited sample to

understand the differences between those who have difficulty engaging in services versus those who
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are already engaged. Further research would benefit from expanding the sampling population
(gender and age). Future research would have to incorporate methods of recruitment to allow
additional participation to be achieved. For instance, immersing oneself in the community for a
longer period and consistently creating communication with spiritual leaders and churches. In terms
of therapeutic engagement, it appears it may be beneficial to conduct therapy within safe places,
perhaps in a non-clinical setting such as faith centres, which remain confidential and physically safe
where interventions and contact could be carried out. This may help bridge the gap between the
perception of services and the internalised stigma that one may feel, which stops them from
accessing services. Some ideas of non-clinical settings could include places of worship and

community churches.

Conclusion

The project overall revealed the benefit of using systemic frameworks to conceptualise
distress; it may be beneficial to apply this in other areas of mental health to improve access to
services, such as reducing the hierarchical dialogue between patient and therapist, as recommended
by Lysaker and Buck (2006). A theme amongst the research found the benefit of building
relationships. However, consideration must be taken as the review found limited eligible studies,
and further research is needed specifically to explore the outcomes of people who are Black African
and Black Caribbean, and Asian ethnic groups who have psychosis. It appears important to re-
structure systems to incorporate the importance of building trust between professionals and

religious leaders to engage cultures whereby which is a fundamental feature of wellbeing.
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Appendix A: Journal submission guidelines for Clinical Psychology Review (for Systematic

Review)

Guide for Authors — Clinical Psychology Review

Submission checklist

You can use this list to carry out a final check of your submission before you send it to the journal
for review. Please check the relevant section in this Guide for Authors for more details.
Ensure that the following items are present:

One author has been designated as the corresponding author with contact details:

* E-mail address

* Full postal address

All necessary files have been uploaded:

Manuscript:

* Include keywords

« All figures (include relevant captions)

* All tables (including titles, description, footnotes)

* Ensure all figure and table citations in the text match the files provided
* Indicate clearly if color should be used for any figures in print
Graphical Abstracts / Highlights files (where applicable)

Supplemental files (where applicable)

Further considerations

* Manuscript has been 'spell checked' and 'grammar checked'

 All references mentioned in the Reference List are cited in the text, and vice versa

* Permission has been obtained for use of copyrighted material from other sources (including the
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Internet)

» A competing interests statement is provided, even if the authors have no competing interests to
declare

» Journal policies detailed in this guide have been reviewed

* Referee suggestions and contact details provided, based on journal requirements

For further information, visit our Support Center.

Ethics in publishing

Please see our information pages on Ethics in publishing and Ethical guidelines for journal

publication.

Declaration of interest

All authors must disclose any financial and personal relationships with other people or
organizations that could inappropriately influence (bias) their work. Examples of potential conflicts
of interest include employment, consultancies, stock ownership, honoraria, paid expert testimony,
patent applications/registrations, and grants or other funding. Authors must disclose any interests in
two places: 1. A summary declaration of interest statement in the title page file (if double-blind) or
the manuscript file (if single-blind). If there are no interests to declare then please state this:
'Declarations of interest: none'. This summary statement will be ultimately published if the article is
accepted. 2. Detailed disclosures as part of a separate Declaration of Interest form, which forms part
of the journal's official records. It is important for potential interests to be declared in both places

and that the information matches. More information.

Submission declaration and verification
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Submission of an article implies that the work described has not been published previously (except
in the form of an abstract or as part of a published lecture or academic thesis or as an electronic
preprint, see 'Multiple, redundant or concurrent publication' section of our ethics policy for more
information), that it is not under consideration for publication elsewhere, that its publication is
approved by all authors and tacitly or explicitly by the responsible authorities where the work was
carried out, and that, if accepted, it will not be published elsewhere in the same form, in English or
in any other language, including electronically without the written consent of the copyright-holder.
To verify originality, your article may be checked by the originality detection service Crossref

Similarity Check.

Changes to authorship

Authors are expected to consider carefully the list and order of authors before submitting their
manuscript and provide the definitive list of authors at the time of the original submission. Any
addition, deletion or rearrangement of author names in the authorship list should be made only
before the manuscript has been accepted and only if approved by the journal Editor. To request
such a change, the Editor must receive the following from the corresponding author: (a) the
reason for the change in author list and (b) written confirmation (e-mail, letter) from all authors that
they agree with the addition, removal or rearrangement. In the case of addition or removal of
authors, this includes confirmation from the author being added or removed.

Only in exceptional circumstances will the Editor consider the addition, deletion or rearrangement
of authors after the manuscript has been accepted. While the Editor considers the request,
publication of the manuscript will be suspended. If the manuscript has already been published in an
online issue, any requests approved by the Editor will result in a corrigendum.

Author Disclosure Policy

Authors must provide three mandatory and one optional author disclosure statements. These

statements should be submitted as one separate document and not included as part of the
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manuscript. Author disclosures will be automatically incorporated into the PDF builder of the
online submission system. They will appear in the journal article if the manuscript is accepted.

The four statements of the author disclosure document are described below. Statements should not
be numbered. Headings (i.e., Role of Funding Sources, Contributors, Conflict of Interest,
Acknowledgements) should be in bold with no white space between the heading and the text. Font
size should be the same as that used for references.

Statement 1: Role of Funding Sources

Authors must identify who provided financial support for the conduct of the research and/or
preparation of the manuscript and to briefly describe the role (if any) of the funding sponsor in
study design, collection, analysis, or interpretation of data, writing the manuscript, and the decision
to submit the manuscript for publication. If the funding source had no such involvement, the authors
should so state. Example: Funding for this study was provided by NIAAA Grant R0O1-AA123456.
NIAAA had no role in the study design, collection, analysis or interpretation of the data, writing the
manuscript, or the decision to submit the paper for publication.

Statement 2: Contributors

Authors must declare their individual contributions to the manuscript. All authors must have
materially participated in the research and/or the manuscript preparation. Roles for each author
should be described. The disclosure must also clearly state and verify that all authors have approved
the final manuscript. Example: Authors A and B designed the study and wrote the protocol. Author
C conducted literature searches and provided summaries of previous research studies. Author D
conducted the statistical analysis. Author B wrote the first draft of the manuscript and all authors

contributed to and have approved the final manuscript.

Statement 3: Conflict of Interest

All authors must disclose any actual or potential conflict of interest. Conflict of interest is defined
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as any financial or personal relationships with individuals or organizations, occurring within three
(3) years of beginning the submitted work, which could inappropriately influence, or be perceived
to have influenced the submitted research manuscript. Potential conflict of interest would include
employment, consultancies, stock ownership (except personal investments equal to the lesser of one
percent (1%) of total personal investments or USD$5000), honoraria, paid expert testimony, patent
applications, registrations, and grants. If there are no conflicts of interest by any author, it should
state that there are none.

