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Black and minority ethnic (BME) service users experience adverse pathways into care. Ethnic
differences are evident even at first-episode psychosis (FEP); therefore, contributory factors must operate
before first presentation to psychiatric services. The ENRICH programme comprised three interlinked
studies that aimed to understand ethnic and cultural determinants of help-seeking and pathways to care.

Study 1: to understand ethnic differences in pathways to care in FEP by exploring
cultural determinants of illness recognition, attribution and help-seeking among different ethnic groups.
Study 2: to evaluate the process of detention under the Mental Health Act (MHA) and determine
predictors of detention. Study 3: to determine the appropriateness, accessibility and acceptability of
generic early intervention services for different ethnic groups.

Study 1: We recruited a prospective cohort of FEP patients and their carers over a 2-year period
and assessed the chronology of symptom emergence, attribution and help-seeking using semistructured
tools: the Nottingham Onset Schedule (NOS), the Emerging Psychosis Attribution Schedule and the ENRICH
Amended Encounter Form. A stratified subsample of user—carer NOS interviews was subjected to
qualitative analyses. Study 2: Clinical and sociodemographic data including reasons for detention were
collected for all MHA assessments conducted over 1 year (April 2009-March 2010). Five cases from each
major ethnic group were randomly selected for a qualitative exploration of carer perceptions of the MHA
assessment process, its outcomes and alternatives to detention. Study 3: Focus groups were conducted
with service users, carers, health professionals, key stakeholders from voluntary sector and community
groups, commissioners and representatives of spiritual care with regard to the question: ‘How appropriate
and accessible are generic early intervention services for the specific ethnic and cultural needs of BME
communities in Birmingham?’
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ABSTRACT

Results: There were no ethnic differences in duration of untreated psychosis (DUP) and duration of
untreated illness in FEP. DUP was not related to illness attribution; long DUP was associated with patients
being young (< 18 years) and living alone. Black patients had a greater risk of MHA detention, more
criminal justice involvement and more crisis presentations than white and Asian groups. Asian carers and
users were most likely to attribute symptoms to faith-based or supernatural explanations and to seek help
from faith organisations. Faith-based help-seeking, although offering comfort and meaning, also risked
delaying access to medical care and in some cases also resulted in financial exploitation of this vulnerable
group. The BME excess in MHA detentions was not because of ethnicity per se; the main predictors of
detention were a diagnosis of mental illness, presence of risk and low level of social support. Early
intervention services were perceived to be accessible, supportive, acceptable and culturally appropriate.
There was no demand or perceived need for separate services for BME groups or for ethnic matching
between users and clinicians.

Conclusions: Statutory health-care organisations need to work closely with community groups to improve
pathways to care for BME service users. Rather than universal public education campaigns, researchers
need to develop and evaluate public awareness programmes that are specifically focused on BME groups.

Funding: The National Institute for Health Research Programme Grants for Applied Research programme.
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Scientific summary

Background

Black and minority ethnic (BME) service users have high rates of psychosis, experience adverse pathways
into care, are at greater risk of detention under the Mental Health Act (MHA) and are more likely to
disengage over time, be less satisfied with their care and have poorer outcomes. Ethnic differences are
evident even at first-episode psychosis (FEP); therefore, contributory factors must operate before first
presentation to psychiatric services and need to be understood in a wider societal context.

Very little research has been carried out on cultural determinants of illness recognition and attribution,
users’ and carers’ service preferences and the role of community-based strategies in improving satisfaction,
reducing detention rates and enhancing outcomes. The paucity of such evidence has hindered the
development of service-level interventions with the potential to improve mental health care for BME
communities. It is also unclear whether generic early intervention services meet the specific demands and
challenges of providing care for BME patients.

The ENRICH programme aimed to develop the knowledge base essential for reducing, and if possible
eliminating, ethnic differences in pathways to care for BME groups. We proposed three studies conducted
over 42 months with service users referred to the Birmingham and Solihull Mental Health NHS Foundation
Trust (BSMHFT).

Objectives
The specific objectives of the programme, conducted as three distinct studies, were as follows:

® Study 1: to understand ethnic differences in pathways to care in FEP by exploring cultural determinants
of illness recognition, attribution and help-seeking among different ethnic groups.

® Study 2: to evaluate the process of detention under the MHA and determine predictors of detention in
the assessed population.

e Study 3: to determine the appropriateness, accessibility and acceptability of generic early intervention
services for different ethnic groups and establish care needs and preferences of service users and
other stakeholders.

The BSMHFT provides secondary mental health care for the geographical areas of Birmingham and Solihull.

All participants in study 1 were recruited from the Birmingham early intervention service as the Solihull
early intervention service was not established at the time of commencement.

Study 1
This study aimed to explore three questions:

1. Are there ethnic differences in how patients and their carers recognise and understand emerging signs
of early psychosis?

2. Are such differences a function of cultural factors such as explanatory models of illness or are they
related to socioeconomic status, deprivation and isolation?

3. Do biological as opposed to psychological or social explanatory models of illness predict early medical
help-seeking and shorter duration of untreated psychosis (DUP)?
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A mixed-method approach using both quantitative and qualitative data collection was utilised to assess
ethnic variations in help-seeking. A prospective cohort of FEP patients who were able to give informed
consent was identified over a 2-year period (2008-10). Included users and their carers were assessed using
three semistructured interview schedules: the Nottingham Onset Schedule (NOS), to determine the
chronological emergence of symptoms of psychosis; the Emerging Psychosis Attribution Schedule,

to determine how users and carers understood emerging symptoms and attributed causality; and the
ENRICH Amended Encounter Form, to explore how, when and from whom help was sought.

A subsample of carer—user NOS interview pairs, stratified by ethnicity, was selected for in-depth qualitative
analysis to understand the social and cultural processes that determine help-seeking and also to determine
ethnic differences in stigma, mistrust and suspicion of services.

In total, 132 participants were recruited over the study period. Of these, 45 (34.1%) were categorised as
white, 35 (26.5%) as black, 43 (32.6%) as Asian and nine (6.8%) as ‘other’.

There were no ethnic differences in DUP and duration of untreated iliness (DUI). DUP was not related to
any type of iliness attribution; long DUP was instead associated with younger age (< 18 years) and living
alone. Black patients had a greater risk of MHA detention, more criminal justice involvement and more
A&E presentations than white and Asian groups.

Patients from all ethnic groups held multiple attributions for emerging psychosis symptoms, but a
predominant attribution type could be identified. During the prodromal phase, all three ethnic groups had
similar attributions, considering the prodromal symptoms to be a reaction to social adversity. All three
groups were most likely to seek help from health services, especially general practitioners (GPs). With the
emergence of psychotic symptoms, Asian carers and users were most likely to attribute symptoms to
faith-based or supernatural explanations and seek help from faith organisations. Some black patients also
changed to supernatural explanations at psychosis onset, which influenced their care pathway, but this
was in a smaller proportion of cases. There were important intergenerational differences, with
second-generation Asian patients less likely to have supernatural attributions.

The key drivers for help-seeking were family members and carers. Within this there were ethnic differences
in terms of which family members intervened and the types of familial networks tapped into for help. Most
white respondents sought help in consultation within the nuclear family, whereas in black and Asian
groups help was sought in consultation with larger family networks (aunts, uncles, grandparents, cousins)
and through community organisations.

Attributing symptoms of emerging psychosis to life events and social adversity hindered medical
help-seeking by providing a ‘normalising” explanation for the change in the ill person. However, even
when carers had predominantly biomedical attributions for psychotic symptoms, medical help was often
not sought until a crisis point was reached.

All three ethnic groups experienced difficulties in accessing medical help. This led to BME service users and

carers but not white service users and carers mistrusting services despite the latter reporting similar
difficulties and delays in finding the right help at the right time.
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Study 2
This study aimed to explore two questions:

1. Is there evidence of ‘disproportionality’ of detention for BME patients undergoing MHA assessments in
the BSMHFT?

2. What are the clinical, sociodemographic, ethnicity and risk-related predictors of detention as an
outcome of MHA assessments?

Methods

For all MHA assessments conducted over 1 year (April 2009-March 2010), data were collected on
sociodemographic and clinical details and reasons for detention. A MHA assessment was defined as a
clinical encounter in which an approved social worker or an approved mental health professional

had been involved or invited, or in which at least one medical recommendation had been completed,
regardless of the outcome of the assessment (detention, voluntary admission or no admission).

Self-assigned ethnicity data and other clinical information were extracted from MHA monitoring forms and
cross-checked against hospital records of home treatment teams. Four broad ethnic groups were
identified: white (including Irish and other Europeans), black Caribbean and black African, Asian (including
Indian, Pakistani, Bangladeshi and Sri Lankan) and “other’ (including Chinese and Vietnamese). Mixed-race
individuals were included in the ‘other’ category if they were not assigned to black, white or Asian
categories in the MHA or medical records.

We stratified the quantitative data set by ethnicity and randomly selected five cases from each of the
ethnic groups for a qualitative exploration of carer preceptions of the MHA assessment process, its
outcome and alternatives to detention.

Results

Between April 2009 and March 2010, 1115 MHA assessments were conducted in the BSMHFT on 863
individuals (some of whom were assessed more than once during the study period). The mean age of
these individuals was 40.12 [standard deviation (SD) = 14.75] years and 60.3% were men. Of these 1115
assessments, 709 (63.6%) led to detentions. The ethnic profile of those assessed (n =863) was 51.0%
white British, 14.8% British Pakistani, 13.9% black Caribbean, 7.0% black African, 5.6% British Indian,
1.6% British Bangladeshi, 2.5% mixed ethnicity, 3.1% ‘other’ and 0.5% ‘refused to say’. Of the
individuals assessed, 443 (51.3%) had been admitted previously to hospital. The diagnostic composition of
the cohort was 48.1% schizophrenia, schizotypal and delusional disorders [International Classification of
Diseases, Tenth Edition (ICD-10) diagnostic codes F20-29], 25.3% mood (affective) disorders (F30-39) and
4.8% disorders of adult personality and behaviour (F60-69).

A greater proportion of the BME group, particularly black Caribbean and black African patients, was
assessed and detained under the MHA than of the white population. This was true when the denominator
was both the general population and the population currently receiving care from the BSMHFT. However,
in a logistic regression model in which age, diagnosis, risk and level of social support were accounted for,
ethnicity was not an independent predictor of MHA detention.

The qualitative study found differences between the MHA experiences of carers whose family members
were known to services and the MHA experiences of carers whose family members were presenting for
the first time. The former received relatively unproblematic access to care; the latter felt that the system
did not respond to their concerns in a timely and appropriate manner. Help arrived only following a crisis
and early warning signs were usually ignored by services, particularly GPs.

Carers found the MHA process very stressful, even when they understood the need for and necessity of
the process and agreed with its outcomes. Carers felt that their own mental health had suffered because
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of the burden of care. Police presence during MHA assessments was particularly stressful, and black carers
perceived a racial bias in police involvement.

Stigma and shame appeared to be greater in black communities than in Asian communities. Asian carers
found shared spiritual explanations within the community a source of comfort and support. Amongst
clinicians, risk assessment and management were the paramount drivers of MHA assessment and
outcome. Although all clinicians agreed on the importance of cultural and ethnic factors in assessments,
social workers placed a greater emphasis on this in practice whereas medical staff perceived themselves as
being ‘culturally neutral’. There was no consensus on the need for ethnicity matching in the MHA
assessment process.

The aim of this study was to determine the appropriateness, accessibility and acceptability of generic early
intervention services for different ethnic groups and to establish the care needs and preferences of service
users and other stakeholders.

Focus groups were conducted with service users, carers, health professionals, key stakeholders from
voluntary sector and community groups, commissioners and representatives of spiritual care. All focus
groups were conducted using a topic guide developed around the questions: ‘How appropriate and
accessible are generic early intervention services for the specific ethnic and cultural needs of BME
communities in Birmingham? How can these be improved?”

The BME groups had multiple explanatory models of illness, which were influenced by family and friends,
but these were also competing and contrasting. These explanatory models influenced help-seeking.

Crisis points were often the drivers of help-seeking, regardless of biomedical attributions or understanding
of the illness.

Voluntary and community-based organisations felt that BME communities had a poorer understanding of
mental illness, appropriate pathways into care and the role of interventions such as psychotherapy and
counselling. GP failure to address carer concerns was considered a key factor in delaying access to
appropriate services.

In the absence of appropriate help through medical pathways some African Caribbean carers had resorted
to exaggerating risk or sought help from police, leading to criminal justice involvement. BME groups were
more likely to have supernatural or faith-based attributions for mental illness. Faith-based help-seeking
provided comfort to carers and users but could also lead to a delay in accessing medical help and
sometimes financial exploitation of the family.

Stigma and shame of mental iliness were prominent reasons for delay in accessing care. Early intervention
services were considered accessible and appropriate and were perceived to be positive and caring and to
take into account the cultural and ethnic background of users and carers. No specific changes were
needed or demanded from the current model of early intervention services to make it more culturally
appropriate for BME groups.

Black and minority ethnic service users did not seek BME-specific measures or interventions; they wanted
to be able to share their spiritual/religious and cultural beliefs with mental health service professionals in

an open manner without being judged. There was no demand for ethnic or gender matching between
users and clinicians. Instead, users and carers wanted competent and caring clinicians, regardless of gender
or ethnicity.
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Lack of appropriate interpretation services and lack of information in accessible formats were major
barriers to accessing help for some BME carers and users.

Conclusions

The ENRICH programme set out to determine key factors that might explain ethnic differences in pathways
to care. We found no ethnic difference in DUP or DUI, suggesting that simply measuring treatment delay
may not help understand important ethnic differences in help-seeking or differential rates of coercive
service contacts.

There are important ethnic and cultural differences in illness attribution, with Asian and black carers and
users attributing symptoms of psychosis to supernatural or faith-based explanations, which determines
help-seeking from faith organisations. Faith-based help-seeking, although offering comfort and meaning
within a cultural context, risked delaying access to medical care and in some cases financial exploitation of
a vulnerable group.

The BME excess in MHA detentions is not because of ethnicity per se but because of clinical differences in
BME groups, possibly related to higher rates of psychosis, greater risk and a lower level of social support.

Early intervention services are perceived to be accessible, supportive, acceptable and culturally appropriate.
Any concerns that users or carers had about the cultural appropriateness of services were related to mental
health services in general rather than early intervention services in particular. Users and carers are clear that
no specific changes are needed for early intervention services to meet BME needs.

The most important implication from the ENRICH studies is that statutory health-care organisations need to
work closely with community groups to improve pathways to care for BME service users. Rather than
universal public education campaigns, researchers need to develop public awareness programmes that are
specifically focused on BME groups and test whether help-seeking pathways such as faith encounters can
be targeted for reducing treatment delays and preventing adverse pathways. Such campaigns also need
BME-specific strategies to increase knowledge and understanding of mental disorders and treatment while
combating social stigma and shame.

Funding

The National Institute for Health Research Programme Grants for Applied Research programme.
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It occurred to me that there was no difference between men, in intelligence or race, so profound as

the difference between the sick and the well.
F Scott Fitzgerald, The Great Gatsby (p. 98)’

© Queen'’s Printer and Controller of HMSO 2013. This work was produced by Singh et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton

SO16 7NS, UK.






DOI: 10.3310/pgfar01030 PROGRAMME GRANTS FOR APPLIED RESEARCH 2013 VOL. 1 NO. 3

Chapter 1 Introduction and background

Compared with the white population, black and minority ethnic (BME) groups in the UK, especially
young African Caribbean men, have higher rates of psychosis, experience more adverse pathways into
care, are at greater risk of detention under the Mental Health Act (MHA)? and are more likely to disengage
with services over time, be less satisfied with their care and have poorer outcomes, with greater social
exclusion. The conventional explanation for this is based on the notion of institutional racism within
psychiatry.? However, this view has been challenged as providing simplistic explanations for complex
underlying processes.*

Ethnic differences in rates of psychosis and pathways to care are evident even in BME patients presenting
with a first episode of psychosis (FEP);>® therefore, contributory factors must be operating before
presentation to psychiatric services. These therefore need to be understood in a wider societal context. We
have argued that ‘any potential solutions (to reduce such differences) must go beyond the health sector
and involve statutory as well as voluntary and community agencies. The problem does not reside
exclusively in psychiatry and hence the solutions cannot emerge from psychiatric services alone’ (p. 650,
italics in original).”