Example: Author B is a paid consultant for XYZ pharmaceutical company. All other authors

declare that they have no conflicts of interest.

Statement 4: Acknowledgements (optional)

Authors may provide Acknowledgments which will be published in a separate section along with
the manuscript. If there are no Acknowledgements, there should be no heading or acknowledgement
statement.

Example: The authors wish to thank Ms. A who assisted in the proof-reading of the manuscript.
Copyright

Upon acceptance of an article, authors will be asked to complete a 'Journal Publishing Agreement'
(see more information on this). An e-mail will be sent to the corresponding author confirming
receipt of the manuscript together with a 'Journal Publishing Agreement' form or a link to the online

version of this agreement.

Subscribers may reproduce tables of contents or prepare lists of articles including abstracts for
internal circulation within their institutions. Permission of the Publisher is required for resale or
distribution outside the institution and for all other derivative works, including compilations and

translations. If excerpts from other copyrighted works are included, the author(s) must obtain
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written permission from the copyright owners and credit the source(s) in the article. Elsevier has

preprinted forms for use by authors in these cases.

For open access articles: Upon acceptance of an article, authors will be asked to complete an
'Exclusive License Agreement' (more information). Permitted third party reuse of open access
articles is determined by the author's choice of user license.

Author rights

As an author you (or your employer or institution) have certain rights to reuse your work. More
information.
Elsevier supports responsible sharing

Find out how you can share your research published in Elsevier journals.

Role of the funding source

You are requested to identify who provided financial support for the conduct of the research and/or
preparation of the article and to briefly describe the role of the sponsor(s), if any, in study design; in
the collection, analysis and interpretation of data; in the writing of the report; and in the decision to
submit the article for publication. If the funding source(s) had no such involvement then this should

be stated. Funding body agreements and policies

Elsevier has established a number of agreements with funding bodies which allow authors to
comply with their funder's open access policies. Some funding bodies will reimburse the author for
the Open Access Publication Fee. Details of existing agreements are available online.

Open access

This journal offers authors a choice in publishing their research:

Subscription
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* Articles are made available to subscribers as well as developing countries and patient groups
through our universal access programs.
* No open access publication fee payable by authors.

Open access

* Articles are freely available to both subscribers and the wider public with permitted reuse.

» An open access publication fee is payable by authors or on their behalf, e.g. by their research
funder or institution.

Regardless of how you choose to publish your article, the journal will apply the same peer review
criteria and acceptance standards.

For open access articles, permitted third party (re)use is defined by the following Creative
Commons user licenses:

Creative Commons Attribution (CC BY)

Lets others distribute and copy the article, create extracts, abstracts, and other revised versions,
adaptations or derivative works of or from an article (such as a translation), include in a collective
work (such as an anthology), text or data mine the article, even for commercial purposes, as long as
they credit the author(s), do not represent the author as endorsing their adaptation of the article, and
do not modify the article in such a way as to damage the author's honor or reputation.

Creative Commons Attribution-NonCommercial-NoDerivs (CC BY-NC-ND)

For non-commercial purposes, lets others distribute and copy the article, and to include in a
collective work (such as an anthology), as long as they credit the author(s) and provided they do not
alter or modify the article.

The open access publication fee for this journal is USD 1950, excluding taxes. Learn more about
Elsevier's pricing policy: https://www.elsevier.com/openaccesspricing.

Green open access

Authors can share their research in a variety of different ways and Elsevier has a number of green
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open access options available. We recommend authors see our green open access page for further
information. Authors can also self-archive their manuscripts immediately and enable public access
from their institution's repository after an embargo period. This is the version that has been accepted
for publication and which typically includes author-incorporated changes suggested during
submission, peer review and in editor-author communications. Embargo period: For subscription
articles, an appropriate amount of time is needed for journals to deliver value to subscribing
customers before an article becomes freely available to the public. This is the embargo period and it
begins from the date the article is formally published online in its final and fully citable form. Find

out more.

This journal has an embargo period of 24 months.

Elsevier Researcher Academy

Researcher Academy is a free e-learning platform designed to support early and mid-career
researchers throughout their research journey. The "Learn" environment at Researcher Academy
offers several interactive modules, webinars, downloadable guides and resources to guide you
through the process of writing for research and going through peer review. Feel free to use these

free resources to improve your submission and navigate the publication process with ease.

Language (usage and editing services)

Please write your text in good English (American or British usage is accepted, but not a mixture of
these). Authors who feel their English language manuscript may require editing to eliminate
possible grammatical or spelling errors and to conform to correct scientific English may wish to use

the English Language Editing service available from Elsevier's WebShop.

Submission
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Our online submission system guides you stepwise through the process of entering your article
details and uploading your files. The system converts your article files to a single PDF file used in
the peer-review process. Editable files (e.g., Word, LaTeX) are required to typeset your article for
final publication. All correspondence, including notification of the Editor's decision and requests for

revision, is sent by e-mail.

Peer review

This journal operates a single blind review process. All contributions will be initially assessed by
the editor for suitability for the journal. Papers deemed suitable are then typically sent to a
minimum of two independent expert reviewers to assess the scientific quality of the paper. The
Editor is responsible for the final decision regarding acceptance or rejection of articles. The Editor's

decision is final. More information on types of peer review.

Use of word processing software

It is important that the file be saved in the native format of the word processor used. The text should
be in single-column format. Keep the layout of the text as simple as possible. Most formatting
codes will be removed and replaced on processing the article. In particular, do not use the word
processor's options to justify text or to hyphenate words. However, do use bold face, italics,
subscripts, superscripts etc. When preparing tables, if you are using a table grid, use only one grid
for each individual table and not a grid for each row. If no grid is used, use tabs, not spaces, to align
columns. The electronic text should be prepared in a way very similar to that of conventional
manuscripts (see also the Guide to Publishing with Elsevier). Note that source files of figures, tables
and text graphics will be required whether or not you embed your figures in the text. See also the

section on Electronic artwork.
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To avoid unnecessary errors you are strongly advised to use the 'spell-check' and 'grammar-check’

functions of your word processor.

Article structure

Manuscripts should be prepared according to the guidelines set forth in the Publication Manual of
the American Psychological Association (6 ed., 2009). Of note, section headings should not be
numbered. Manuscripts should ordinarily not exceed 50 pages, including references and tabular
material. Exceptions may be made with prior approval of the Editor in Chief. Manuscript length can
often be managed through the judicious use of appendices. In general the References section should
be limited to citations actually discussed in the text. References to articles solely included in meta-
analyses should be included in an appendix, which will appear in the on line version of the paper
but not in the print copy. Similarly, extensive Tables describing study characteristics, containing
material published elsewhere, or presenting formulas and other technical material should also be
included in an appendix. Authors can direct readers to the appendices in appropriate places in the

text.

It is authors' responsibility to ensure their reviews are comprehensive and as up to date as possible
(at least through the prior calendar year) so the data are still current at the time of publication.
Authors are referred to the PRISMA Guidelines (http://www.prisma-statement.org/statement.htm)
for guidance in conducting reviews and preparing manuscripts. Adherence to the Guidelines is not
required, but is recommended to enhance quality of submissions and impact of published papers on
the field.

Appendices

If there is more than one appendix, they should be identified as A, B, etc. Formulae and equations
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in appendices should be given separate numbering: Eq. (A.1), Eq. (A.2), etc.; in a subsequent

appendix, Eq. (B.1) and so on. Similarly for tables and figures: Table A.1; Fig. A.1, etc.

Essential title page information 7it/le. Concise and informative. Titles are often used in
information- retrieval systems. Avoid abbreviations and formulae where possible. Note: The title
page should be the first page of the manuscript document indicating the author's names and

affiliations and the corresponding author's complete contact information.

Author names and affiliations. Where the family name may be ambiguous (e.g., a double name),
please indicate this clearly. Present the authors' affiliation addresses (where the actual work was
done) below the names. Indicate all affiliations with a lower-case superscript letter immediately
after the author's name and in front of the appropriate address. Provide the full postal address of
each affiliation, including the country name, and, if available, the e-mail address of each author

within the cover letter.

Corresponding author. Clearly indicate who is willing to handle correspondence at all stages of
refereeing and publication, also post-publication. Ensure that telephone and fax numbers (with
country and area code) are provided in addition to the e-mail address and the complete postal

address.

Present/permanent address. If an author has moved since the work described in the article was

done, or was visiting at the time, a "Present address™ (or "Permanent address") may be indicated as

a footnote to that author's name. The address at which the author actually did the work must be

retained as the main, affiliation address. Superscript Arabic numerals are used for such footnotes.

Abstract
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A concise and factual abstract is required (not exceeding 200 words). This should be typed on a
separate page following the title page. The abstract should state briefly the purpose of the research,
the principal results and major conclusions. An abstract is often presented separate from the article,
so it must be able to stand alone. References should therefore be avoided, but if essential, they must

be cited in full, without reference to the reference list.

Graphical abstract

Although a graphical abstract is optional, its use is encouraged as it draws more attention to the
online article. The graphical abstract should summarize the contents of the article in a concise,
pictorial form designed to capture the attention of a wide readership. Graphical abstracts should be
submitted as a separate file in the online submission system. Image size: Please provide an image
with a minimum of 531 x 1328 pixels (h X w) or proportionally more. The image should be
readable at a size of 5 X 13 cm using a regular screen resolution of 96 dpi. Preferred file types:
TIFF, EPS, PDF or MS Office files. You can view Example Graphical Abstracts on our information

site.

Authors can make use of Elsevier's [llustration Services to ensure the best presentation of their

images and in accordance with all technical requirements.

Highlights

Highlights are mandatory for this journal. They consist of a short collection of bullet points that
convey the core findings of the article and should be submitted in a separate editable file in the
online submission system. Please use 'Highlights' in the file name and include 3 to 5 bullet points
(maximum 85 characters, including spaces, per bullet point). You can view example Highlights on

our information site.
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Keywords

Immediately after the abstract, provide a maximum of 6 keywords, using American spelling and
avoiding general and plural terms and multiple concepts (avoid, for example, 'and', 'of'). Be sparing
with abbreviations: only abbreviations firmly established in the field may be eligible. These

keywords will be used for indexing purposes.

Abbreviations

Define abbreviations that are not standard in this field in a footnote to be placed on the first page of
the article. Such abbreviations that are unavoidable in the abstract must be defined at their first

mention there, as well as in the footnote. Ensure consistency of abbreviations throughout the article.

Acknowledgements

Collate acknowledgements in a separate section at the end of the article before the references and
do not, therefore, include them on the title page, as a footnote to the title or otherwise. List here
those individuals who provided help during the research (e.g., providing language help, writing

assistance or proof reading the article, etc.).

Formatting of funding sources

List funding sources in this standard way to facilitate compliance to funder's requirements:
Funding: This work was supported by the National Institutes of Health [grant numbers xxxx, yyyy];
the Bill & Melinda Gates Foundation, Seattle, WA [grant number zzzz]; and the United States

Institutes of Peace [grant number aaaal.
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It is not necessary to include detailed descriptions on the program or type of grants and awards.
When funding is from a block grant or other resources available to a university, college, or other
research institution, submit the name of the institute or organization that provided the funding.

If no funding has been provided for the research, please include the following sentence:

This research did not receive any specific grant from funding agencies in the public, commercial, or
not- for-profit sectors.

Footnotes

Footnotes should be used sparingly. Number them consecutively throughout the article. Many word
processors can build footnotes into the text, and this feature may be used. Otherwise, please indicate
the position of footnotes in the text and list the footnotes themselves separately at the end of the

article. Do not include footnotes in the Reference list.

Electronic artwork

General points

* Make sure you use uniform lettering and sizing of your original artwork.

* Embed the used fonts if the application provides that option.

» Aim to use the following fonts in your illustrations: Arial, Courier, Times New Roman, Symbol,
or use fonts that look similar.

* Number the illustrations according to their sequence in the text.

* Use a logical naming convention for your artwork files.

* Provide captions to illustrations separately.

» Size the illustrations close to the desired dimensions of the published version.

* Submit each illustration as a separate file.

A detailed guide on electronic artwork is available.
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You are urged to visit this site; some excerpts from the detailed information are given here.
Formats

If your electronic artwork is created in a Microsoft Office application (Word, PowerPoint, Excel)
then please supply 'as is' in the native document format.

Regardless of the application used other than Microsoft Office, when your electronic artwork is
finalized, please 'Save as' or convert the images to one of the following formats (note the resolution
requirements for line drawings, halftones, and line/halftone combinations given below):

EPS (or PDF): Vector drawings, embed all used fonts.

TIFF (or JPEG): Color or grayscale photographs (halftones), keep to a minimum of 300 dpi.

TIFF (or JPEG): Bitmapped (pure black & white pixels) line drawings, keep to a minimum of 1000
dpi. TIFF (or JPEG): Combinations bitmapped line/half-tone (color or grayscale), keep to a
minimum of 500 dpi.