Early intervention services focus specifically on reducing the duration of untreated psychosis (DUP),
enhancing therapeutic engagement and reducing social exclusion by providing care in community-based,
low-stigma settings.® The UK has been at the forefront of developing early intervention services. There is
also good evidence that specialist early intervention services demonstrate both clinical effectiveness and
cost-effectiveness in improving the short- to medium-term outcomes of FEP. It is reasonable to assume that
the assertive, community-based, non-coercive early intervention approach may specifically benefit BME
patients. The Lambeth Early Onset trial® found that BME patients were more likely to stay engaged with
early intervention services than with generic community mental health teams (CMHTs). However, it is
unclear whether generic early intervention services, as currently organised, meet the specific demands and
challenges of providing care for BME patients.

The need for the ENRICH programme grew out of three strands of clinical need, policy imperatives and
research evidence:

1. Adverse pathways to care in BME groups during FEP. Pathways to care are adverse in BME groups even
in first presentation of a psychotic illness.>'® The three-centre Aetiology and Ethnicity in Schizophrenia
and Other Psychoses study of FEP found that black patients were less likely to come to services through
their general practitioner (GP) and more likely to come through criminal justice agencies and
compulsory detention. In addition, family members were more likely to seek police help than medical
help.'®™ Hence, the determinants of these pathways need to be explored within the familial and wider
societal context of BME patients.'>'3

2. Ethnic differences in compulsory detention rates. Detention rates for BME patients are high even for
the FEP and they increase in later episodes.® This deteriorating relationship trajectory between BME
patients and mental health services, with decreasing engagement and increasing detention rates over
time, has been consistently demonstrated.®'37'¢ It is not clear, however, whether service-level
intervention can reduce this detention rate and improve the engagement of BME patients.

3. Ethnic differences in outcomes and service satisfaction. BME patients, especially young black men,
report less satisfaction with mental health services, with an increased number of previous admissions
predicting greater dissatisfaction. In the UK, the unemployment rate for patients suffering from
psychosis has risen over the last 50 years and was 70-80% during the 1990s."” Service users and carer
advocacy groups consider a return to work and occupation as one of the highest priorities for patients
suffering from psychosis, which enhances their functional status and improves their quality of life.’®?
BME patients may be doubly disadvantaged because of the combined effect of racism in the labour
market and the stigma of mental illness.
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INTRODUCTION AND BACKGROUND

The ENRICH programme aimed to develop the knowledge base essential for reducing, and if possible
eliminating, ethnic differences in pathways to care in FEP. We proposed three studies conducted over 42
months of all service users referred to early intervention services in Birmingham. We wished to explore the
cultural and family-related factors that facilitated or impeded access to health care. We planned to
evaluate all MHA assessments to determine whether some BME patients had fewer community alternatives
for care than other ethnic groups, thus leading to greater risk of detention. We wanted to seek the
opinions of service users, carers, clinicians and other stakeholders on how early intervention services could
become more appropriate for, and acceptable to, BME communities.
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Chapter 2 Objectives and ethical considerations

The specific objectives of the programme, conducted as three distinct studies, were as follows:

® Study 1: to understand ethnic differences in pathways to care in FEP by exploring cultural determinants
of illness recognition, attribution and help-seeking among different ethnic groups.

® Study 2: to evaluate the process of detention under the MHA and assess ethnic differences in the
availability of alternative provision that could reduce the need for detention.

e Study 3: to determine the appropriateness, accessibility and acceptability of generic early intervention
services for different ethnic groups and establish the care needs and preferences of service users and
other stakeholders.

In the original proposal we had also sought funding for two further studies:

® Study 4: to understand pathways and predictors of social exclusion, especially vocational outcomes in
FEP, and evaluate the effectiveness of early intervention services in enhancing social inclusion.

® Study 5: to evaluate the longitudinal impact of early intervention services on engagement, satisfaction
and coercion in FEP patients.

Funding for these studies was not approved.

Ethical considerations

Ethics approval

The Warwickshire Research Ethics Committee (WREC) gave ethical approval on 10 December 2008 subject
to minor amendments. Amended documents were submitted and finally approved in February 2009. The
study was approved by the Birmingham and Solihull Mental Health NHS Foundation Trust's (BSMHFT)
Research and Development Department on the 11 March 2009.

Birmingham City Council ethics

Originally we had planned to recruit patients into study 2 using data from social services, supplemented by
data from home treatment teams. Although we had received ethical approval for this method from the
WREC we were asked to seek separate ethical approval from an ethics committee run by Birmingham City
Council (BCC). This committee did not accept WREC approval and did not agree to let us access their data
set. After prolonged negotiations we received BCC approval on the 6 April 2009. We were given access to
anonymised data; however, we had to pay a BCC staff member from our research funds to anonymise the
data set for us. In addition, we had to seek separate BCC approval for the study 2 qualitative study; this
was received on the 22 June 2010. Preparing the relevant documents and waiting for BCC approval led to
a 9-month delay in data collection.
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Chapter 3 Literature review

ocial anthropological perspectives of health and illness suggest that a decision to seek care is, in part,

mediated by beliefs about illness causality as well as the wider social and cultural networks.’®?%?' There
is evidence that some BME communities, especially those from African Caribbean and Asian backgrounds,
attach greater stigma to mental iliness, may attribute unusual behaviour to the individual rather than to an
illness and seek police rather than medical help when dealing with an ill relative.™ It is as yet unclear how
such factors influence the observed ethnic differences in care pathways during FEP.

We reviewed the literature on ethnic and cultural determinants of help-seeking in serious mental disorders
including the role of competing and contrasting explanatory models of mental illness held by BME service
users and the role of stigma and shame in hindering access to care. We wished to determine whether
mental health services consider the cultural, religious or spiritual needs of service users and their carers.
We also conducted a systematic review and meta-analysis to explore correlates and predictors of ethnic
differences in pathways to care in FEP.

Ethnic and cultural determinants of help-seeking

Culture and beliefs

Culture provides a framework for making sense of experience.?? In the health-care context this is important
because the ‘cultural interpretations of mental illness held by members of a society or social group
(including mental health professionals) strongly influence their response to persons who are ill and both
directly and indirectly influence the course of the illness’ (p. 233).> Explanatory models represent the
concepts and frameworks utilised by people to describe the causes and course of their mental illness.?*
Littlewood?® makes a distinction between ‘etic’ models of medical perspectives, which are clinical/scientific
explanations, and ‘emic’ models, which focus on patients’ perspectives based on the cultural
understanding of subjective experience. Such explanatory models influence the perceived causation,
recognition and treatment preferences that determine help-seeking attitudes and behaviours for mental
illness?®2" and could therefore be implicated in delays in help-seeking.

Since 1994, the UK Department of Health has conducted national surveys that show fluctuations in the
general population’s attitude to mental health. The most recent survey®® suggests a slight increase in
positive attitudes towards those with mental illness compared with 2008,%” but current attitudes are not
as positive as those in 2009.% It is difficult to pinpoint the cause in these fluctuations. Even though
ethnicity status was collected, the reports do not highlight any differences in attitudes within ethnic
groups. Hence, the survey does not explore the consequences of negative attitudes, such as the shame
and stigma that exist within communities, or how religious beliefs may play a role in the attitudes and
behaviour of a community.*

Multiple explanatory models or multiple exploratory maps

Williams and Healy's®® study of first-time presenters to mental health services showed that individuals
move between varied and complex sets of beliefs and a variety of explanations are either held
simultaneously or taken up and dismissed rapidly. Some people can move from one strongly held view to
another relatively quickly and unproblematically, forming an exploratory map rather than an explanatory
model. The authors state that ‘such beliefs should not be regarded as taking the form of a coherent
explanatory model but rather as a map of possibilities, which provides a framework for the ongoing
process of making sense and seeking meaning’ (p. 473).%° Clearly, people’s cultural perspectives and
interpretations of situations change too. Hence, explanatory models remain in use as long as they fit
shared experiences,®' and experiences in turn shape cultural models over time.
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LITERATURE REVIEW

Explanatory models in different ethnocultural groups

In studies examining the appropriateness of mental health services for Asian populations in the UK, the
most frequently mentioned causes of mental health illness were social stress, family problems and the ‘will
of God'.?? Other attributions include ‘bad thoughts’, ‘lack of will power’ and ‘weakness in personality’.?*3

McCabe and Priebe’s®® study exploring explanatory models in schizophrenia in the UK found that white
patients cited biological causes of illness more often than African Caribbean, West African and
Bangladeshi patients, and both Bangladeshi and West-African patients cited supernatural causes more
frequently than white patients. Small qualitative studies have suggested that such supernatural explanatory
models lead to help-seeking from traditional healers rather than mental health services.>**® However,
there are few studies in the literature that have systematically explored cultural attribution in emerging
psychosis and its relationship to help-seeking.

Lack of education and information are considered to be important factors related to supernatural
explanations for mental illness, both amongst BME groups in the UK*® and in the developing world.
Srinivasan and Thara® found that, in urban India, families living with someone suffering from chronic
schizophrenia subscribed to a supernatural causation of the illness, which the authors suggest occurs
because of lack of information. However, other research shows that supernatural causes of schizophrenia
are strongly held despite a medical knowledge of mental illness.>”*' For instance, Das et al.*' attempted to
explore the effects of a structured educational programme on explanatory models of illness among
relatives of people with schizophrenia in India. They found that many of the indigenous explanatory
models persisted, especially those related to treatment (i.e. visiting traditional healers), despite the
educational intervention. Dein and Sembhi® found that age (as opposed to education) of subjects was the
key variable, with younger patients more likely to consult traditional healers.

Spiritual and religious beliefs
Spirituality and religion are elusive concepts that are hard to define.*> The Royal College of Psychiatrists**
defines spirituality as:

A distinctive, potentially creative and universal dimension of human experience arising both within the
inner subjective awareness of individuals and within communities, social groups and traditions. It may
be experienced as relationship with that which is intimately ‘inner’, immanent and personal, within
the self and others, and/or as a relationship with that which is wholly ‘other’, transcendent and
beyond the self. It is experienced as being of fundamental or ultimate importance and is thus
concerned with matters of meaning and purpose in life, truth and values.

p. 24

Religion is an organised and communal activity, which encompasses most if not all aspects in definitions of
spirituality, particularly in the context of belief in some sort of supernatural power, or God(s). Spirituality is
more personal and individual in nature.***> However, it is generally accepted that they overlap*® and that
spirituality concerns anything that inspires a person, whether or not this is a formal religion.

In the UK's changing and diverse society, people move across cultural boundaries and between faiths, or
from belief to unbelief and then back to belief when a crisis occurs.*” Research demonstrates that
members of BME communities explicitly express their religious needs more than members of white
communities.*® lliness attributions, however, may not be bound to one particular religion. For instance,
belief in demon possession as an explanation for mental illness has been noted in many Christian, Muslim
and other communities in the UK.*

In the study by Leavey et al.*® on clergy contact with people with mental illness, both imams and
Pentecostal pastors stated that they were often contacted by individuals or families who feared that il
health or misfortune had been provoked by a curse or witchcraft, or was the result of spirit possession.
In such cases, prayer and religious rituals such as deliverance (exorcism) were considered to be the
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appropriate response.* Rabiee and Smith* also highlighted similar findings amongst Somalian carers and
users of mental health services in Birmingham.

In the UK, >50% of service users say that spirituality helps them to cope with ill health and should be
nurtured.’ In light of the focus on spirituality in mental health care, the Royal College of Psychiatrists has
set up a Special Interest Group in Spirituality (www.rcpsych.ac.uk/college/specialinterestgroups/spirituality.
aspx; accessed July 2013). This group produces guidance on the relationship between spirituality and
psychiatry, and the practicalities of addressing spirituality in psychiatric care. The Department of Health also
produced a report highlighting the value of religion and belief in health, and the duty of professionals to
respect and value belief systems in care planning and delivery.>

Stigma and shame

‘Stigma’ is a mark or discredit that sets a person aside from others.>* Human beings have a basic need to
obtain or maintain a positive self-concept (ego-defence).>* Research has demonstrated that stigmatising
attitudes towards mental illness are particularly pervasive and harmful to those experiencing mental health
problems, devaluing and discrediting self-identity.>®> Stigma and shame have been heavily implicated in
poor help-seeking behaviour.*® The fear of being labelled ‘'mad’ or being perceived as mentally ill can lead
to sufferers distancing themselves from others in their social roles and interactions.® Social distance is a
measurement of an individual’s readiness to inter-relate with a target person in a variety of relationships.>’
Studies have shown that those with previous extensive communications with individuals experiencing
mental health problems feel the need for less social distance than those with limited or no experience of
such difficulties.>’

Evidence also suggests that urbanicity and cultural beliefs have an effect on levels of social distance. High
levels of urbanicity and cultural beliefs in supernatural reasons for mental illness have been related to
increased levels of social distance.®® The fear of mental illness and people with mental health problems
acts as a barrier in engaging with services, which can bring about stigmatised attitudes towards mental
health and cause delays in help-seeking.>® As the clergy in the Leavey et al.*° study acknowledge,
profoundly stigmatising community attitudes towards mental illness can result in religious rather than
psychiatric help-seeking for such cases.

Systematic review of ethnic differences in pathways to care in
first-episode psychosis

The primary aim of this systematic review was to explore ethnic differences in pathways to care exclusively
during FEP and to explore factors that influence these differences. This review is split into two parts: the
first will descriptively review the literature, exploring ethnic variation in pathways to care and associated
factors; the second will report the meta-analysis, exploring ethnic variation in compulsory hospitalisation
and criminal justice agency and GP involvement.

Search strategy and methodological appraisal

A comprehensive search strategy was developed to identify all studies in the UK that had explored ethnic
variation in pathways to care during FEP (see Appendix 2). Singh et al.® had previously conducted a
systematic review exploring ethnic differences under the MHA 1983, and Anderson et al.®® conducted a
systematic review exploring pathways to care during FEP. As these overlapped for the purpose of this
review, relevant articles from these two reviews were carried forward (Figure 7). An additional literature
review was conducted, extending the time period of these previous reviews. Bibliographic databases
[MEDLINE, Web of Science, PsycINFO, Google Scholar, Cumulative Index to Nursing and Allied Health
Literature (CINAHL), Electronic Theses Online Service (EThOS) — British Library and The Cochrane Library]
were searched from May 2005 to December 2011.
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FIGURE 1 Flow chart of the amalgamation of the current search with the previous systematic reviews exploring
ethnic variation in pathways to care during FEP.

Inclusion criteria included:

studies including FEP-only cohorts

studies conducted in England and Wales

studies conducting an ethnic comparison between two or more groups

studies conducting a comparison of at least one pathway to care outcome (e.g. compulsory hospital
admission, GP involvement, criminal justice agency involvement).

Exclusion criteria included:

data used in previous articles

data from first-contact studies, with no specification of episode
qualitative papers

studies not in English.

Of the roughly 6000 journal articles retrieved, three®'-* met the overall inclusion criteria of our review.

These were added to the 9 articles'®""'>547° identified through the two previous reviews, giving a total of
12 studies. However, further examination revealed that one of these® was a conference abstract of a
paper that had already been retrieved and it was therefore excluded. Our review therefore consisted of
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11 studies'®'"1>%277% that had explored ethnic variation in pathways to care in FEP patients. These studies
are listed in Table 1.

Quality rating

The 11 studies were evaluated for methodological quality using a review tool described by Bhui et al."®
Essentially, the tool is a scoring system, appraising each study on four domains: sample size, adjustment
for confounders, measurement of ethnicity and choice in ethnic comparison (see Appendix 3). Studies are
scored on each domain, with the individual scores summed (maximum 11). Higher scores reflect better
methodological quality.