Please do not:

* Supply files that are optimized for screen use (e.g., GIF, BMP, PICT, WPQ); these typically have
a low number of pixels and limited set of colors;

* Supply files that are too low in resolution;

* Submit graphics that are disproportionately large for the content.

Color artwork

Please make sure that artwork files are in an acceptable format (TIFF (or JPEG), EPS (or PDF), or
MS Office files) and with the correct resolution. If, together with your accepted article, you submit
usable color figures then Elsevier will ensure, at no additional charge, that these figures will appear
in color online (e.g., ScienceDirect and other sites) regardless of whether or not these illustrations
are reproduced in color in the printed version. For color reproduction in print, you will receive

information regarding the costs from Elsevier after receipt of your accepted article. Please
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indicate your preference for color: in print or online only. Further information on the preparation

electronic artwork.

Figure captions

Ensure that each illustration has a caption. Supply captions separately, not attached to the figure.
caption should comprise a brief title (not on the figure itself) and a description of the illustration.
Keep text in the illustrations themselves to a minimum but explain all symbols and abbreviations

used.

Tables

Please submit tables as editable text and not as images. Tables can be placed either next to the
relevant text in the article, or on separate page(s) at the end. Number tables consecutively in
accordance with their appearance in the text and place any table notes below the table body. Be
sparing in the use of tables and ensure that the data presented in them do not duplicate results

described elsewhere in the article. Please avoid using vertical rules and shading in table cells.

References

Citations in the text should follow the referencing style used by the American Psychological
Association. You are referred to the Publication Manual of the American Psychological
Association, Sixth Edition, ISBN 1-4338-0559-6, copies of which may be ordered from
http://books.apa.org/books.cfm?id=4200067 or APA Order Dept., P.O.B. 2710, Hyattsville, MD
20784, USA or APA, 3 Henrietta Street, London, WC3E 8LU, UK. Details concerning this
referencing style can also be found at

http://humanities.byu.edu/linguistics/Henrichsen/APA/APAO01.html

Citation in text
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Please ensure that every reference cited in the text is also present in the reference list (and vice
versa). Any references cited in the abstract must be given in full. Unpublished results and personal
communications are not recommended in the reference list, but may be mentioned in the text. If
these references are included in the reference list they should follow the standard reference style of
the journal and should include a substitution of the publication date with either 'Unpublished results'
or 'Personal communication'. Citation of a reference as 'in press' implies that the item has been

accepted for publication.

Web references

As a minimum, the full URL should be given and the date when the reference was last accessed.
Any further information, if known (DOI, author names, dates, reference to a source publication,
etc.), should also be given. Web references can be listed separately (e.g., after the reference list)

under a different heading if desired, or can be included in the reference list.

Data references

This journal encourages you to cite underlying or relevant datasets in your manuscript by citing
them in your text and including a data reference in your Reference List. Data references should
include the following elements: author name(s), dataset title, data repository, version (where
available), year, and global persistent identifier. Add [dataset] immediately before the reference so
we can properly identify it as a data reference. The [dataset] identifier will not appear in your

published article.

References in a special issue

Please ensure that the words 'this issue' are added to any references in the list (and any citations in

the text) to other articles in the same Special Issue.
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Reference management software

Most Elsevier journals have their reference template available in many of the most popular
reference management software products. These include all products that support Citation Style
Language styles, such as Mendeley and Zotero, as well as EndNote. Using the word processor plug-
ins from these products, authors only need to select the appropriate journal template when preparing
their article, after which citations and bibliographies will be automatically formatted in the journal's
style. If no template is yet available for this journal, please follow the format of the sample

references and citations as shown in this Guide.

Users of Mendeley Desktop can easily install the reference style for this journal by clicking the
following link:

http://open.mendeley.com/use-citation-style/clinical-psychology-review

When preparing your manuscript, you will then be able to select this style using the Mendeley plug-

ins for Microsoft Word or LibreOffice.

Reference style References should be arranged first alphabetically and then further sorted
chronologically if necessary. More than one reference from the same author(s) in the same year
must be identified by the letters "a", "b", "c", etc., placed after the year of publication. References
should be formatted with a hanging indent (i.e., the first line of each reference is flush left

while the subsequent lines are indented).

Examples: Reference to a journal publication: Van der Geer, J., Hanraads, J. A. J., & Lupton R. A.
(2000). The art of writing a scientific article. Journal of Scientific Communications, 163, 51-59.
Reference to a book: Strunk, W., Jr., &White, E. B. (1979). The elements of style. (3rd ed.). New

York: Macmillan, (Chapter 4).
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Reference to a chapter in an edited book: Mettam, G. R., & Adams, L. B. (1994). How to prepare an
electronic version of your article. In B.S. Jones, & R. Z. Smith (Eds.), Introduction to the electronic

age (pp- 281-304). New York: E-Publishing Inc.

[dataset] Oguro, M., Imahiro, S., Saito, S., Nakashizuka, T. (2015). Mortality data for Japanese oak
wilt disease and surrounding forest compositions. Mendeley Data, v1.
http://dx.doi.org/10.17632/xwj98nb39r.1

Video

Elsevier accepts video material and animation sequences to support and enhance your scientific
research. Authors who have video or animation files that they wish to submit with their article are
strongly encouraged to include links to these within the body of the article. This can be done in the
same way as a figure or table by referring to the video or animation content and noting in the body
text where it should be placed. All submitted files should be properly labeled so that they directly
relate to the video file's content. . In order to ensure that your video or animation material is directly
usable, please provide the file in one of our recommended file formats with a preferred maximum
size of 150 MB per file, 1 GB in total. Video and animation files supplied will be published online
in the electronic version of your article in Elsevier Web products, including ScienceDirect. Please
supply 'stills' with your files: you can choose any frame from the video or animation or make a
separate image. These will be used instead of standard icons and will personalize the link to your
video data. For more detailed instructions please visit our video instruction pages. Note: since video
and animation cannot be embedded in the print version of the journal, please provide text for both

the electronic and the print version for the portions of the article that refer to this content.

AudioSlides
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The journal encourages authors to create an AudioSlides presentation with their published article.
AudioSlides are brief, webinar-style presentations that are shown next to the online article on
ScienceDirect. This gives authors the opportunity to summarize their research in their own words
and to help readers understand what the paper is about. More information and examples are
available. Authors of this journal will automatically receive an invitation e-mail to create an

AudioSlides presentation after acceptance of their paper.

Data visualization

Include interactive data visualizations in your publication and let your readers interact and engage
more closely with your research. Follow the instructions here to find out about available data
visualization options and how to include them with your article.