TABLE 1 Studies included in the systematic review exploring ethnic differences in pathways to care during FEP

Harrison et al. African Caribbean 131 Nottingham  Diagnosis, Third-party 5
19895 42; non-African gender, age reports
Caribbean 89
Chen et al. African Caribbean 80 Nottingham  Diagnosis Medical records, 4
19916° 40; non-African source not
Caribbean 40 specified
Birchwood et al.  White British 74; 154 Birmingham  Diagnosis Census rated 6
1992°% Asian British 30;
African Caribbean
British 50
King et al. White 39; Asian 11; 93 London Diagnosis Self-reported/ 4
1994°7 black 38; ‘other’ 5 census
categorisation
Cole et al. White 39; black 38; 93 London Diagnosis, Census rated 8
1995°%8 ‘other’ 16 absence of a
help-seeker, lack
of GP involvement
Burnett et al. White 38; African 100 London Diagnosis Self-reported/ 7
19997° Caribbean 38; census
Asian 24 categorisation
Goater et al. White 39; 93 London Age, gender, Self-reported/ 6
1999'® black 38; unemployment, census
‘other’ 16 risk to others, categorisation
diagnosis, criminal
justice referrals,
self-initiated
help-seeking
Harrison et al. African Caribbean 166 Nottingham  Diagnosis Third-party 2
1999°° 33; ‘other’ 133 reports
Brunet 2003% White 16; black 37; 91 Birmingham  Diagnosis Not reported 5
Asian 30; ‘other’ 8
Morgan et al. White British 237; 462 London and  Age, gender, Self-reported/ 10
2005 African Caribbean Nottingham  unemployment, census
128; black African risk to others, categorisation
64; white ‘other’ 33 criminal justice
referrals,
self-initiated
help-seeking,
diagnosis
Chaudhry et al. White British 24; 48 Lancashire Diagnosis Not reported 4
2008% South Asian 24
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From each study, two types of information were extracted: (1) ethnic variation in pathways to care (ethnic
differences in compulsory hospital admission, criminal justice agency involvement and GP involvement) and
(2) empirically supported explanations offered for these differences.

Several studies included in the review confirmed that BME patients had higher rates of MHA detention,
more contact with criminal justice agencies and less involvement of GPs in the care pathway. We also
identified other ethnicity-related differences that have received less attention in research. Burnett et al.”®
reported that Asian patients had a higher level of domiciliary visits than white and African Caribbean
patients. Morgan et al."® reported significantly higher levels of domiciliary visits for African Caribbean
patients than for white patients. In 35% of these visits the police were involved, suggesting that these
were usually crisis referrals. In Manchester, Chaudhry et al.®® reported that South Asian patients were more
likely to have community mental health services as their first contact to seek help whereas white patients
had more inpatient admissions as entry into care. Cole et al.®® reported that white patients were more
likely than black and Asian patients to make first contact with a duty psychiatrist.

Four areas that may influence ethnic variation in pathways to care were also identified in the literature.
These are differences in clinical presentation, delays in help-seeking, the role of social networks and
cultural attribution of emerging illness:

1. Clinical factors. Harrison et al.®* reported ethnic differences in both clinical presentation and manifest
behaviour during FEP. Informants (family, friends and clinicians) reported that African Caribbean
patients were more likely to show neglect in social functioning, personal appearance and hygiene,
suggesting greater impairment. African Caribbean patients were also more likely to be perceived as
being a danger to themselves and more likely to commit violent attacks than patients from other
groups. Chen et al.®® reported that African Caribbean patients presented more frequently to services
with behavioural disturbances and agitation (collectively defined as violence, extreme bizarre behaviour,
threatening behaviour and absconding) than non-African Caribbean patients. There was also a trend
towards more affective psychosis and fewer substance-related psychoses amongst the African
Caribbean sample than amongst the white patients. Morgan et al.'! reported that African Caribbean
patients were significantly more likely than patients from other ethnic groups to be involved in a violent
incident and/or to be perceived as threatening by others leading to inpatient admission. There were no
differences in DUP between African Caribbean and other ethnic groups.

2. Delays in help-seeking. Harrison et al.®* reported that 40% of African Caribbean patients made contact
with services < 1 week before psychiatric contact, compared with 1% of the non-African Caribbean
sample (p <0.001). There was no difference in symptom duration between the two groups but, once
African Caribbean patients had made contact with services, psychiatric intervention occurred much
sooner than amongst the non-African Caribbean sample, suggestive of crisis referral.

3. Social networks. Surprisingly little attention has been paid to the role of social and family networks in
influencing pathways to care. Harrison et al.** reported lower levels of past relative contact amongst
African Caribbean patients than amongst those from non-African Caribbean groups [y?>=5.22, degrees
of freedom (df)=1, p<0.05].

4. lliness recognition and cultural attribution. This important variable has also received minimal attention
in studies of pathways into care for FEP. Harrison et al.** asked informants (carers) to explain the cause
of their patient’s current problems. Carers of African Caribbean patients were significantly more likely
to attribute cause to ‘faulty biology’ or ‘substance misuse’ than carers of non-African Caribbean
patients (y*=4.7, df =1, p<0.03). About one-third (35%) of the African Caribbean carers viewed the
iliness as the result of personal character/lifestyle choices, compared with 50% of non-African
Caribbean carers. However, this difference was not statistically significant. Only one African Caribbean
carer mentioned a supernatural cause, compared with three non-African Caribbean patients. When
carers were asked what they thought the nature of the problem was, both groups frequently cited
mental illness.
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Meta-analyses

Compulsory hospital admission

Each of the 12 studies made ethnic comparisons of the rates of compulsory hospital admission during FEP.
Two studies' ' used the same data set in this comparison and so only one of these studies was included.
Meta-analyses were conducted by pooling the odds ratios (ORs) across seven studies.'?6264666870 The
remaining studies were excluded as they either descriptively reported ethnic differences or did not include
raw data. Given the variation in how BME groups were categorised in individual studies, we decided to
conduct multiple comparisons to ensure meaningful ethnic comparisons. Four separate meta-analyses were
conducted: (1) black Caribbean compared with white British patients, (2) black Caribbean compared with
non-black Caribbean patients, (3) black (i.e. black African, black Caribbean, black ‘other’) compared with
non-black patients and (4) Asian compared with non-Asian patients. Studies were included more than
once in each analysis when multiple ethnic comparisons were made.

Criminal justice agency involvement

The review also investigated ethnic differences in criminal justice agency involvement. We defined this as
any contact with either judicial agencies or law enforcement agencies. Of the 12 studies, five''®4666870 had
explored ethnic differences in relation to criminal justice agency involvement. Of these, four®*¢6870 ywere
of ‘'moderate’ methodological quality and one was rated ‘high’." Two separate sources of data were
extracted from the articles by Cole et al.®® and Burnett et al.”® as they used two independent measures of
criminal justice agency involvement. In total, two separate meta-analyses were conducted to explore ethnic
variations in criminal justice agency involvement: (1) black Caribbean compared with non-black Caribbean
patients and (2) black (i.e. black African, black Caribbean, black ‘other’) compared with non-black patients.
All articles except that by Harrison et al.%* were included multiple times as the authors made comparisons
between multiple ethnic groups.

General practitioner involvement

Four studies'#*87° explored ethnic differences in use of GP referral in pathways to care. Of these, one'"
was rated high on methodological quality and the others were rated moderate. The study by Burnett

et al.”® used two measurements of GP referral, one by family members and the other by the patients
themselves. Because of the lack of clarity surrounding how GP referral was determined in this study,

we excluded it from the analyses.

Results of the systematic review

Compulsory hospital admission

The results of the meta-analysis showed that black Caribbean patients were significantly more likely to be
compulsorily detained during FEP. Specifically, black Caribbean patients were 2.39 times more likely to be
detained than white British patients [95% confidence interval (Cl) 1.62 to 3.52, p=0.0001, Figure 2] and
2.13 times more likely to be detained than non-black Caribbean patients (95% Cl 1.64 to 2.76,
p=0.00001, Figure 3). This finding was also true for broadly defined black patients (black Caribbean,
black African and black ‘other’ patients) compared with non-black patients (2.33, 95% Cl 1.85 to 2.93,
p=0.00001, Figure 4) but not for Asian patients compared with white patients (0.59, 95% Cl 0.25 to
1.39, p=0.22, Figure 5).

The following explanations were offered for ethnic variation in compulsory hospital admission.

Harrison et al.®* found that compulsory hospital admission was significantly higher amongst black
Caribbean women than amongst other British women. However, no differences were found for men
across different ethnic groups. In addition, when ethnic comparisons were made for those aged < 30 years
only, the increased rate of admission amongst black Caribbean patients was reduced. The authors
suggested that gender and age may account for the increased detention levels amongst some

BME groups.
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Black Carribean White British OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.®! 16 50 19 74 32.4% 1.36 (0.62 to 3.00) ——
Morgan et al.8 66 128 64 237 67.6% 2.88(1.84t04.51) o
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FIGURE 2 Forest plot for studies included in the comparison of black Caribbean patients and white British patients for

compulsory hospital admission.

Black Carribean Non-black Carribean OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.61 16 50 19 74  13.6% 1.36 (0.62 to 3.00) ——
Birchwood et al.®" (2) 16 50 4 30 4.5% 3.06 (0.91 to 10.25)
Chen et al.50 20 40 9 40 5.9% 3.44(1.31 to 9.06) —_—
Harrison et al.>® 19 42 19 89 8.7% 3.04(1.381t06.72) —_—
Morgan et al.8 66 128 34 64 28.7% 0.94(0.51to 1.71) -
Morgan et al.8 (2) 66 128 10 33 10.1% 2.45 (1.08 to 5.56) _—
Morgan et al.8 (3) 66 128 64 237 285% 2.88(1.84to04.51) .
Total (95% Cl) 566 567 100.0% 2.13 (1.64 to 2.76) ¢
Total events 269 159 . . . .
Heterogeneity: x2=12.26, df=6 (p=0.06); /2=51% 0.01 0.10 1 10 100

Test for overall effect: z=5.64 (p<0.00001)
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FIGURE 3 Forest plot for studies included in the comparison of black Caribbean patients and non-black Caribbean

patients for compulsory hospital admission.

Broad black Non-broad black OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.®! 16 50 19 74 10.8% 1.36 (0.62 to 3.00) —_—
Birchwood et al.®" (2) 16 50 4 30 3.5% 3.06(0.91to 10.25) T
Brunet et al.67 16 36 5 16  4.0% 1.76(0.51t06.11) —_—
Brunet et al.%” (2) 16 36 8 28  5.2% 2.00(0.70 to 5.72)  EE—
Chen et al.®0 20 40 9 40 4.6% 3.44(1.31t09.06) —_—
Cole et al.83 15 38 1" 39  6.8% 1.66(0.64to 4.31) S E—
Cole et al.63 (2) 15 38 3 16 2.6% 2.83(0.65t0 11.62) —_
Harrison et al.>® 19 42 19 89 6.9% 3.04(1.38t06.72) —_—
Morgan et al.8 66 128 64 237 22.5% 2.88(1.84t04.51) ——
Morgan et al.8 (2) 34 64 64 237 13.2% 3.06 (1.74 to 5.41) —_—
Morgan et al.8 (4) 66 128 10 33 8.0% 2.45 (1.08 to 5.56) -
Morgan et al.8 (5) 34 128 10 33 12.1% 0.83(0.36 to 1.93) . e—
Total (95% Cl) 778 872 100.0% 2.33 (1.85 to 2.93) <
Total events 333 226
Heterogeneity: y2=11.39, df=11 (p=0.41); I2=3% f —H

Test for overall effect: z=7.24 (p<0.00001)
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FIGURE 4 Forest plot for studies included in the comparison of broadly defined black patients and non-broadly
defined black patients for compulsory hospital admission.

South Asian Broad white OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.®! 4 30 19 74 67.6% 0.45(0.14 to 1.44)
Brunet et al.5? 8 28 5 16 32.4% 0.88(0.23 to 3.35)
Total (95% Cl) 58 90 100.0% 0.59 (0.25 to 1.39)
Total events 12 24

Heterogeneity: y2=0.56, df=1 (p=0.45); 12=0%
Test for overall effect: z=1.21 (p=0.22)
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FIGURE 5 Forest plot for studies included in the comparison of Asian patients and white patients for compulsory

hospital admission.
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The findings of the study by Morgan et al.’® were in direct contrast to those of the study by Harrison

et al.** In this study, African Caribbean men were 4.75 times more likely to experience compulsory hospital
admission then white British patients (95% Cl 2.41 to 9.38, p <0.0001). Such a difference was not found
for either African Caribbean women or the entire black African group. In relation to age, the authors
found a higher level of compulsory hospital admissions amongst younger African Caribbean patients.

Morgan et al.’® attempted to control for confounders using two logistic regression models. In addition to
ethnicity, the first model included employment status, criminal justice agency referral, perceived risk to
others, self-initiated help-seeking and diagnosis with detention as the outcome variable. In the second
model, an additional interaction effect term "African Caribbean ethnicity against gender’ was included. The
results of the first analysis demonstrated that, in addition to African Caribbean and black African ethnicity,
unemployment, manic psychosis, perceived risk to others, criminal justice agency referral and self-initiated
help-seeking all predicted compulsory hospital admission. In the second analysis, with the interaction effect
term included, African Caribbean men were 3.52 times more likely to be detained, a rate that was higher
than the unadjusted rate. Being unemployed, perceived as being a risk to others, affective psychosis and
self-initiated help-seeking also remained significant in the model. It seems, therefore, that, amongst men,
being African Caribbean significantly increases the risk of being detained.

Criminal justice agency involvement

The results of the meta-analyses showed that black Caribbean patients were roughly twice as likely as
non-African Caribbean patients to experience criminal justice agency involvement in their pathways to care
during FEP [odds ratio (OR) 2.05, 95% Cl 1.51 to 2.80, p <0.00001, Figure 6]; similarly, black patients
(broadly defined) were roughly twice as likely as non-black patients to experience criminal justice agency
involvement in their pathways to care during FEP (OR 2.25, 95% Cl 1.74 t0 2.92, p <0.00001, Figure 7).

Of the five studies, only Morgan et al.’" explored the determinants of these differences. First, the authors
calculated the unadjusted ORs for all variables that predicted criminal justice agency involvement in
addition to ethnicity. The results showed that unemployment, living status, diagnosis and family
involvement were all associated with criminal justice agency involvement. In a multiple regression model,
black African ethnicity no longer remained significant, suggesting that these variables accounted for the
increased criminal justice agency involvement amongst this group.

General practitioner referral

The results of the meta-analyses suggested that black patients were significantly less likely than non-black
patients to have GP involvement in their pathway to care during FEP (OR 0.51, 95% Cl 0.35 to 0.72,
p=0.0001, Figure 8).

Afro-Carribean Non-Afro-Carribean OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.5' 10 50 2 74 2.2% 9.00 (1.88 to 43.11)
Birchwood et al.5" (2) 10 50 2 30 3.5% 3.50(0.71to 17.22)
Burnett et al.6> 2 38 3 38 4.9% 0.65(0.10 to 4.12)
Burnett et al.55 (2) 10 38 6 38 7.7% 1.90 (0.61 to 5.91) -
Burnett et al.55 (3) 10 38 1 24 1.6% 8.21(0.98 to 69.01) e —
Harrison et al.>° 8 42 6 89 5.4% 3.25(1.05 to 10.09) e
Morgan et al.? 38 128 34 237  29.0% 2.52(1.49 to 4.26) ——
Morgan et al.% (2) 38 128 21 64  34.1% 0.86 (0.45 to 1.65) ——
Morgan et al.% (3) 38 128 6 33 11.6% 1.90 (0.73 to 4.97) T
Total (95% Cl) 640 627 100.0% 2.05 (1.51 to 2.80) '3
Total events 164 81
Heterogeneity: y2=15.15, df=8 (p=0.06); 12=47% 0 61 o ’10 ; 1’0 1(’)0
Test for overall effect: z=4.56 (p<0.00001) ’ Decrealse in CIl Increase in CJI

FIGURE 6 Forest plot for studies included in the African Caribbean vs. non-African Caribbean comparison of criminal
justice agency involvement.
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Black Non-black OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Birchwood et al.t7 10 50 5 74  4.2% 3.45(1.10to 10.81) JE—
Birchwood et al.6" (2) 10 50 2 30 2.6% 3.50(0.711t0 17.22) -
Burnett et al.65 3 38 2 38  2.4% 1.54(0.24 to 9.80) —
Burnett et al.65 (2) 10 38 1 24 1.2% 8.21(0.98 to 69.01)
Burnett et al.5 (3) 10 38 6 38 5.8% 1.90(0.61t05.91) _
Cole et al.63 5 39 6 38 7.0% 0.78(0.22 to0 2.82) —_—
Cole et al.83 (4) 5 39 1 16 1.6% 2.21(0.24 to 20.54) B
Cole et al.63 (2) 17 39 15 38 11.3% 1.18 (0.48 to 2.94) —
Cole et al.83 (3) 17 39 7 16 7.4% 0.99 (0.31to 3.21) —_—
Morgan et al.% 38 128 6 33  8.8% 1.90(0.73 to 4.97) d—
Morgan et al.? (2) 21 64 34 237 12.8% 2.92(1.54t05.51) —
Morgan et al.? (3) 38 128 34 237 22.1% 2.52(1.49 to 4.26) .
Morgan et al.® (4) 21 64 34 237 12.8% 2.92(1.54t05.51) —
Total (95% Cl) 754 1056 100.0% 2.25 (1.74 to 2.92) 2
Total events 205 153 } I I i
Heterogeneity: x2=10.46, df=12 (p=0.58); I2=0% 0.01 0.10 1 10 100
Test for overall effect: z=6.15 (p<0.00001) Decrease in CJI  Increase in ClI

FIGURE 7 Forest plot for studies included in the broad black vs. non-black comparison of criminal justice
agency involvement.