Supplementary material

Supplementary material such as applications, images and sound clips, can be published with your
article to enhance it. Submitted supplementary items are published exactly as they are received
(Excel or PowerPoint files will appear as such online). Please submit your material together with
the article and supply a concise, descriptive caption for each supplementary file. If you wish to
make changes to supplementary material during any stage of the process, please make sure to
provide an updated file. Do not annotate any corrections on a previous version. Please switch off

the 'Track Changes' option in Microsoft Office files as these will appear in the published version.

Research data

This journal encourages and enables you to share data that supports your research publication where
appropriate, and enables you to interlink the data with your published articles. Research data refers

to the results of observations or experimentation that validate research findings. To facilitate
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reproducibility and data reuse, this journal also encourages you to share your software, code,

models, algorithms, protocols, methods and other useful materials related to the project.

Below are a number of ways in which you can associate data with your article or make a statement
about the availability of your data when submitting your manuscript. If you are sharing data in one
of these ways, you are encouraged to cite the data in your manuscript and reference list. Please refer
to the "References" section for more information about data citation. For more information on
depositing, sharing and using research data and other relevant research materials, visit the research

data page.

Data linking

If you have made your research data available in a data repository, you can link your article directly
to the dataset. Elsevier collaborates with a number of repositories to link articles on ScienceDirect
with relevant repositories, giving readers access to underlying data that gives them a better

understanding of the research described.

There are different ways to link your datasets to your article. When available, you can directly link
your dataset to your article by providing the relevant information in the submission system. For
more information, visit the database linking page.

For supported data repositories a repository banner will automatically appear next to your published

article on ScienceDirect.

In addition, you can link to relevant data or entities through identifiers within the text of your
manuscript, using the following format: Database: xxxx (e.g., TAIR: AT1G01020; CCDC: 734053;

PDB: 1XFN).

Mendeley Data
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This journal supports Mendeley Data, enabling you to deposit any research data (including raw and
processed data, video, code, software, algorithms, protocols, and methods) associated with your
manuscript in a free-to-use, open access repository. During the submission process, after uploading
your manuscript, you will have the opportunity to upload your relevant datasets directly to
Mendeley Data. The datasets will be listed and directly accessible to readers next to your published

article online.

For more information, visit the Mendeley Data for journals page.

Data statement

To foster transparency, we encourage you to state the availability of your data in your submission.
This may be a requirement of your funding body or institution. If your data is unavailable to access
or unsuitable to post, you will have the opportunity to indicate why during the submission process,
for example by stating that the research data is confidential. The statement will appear with your

published article on ScienceDirect. For more information, visit the Data Statement page.

Online proof correction

Corresponding authors will receive an e-mail with a link to our online proofing system, allowing
annotation and correction of proofs online. The environment is similar to MS Word: in addition to
editing text, you can also comment on figures/tables and answer questions from the Copy Editor.
Web-based proofing provides a faster and less error-prone process by allowing you to directly type
your corrections, eliminating the potential introduction of errors.

If preferred, you can still choose to annotate and upload your edits on the PDF version. All
instructions for proofing will be given in the e-mail we send to authors, including alternative
methods to the online version and PDF.

We will do everything possible to get your article published quickly and accurately. Please use this
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proof only for checking the typesetting, editing, completeness and correctness of the text, tables and
figures. Significant changes to the article as accepted for publication will only be considered at this
stage with permission from the Editor. It is important to ensure that all corrections are sent back to
us in one communication. Please check carefully before replying, as inclusion of any subsequent
corrections cannot be guaranteed. Proofreading is solely your responsibility.

Offprints

The corresponding author will, at no cost, receive a customized Share Link providing 50 days free
access to the final published version of the article on ScienceDirect. The Share Link can be used for
sharing the article via any communication channel, including email and social media. For an extra
charge, paper offprints can be ordered via the offprint order form which is sent once the article is
accepted for publication. Both corresponding and co-authors may order offprints at any time via
Elsevier's Webshop. Corresponding authors who have published their article open access do not
receive a Share Link as their final published version of the article is available open access on

ScienceDirect and can be shared through the article DOI link.
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Appendix B: Quality Assessment Scoring guide for Systematic Review

Question Point System How to Score
Q1 - Age Reporting Age Metrics (0-1) | 1 =reported Age, 0 = No reporting of Age.
Q2 - Gender Reporting Gender Metrics 1 =reported Gender, 0 = No reporting of Gender.

Q3 - Ethnicity

Q4 - Diagnosis

QS - Confounding Variables

Q6 - Confrounding Variables
2

Q7 - Analysis Methods

Q8 - Recruitment Bias

Q9 - Control Group

Q10 - Baseline measures

Q11 - Outcome measure

Q12 - Participant bias

(0-1)

Reporting Ethnicity Metrics
0-1)

Reporting diagnostic criteria
(0-1)

Reporting Confounding
vairables (0-1)

Managing for confounding
variables (0-1)

Reporting Analysis Measures
(0-1-2)

Recruitment (0-1-2)

Control Group (0-1)

Baseline (0-1)
Outcome Measure (0-1-2)

Participant Bias (0-1)

1 =reported Ethnicity, 0 = No reporting of Ethnicity.

1 = reported Diagnosis, 0 = No reporting of Diagnosis.

0 = no reporting or acknowledgement of confound Variables. if acknowledgement of confounding = 1

If participants could switch between intervention groups then associations between intervention and outcome may
be biased by time-varying confounding. This occurs when prognostic factors influence switches between intended
interventions. Or outcome could be influenced by other confounding variables such as medication use, external
input, support etc. = 0. If participants did not switch up groups, or researchers managed by performing analyses = 1.

0 = if measures are inappropriate or failed to consider major confounding variables (major confounding varibale is
one that would have a difference on the overall outcome). 1 = analysis method appropriate, but failed to consider
confounding variable, 2 - Analysis appropriate and considered and accounted for confounding variables i.e.
medication implications, baseline and follow up etc. Even for qualitative studies, were there sufficient parameters
taken to ensure lack of confounding variables as much as possible?

0 = if participants were selected on the basis of their characteristics before the start of the intervention/study? 1 =
sampled through advertisement/snowballing methods, 2 = randomised (NB: Qualitative studies will score a 0 in this
category, it does not necessarily reflect a poor recruitment method, but merely the rigour of which it as done and
what is appropriate for that study).

0 = No control group or insufficient detail on control group and therefore can not make a valid conclusion on the
outcome of the study, 1 = Control group used and sufficiently stated.

0 = No baseline measure or post intervention taken, 1 = baseline measure and post-intervention taken

0 = Intervention not measured in terms of psychosis recovery/outcome symptoms, 1 = Intervention measured via
recovery outcome, but may be limited to account for all experiences (i.e. quality of life, or qualitative measure to
determine participant view), 2 = psychosis measure as well as participant view.