Black Non-black OR OR
Study or subgroup Events Total Events Total Weight M-H, fixed, 95% Cl M-H, fixed, 95% Cl
Brunet et al.67 21 32 12 15  6.3% 0.48(0.11 to 2.06) —
Cole et al.63 26 38 27 39  9.4% 0.96 (0.37 to 2.53) —
Cole et al.t3 (2) 26 38 13 16 6.5% 0.50(0.12 to 2.09) —_—
Harrison et al.>® 25 42 67 89 19.5% 0.48 (0.22 to 1.06) —a—
Morgan et al.% 27 104 35 84 32.1% 0.49 (0.26 to 0.91) ——
Morgan et al.? (2) 13 62 35 84 26.3% 0.37(0.18 t0 0.79) —.—
Total (95% Cl) 316 327 100.0% 0.50 (0.35 to 0.71) 2
Total events 138 189 . . . .
Heterogeneity: y2=2.39, df=5 (p=0.79); 12=0% ! ' ' !
Test for overall effect: z=3.86 (p=0.0001) 0.01Decreg.s1eoin GPI 1 Increa::in GP|100

FIGURE 8 Forest plot for studies included in the comparison of broadly defined black patients and non-broadly
defined black patients for GP involvement.

Morgan et al.'® demonstrated that, when confounders such as living circumstances, gender, help-seeking
patterns and family involvement were controlled for, the odds of excess detention in black patients were
significantly reduced.

Findings from the systematic review

Overall, our review provides strong evidence for ethnic differences in pathways to care during FEP.

In particular, black and African Caribbean patients are significantly more likely to experience adverse
pathways to care during first presentation. There is no clear pattern in the predictors of such ethnic
differences, although younger age, male gender, low level of social support and clinical differences in level
of risk account for some of the observed ethnic differences in compulsory detention and criminal justice
agency involvement.

There is some evidence, mainly from small qualitative studies, that mental health help-seeking amongst
BME groups is strongly influenced by culturally mediated attributions of mental disorders, in particular
religious and spiritual attributions, and by stigma and shame within BME communities.

To the best of our knowledge, no study has attempted to explore attributions and help-seeking behaviour
in emerging psychosis to determine whether or not these might explain some of the ethnic differences

in pathways to care. In particular, inter- and intra-ethnic differences have not been explored; instead,
BME groups have been compared as homogeneous entities with a homogeneous and contrasting white
population. These lacunae in our knowledge were the drivers for evidence gathering that is the

ENRICH programme.
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Chapter 4 Study 1: determinants of ethnic
variation in pathways to care during
first-episode psychosis

Abstract

Introduction: Black and minority ethnic patients in the UK are known to experience adverse pathways
into care for FEP. Several explanations have been offered for these differences, ranging from institutional
racism in psychiatry to differences in clinical presentation. However, the role of culturally mediated
attributions of emerging symptoms in psychosis and how these influence help-seeking has not been
explored in a systematic manner.

Methods: A prospective cohort of all consenting, newly accepted first-episode of psychosis patients was
approached to take part in an in-depth semistructured interview using the Nottingham Onset Schedule
(NOS), the Emerging Psychosis Attribution Schedule (EPAS) and the Amended Encounter Form. Qualitative
analyses were conducted on a subsample of NOS interviews, stratified by ethnicity.

Results: A total of 132 patients were recruited (45 white, 35 black, 43 Asian and nine ‘other’ patients).
There were no ethnic differences in duration of untreated psychosis and duration of untreated illness.
Duration of untreated psychosis was not related to illness attribution; long duration of untreated psychosis
was associated with patients being young (< 18 years) and living alone. During the prodromal phase of the
illness, ‘social world" attributions were most common and patients sought help from health agencies.

With the emergence of psychotic symptoms, BME patients and carers, in particular British Asians, were
significantly more likely to have ‘supernatural’ attributions and seek faith-based help.

Conclusions: Culturally mediated attributions of emerging symptoms of psychosis are an important and
hitherto unexplored variable that may explain ethnic differences in pathways to care.

Aims and objectives

This mixed-methods study used both quantitative and qualitative approaches to assess ethnic variation in
the process of help-seeking during FEP. The overall aim of the study was to understand ethnic variation in
pathways to care in FEP by exploring sociocultural determinants of illness recognition, attribution and
help-seeking among different ethnic groups. The specific research questions were as follows:

® Are there ethnic differences in how patients and their carers recognise and understand early signs
of psychosis?

® Are such differences a function of cultural factors such as explanatory models of illness or are these
related to socioeconomic status, deprivation and isolation?

® Do biological as opposed to psychological or social explanatory models of illness predict early medical
help-seeking and shorter DUP?
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STUDY 1: DETERMINANTS OF ETHNIC VARIATION IN PATHWAYS TO CARE DURING FIRST-EPISODE PSYCHOSIS

Quantitative study 1

Methodology

Patients were recruited from the early intervention services of the BSMHFT. The trust provides psychiatric
care for the geographical area of Birmingham and the neighbouring borough of Solihull. All participants in
this study were recruited from the early intervention service in Birmingham as the Solihull early intervention
service was not yet established at the time of study commencement.

Birmingham city has a population of 1,073,045 (BCC, census and population data 2012) from diverse
socioeconomic, ethnic and cultural backgrounds. The 2011 ethnic breakdown of the city population was
estimated as 53.1% white, 4.4% Caribbean, 2.8% African and 22.5% South Asian; the remainder were
from ‘other’ ethnic groups (see Appendix 4).”" The Birmingham early intervention service provides
comprehensive community-based care for all people aged between 16 and 35 years experiencing a FEP.
Specialist Child and Adolescent Mental Health Services (CAMHS) nurses also work in this service in
collaboration with local CAMHS services for patients aged < 16 years.

Sample

All patients attending the Birmingham early intervention service (within the BSMHFT) who were able to
give informed consent were invited to participate in the study. Researchers regularly screened all new
referral lists for potential participants. Each eligible participant's community psychiatric nurse (CPN) was
approached to determine whether the patient was well enough to take part in terms of symptoms,
general well-being and recovery. If the CPN felt that the patient was suitable, the information sheet and
consent form were given to the CPN to give to the patient. If the patient agreed to meet the research
team, a researcher contacted the patient to explain the study and answer any questions. The initial contact
with the research team took place at a venue suitable for the patient, including in the patient’s home if
requested. During the consenting process, participants were also asked if the research team could invite a
carer to participate in the study. The definition of a carer for the purpose of this study was someone who
had played an important role in the major decisions related to the service user’s journey to care and was
identified thus by the patient. Separate informed consents were obtained from patients and their carers.

Recruitment of cases

The early intervention service in Birmingham is a highly research-active service. During the 2-year period of
data collection, various other research projects were being conducted, including studies carried out by
medical, clinical psychology and PhD students. It is likely that this affected patient recruitment, as care
co-ordinators often reported that their patients were unwilling to engage with further lengthy assessments,
or were too busy with other commitments to engage with another study. Although we approached all
consecutive cases over this time, we did not recruit all eligible cases as participation was voluntary. Patients
who refused initially were approached once more for participation. After the second refusal they were not
approached again. We made comprehensive notes detailing reasons for non-participation. For illustrative
purposes, we describe here the reasons for non-participation from one early intervention services team:
34.4% were recruited, 19.4% declined as they were not interested in research, 17.9% were unsuitable to
give informed consent, 7.5% were not recruited because they were not engaging clinically with services,
6% refused without specifying a reason and the remainder refused for other reasons.

Over the 2-year study period, 499 patients were accepted into early intervention services. Of these,
31.5% were white, 20.9% were black, 36.1% were Asian and 11.4% were from other ethnic groups.
In total, 66.3% of the participants were male and the average age of the sample was 22.59 years.

To ensure that our sample was representative, comparisons were made between participants recruited into
the ENRICH study and the 2-year total early intervention service (EIS) intake (Table 2).

Measures
Data were collected using the following measures.
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Demographic comparison between the ENRICH sample and the 2-year early intervention service
(EIS) intake

White 315 34.1 21.97 23.13 64.30 80.00

Black 20.9 26.5 22.92 22.17 67.30 68.60

Asian 36.1 32,6 21.82 23.72 69.40 72.10

Other 114 6.5 24.91 21.00 59.60 66.70
Sociodemographics

Data were recorded on age, gender, ethnicity, religious affiliation, living and employment status, postcode
and occupation. The service user general information sheet is provided in Appendix 5. Ethnicity was
recorded in two ways. First, participants were asked to describe their ethnicity in their own words. This was
recorded verbatim. Second, a list of census categories was presented to participants and they were asked
to select the category that best represented their ethnic group. As there was consistency across the sample
between these two methods, the standardised census categorisation method was used in the analysis.
From this, the following four groups were created for analyses:

white (white British, white Irish, white ‘other’)

black (black/black British Caribbean, black/black British African)

Asian (Asian/Asian British Pakistani, Asian/Asian British Indian, Asian/Asian British Bangladeshi)
‘other’ (mixed white/black Caribbean, mixed ‘other’).

Nottingham Onset Schedule

The NOS”? is a short guided interview and rating schedule for establishing the chronology and components
of symptom development in a FEP. The patient’s history is collected before the interview from medical
notes and clinical correspondence to develop a preliminary timeline. This timeline is then used with the
patient (and the carer if available) to guide the NOS interview. Once all available information is collected, a
final timeline and the following four time points are derived (see Appendix 6):

Prodrome. The onset of prodrome is defined as the phase of illness from the emergence of prodromal
symptoms to the development of psychotic disorder. Prodromal symptoms usually include non-specific
disturbance of mood, thinking, behaviour, perception and functioning. For such symptoms to be
considered as part of the psychotic illness there should be no return to premorbid functioning
following onset of these symptoms.

First psychotic symptom. Unequivocal presence of one or more positive psychotic symptoms, rating

2 (minimal) or 3 (mild) on the Positive and Negative Syndrome Scale (PANSS), characterised by the
definite presence of the symptom, which, though clearly evident, occurs only occasionally or

intrudes on daily life mildly. In some cases this phase of illness may not be easily separated from the
preceding phase.

Definite diagnosis. A rating of >4 on any one of the positive symptoms from the PANSS or a group of
positive symptoms on the PANSS with a collective rating of > 7, not including those scored as 1
(absent). Symptoms should have occurred for at least 1 week (transition into psychosis).

Date of start of antipsychotics at adequate dosage. Adequate dosage is defined as evidence that
medication is being taken at > 75% of the prescribed dosage and for > 75% of the prescribed time.
Compliance may be assumed when a patient is on home treatment or is hospitalised and there is no
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record of non-compliance. When a patient has initially been non-compliant, the start date of treatment
recommencement and compliance is used.

Once these time points had been established, three iliness phases were created, as illustrated in Figure 9:

® prodrome (early phase of illness between points A and C)
® DUP (period of FEP, between points C and D)
® duration of untreated illness (DUI) (between points A and D).

The NOS has high test-retest and inter-rater reliability’> and is a standard measure for DUP in several early
intervention services.”

Emerging Psychosis Attribution Schedule

In the original ENRICH programme proposal, we intended to use the Short Explanatory Model Interview
(SEMI)* to capture how participants attributed the causes of their symptoms. After further consideration
we realised that the tool had two limitations. The first was that its terminology was overtly medical, which
the research team felt might bias the responses of participants with non-medical explanations and
attributions. Second, the SEMI is a cross-sectional method and does not distinguish symptom attribution
during early and later stages of the disorder.

We decided to develop a specific schedule to complement the NOS interview, using a similar approach

as SEMI but capturing symptom attribution over time and without a medical bias. The EPAS is a
semistructured interview guide, implementation protocol and coding manual used to elicit attributional
responses of symptoms identified during the NOS (see Appendix 7). Both patients and carer-informants are
asked to recall how they attributed a symptom at the time the symptom first appeared, as recalled during
the NOS interview. Individual responses are then categorised into one of six broad groups, loosely based
on the anthropological work of Cecil Helman?' on cultural beliefs of iliness:

® Within the individual. Attributions that locate the origin of ill health within, or arising from within, the
individual. Here, attributions are likely to refer to psychological and/or physiological causes, genetic or
hereditary factors and factors relating to the sufferer’s personality or character.

[ Duration of untreated illness (DUI) ]

Non-specific symptoms

2\ 7\ 2\ 7\
OP: onset of prodrome FPS: first psychotic symptom DD: definite diagnosis TC: treatment compliance
)

FIGURE 9 Components in the development of FEP, as established by the NOS. Note: the thin black lines running
horizontally represent the unfolding of symptoms through the various stages.
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The natural world. Relating the cause of the illness to natural occurrences, such as germs/infections or
environmental agents/toxins. In addition, attributions described as reactions to accidents, injuries or
medicinal/illicit drug use are included here.

The social world. Related to factors in the sufferer’s social world, such as other people or social
experiences and adverse events.

The supernatural world. Emanating from non-natural domains, such as interactions with supernatural
forces, superhuman influences, spiritual possession and supernatural punishment.

Unawareness of symptoms. This category was specifically developed to capture responses in which no
attribution of causation was reported, despite the participant being aware of symptoms.

Cannot code. When no attributions were made or attributions did not fit with the categories above.

All responses were then grouped and assigned to either the prodromal or the psychotic phase of illness
(see above for definition).

The inter-rater reliability of the EPAS was determined. A total of 15 randomly selected transcripts of
symptom attribution interviews were coded by two researchers. In all, 64 separate attribution statements
were elicited across the transcripts, which both researchers independently coded into one of the six codes.
Before coding, both researchers were trained in attribution coding and were familiar with the EPAS coding
manual. Inter-rater agreement was good between researchers, achieving a kappa coefficient of 0.763
across all elicited attributions.

lliness encounters and pathways to care

Although several pathways to care measures are available,® we could not identify an illness encounter tool
that specifically met the needs of this study. We therefore used an amended version of the encounter form
from Gater et al.”® in which an interview and coding protocol were created to ensure consistency between
researchers (see Appendix 8). As with the NOS, all medical notes and correspondence are collated into a
timeline detailing the patient’s journey to psychiatric care. This is presented to the patient and
carer-informant and they are asked to confirm that it is correct as well as describe any other help-seeking
avenues (illness encounters) that they may have used. Participants are specifically asked to recall
help-seeking during the prodromal phase of the illness, as medical records rarely capture such information.
Likewise, third-sector/voluntary and faith-based illness encounters are specifically asked for. From this,
three main sets of data are established:

Encounter type — the types of contact that each participant made on his or her pathway to psychiatric
services (e.g. faith organisation, mental health services, local GP, police).

Help-seeking initiation — the person(s) responsible for the initiation of the encounter contact (patient

own choice, joint decision with family/friends or family choice alone).

Help-seeking support — people who attended each encounter (patient on his or her own, with family
and friends, or family/friends on their own).

All researchers were trained on this measure before study commencement.

Data collection procedure

After a patient had consented to participate in the study, a date, time and location for the interview were
agreed between the patient and the researcher. Before the assessment began, patients were asked
whether the interview could be digitally audio recorded. If they declined, one of the two researchers
present at the interview conducted the interview to complete the schedules and the other made
comprehensive notes for later scrutiny.

Before appointments, researchers screened medical records to create NOS, EPAS and Encounter timelines.
During the interviews, participants were reminded about the reasons for the assessments and any queries/
concerns were addressed. Once the sociodemographic data had been collected, the NOS and EPAS were
administered. In addition, researchers listened carefully for instances of participants giving spontaneous
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attributions during the NOS phase of the interview. Finally, help-seeking attempts and pathways to care
were determined using the ENRICH encounter form. The same procedure was followed in interviews
with carers/informants.

Data coding and storage

After the interviews, two researchers rated the schedules to agree the final timelines, attributions and
pathways to care. Causal attribution data were coded into categorical variables and clustered into
developmental phases identified by the NOS (i.e. prodrome and FEP). Carer-informant and patient data
remained separate through this process. After coding, all information was electronically input onto a
secure clinical database (openCDMS), designed and hosted especially for the study by the Heart of England
Mental Health Research Network (MHRN). The database is a secure password-protected interface that
allows multiple researchers to input data simultaneously onto one database. Data were then output into
SPSS Statistics version 20.0 (IBM Corp., Armonk, NY, USA) data files for analysis.

Data analysis

The data were analysed in an agreed sequence. We first explored ethnic variation in sociodemographic
variables, clinical variables such as DUP, help-seeking and encounter variables, and symptom attributions.
Descriptive statistics were used to identify trends, which were then subjected to statistical testing. Second,
we identified ethnic differences in relation to pathway to care encounters using the chi-squared test. Third,
we attempted to understand the determinants of these differences. Unadjusted ORs were calculated for all
variables against each pathway to care encounter that was shown to have some association with ethnicity
in the previous phase. Factors shown to influence these outcomes were taken forward into a logistic
regression model, in addition to ethnicity, in the final and fourth stage.

Attribution analyses

It was clear, even during data collection, that participants gave multiple, sometimes conflicting, symptom
attributions during both the early and the later stages of illness. We therefore devised a system to give a
proportional score for each attribution type. For each illness phase (prodrome and DUP), the number of
attributions given for each attribution category was divided by the overall number of attributions in that
phase and then multiplied by 100. A standardised score, interpreted simply as a percentage, was therefore
calculated for each of the five attribution types for each participant. When an ethnic comparison was
made, the mean scores for each group were used. An example of the attribution scoring method is

shown in Box 1.

Encounter analyses

The same approach was used for comparisons between each of the encounter variables. For each, we
divided the number of reported categories within that variable by the overall number of help-seeking
attempts. A score was then derived, which was comparable between participants and across groups when
group averages were taken (e.g. participant A made 10 help-seeking attempts during the psychotic phase
of her illness; three of these were with her local GP and therefore her GP help-seeking score is 30%).
Further details are provided in Box 2.

Help-seeking analyses

Finally, we attempted to explore ethnic variation in help-seeking initiation and help-seeking support.

In doing so, we calculated a proportional score for ‘within each participant’ and ‘within each group’.
Higher scores reflect a higher rate of occurrence than lower scores. The following scores were calculated:

help-seeking initiation scores:

patient only: the proportion of help-seeking initiated solely by the patient
patient and family: the proportion of help-seeking initiated jointly by patients and carers
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BOX 1 Example of attribution scoring method

Participant ENRO89 gave eight attributions in total during her interview, five for prodromal symptoms and

three for psychotic ones. During the prodromal phase of the illness, one was ‘within the individual’, three

were in the ‘social world’ and one was in the ‘natural world’. During the psychotic phase of the illness she
gave one ‘social world’, one 'natural world" and one ‘unaware’ attribution.

Attribution scoring matrix

Attribution category Prodrome score Psychosis score
Within the individual 1/5x100=20 0/3x100=0
Social world 3/5x100=60 1/3x100=33.3
Natural world 1/5% 100=20 1/3x100=33.3
Supernatural world 0/5%x100=0 0/3x100=0
Unawareness of symptoms 0/5%x100=0 1/3%x100=33.3

During the prodromal phase of the illness, participant ENR89 gave predominantly ‘social world" attributions (60%)
followed by ‘within the individual’ (20%) and ‘natural world’ (20%) attributions equally. During the psychotic phase of
the illness she gave ‘social world’, ‘natural world’ and ‘unaware’ attributions equally (33.3%).

BOX 2 Example of encounter scoring method

Participant ENRO4 made a total of 10 encounter contacts in his pathways to care. In total, he made three
visits to the GP, was referred to his local CMHT, sought help from a local pastor, went to the A&E
department twice, was hospitalised, was placed on home treatment and finally came into the care of early
intervention services. Once coded under the ENRICH encounter coding system, patient ENRO4 made five
GP/A&E encounters, one faith encounter, three mental health service encounters and one early
intervention encounter.

Attribution scoring matrix

Attribution category Encounter score
Mental health service encounters 3/10x 100 =30
Faith encounters 1710x100=10
GP/A&E encounters 5/10 x 100=50
Early intervention encounters 1/10x100=10
Voluntary and third-sector organisation encounters 0/10x 100=0

In this case, this patient predominantly sought help within primary care and emergency services. It is also clear that he
made no contact with third-sector and voluntary organisations.

Note: When comparisons were made between groups in the different phases of illness, a group average was taken.
As not all patients in each group had help-seeking encounters in each phase, group scores did not total 100 and
therefore could not be interpreted as percentages.
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family and friends only: the proportion of help-seeking initiated by family and friends only
encounter contact approached client: the proportion of help-seeking initiated by services (police
and compulsory admission).

help-seeking social support scores:

patient only: the proportion of encounters attended by the patient alone
patient and family: the proportion of encounters attended by both patient and family members
family only: the proportion of encounters attended by family members only.

It is important to note that these scores are not percentages because they do not add up to 100, as not
every participant can be categorised.

Deprivation levels

Postcodes were collected from each participant during the interviews. In cases in which participants had
recently moved, the postcode of their residency during their psychotic illness was requested. The English
Indices of Deprivation (IMD) 20107° is a composite measure of deprivation in England scoring geographical
location (postcode proxies) based on income level, employment, health and disability, education, skills and
training, barriers to housing and services, crime, and living environment. Postcode deprivation scores were
categorised into decile, with the bottom decile representing the highest levels of deprivation and the top
the lowest. Each participant was then assigned to one IMD decile category, which was then used to
explore ethnic differences.

A total of 132 participants were recruited from early intervention services in Birmingham over a 2-year
period (2008-10). Of these, 45 (34.1%) were categorised as white, 35 (26.5%) as black, 43 (32.6%) as
Asian and nine (6.8%) as ‘other’. Table 3 shows the sociodemographic profile of the sample. Participants
predominantly were male (73.5%), were young [20.73 years, standard deviation (SD) 5.53 years], had a
psychotic disorder (schizophrenia 68.9%) and were born in the UK (81.8%).

There were very few demographic differences between the ethnic groups; however, there was some
variation in religious affiliation and practice. In total, 83.7% of the Asian sample reported having a
religious affiliation to Islam and 82.9% of the black sample reported a religious affiliation to Christianity;
64.4% of the white group declared no religious affiliation at all. In relation to religious practice, 74.4% of
the Asian participants, 54.3% of the black participants and 15.6% of the white participants practiced a
religion. On the whole, deprivation levels in the cohort were high, with the whole sample falling into the
bottom 40% of national deprivation levels. About two-thirds (68.3%) of the Asian sample were in the
bottom 10% in comparison to 50.0% of the black sample and 35.6% of the white sample (see Table 3).

In total, 71 carers were recruited of whom 28 (39.4%) were white, 16 (22.5%) were black, 23 were Asian
(32.4%) and four (5.6) were in the ‘other’ group (Table 4). Like the patients, there were clear differences
between religious affiliation and practice, with 20 carers (87%) from the Asian group having a religious
affiliation to Islam and 15 carers (53.6%) from the white group and 14 (87.5%) carers from the black
group having a religious affiliation to Christianity. The majority of the black and Asian carers but not the
white carers reported that they did practice a religion (see Table 4).

Ethnic comparison of clinical variables
The descriptive statistics of the clinical factors for each ethnic group are shown in Table 5.

Duration of untreated illness

Overall, the median DUI in our sample was 1095 days (mean 1454.7 days, SD 1416 days, range 8-8093
days). We dichotomised DUI using the median into two categories: long DUI (> 1095 days) and short DUI
(<1095 days). In our sample, 60% of the white group had a long DUl whereas the other groups had a
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TABLE 3 Sociodemographic details by ethnicity of patient (n=132)

Gender: male 36 (80.0) 24 (68.6) 31(72.1) 6 (66.7) 0.643
Age at assessment (mean years) 23.13 22.71 23.72 21 0.320
Educational achievement
To school level 22 (48.9) 20 (57.1) 22 (51.2) 4 (44.4) 0.960
Beyond school level 23 (51.1) 15 (42.9) 21 (48.8) 5 (55.6)

Religious affiliation

Christianity 15 (33.3) 29 (82.9) 0(0.0) 5 (55.6) -
Other 0 (0.0 1(2.9) 3(7.0) 0(0.0)
Islam 1(2.2) 1(2.9) 36 (83.7) 1(11.1)
None 29 (64.4) 4(11.4) 4(9.3) 3(33.3)
Not practising religion 38 (84.4) 16 (45.7) 11 (25.6) 6 (66.7) -

Migrant generation

First generation 1(2.2) 13 (37.1) 13 (30.2) 1(11.1) -
Second generation 0(0.0) 8(22.9) 24 (55.8) 4 (44.4)
Third generation 1(2.2) 14 (40.0) 6 (14.0) 3(33.3)
Not applicable 43 (95.6) 0 (0.0) 0 (0.0) 1(11.1)

Country of birth

Africa 0(0.0) 4(11.4) 0(0.0) 0(0.0) 0.160
Caribbean 0(0.0) 8(22.9) 0(0.0) 0(0.0)

Other 1(2.2) 0(0.0) 0(0.0) 1(11.1)

South Asia 0(0.0) 0(0.0) 10 (23.3) 0(0.0)

UK 44 (97.8) 23 (65.7) 33(76.7) 8(88.9)

Marital status
Married/cohabiting 3(6.7) 1(2.9) 9 (20.9) 0(0.0) 0.081
Single 42 (93.3) 34 (97.1) 34 (79.1) 9 (100)

Living status
Alone 8(17.8) 17 (48.6) 4(9.3) 5 (55.6) -
With family/friends/others 37 (82.2) 18 (51.4) 39 (90.7) 4 (44.4)

Age at onset (years)

<18 15 (33.3) 12 (34.3) 16 (37.2) 5 (55.6) -
>18 30 (66.7) 23 (65.7) 27 (62.8) 4(44.4)
Not in work or education 18 (40.0) 14 (40.0) 16 (37.2) 4 (44.4) 0.978
at time of onset
IMD
Bottom 10% 16 (35.6) 16 (50.0) 28 (68.3) 6 (75.0) -
10-20% 10 (22.2) 7(21.9) 6 (14.6) 2 (25.0)
20-30% 5(11.1) 5(15.6) 2(4.9) 0(0.0)
40%+ 14 (31.1) 4(12.5) 5(12.2) 0(0.0)
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STUDY 1: DETERMINANTS OF ETHNIC VARIATION IN PATHWAYS TO CARE DURING FIRST-EPISODE PSYCHOSIS

TABLE 4 Sociodemographic details of carer-informants by ethnicity (n=71)

Gender: male 4(14.3) 5(31.3) 7 (30.4) 0(0.0) 0.287
Age at assessment (mean years) 43.89 43.19 43.95 46.67 -
Educational achievement
To school level 13 (46.4) 7 (43.8) 12 (52.2) 2 (50.0) 0.958
Beyond school level 15 (53.6) 9 (56.3) 11 (47.8) 2 (50.0)

Religious affiliation

Christianity 15 (53.6) 14 (87.5) 0 (0.0) 3(75.0) -
Other 2(7.1) 1(6.3) 2(8.7) 1(25.0)
Islam 0 (0.0) 0(0.0) 20 (87.0) 0(0.0)
None 11 (39.3) 1(6.3) 1(4.3) 0(0.0)
Not practising religion 23(82.1) 4 (25.0) 2 (8.7) 2 (50.0) -

Migrant generation

First generation 1(3.6) 6 (37.5) 12 (52.2) 1(25.0) -
Second generation 0(0.0) 8(50.0) 10 (43.5) 2 (50.0)

Third generation 0 (0.0) 2(12.5) 1(4.3) 0(0.0)

Not applicable 27 (96.4) 0 (0.0) 0 (0.0) 1 (25.0)

Country of birth

Africa 0(0.0) 2(12.5) 0(0.0) 0(0.0) -
Caribbean 0(0.0) 6 (37.5) 0(0.0) 0(0.0)

Other 1(3.6) 0(0.0) 0(0.0) 1(25.0)

South Asia 0(0.0) 0(0.0) 17 (73.9) 0(0.0)

UK 27 (96.4) 8 (50.0) 6 (26.1) 3(75.0)

Marital status
Married/cohabiting 14 (50.0) 10 (62.5) 16 (69.6) 0(0.0) -
Single 14 (50.0) 6 (37.5) 7 (30.4) 4(100.0)

Living status
Alone 2(7.1) 0(0.0) 0(0.0) 0(0.0) -
With family/friends/others 26 (92.9) 16 (100.0) 23 (100.0) 4 (100.0)

predominantly short DUI (see Table 5). However, across the four groups, there was no significant
difference in DUI length (3 =2.750, df =3, p=0.432).

Prodrome length

Overall, the median prodrome length was 365 days. As with the DUI data, we dichotomised prodrome
length into two groups: long prodrome length (> 365 days) and short prodrome length (< 365 days).
Two-thirds (64%) of the white sample had a long prodrome length whereas in the BME groups the
prodrome length was predominantly short (see Table 5). However, again, no significant difference was
observed across all ethnic groups (y*=6.436, df =3, p=0.092). When individual BME groups were
compared with the white group, a significantly shorter prodrome length was found for both the black
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TABLE 5 Ethnic comparison of clinical variables

DUP (median dichotomised)
Short 26 (57.8) 18 (51.4) 18 (41.9) 4 (44.4) 0.500
Long 19 (42.2) 17 (48.6) 25 (58.1) 5 (55.6)

DUP (6-month cut-off)
Short 19 (42.2) 13 (37.1) 16 (37.2) 1(11.1) -
Long 26 (57.8) 22 (62.9) 27 (62.8) 8(88.9)

Prodrome length

Short 16 (35.6) 20 (57.1) 26 (60.5) 5(55.6) 0.920
Long 29 (64.4) 15 (42.9) 17 (39.5) 4(44.4)

DUI
Short 18 (40.0) 19 (54.3) 24 (55.8) 5 (55.6) 0.432
Long 27 (60.0) 16 (45.7) 19 (44.2) 4(44.4)

Diagnosis
Broad schizophrenia 27 (60.0) 27 (77.1) 30 (69.8) 7(77.8) -
Depressive psychosis 14 (31.1) 7 (20.0) 9 (20.9) 2(22.2)
Manic psychosis 2 (4.4) 0 (0.0) 1(2.3) 0 (0.0)
Missing 2 (4.4 1(2.9) 3(7.0) 0 (0.0)

group (B=0.414, 95% Cl 0.167 to 1.024, p=0.05) and the Asian group (B=0.361, 95% CIl 0.152 to
0.856, p=0.02).

Duration of untreated psychosis

Duration of untreated psychosis was analysed using two methods. The first method dichotomised DUP by
the overall median. The median DUP for the overall sample was 357 days (11.9 months) and so the group
was split into long DUP (> 357 days) and short DUP (< 357 days). Second, DUP was dichotomised using a
6-month cut-off (182.62 days). This is because of recent evidence that the critical DUP length that
influences FEP outcome is 6 months; Drake et al.”” have found poor recovery trajectories for those patients
with a DUP > 6 months.

No significant ethnic differences in DUP length were observed based on median DUP dichotomy
(x> =2.368, df =3, p=0.500). Likewise, no significant differences were observed based on DUP
dichotomised using a 6-month cut-off (¥*=3.110, df =3, p=0.375).

Encounter pathways

The descriptive statistics of the encounter pathways for each ethnic group are shown in Table 6. During
the psychotic phase of illness there was a clear trend in the types of encounters that each group made
during their pathways to care. In relation to faith encounters (spiritual and religious), 41.9% of Asian
patients made contact with such services at least once, compared with 20.0% of the black group, 11.1%
of the ‘other’ group and 0.0% of the white group. This difference was statistically significant (y*> =24.813,
df =3, p=0.0001). Overall, black patients were 11 times more likely (B=11.00, 95% Cl 1.28 to 94.26,
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Ethnic variations in encounter contact in pathways in care

At least one faith encounter 0(0.0) 7 (20.0) 18 (41.9) 1(11.1) 0.0001

At least one criminal Justice 11 (24.4) 16 (45.7) 14 (32.6) 4 (44.4) 0.217
agency encounter

At least one third-sector, 7 (15.6) 9 (25.7) 5(11.6) 3(33.3) 0.243
education or social
welfare encounter

At least one incidence of 30 (66.7) 18 (51.4) 30 (69.8) 7 (77.8) 0.271
general practice involvement

At least one A&E encounter 17 (37.8) 17 (48.6) 8(18.6) 3(33.3) 0.043
At least one compulsory 10 (22.2) 20 (57.1) 13 (30.2) 3(33.3) 0.011
detention

Median number of 1 1 0 1 -

encounters in prodrome

Median number of 5 5 6 6 -
encounters in FEP

p=0.029) and Asian patients were almost 32 times more likely (B =31.680, 95% Cl 3.99 to 251.72,
p=0.001) to experience faith encounters during their psychotic phase of illness than white patients.