1 = Participant may have knowledge of intervention beforehand, potentially incurring order effects or placebo, 0 =
participant has no knowledge of intervention (For Qualitative studies, this will score a 0.) (Reversed scored)
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Appendix C: Quality scoring of papers included for review
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1 Gillard et al. (2022) 1 1 1 1 1 1 2 2 1 1 1 1 14 100

2 Grant et al. (2012) 1 1 1 1 0 1 2 0 1 1 1 0 10 71

3 Gureje et al. (2020) 1 1 1 1 1 1 2 0 1 1 1 0 11 78

4 Lin et al. (2013) 1 1 1 1 0 0 0 2 1 1 0 1 9 64

5 Malla et al. (2020) 1 1 1 1 1 0 2 1 0 1 1 1 11 78

6 Ngoc et al. (2016) 1 1 1 1 1 1 1 1 1 1 2 0 11 78

7 Rathod et al. (2013) 1 1 1 1 1 1 2 0 1 1 1 0 10 7

8 Tan & King (2013) 1 1 1 1 1 1 2 2 1 1 0 1 13 93

9 Weisman de Mamani et 1 1 1 1 1 1 2 1 1 1 2 1 14 100

al. (2014)

10 Wong et al. (2019) 1 1 1 1 0 0 0 2 1 1 0 1 9 64
Combined TOTAL 10 10 10 10 7 7 15 11 9 10 9 6
Linlad Total possible 10 10 10 10 10 10 20 20 10 10 20 20
% (1dp) 100 100 100 100 70 70 75 55 90 100 45 30
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Appendix D: Outcomes and Limitations of studies included for review.

Author Outcome Author comments Limitations/Comments Quality Themes

score

Gillard et al. (2022) In the peer support group, 136 The model underpinning the intervention First, many patients might not have had the 14 Assumptions
(47%) of 287 patients were presumes that peer support begins with opportunity to establish a good relationship with made around
readmitted at least once within building trusting relationships on the basis of  the peer worker (the relationship is featuring establishing
12 months of discharge. 146  shared lived experience, and the assumption highly here too). therapeutic
(50%) 0f 291 were readmitted was that this would happen while the patient relationship
in the care as usual group. was still in the hospital. Unable to interview but no

around 48% of patients face-to-face at the 4- guarantee this
month follow up. happened.

Grant et al. (2012) Patients treated with cognitive Use of the newly developed Schizophrenia Positive symptoms reduced. GAS includes 10 Relationship
therapy showed a clinically ~ Outcomes Functioning Interview and Clinical ~symptoms in the ratings and, as such, is not a pure and “contact”
significant mean improvement Assessment Interview for Negative Symptoms is measure of functional outcome. Non-specific time may have
in global functioning from warranted in future clinical trials of CT. factors could have influenced the conditions, for impacted
baseline to 18 months that was instance the CT condition had more contact time findings
greater than the improvement than the control, which may have impacted group
seen with standard treatment. differences. Both clinician and patient were aware

of conditions, so there is potential for order effects.

Gureje et al. (2020) From baseline to post Bias - The providers were given incentives to make 10 Bias and
intervention score (6 months) the visits to the TFH facilities and medications unexplained
on the PANSS, results went were provided free for the purpose of the trial. In improvement
from 107-3 (SD 17:5)to 53.4 Nigeria, as opposed to Ghana, patients would have in control
(19.9). The control group went had to pay for these medications. Additionally, group
from 108.9 to 67.6. Both there was a decrease in scores in the control group,
positive and negative which mean there was some mechanism creating
symptoms improved. change in the non experimental condition?

Lin et al. (2013) Improvements in knowledge, Small » = limits statistical power. Not specific psychosis measure? As substance 9 Improvements
attitudes towards medication, misuse, low education level was included in the in knowledge,
insight - no difference found criteria which limits the study generalisability. but not
on the brief psychiatric rating translated
scale. For each interaction across all

Malla et al. (2020) Improvement in negative All participants were on medication. Family 11 Differences in
symptoms no differences in support was measured via a service provider - is symptom
positive symptoms. Family this reliable? presentation?
support was higher in Chennai
than in Montreal at month 3.

Improvement was greater in
Montreal for positive
symptoms (np2 =0.19) and in
Chennai for negative
symptoms (np2 =0.08).

Ngocetal. (2016)  There were significant Only focussed on recent onset schizophrenia, small 11
treatment effects (moderate to n size. contextual/location impacts on recovery
large R =0.08) on: (1) quality rates
oflife, (2) stigma, (3)
medication compliance, and
(4) consumer satisfaction.

Rathod et al. (2013) CaCBTp group resulted in Some long term benefits sustained, but lower 9% attrition rates in both groups. Did not directly 10 Satisfaction
higher scores post scores on PEQ were not sustained long term, compare CBT with CBTp. There were significant
intervention on recovery than authors suggest that 16 sessions was not differences at baseline. Satisfaction from ppts
control group. enough. received and correlated with the success of the

intervention. Also didn’t compare ethnic
differences, which was the aim the study.

Tan & King (2013) Participants who received improvement was less marked during the follow- Attrition 29% (attendance was required daily - this 13 Living
cognitive remediation had up phase, even though participants were is not very practical for people). skills/functiona
significantly greater continually reminded of the strategies. This 1
improvement in all might be due to either ceiling effects reached improvements.
neurocognitive domains. during the intensive computer-assisted phase, Perhaps an
Furthermore, the cognitive or effect of being
remediation group achieved it might be that any further gains would require part ofa
greater attainment of a change in the intervention. community

vocational or independent
living skills and better
functional outcomes at post-
intervention and at the end of
the 1-year follow-up.
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Weisman de Patient ethnicity and Not always blinded to condition. Another study Twenty-three families dropped out! 25 were in the 14
Mamani et al. patient—the rapist ethnic limitation is that cultural mechanisms of CIT-S condition and 21 were in PSY-ED who
(2014) match (vs. mismatch) did not ~ change were not directly assessed. remained. CIT-S yielded a medium effect size in
relate to treatment efficacy or reducing symptomatology.
satisfaction with the
intervention.
Wong et al. (2019) Patients received group CBTp Mostly females - therapist had many years Group therapy in general has benefits (Unity, 9
(n=25) showed significantly experience, and this may have had an influence connection, togethemess etc,). No real control
greater improvement in their  on outcomes. established in managing confounding and
delusion compared with those extraneous variables that could impact the results.

receiving PsyEdI (n =23).
Nearly 61% of patients in the
group CBTp showed at least
50% reduction on their score

Large drop out
rate? Lack of

relationship?C

ognitive effect?