We also explored the interaction between ethnicity and criminal justice agency involvement and crisis
(A&E) presentations. Almost half (45.7%) of the black group had at least one criminal justice agency
encounter during the psychotic phase of illness compared with one-third (32.6%) of Asian patients and a
quarter (24.4%) of white patients. The black group was roughly twice as likely to experience criminal
justice agency involvement then the white group (B =2.603, 95% Cl 1.006 to 6.737, p =0.049).

Black patients had the highest number of A&E encounters, with 48.6% making contact with services on
one or more occasions during their psychotic episode; comparative figures for the Asian and white groups
were 18.6% and 37.8% respectively (> =8.130, df =3, p=0.043). Asian patients were less likely to
experience A&E encounters in their pathways to care (B =0.376, 95% Cl 0.142 to 0.999, p =0.050) than
white patients. No difference was found between the white and black groups (B = 1.556, 95% Cl 0.635 to
3.810, p=0.334). Black patients were less likely to make GP contact; however, no statistically significant
differences were observed for GP contact between the three groups (y?=3.912, df =3, p=0.271).

Finally, we explored ethnic variation in the use of compulsory hospital admission. Table 6 shows that
57.1% of black patients experienced compulsory hospital admission compared with 22.2% of white
patients, 30.2% of Asian patients and 33.3% of ‘other’ patients. These differences were significant
(¢*=11.235, df =3, p=0.011). Comparison with white patients, black patients were almost five times
more likely to be compulsorily detained (B =4.667, 95% Cl 1.768 to 12.318, p=0.002).

Rank order of help-seeking encounters

We further explored ethnic variation in the rank order of help-seeking encounters within each ethnic
group. In doing so, we decided to use the encounter scoring system (see Box 2) to prevent ethnic variation
in the total number of encounters score biasing our interpretation of the data. The results demonstrated
that, during the prodrome phase of the iliness, all three ethnic groups were most likely to seek help from
NHS services (GPs and A&E departments). However, after NHS contact, black patients were more likely to
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seek help through community/voluntary organisations whereas white patients utilised specialised mental
health services and Asian patients utilised faith organisations.

During the psychotic phase of illness there was similarity between the groups. All groups most often
consulted mental health services. The second and third commonest help-seeking agencies were early
intervention services and general health-care services (GPs and A&E). Criminal justice agency involvement
ranked fourth for the black, white and ‘other’ ethnic groups whereas faith organisations ranked fourth for
the Asian group.

Help-seeking behaviours: help-seeking initiation and help-seeking support

We also explored ethnic variation in help-seeking behaviours, exploring phase-wise differences in
help-seeking initiation within the patients’ social networks. A summary of who suggested that help should
be sought is provided in Table 7. It can be seen that, during the prodromal phase of iliness, participants
from the black group were more likely to initiate help-seeking on their own whereas, for white and Asian
patients, family members were most likely to seek help on their behalf. However, during the psychotic
phase of the illness, help-seeking was predominantly initiated by the encounter contact (previous referrals)
in all three groups, followed by the family members/friends or the patient (in the case of the ‘other’
group). This suggests that the referral system in health care is the main driver of the pathways to care
following the emergence of psychosis.

We also explored ethnic variation in the social support available to each group during the help-seeking
process, exploring who attended each appointment during the pathway to care. For all groups, help was
mainly sought solely by the patient during the prodromal phase. This was followed by attendance by
carers and patients jointly. During the psychotic phase, however, help-seeking was mainly a joint process
by patient and carers. There were no significant differences between the ethnic groups. A summary of
these results is provided in Table 8.

Symptom attributions

We explored ethnic variation in symptom attribution during each phase of the illness. We omitted
the patients from the ‘other’ ethnic category as small numbers made it difficult to make
meaningful comparisons.

Patients’ and carers’ attribution frequency

First, we compared ethnic variation in attribution frequency across the prodrome and psychotic phases of
illness. In both the carer sample and the patient sample, it was evident that the majority of participants

Ethnic variation in help-seeking initiation scores: who suggested that help be sought?

Patient only 13.70 19.52 7.36 33.33 11.17 11.87 10.05 20.92
Patient and family member 3.78 5.71 1.16 0.00 1.17 1.35 6.05 1.59
Family member only 19.67 14.29 12.98 22.22 15.71 18.47 18.81 18.22
Initiation by encounter contact 2.22 4.29 4.65 1111 3.56 2.79 2.84 5.00
Referred through previous 10.26 5.71 291 11.11 56.65 59.07 52.31 42.87
encounter

Not known 8.15 1.90 5.81 0.00 6.90 3.60 2.96 11.40
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STUDY 1: DETERMINANTS OF ETHNIC VARIATION IN PATHWAYS TO CARE DURING FIRST-EPISODE PSYCHOSIS

TABLE 8 Ethnic variation in encounter attendance: what social support attended each encounter?

Prodromal phase Psychotic phase
Person(s) attending encounter White Black White Black Asian Other
Patient only 36.67 29.52 16.28 44.44 13.11 11.35 10.71 10.48
Patient and family/friend 18.37 15.71 12.60 33.33 79.03 83.13 79.72 89.52
Family/friend only 2.74 4.29 3.68 0.00 3.42 2.66 2.21 0.00

Note: scores are not to be interpreted as percentages.

gave more than one attribution during both phases of the illness (Table 9). A Kruskal-Wallis test was used
to see if there were any ethnic differences in attribution frequency. In the patient group, no significant
differences were found between the groups for either the prodromal (H=5.247, df =2, p=10.073) or the
psychotic (H=1.145, df =2, p=10.564) phases of illness. This was also true for carers for both the
prodromal (H=0.160, df =2, p=0.923) and the psychotic (H=0.493, df =2, p=0.782) phases of illness.

Carers’ attribution of prodromal symptoms

There was similarity in how the carers in the three ethnic groups attributed symptoms during the
prodromal phase of the illness (Figure 10). For all three groups, ‘social world" attributions were most often
cited followed by those ‘within the individual’. Both the black and white sample cited 'natural’ causes third
whereas Asian carers cited ‘supernatural’ reasons third. We further sought to explore any significant
differences between the three ethnic groups across all five attribution types. A one-way analysis of
variance (ANOVA) was used to compare differences in attribution scores; however, no significant
differences were observed (Table 10).

Carers’ attribution of psychotic symptoms

In contrast to the prodromal phase of illness, there was divergence in attribution scores across ethnic
groups during the psychotic phase (Figure 11). White carers’ most dominant attribution type was ‘within

TABLE 9 Patients’ and carers’ attribution frequency in the prodrome and psychotic phases of illness

Group lliness phase Median Mean SD Minimum Maximum 95% CI
Carers Prodromal 2.00 2.40 1.38 0 6 1.88t0 2.93
Psychotic 2.00 1.91 1.50 0 8 1.52t02.30
Patients Prodromal 2.00 1.84 2.00 0 6 1.60 to 2.07
Psychotic 2.00 1.67 1.08 0 5 1.47 to0 1.85
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FIGURE 10 Bar chart showing ethnic variation in carers’ attribution scores during the prodromal phase of illness.
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TABLE 10 Patients’ and carers’ attribution scores for each phase of illness

Patient group (%) Carer group (%)
Attribution type White Black Asian White Black Asian
phase wise (n=4) (n=35) (n=43) (n=25) (GENE)) (n=21)
Prodromal phase
Within the individual 16.00 11.48 21.45 0.414 32.35 20.77 24.44 0.762
The social world 38.77 50.73 37.25 0.395 38.12 49.74 53.05 0.446
The natural world 10.98 6.30 6.25 0.816 20.00 15.40 1.67 0.114
The supernatural world 1.61 2.48 5.88 0.404 3.19 5.96 10.56 0.296
Unaware 32.64 29.01 29.17 0.845 6.34 8.15 10.28 0.762
Other/none given
Psychotic phase
Within the individual 16.24 11.72 16.20 0.770 61.81 37.08 27.65 0.017
The social world 7.48 6.51 2.78 0.502 22.22 29.73 18.72 0.699
The natural world 5.64 8.85 5.09 0.758 8.68 12.08 12.70 0.846
The supernatural world 8.08 13.02 40.74 0.000 0.00 0.00 33.09 0.000
Unaware 62.56 59.90 35.19 0.009 5.21 16.94 1.96 0.088
Other/none given 0.00 0.00 0.00 2.08 4.17 5.88 0.773
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FIGURE 11 Bar chart showing ethnic variation in carers’ attribution scores during the psychotic phase of illness.

the individual’ whereas Asian carers’ most dominant attribution was the ‘supernatural world’. Similar to
the white group, black carers attributed the cause of symptoms predominantly to factors ‘within the
individual’; however, they scored much higher for factors within the social world then either of the other
two groups (see Table 10 for more details).

The results from the one-way ANOVA showed statistically significant differences between the three groups
for 'within the individual’ (F, 50 =4.456, p=0.017) and ‘supernatural world" scores (F, s, = 10.433,

p <0.001) during psychosis. White carers were statistically more likely then Asian carers to attribute the
cause of psychosis ‘within the individual’ (o =0.18). Likewise, Asian carers were statistically more likely
than both black (p =0.002) and white (p <0.001) carers to attribute the cause of psychotic symptoms to
factors within the ‘supernatural world’.
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Patients’ attribution of prodromal symptoms

The attribution types were ranked equally by the three ethnic groups. As with the carer data, ‘social world’
attributions were most often cited during the pre-psychotic phase of illness followed by being ‘unaware’,
‘within the individual’, ‘natural world" and finally ‘supernatural world" attributions (Figure 12 and see

Table 10). No significant differences were observed between the groups.

Patients’ attribution of psychotic symptoms

During the psychotic phase of iliness, most of the patients reported being unaware of the cause of their
symptoms (Figure 13). The highest attribution score for Asian patients was for the ‘supernatural world’
(40.74) compared with values for this attribution of 13.02 for black patients and 8.08 for white patients.

As shown in Table 10, the results of the ANOVA showed that there was a significant difference between
the three groups in the scores for the ‘supernatural world’ (F,,104=12.394, p=0.000) and being ‘unaware’
[F2104=4.893, p=0.009]. Specifically, Asian patients were significantly less likely to be unaware of their
symptoms than both black (p =0.45) and white (p =0.14) patients and significantly more likely to give
‘supernatural world" attributions.

Change in patients’ attributions over time

Finally, we attempted to explore how patients’ attributions changed over time, using the Wilcoxon
non-parametric test statistic (Table 77). For all three groups, during the prodromal phase, ‘social world’
attributions were most dominant. However, there was a change of scores during the psychotic phase of
the illness, with a significant reduction in this attribution. Conversely, ‘supernatural’ scores increased over
time between the prodromal and psychotic phases of illness for all three groups. However, this was most
noticeable in the Asian and black groups. For all three groups, ‘within the individual’ was one of the most
stable attribution types, seeing no change over time. These trends are illustrated in Figures 14-16.
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FIGURE 12 Bar chart showing ethnic variations in patients’ attribution scores during the prodromal phase of illness.
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FIGURE 13 Bar chart showing ethnic variations in patients’ attribution scores during the psychotic phase of illness.
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TABLE 11 Within-group comparison of attribution score change over time

Asian patients

Unaware 29.17 35.19 0.465 147.00 38.987
Individual 21.45 16.20 0.696 75.00 19.196
Social 37.25 2.78 0.000 151.00 20.724
Natural 6.25 5.09 0.680 9.00 3.640
Supernatural 5.88 40.74 0.000 185.00 24.523
Black patients

Unaware 29.01 59.90 0.001 16.00 26.540
Individual 11.48 11.72 0.389 24.00 6.964
Social 50.74 6.51 0.001 173.00 24.418
Natural 6.30 8.85 0.273 2.00 2.739
Supernatural 2.47 13.02 0.028 1.00 5.906
White patients

Unaware 32.28 62.56 0.002 70.00 43.656
Individual 16.00 16.24 0.958 67.00 19.203
Social 38.77 7.48 0.000 269.00 32.753
Natural 10.63 5.64 0.043 15.00 3.708
Supernatural 2.32 8.08 0.017 0.00 5.870

Duration of untreated psychosis and attributions

As we found no ethnic difference in DUP, we decided to identify which variables in our data predicted
long DUP. We conducted a logistic regression using variables having some putative association with DUP,
including biomedical attribution (‘within the individual’) (Table 12). Rather than using the continuous
attribution scoring system, we created a new dichotomous variable for ‘within the individual’ attributions
in both phases. Median scores were used as a cut-off point. Of the six variables included in the model,
only age and living status remained significant. Being young at the time of psychosis onset (< 18 years)
and living alone significantly predicted long DUP (> 6 months), independent of biomedical

attribution score.
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FIGURE 14 Line graph showing attribution score change between phases for Asian patients.
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FIGURE 15 Line graph showing attribution score change between phases for black patients.
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FIGURE 16 Line graph showing attribution score change between phases for white patients.

Summary findings from quantitative study 1
Overall, these findings can be summarised as follows:

® We confirmed previous reports of the greater risk of MHA detention, more criminal justice involvement
and more A&E presentations amongst black service users than amongst white and Asian groups.

® There were no ethnic differences in DUP and DUI in FEP.
DUP was not related to illness attribution; long DUP was associated with patients being young and
living alone. Therefore, length of treatment delay by itself does not account for adverse and coercive
pathways reported for BME groups.

® Patients from all ethnic groups hold multiple attribution types; simple notions that certain ethnic
groups possess only one explanatory model should therefore be dismissed as in reality the process is
much more complex.

® During the prodromal phase, all three ethnic groups had similar attributions, considering the prodromal
symptoms to be a reaction to social adversity. All three ethnic groups were likely to seek help from
health organisations, including from GPs.

® Black patients were most likely to seek help on their own during the prodromal phase whereas, in the
case of white patients, their family members did the majority of the help-seeking.

® With the emergence of psychotic symptoms, Asian carers and users were most likely to attribute
symptoms to faith-based or supernatural explanations and seek help from faith-based organisations.
Some black patients also changed to supernatural explanations, which influenced their care pathways,
but this was only in a small proportion of cases.

® Asian patients were significantly less likely to have A&E involvement and significantly more likely to
have faith encounters in their pathways to care than white patients. Black patients were also more
likely than white patients to have faith-based help-seeking encounters.

® Help-seeking during the psychotic phase was primarily initiated by family members and carers.
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TABLE 12 Logistic regression model of factors predicting long and short DUP using a 6-month cut-off

Ethnicity

White 1

Black 0.988 0.350 to 2.789 0.982

Asian 1.344 0.530 to 3.406 0.533

Other 2.970 0.304 to 28.987 0.349
Gender

Female 1 -

Male 1.650 0.663 to 4.106 0.282
Age

> 18 years at onset 1 -

< 18 years at onset 6.293 2.438 t0 16.242 0.000

Living status

Not alone 1 -

Alone 2.763 1.009 to 7.565 0.048
‘Within the individual” attribution during prodrome

Below median 1

Above median 0.604 0.229 to 1.595 0.309
‘Within the individual’ attribution during FEP

Below median 1

Above median 1.623 0.599 to 4.400 0.341

Qualitative study 1

Aim and objectives

The aim of this study was to qualitatively explore how service users and their families make sense of the
emerging symptoms of psychosis and initiate help-seeking. The objectives of the qualitative component of
the research were twofold:

1. to understand the dynamic, social and cultural processes that determine help-seeking behaviour and
encounters with statutory services
2. to explore ethnic differences in stigma, mistrust or suspicion of services.

Methodology

As NOS interviews are semistructured and allow qualitative exploration of narrative accounts, secondary
analysis was conducted on NOS interview transcripts. Thematic analysis was conducted in which
lower-order themes were collated in each of the transcripts. These themes were compared across the
transcripts and further cross-cutting themes were developed.

Sample

Participants were a part of the larger quantitative cohort from study 1. These participants (users and carers)
are described in the first part of this chapter and were recruited from early intervention services. During
the quantitative phase of the study, patients and carers were given the choice whether or not to have their
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NOS interviews recorded. Of those who agreed, a subset of cases for which both the carer and the
patients audio files were available was randomly selected for the qualitative phase of the study. In
addition, one Asian participant who did not have a carer was included because he gave an extremely rich
account of his pathways to care. Once this subset had been achieved, a research fellow purposefully
identified a mixture of cases that were representative of the wider population. Special attention was
given to ensure that key factors were a part of the interviews selected, including important variables

such as long and short DUPs, a mixture of encounter types and involvement of both medical and
non-medical help-seeking.

A total of 14 carer—patient interview dyads were selected from the full sample. The ethnic make-up of
those interviewed was five black service users and five black carers; five Asian service users and four Asian
carers; and four white service users and four white carers (Table 13). In total, 13 service user and 12 carer
interviews were analysed.

Data analysis

All semistructured interviews were recorded and transcribed with line numbers, resulting in typed
transcripts of the narratives from each participant and their carer. Each interview was coded separately by
two different researchers. The researchers:

® Listened to transcripts via the audio files to familiarise themselves with the nature and context
of the interviews.

® Read and reread the transcripts to highlight statements relevant to the two main study objectives.
Each highlighted item was then given a code name describing the theme or the process being
described. Codes were transferred into a single Word document (Microsoft Corporation, Redmond,
WA, USA) to produce a series of subcategories clustered by ethnic grouping.

® Produced a written description for each of the subcategories compiled, with case and line numbers
used to illustrate different points.

TABLE 13 Sociodemographic and clinical breakdown of participants included in the qualitative analysis

36

1 ENRO4 White British Mother—son 4 Yes No
2 ENRO33 White British Mother—son 89 Yes Yes
3 ENR093 White British Mother-daughter 28 Yes Yes
4 ENRO56 White British Boyfriend—girlfriend 1757 Yes No
5 ENRO13 Black Caribbean Brothers 5 Yes No
6 ENRO14 Black Caribbean Mother—son 1979 Yes Yes
7 ENRO6 Black Caribbean Mother—-daughter 270 Yes No
8 ENRO73 Black Caribbean Mother—daughter 2620 Yes No
9 ENRO9 Black Caribbean Sisters 138 Yes Yes
10 ENRO28 Asian Pakistani Mother—son 164 No Yes
"1 ENRO26 Asian Pakistani Brothers 920 Yes No
12 ENRO21 Asian Pakistani NA 2089 Yes No
13 ENRO59 Asian Pakistani Mother—daughter 7 Yes Yes
14 ENRO50 Asian Pakistani Mother—-daughter 25 Yes No

NA, not available.
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® Derived higher-order themes with cross-cutting themes running through all of the transcripts. Finally,
subthemes of the non-cross-cutting themes that were unique to different ethnic subgroups were saved
separately to explore anything unique about the experiences of a particular ethnic subgroup.

® To enhance rigour and methodological quality, the two researchers carried out this process by
consensus coding to increase accuracy and reduce bias in any single researcher’s subjective
interpretation of the data.

Results

Objective 1: to understand the dynamic, social and cultural processes that
determine help-seeking behaviour and encounters with statutory services

Cross-cutting themes across the three ethnic groups

The importance of family in help-seeking One of the most revealing findings of the qualitative data
was the role that family members played in finding help, especially when service users reached crisis point.
Within this there were ethnic differences with regard to which family member intervened and the types of
familial networks they tapped into for finding help. Most white respondents sought help in consultation
with members from the nuclear family, whereas in the black and Asian cohort help was sought in
consultation with larger family networks (aunts, uncles, grandparents, cousins). For example, in the ENRO9
case (a black British African Caribbean woman), the entire extended family (mother, father, brother, sister
and an aunt) was involved in help-seeking:

Interviewer: So how did that go on then? What were the kinds of mechanisms that got her to the
hospital? Did you call the GP?

Carer: It was my mum’s sister. My mum contacted my sister. Well, we were out and we were like
visiting my sister and she was asking for any good doctors that she knows and she recommended her
own GP and so mum referred [patient’s name] through my auntie’s GP

Almost all British Pakistanis sought help through religious agencies and, in some cases, understood that
the problem was medical only when somebody external to the larger kinship network intervened:

Interviewer: So 2006, 2007, it was around the end of college and beginning of summer time? So
how often were these incidents happening when he was talking [to himself] in the bathroom?

Carer: On a daily basis. It was ridiculous. You know, we'd always catch him. Then my mother,; she did
try like . .. You know, obviously our religion. We do like . . . it’s not an exorcism or nothing. It’s just
kind of like a blessing. We took him to all sorts of Maulvis [cleric] and stuff and paid a lot of money
and stuff.

ENRO26, Asian/Asian British Pakistani carer

The white sample on the other hand never sought help from religious or cultural sources. Two of the black
Caribbean cases consulted the church about the distress that they and their family members were going
through; however, this was not as common as in the Pakistani group.

Ethnic differences in the appraisal of low-level (non-psychotic) psychological distress The second
cross-cutting theme that emerged was marked ethnic differences in the meaning of psychological distress.
The majority of white parents recognised the early signs of psychological dysfunction as a ‘serious
problem’ that required medical intervention. ENRO33 was a white male whose symptoms had worsened
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gradually over time. His mother, despite believing that this was due to excessive cannabis use, was able to
pick up on the changes and speak about the transition when ‘real’ help was required:

Interviewer: And until that point you thought it was linked to cannabis at the time?

Carer: | started to think that he was going to need some serious help. | did not know where to go
and | didn’t know how to sort of suggest it to him because again he would go online and do all this
self-diagnosis. He's never told me actually what he read, but he was saying to ‘I know exactly what
the problem is now’ and he was hyperactive and it was just opposite of what he had been. He was
down here and up here and | know about bipolar and stuff and | thought this is just not good.

Ethnic minority carers on the other hand tended to ‘'normalise’ symptoms, relating these to life events or
giving them a supernatural/religious explanation. For example, one Pakistani mother thought that her son’s
paranoid behaviour was due to the trouble that he had faced in the area they were living in. She believed
that once his initial fear had subsided, his behaviour would settle and return to normal. Similarly, black
carers, despite perceiving a change in a family member, did not attribute it to a mental illness. For
example, ENRO14, a black male, had been socially withdrawn for almost 3 years. His family members did
not appreciate the change in his behaviour until he became aggressive:

Interviewer: So, did you notice the change two or three years ago?

Carer 1: Yes, he has been up and down and some days he would shout at us and some days his sister,
he is frustrated and aggressive.

Interviewer to service user’s sister: And so, do you agree with your mum that it was around
November 2007 that things changed, or was it before that?

Carer 2: Not really, no.

Carer 1: We hadn't noticed if it did.
Religion and culture as frameworks for help-seeking decisions Pakistani service users often
had multiple attributions; help was sought from the agency thought to be most appropriate for a
particular attribution. For example, a young Pakistani man failed to seek medical help because he had a

religious framework that both confirmed his symptom as spiritual in origin and legitimised the use of
spiritual intervention:

Interviewer 1: So, you actually experienced these things? You did not think it was because of an
illness? Or was it something spiritual?

Service user: That is what | am thinking it could be something spiritual, that is what | was thinking.
Interviewer 1: You think it was spiritual, elaborate on this for me?

Service user: Because | had one of these taweez [amulets] and that is for taking the spiritual thing
away from you and protect you.

Interviewer 2: Why did you get the taweez and why did you get it in the first place?

Service user: In the first place the reason why | got it was because | thought there was an evil spirit
around me, because every time | used to wake up in the night, | used to feel as if there was
something pressing down on me and my chest.

ENRO21T
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This young man saw a spiritual leader from the local mosque not only during the early stages of the illness
but also when he was in hospital. His family brought the spiritual leader to the hospital and conducted
rituals and also gave him a new taweez and held prayers. They also promised to conduct various sacrifices
at religious shrines in their village in Pakistan if his health improved.

In some interviews with Black Caribbean participants, the role of multiple frameworks of attribution was
also evident. The family of ENRQ9, a young British Caribbean woman, prayed for her both in Jamaica and
in England as they struggled to deal with her distress. Although some family members felt that this would
help, younger members of the family thought that this was not likely to be beneficial, suggesting
important intergenerational differences in attributions.

There were also other instances in which service users and their families tapped into faith networks and
used holy water and anointing oils to find relief. In some cases, when religion was the dominant
attribution for understanding the changes in behaviour, even symptoms of psychosis were ‘normalised’ as
just being life. For instance, in the ENRO9 case, when the service user talked about speaking with God,
family members understood it within a religious framework:

Okay, the way | looked at it was like music was speaking to her in the spiritual sense. That is how |
saw it. From my eyes, she was like telling me to be quiet because she really needs to take
everything in.

ENRO9S, black Caribbean carer

In sharp contrast, white service users and carers did not have spiritual attributions and did not seek any
kind of spiritual intervention.

Stressful life events as attributions, which prevent medical help-seeking One of the themes that ran
across the qualitative interviews was how stressful life events were used to interpret psychological distress.
Often, stressful life events preceded or occurred alongside emerging symptoms, making it difficult for
carers to differentiate illness from reaction. For example, the mother of ENRO73, a black Caribbean
woman, said:

She had given birth for the second time, did not have money, was in a relationship with a man who
gave her drugs and was abusive, hence when she started isolating herself, | thought, she has had
enough. | actually started looking after the children so that she can have some free time.

Similarly, a white carer said:

He had struggled with diabetes, was not doing well at school, his friends had left the neighbourhood,
the band he used to play for no longer met. Our marriage had broken, | just thought he is a young
lad and is not very happy. He also smoked cannabis and | knew all along that was doing him the
utmost damage.

ENRO33

With Asian service users and carers it was very similar, for example the case of ENR0O59, a young British
Pakistani woman. Her sister was a doctor and played a key role in finding her help, but she had ignored
her initial symptoms, thinking:

She was not happy with her university situation, had lost her job and was generally not getting on
well at home as the family was not happy that she had dropped out of the university and was not
able to get her fees back.

This contextualising of psychological distress as a reaction to stressful life events was therefore observed in
most narratives across all ethnic groups.

© Queen'’s Printer and Controller of HMSO 2013. This work was produced by Singh et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton
SO16 7NS, UK.

39



40

STUDY 1: DETERMINANTS OF ETHNIC VARIATION IN PATHWAYS TO CARE DURING FIRST-EPISODE PSYCHOSIS

Ethnic differences in personal and family coping The narratives also showed ethnic differences in
coping during emerging psychosis. Black Caribbean patients attempted to deal with psychological and
emotional dysfunction on their own. For example, ENRO6, in talking about her initial period of distress,
said: ‘The way | dealt with it at the time was a lot like, because | know | can put up on a hard front if |
want to and | think, that is what | started to do’.

Similarly, ENRO14, a black service user said: ‘'l was coping as people expected you to get on. They did not
know that | was raped and abused and was not feeling great about myself'. Isolating oneself also became
a way of coping, ENRO26, a British Pakistani man, said: ‘I started keeping to myself, as | did not want them
to laugh at me’.

The white narratives revealed that, despite the struggle of coping with the illness, having a medical
explanation helped service users find the resources within themselves and avoid becoming isolated or
having to put up a front.

Across all ethnic groups, families made significant changes in helping the ill person cope with distress.
These included moving out of the family home to live with the user to monitor his mental state and
provide care (a white mother); ensuring that the user had personal space and asking family members to
make accommodation for the changing behaviour (a Pakistani mother); and making job changes such as a
black mother working night shifts to look after the service user’s children during the day.

Crisis point as an important variable in help-seeking Ethnic differences were observed in the ways in
which crises unfolded and were dealt with, relating to illness attribution. ENRO14, a young black
Caribbean man, had been hearing voices. He followed his mother to his uncle’s house and was told by his
mother to go back home. While on his way home he saw a police vehicle and asked the police to drop
him home as he was hearing voices and was distressed. When they did not take him seriously he got
angry and hit a policeman, ending up in services through the criminal justice system. In a different case, a
young British Asian man (ENR026) came to services only after the postman reported to neighbours the
chaotic state of his house, which he had witnessed while delivering a parcel. This prompted the
neighbours to call the police for help. The police involvement then triggered medical consultation. In both
of these cases, family members did not attribute the change in the service users to an illness that needed
medical intervention.

Families with a biomedical attribution, mainly white, were able to find help through their GPs or through
NHS Direct; however, even in some of these cases help was received only after a crisis occurred.

Ambivalence: competing and contrasting explanatory models Even in cases in which the dominant
model of understanding was essentially religious, there was a great deal of ambivalence in service users’
narratives as they constantly searched for explanations for their experiences. A young British Pakistani man
(ENRO26) told us: ‘My parents gave me a taweez [amulet], but | did not believe that it could take things
away’. His parents brought his amulet back while he was in hospital while he was still hearing voices (after
an episode at the police station in which he lost his amulet). He had initially attributed everything that
happened at the police station and the subsequent hospitalisation to the loss of the amulet, but realised
that things did not change dramatically after the amulet was brought back. Another young British

Pakistani man (ENR021) who had a religious attribution became unsure of this over time:

And that could be the reason [referring to jinn] that day when they tried to cut my throat. It can be
quite scary when | think about it so that’s why I try to keep it in the past you see. And there’s quite a
lot of things I still don’t understand, I still would like to know more but it’s best to keep it where it is
because the more you dig into it the worse it can get . .. | question it. | wonder whether sometimes it
is Satan or is it me?
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Objective 2: to explore ethnic differences in stigma, mistrust or suspicion

of services

Carers from ethnic minority backgrounds were dissatisfied with services more often than white carers,
even though white carers had similar difficulties as non-white carers in accessing care. With the Asian
carers, the dissatisfaction was partly related to anxiety about not knowing what was causing the illness
and also to worries about not getting the right care. For example, the mother of ENRO50 kept taking her
daughter to the GP and struggled to understand why the GP took so long to come up with a diagnosis
and provide her daughter with the right help:

Researcher: So, they referred you to CAMHS?

Carer: So, CAMHS came later. Every time | took her to the GP (every 2-3 weeks) they told me nothing
was wrong but | told her | can see changes in her; she is losing weight, she looks weak, she does not
eat. They then did a blood test. | was really upset and began to cry, telling them that | knew her and
would not bring her out for no reason. | was really upset and began to cry.

In certain cases, carers, both black and Asian, did not appreciate or understand the need for
police involvement:

| don’t understand why he should be taken to the police station and kept overnight. He had done
nothing. He needed the doctor not the police. They kept him there all night and he showed us
bruises on his back from the police manhandling . ... They told us there was no bed available. How
can they tell us that there is no bed available in any hospital in Birmingham? There are so many
hospitals in Birmingham, why are there no seats? After three days we got a phone call from London
that he was in hospital there. The atmosphere in the hospital made his condition worse as he had
never witnessed anything of that sort before. We don’t really know if he needed hospitalisation.
Nobody ever told us anything. He had marks on him. He told me that the police had hit him. They
should not treat him like that [mother starts crying].

ENRO26, carer

The family had a religious/cultural explanation of their son’s illness and found it difficult to understand why
their son was taken to the police station. When the researchers met them they wanted to forget the
episode as a ‘blip’ and to ‘move on’ as their son had recovered. They were also worried about his marriage
prospects and did not want this incident to get in the way of future alliances from respectable families.

The lack of availability of beds, an unfamiliar hospital environment and being taken to the police station
before getting care were recurrent themes in ethnic minority interviews. African Caribbean service users
who had come into care through the criminal justice system felt that they were never taken seriously:

| stopped a police car and | told them that | don't feel well and | need some help, so could they drop
me home as | am hearing all of these voices. They never took me seriously and | must have went in
like a tangent and they started putting handcuffs on my wrists and that lot and | was flipping out, like
kicking them in their faces and then they took me to the police station. From the police station, | had
to go to the court and that is where | was slashing my wrists. | was clearly unwell. If they had taken
me home maybe | would not have to go to the prison and then to the hospital.

ENRO14, service user

The white British narratives also reported similar difficulties and delays in finding the right help at the right
time; however unlike BME users and carers, white users and carers did not mistrust services.
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STUDY 1: DETERMINANTS OF ETHNIC VARIATION IN PATHWAYS TO CARE DURING FIRST-EPISODE PSYCHOSIS

Summary findings from qualitative study 1
This qualitative study confirmed and reinforced several findings from the quantitative study. These include:

® The key drivers for help-seeking in FEP were family members and carers.

® There were ethnic differences in which family member intervened and the types of familial networks
tapped into for finding help. Most white respondents sought help in consultation with members
from the nuclear family, whereas black British and British Asian respondents sought help in
consultation with larger family networks (aunts, uncles, grandparents, cousins) and through
community organisations.

® Users and carers held multiple and sometimes competing attributions for the emerging symptoms and
altered behaviour of FEP.

® Many service users access or receive help only when a crisis point is reached. Even when carers have a
predominantly biomedical attribution for psychotic symptoms, medical help is not sought until a crisis
point is reached.