CBT- Positive
symptoms
decreased
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Appendix E: Journal submission guidelines for Journal of Cross-Cultural Psychology

(Empirical Paper)

Submission guidelines

Manuscript Submission Guidelines:
Journal of Cross-Cultural Psychology (JCCP) publishes material in three categories: (1)
regular, unsolicited manuscripts, (2) brief reports, and (3) special issues. We do not publish

book reviews. Summary details of each category are as follows:

1.Regular, Unsolicited Manuscripts. This is JCCP’s main emphasis. See Aims and Scope for

a detailed description of appropriate manuscripts.

Manuscripts should be submitted electronically to http://mc.manuscriptcentral.com/jecp.

Authors will be required to set up an online account on the SageTrack system powered by
ScholarOne. Manuscripts will be sent out anonymously for editorial evaluation. Obtaining
permission for any quoted or reprinted material that requires permission is the responsibility
of the author. Submission of a manuscript implies commitment to publish in the journal.
Authors submitting manuscripts to the journal should not simultaneously submit them to
another journal, nor should manuscripts have been published elsewhere in substantially
similar form or with substantially similar content. Authors in doubt about what constitutes

prior publication should consult the Editor.

Manuscript length should normally be 15 to 35 double-spaced, typewritten pages. Longer
papers will be considered and published if they meet the above criteria. Manuscripts should

be prepared according to the most recent edition of the American Psychological Association
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Publication Manual. Manuscripts are reviewed by the Editorial Advisory Board. Allow up to

3 months for a publication decision and up to 1 year for publication.

2. Brief Reports. Accepted Brief Reports should be no more than 10 double-spaced

manuscript pages long, including title page, references and any tables.

3. Special Issues. An important part of JCCP’s publication policy is the periodic publication
of special issues or special sections of regular issues. Current needs, emerging trends, and
readership interest guide the publication of material in this category. Ideas or suggestions for
special issues or special sections should be discussed with Walter J. Lonner

(Walter.Lonner@wwu.edu), Founding and Special Issues Editor, or other members of the

Editorial Advisory Board, especially current Editor, Deborah L. Best (best@wfu.edu).

Orcid

As part of our commitment to ensuring an ethical, transparent and fair peer review process

SAGE is a supporting member of ORCID, the Open Researcher and Contributor ID. ORCID

provides a unique and persistent digital identifier that distinguishes researchers from every
other researcher, even those who share the same name, and, through integration in key
research workflows such as manuscript and grant submission, supports automated linkages

between researchers and their professional activities, ensuring that their work is recognized.

The collection of ORCID iDs from corresponding authors is now part of the submission
process of this journal. If you already have an ORCID iD you will be asked to associate that
to your submission during the online submission process. We also strongly encourage all co-
authors to link their ORCID ID to their accounts in our online peer review platforms. It takes

seconds to do: click the link when prompted, sign into your ORCID account and our systems
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are automatically updated. Your ORCID iD will become part of your accepted publication’s
metadata, making your work attributable to you and only you. Your ORCID iD is published

with your article so that fellow researchers reading your work can link to your ORCID profile

and from there link to your other publications.

If you do not already have an ORCID iD please follow this link to create one or visit

our ORCID homepage to learn more.

English language editing services

Authors seeking assistance with English language editing, translation, or figure and
manuscript formatting to fit the journal’s specifications should consider using the services
offered by SAGE Language Services. Visit SAGE Language Services on our Journal Author

Gateway for further information. Here is the link:

http://languageservices.sagepub.com/en/

If you or your funder wish your article to be freely available online to nonsubscribers
immediately upon publication (gold open access), you can opt for it to be included in SAGE
Choice, subject to the payment of a publication fee. The manuscript submission and peer
review procedure is unchanged. On acceptance of your article, you will be asked to let SAGE
know directly if you are choosing SAGE Choice. To check journal eligibility and the
publication fee, please visit SAGE Choice. For more information on open access options and
compliance at SAGE, including self/author archiving deposits (green open access) visit

SAGE Publishing Policies on our Journal Author Gateway.
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Appendix F: Interview Schedule and Protocol

Joining the interview

Introductions - Hello, my name is Charlotte, and I am a trainee Clinical Psychologist. What’s

your name?

What’s your understanding of my job role? Do you have any questions before we begin the

interview?

I’d like to start off by thanking you for being a part of this process today. I do want to check
with you that you have read the information that was sent to you via email. The consent and
information sheet? Do you have any questions for me regarding those? Could you tell me

what you understand about what it means to take part in the interview today?

(if not reported above) Finally, I want to remind you that you can withdraw at any point. If
we start to talk about something you find uncomfortable or difficult, you can pause or stop
the interview. If there’s anything you’d like me to do if that happens, please let me know now.

You’re more than welcome to take regular breaks or pauses during the interview.

Interview structure

Psychosis
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What made you want to take part in today’s interview? (Could you tell me more about that,

empathise with emotion)

Understanding of psychosis, difficulties with terms, beliefs about psychosis and influences

Some people have argued that the language used to describe psychosis is quite “medical”, I

wondered what your thoughts were on the word “psychosis”?

Is there an alternative word or definition that would make more sense? (I will use the

alternative word/definition throughout the interview).

What is your understanding of psychosis? (Has that changed over time?)

Service engagement, barriers and cultural influences

There are a lot of people that don’t access services when they experience psychosis or

unusual experiences, what are your thoughts around this?

How do you think culture or family backgrounds have an impact on this [service

engagement]?

Have you always thought like this? [have thoughts on this changed over time?] (When did

you start to think differently?)
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How do you see the local mental health services near to you? [how are support services for

psychosis seen from Black communities] (Follow up. Are they easy to access? What about

services for psychosis?)

How do you think your background has influenced the way psychosis is seen in your

community or in your family, if at all?

How did you (or someone else) get support for their psychosis experience? [what are peoples

experiences of support for psychosis] (follow up question; how effective was this for you?)

Impact of family on illness

What did your family do or say when they knew of your (or close friends”) psychosis?

This may be a difficult question, but has there ever been anyone in your family that has

experienced psychosis? (If so, what happened, where were they, where were you, do

you know what their experience was like? what was that like for you? )

Empowerment and reflections on experience

Given all that you’ve told me and all that you’ve experienced, looking back, is there

anything that you wish was different about how people addressed psychosis, or your
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individual experience? [Looking back at your experiences is there anything you’d like to

share about how you would want things to be different?]

Is there anything you’d like to share about what you’d like others to know about your

experience?

Closing down the interview

¢ How have you found today?

e [ have some organisations you could get in contact with if you’d like to talk about

your experiences more, if you would like this. Sometimes when we talk about

difficult subjects, it can emotionally affect us later on in the day or week, so I would

just like you to be aware of those feelings and remember those organisations I spoke

about earlier on.

e What are your plans after leaving this interview?
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Appendix G: Informed Consent Document

Informed Consent Version 3 - 10/05/22

CONSENT FORM

Title of Project: A qualitative study exploring the cultural perception of psychosis and
its impact on pathways to care for Black African and Black Caribbean communities in

East Anglia.

Name of Researcher: Charlotte Taylor

Affiliate organisation: University of East Anglia, as part of the fulfilment of the Doctorate in

Clinical Psychology.

Supervisor of the project: Dr Bonnie Teague

1.I confirm that I have read the information sheet (version 5) for the above study. I have had
the opportunity to consider the information, ask questions and have had these answered

satisfactorily.

2.1 understand that my participation is voluntary and that I am free to withdraw at any time

without giving any reason, without my medical care or legal rights being effected.

3.1 understand that I can stop or leave the interview/group at any time whilst its being

conducted.
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4.1 understand that the information collected about me will be used to support other research

in the future and may be shared anonymously with other researchers.

5. I understand that my interview/group transcript will be audio-recorded and will be

transcribed. I understand that my words will be anonymised and not linked back to me

as an individual.

6.1 agree to take part in the above study.

Name of Participant Date Signature
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Appendix H: Quality Assurance Guideline Steps Taken Sensitivity to Context

* In order for participants to feel as comfortable as possible, a range of options regarding the
interview medium and was offered (in-person, video call or telephone call) and
duration (offered the opportunity to break the interview into multiple sessions).

* 1:1 interviews allowed for privacy when discussing emotive topics (though the option to
invite a friend/ family member/ carer was offered if this would enhance comfort).

* The use of empathy and respect was demonstrated for the participant in order for them to
feel at ease, and empowered in what they would like to share.

 Rapport was built prior to commencing the interview to manage the power dynamic
between the participant and the researcher.

» Pre-existing biases from researcher were managed by performing a systemic analysis of the
interview transcripts, in conjunction with other members of the research team.

* To promote reflection and reflexivity, the researcher used a reflective journal in addition to
reflective supervision. Reflections were considered in relation to the data and were
often checked to ensure that they were grounded in the data.

+ Participants will be offered an executive summary of the research upon completion.

* The findings of this research provide a new insight into the dynamic nature of engagement
and disengagement based on systemic concepts within psychology, to help promote
engagement in services.

* This research has given a voice to individuals who are often marginalised and unheard.
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Appendix I: Visual Representation of thematic generation summary
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Theme generation

220

Topic Codes Sub-themes Theme
The utility of the -Lived experience - - The use of
psychosis versus medical medical
diagnosis/Impressio | definition language to
n of psychosis -Fear families - what
-Media portrayal makes sense to
of psychosis the carer is
- different to
Humanistic/person what makes
-centred language sense to
-medical jargon medical
communities —
due to media,
culture,
understanding.
- Fear
Pathways to care Carer; - Support - Us and Them
-adjustment to new - Feeling (Othering)
role within the disbelieved
family - Impact of
Race
- Society
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-Being advocate - Superficialit

rather than family y

member Care only in a

-responsibility crisis (multi

without choice layered barriers

-Feeling to accessing

disbelieved helpful

-Support (when support, often

accessed is good, through the use

hard to access) - Police of police,

-Accessibility involvement which deters
support.
Evidence that
care is good

Cared for; but hard to

Care only in a access)

crisis

Family impact Making sense of - Belief system Hidden

psychosis — Belief - Isolation impact of

systems (religion, - “Why aren’t illness on the

witchcraft, they listening family

“worrying too to us?” ppé. (managing the

much”

new family

member, grief
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Support groups,
not feeling alone
(need of
connection)
Grief/adjustment
to new family
member

Isolation

and adjustment

to FM)

The personal
cost of
psychosis (care
burden,
including need
for personal
support,
include support
groups, need
for

connection).

Identity (not
within solely
the psychosis
carer, but
rather
intersectionalit
y of culture

and ethnicity).
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Ideas for System barriers Levelling the - Support

change/Reform (crisis) power (pathway to
Lack of imbalance care police
gatekeeping (between us VErsus
information (PPI, and them, co- community)
share info, involve creating, co-
the carers in developing). - Understandin
development of g (include
materials) Recognition recognition as
Recognition as a of hardship carer, cultural
carer (carer) competence,
Cultural allow mistakes,
competence Create a non- non-blaming
Allowing mistakes blaming culture, MH
to happen / Non culture (MH awareness)
blaming culture. awareness
Community mostly for
support police)
MH awareness and
education

Generational and Generational Attitudes to - Cultural

societal interplay of | transmission of illness understanding
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mental health

perceptions

trauma (history of
trauma in lots of
families lives
being replayed in
accessing care)
Families wanting
to “push it under
the rug”.
Religious impact
of illness
Attitudes to illness
shame

Hidden

Society —
individualism
versus collectivism
Gender — Men
looked at
differently

What does race
mean? Politically

versus identity.

(Culturally
not accepted,
seen as
shameful).
Confusion
around how
to make sense
of psychosis
Society

Race

of psychosis
(Impact of
generational
experiences,
impact of
shame, how do
we know when
psychosis is
spiritual versus
medical?,
society playing
into help
seeking —
individualism
versus

collectivism).

The relevance
of race (two
pronged; race
still being seen
as other, versus
why are we

looking at race,
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1t’s become

political?)
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Appendix J: Researchers' hypotheses regarding the systemic feedback loop of the police

in maintaining the disengagement from services for people of Black ethnic groups

who experience psychosis.

4

I'm scared of the police, |
can't control my symptoms

Police contact i'm scared
of the symptoms

| need to control the
symptoms with physical Why are they controlling me,
management fight back

| S
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Appendix K: Advertisement posters for the Empirical Paper, advertised over social

media.

,_\H\;‘

- Psychosis

Are you a carer of someone

ke who has experienced psychosis
from a Black, Caribbean or
any other Black ethnic
background in the UK?

By talking to you, we hope to increase our understanding of how society and cultural
differences play a part in the experience of psychosis. Research has shown us that people
from Black, African and/or Caribbean communities experience psychosis at a much higher
rate than other ethnicities, but seeking care or support for psychosis has many barriers,
including racism, stigma and shame. We want to know what you think, what could help and

how society may play a role in this.

To be eligible to take part in the study, vou will need to be:
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* Over 18 years old

e Live in the UK

* Identify as Black, Caribbean or any other Black ethnicity.

* Currently or historically cared for someone who has psychosis from a Black, Caribbean or

any other Black ethnic background.

* A carer in a professional and/or family capacity unpaid.

Get in touch if vou would like to be entered into a raffle where vou could win £20!

Get in touch via c.taylorS@uea.ac.uk
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