® Many Asian and some black carers strongly believe in supernatural and faith-based explanations for the
symptoms of FEP. There were important intergenerational differences, with second-generation Asians
less likely to consider supernatural causes as adequately explaining the altered behaviour in the
service users.

e Attributing the symptoms of emerging psychosis to life events and social adversity can hinder medical
help-seeking by providing a ‘normalising’ explanation.

e All three ethnic groups experienced difficulties in accessing medical help; however, BME service users
and carers mistrusted the services whereas white service users and carers did not.

Findings from study 1 are discussed in detail in Chapter 7 in the context of the overall ENRICH programme
findings and their interoperation.

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/pgfar01030 PROGRAMME GRANTS FOR APPLIED RESEARCH 2013 VOL. 1 NO. 3

Chapter 5 Study 2: ethnicity and detention under
the Mental Health Act

Abstract

Background: Black and minority ethnic patients have frequently been reported to be disproportionately
detained under the MHA. Most studies have been conducted in a detained population. A more
appropriate denominator for determining disproportionality is the population assessed under the MHA,
only some of whom get detained.

Method: A prospective study of all MHA assessments (April 2009-March 2010) was conducted.
Information was gathered on sociodemographic and clinical details, availability of community alternatives
and outcome of assessment. In a randomly selected cohort (five per ethnic group), qualitative exploration
was conducted of carer preceptions of the MHA assessment process.

Results: The sample consisted of 1115 assessments made on 863 individuals (some assessed more than
once) with a mean age of 40.12 (SD 14.75) years, 60.3% of whom were men. These assessments led to
709 detentions (63.6%). Compared with the BSMHFT service user population and population estimates for
Birmingham, BME individuals were significantly more likely to be assessed and detained. However, in a
logistic regression model, detention was related to a diagnosis of mental iliness, presence of risk and level
of social support, but not ethnicity. Carers found the MHA process stressful, even when they understood
the need for the process and agreed with its outcome. Police presence during MHA assessments was
particularly stressful, and black carers perceived a racial bias in police involvement.

Conclusion: We found no evidence that ethnicity was a predictor of detention in those assessed under
the MHA.

Introduction

Black and minority ethnic groups are disproportionately detained under the MHA in the UK. A recent
systematic review® concluded that BME patients experience higher rates of detention under the MHA than
white patients. Meta-analysis of pooled data found that black patients were 3.35 times more likely, and
Asian patients were 2.06 times more likely, to be detained than white patients. The review also noted that
higher-quality studies are less likely than low- or medium-quality studies to report an excess of black
detentions. However, meta-analysis showed that, even for high-quality studies, detention rates for BME
patients remain about 2.5 times those for white patients.

Five main categories of explanations emerged from the 49 studies included in the review:

® explanations related to patient characteristics, such as a higher rate of psychosis and greater risk of
harm to self or others in BME patients

® explanations related to clinical differences, such as more challenging behaviour and less compliance
with medication in BME patients

® service-related explanations, for example misdiagnosis, under-recognition of iliness, lower referral rates,
racial discrimination and stereotyping
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STUDY 2: ETHNICITY AND DETENTION UNDER THE MENTAL HEALTH ACT

® explanations related to cultural characteristics, such as cultural differences in explanatory models of
illness and greater stigma in BME groups

e explanations related to the patient—service interface, for example BME alienation and mistrust of
services and poorer engagement.

Overall, racial stereotyping and discrimination against BME patients was the most often cited explanation
(15 papers, 31%), followed by alienation, dissatisfaction, negative perceptions and mistrust of psychiatric
services (in 28% of studies), perception of BME patients as being more violent (24%), higher rates of
psychosis (22 %), delay in help-seeking and poor social support (18%) and misdiagnosis, under-recognition
of illness and lower referral rates to services (16%). If the perception of BME patients as being more
violent or at greater risk is considered as part of the racial stereotyping/racism category, then this
‘race-based’ explanation was offered in 53% of the studies. There was no primary evidence provided by
any study to confirm any of these explanations, and some papers presented data that suggested that the
ethnicity excess did not appear significant once confounders such as age, gender, diagnosis and risk were
accounted for.

The appropriate denominator population for determining predictors of detention is the population who is
assessed under the MHA not the subgroup who are detained, as studying the latter does not allow
exploration of differences in the two groups (detained vs. not detained). The two groups may differ in,

for instance, the availability of community alternatives to avoid detention. However, there are no studies in
the psychiatric literature of patients assessed under the MHA 2007 in the UK. Factors related to higher
rates of detention of BME patients under the MHA could be explored by evaluating the outcomes of
MHA assessments.®

The aims of the present study were to answer two questions:

1. Are there ethnic differences in the proportions of patients undergoing MHA assessments in a
given year?

2. What are the clinical, sociodemographic, ethnic and risk-related predictors of detention as an outcome
of MHA assessments?

Quantitative study 2

Methodology

Data were collected on all MHA assessments conducted between April 2009 and March 2010. A MHA
assessment was defined as a clinical encounter in which an approved social worker (ASW, as defined in
the MHA 19837%) or an approved mental health professional (AMHP, as defined in the MHA 2007?) has
been involved or invited, or in which at least one medical recommendation has been completed, regardless
of the outcome of the assessment (detention, voluntary admission or no admission).

Ethnicity

Self-assigned ethnicity is recorded on both MHA monitoring forms and in medical records. Four broad
ethnic groups were created for the purpose of the analysis: white (including Irish and other Europeans),
black Caribbean and black African, Asian (including Indian, Pakistani, Bangladeshi and Sri Lankan) and
‘other’ (including Chinese and Vietnamese). Mixed-race individuals were included in the ‘other’ category
if they were not assigned to the black, white or Asian categories on the MHA monitoring form or in
medical records.

Risk

Data on risk were obtained from MHA monitoring forms using the following categories: self-harm,
self-neglect, deterioration in mental state, harm to other people, harm to property and harm to
vulnerable others.
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Data sources

Details of the MHA assessment are recorded by the AMHP using two forms, SS101 and CR6B (see
Appendix 9). The S5101 records basic demographic information about the service user assessed, as

well as basic information about location of assessment, current legal status under the MHA and outcome
of assessment.

The CR6B form provides:

® details of the last/previous admission
the circumstances leading to assessment/reassessment

® arecord of interviews and discussions (a) with the service user, (b) with regard to the assessment of
risk to the service user and others, (c) with nearest relatives and others and (d) with doctors and other
professional staff

® the service user’s social situation, including (a) accomodation, (b) employment situation and (c) family
and social relationships

® the reason for the decision, including consideration of alternatives, advance decision and appropriate
medical treatment.

Data were collected under the following headings:

® setting of the assessment — where the assessment was conducted (venue, day, time), the individuals
(including discipline and role) involved in the assessment and whether a carer/family member
was present

® patient characteristics — sociodemographic variables such as age, gender, self-ascribed ethnicity,
residential status, level of community and social support; and clinical variables including diagnosis, type
and magnitude of risk and the compatibility of clinical presentation with legal criteria for detention

® service characteristics — local bed availability, availability of alternatives to detention and provision of
specialist outreach services

® factors determining outcome — including diagnosis, risk, alternative community treatment being
available, the home treatment team able to manage the service user in the community, and voluntary
admission from the service user.

Data collection

Before starting data collection, researchers arranged a meeting with the ASWs/AMHPs in the BSMHFT to
describe the study, answer any queries and request that ASWs/AMHPs ensure that the SS101 and CR6B
forms were completed in as much detail as possible. After some initial ambivalence related to whether the
study was a way of scrutinising clinical practice, ASWs/AMHPs became willing and enthusiastic supporters
of the project. Data were collected through the CR6B forms from AMHPs/ASWSs and cross-checked against
electronic patient notes. This information was collated and encoded at each site using PASW Statistics
(version 18.0, SPSS Inc., Chicago, IL, USA). A copy of the coding manual can be found in Appendix 10.

The research team made weekly contact with the clinical teams, including on-call clinicians and crisis
resolution/home treatment teams at each site, to identify all MHA assessments conducted in the previous
week. Details of the MHA assessments are recorded by the AMHPs using the CR6B form. The format of
the form and the level of detail varied depending on the site of collection and the AMHP recording the
information. To ensure consistent and reliable data collection, a consistent coding regime was used

(see Appendix 10) and all assessments were cross-checked with the data set of MHA assessments held by
social services. For each site, patient electronic databases were utilised to ensure that as much information
as possible was supplied to the research team by the AMHPs. Information from the assessment
documentation was coded and input using SPSS statistical analysis software (SPSS Inc, Chicago, IL, USA).
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STUDY 2: ETHNICITY AND DETENTION UNDER THE MENTAL HEALTH ACT

Results

Sample

In the year April 2009-March 2010, 1115 MHA 20072 assessments were conducted in the BSMHFT. These
1115 assessments were made on 863 individuals (some of whom were assessed more than once during
the study period) having a mean age of 40.12 (SD 14.75) years and of whom 60.3% were men. Of the
1115 assessments, 709 led to detentions (63.6%). The ethnic profile of those assessed was 51% white
British, 14.8% Asian/Asian British Pakistani, 13.9% black/black British Caribbean, 7% black/black British
African, 5.6% Asian/Asian British Indian, 1.6% Asian/Asian British Bangladeshi, 2.5% mixed ethnicity,
3.1% ‘other” and 0.5% refused to say. Of the individuals assessed, 443 (51.3%) had had a previous
hospital admission. Substance misuse was reported in 295 (34.2%) individual cases. The diagnostic
composition of the cohort was 48.1% schizophrenia, schizotypal and delusional disorders [International
Classification of Diseases, Tenth Edition (ICD-10)"° diagnostic codes F20-29], 25.3% mood (affective)
disorders (F30-F39) and 4.8% disorders of adult personality and behaviour (F60-F69).

Ethnicity and frequency of assessments

Table 14 provides the numbers of individuals assessed (total n =863) within the different ethnic groups
compared with the total number of service users accessing BSMHFT services in 2009-10 (total n=52,063)
and the ethnic population estimates for Birmingham in 2009 (www.birmingham.gov.uk) for each group.

TABLE 14 The number of assessments within different ethnic groups compared with the total numbers of service
users accessing the BSMHFT and population estimates for Birmingham

White British Assessed under the MHA 2007 439 -
Service users accessing the BSMHFT 2009-10 35,403 1.24
Birmingham population estimate for 2009 (x1000) 699.7 0.06
Asian/Asian British Pakistani Assessed under the MHA 2007 128 -
Service users accessing the BSMHFT 2009-10 3761 3.40
Birmingham population estimate for 2009 (x1000) 99.8 0.13
Asian/Asian British Indian Assessed under the MHA 2007 48 -
Service users accessing the BSMHFT 2009-10 1791 2.68
Birmingham population estimate for 2009 (x1000) 59.4 0.08
Asian/Asian British Bangladeshi Assessed under the MHA 2007 14 -
Service users accessing the BSMHFT 2009-10 562 4.62
Birmingham population estimate for 2009 (x1000) 255 0.29
Black/black British Caribbean Assessed under the MHA 2007 120 -
Service users accessing the BSMHFT 2009-10 2598 4.62
Birmingham population estimate for 2009 (x1000) 41 0.29
Black/black British Assessed under the MHA 2007 60 -
African/African ‘other Service users accessing the BSMHFT 2009-10 724 8.29
Birmingham population estimate for 2009 (x1000) 26.6 0.23

For the purpose of this analysis, ‘mixed ethnicity’, ‘other’ and ‘refused to say’ categories were excluded from
further investigation.
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The results reveal that a significantly greater proportion of patients accessing the BSMHFT from a BME
background than those from a white British background were assessed under the MHA (x> =415.0842,
df =5, p<0.001). There were significant differences between the ethnic groups in the proportion of MHA
assessments compared with the ethnic population estimates for Birmingham in 2009 (x*> = 335.8437,
df=5, p<0.001).

Ethnicity and detention

Of the 863 individuals assessed, 561 were detained at least once. Table 15 provides the number of
detentions for each ethnic group as well as the proportion (%) of detentions within each ethnic group
compared with the total number of service users (n=52,063) accessing the BSMHFT in 2009-2010 and
the ethnic population estimates for Birmingham in 2009.

Chi-square analysis revealed significant differences in detention rates under the MHA between the
different ethnic groups when compared with the total number of patients accessing the BSMHFT

(x> =259.7323, df =5, p<0.001) and the ethnic population estimates for Birmingham in 2009
(x>=232.3088, df =5, p < 0.001).

Post hoc analysis

Post hoc analysis was conducted to investigate the differences between all of the ethnic groups in rates of
assessment and detention within the two denominator populations of BSMHFT service users (Table 16) and
the ethnic population estimates for Birmingham in 2009 (Table 77). Compared with patients accessing the
BSMHFT, a significantly larger proportion of patients from a BME background were assessed and detained

TABLE 15 The number of detentions within different ethnic groups compared with the total numbers of service
users accessing the BSMHFT and the population estimates for Birmingham

White British Detained under the MHA 2007 307 -
Service users accessing the BSMHFT 2009-10 35,403 0.87
Birmingham population estimate for 2009 (x1000) 699.7 0.04
Asian/Asian British Pakistani Detained under the MHA 2007 88 -
Service users accessing the BSMHFT 2009-10 3761 2.30
Birmingham population estimate for 2009 (x1000) 99.8 0.09
Asian/Asian British Indian Detained under the MHA 2007 30 -
Service users accessing the BSMHFT 2009-10 1791 1.68
Birmingham population estimate for 2009 (x1000) 59.4 0.05
Asian/Asian British Bangladeshi Detained under the MHA 2007 13 -
Service users accessing the BSMHFT 2009-10 562 2.31
Birmingham population estimate for 2009 (x1000) 255 0.05
Black/black British Caribbean Detained under the MHA 2007 87 -
Service users accessing the BSMHFT 2009-10 2598 3.35
Birmingham population estimate for 2009 (x1000) 41 0.21
Black/black British Detained under the MHA 2007 36 -
African/African ‘other’ ) ]
Service users accessing the BSMHFT 2009-10 724 4.97
Birmingham population estimate for 2009 (x1000) 26.6 0.14
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Ethnic differences in assessments and detentions in the BSMHFT service user population

White British/white ‘other’

Asian Pakistani
Asian Indian
Asian Bangladeshi
Black Caribbean

Black African/'other’

Ethnic differences in assessments and detentions in the Birmingham population

White British/white ‘other’

Asian Pakistani
Asian Indian
Asian Bangladeshi
Black Caribbean

Black African/'other’

1.2(1.1to 1.4)
3.4° (2.9 t0 4.0)
2.7 (2.0 t0 3.6)
25(1.4t04.2)
4.6°(3.9105.5)
8.3° (6.4 t0 10.6)

0.06 (0.057 to 0.069)
0.13°(0.107 to 0.153)
0.08 (0.060 to 0.108)
0.05 (0.031 to 0.095)
0.29% (0.244 t0 0.351)
0.23%(0.174 t0 0.292)

1.2(1.1to 1.4)
3.4°(291t04.0)
2.7° (2.0 t0 3.6)
25°(1.4t04.2)
46°(3.91t05.5)
8.3 (6.4 t0 10.6)

0.04 (0.039 to 0.049)
0.09° (0.071 to 0.109)
0.05 (0.035 to 0.073)
0.05 (0.028 to 0.090)
0.21°(0.171 to 0.263)
0.14° (0.096 to 0.189)

than white British/white ‘other’ patients. Within the BME groups, patients of black/black British African/
African ‘other’ ethnicity were significantly more likely to be assessed and detained than those from any
other ethnic group (see Table 16).

Compared with the ethnic population estimates for Birmingham in 2009, a significantly larger proportion
of individuals of Asian/Asian British Pakistani, Black/black British Caribbean and Black/black British African/
African ‘other’ ethnicity were assessed and detained than individuals of white British/Awhite ‘other’ ethnicity
(see Table 17). Within the BME groups, individuals of black/black British African/African ‘other’ and black/
black British Caribbean ethnicity were significantly more likely to be assessed and detained than those of
Asian/Asian British Pakistani/indian and Bangladeshi ethnicity. In addition, individuals of Asian/Asian British
Pakistani ethnicity were significantly more likely to be assessed than those of Asian/Asian British
Bangladeshi ethnicity.

Ethnicity, multiple assessments and multiple detentions

Table 18 shows the mean (range) number of times assessed and detained for each ethnic group. Because
of the non-normal distribution of data for multiple assessments and multiple detentions, Kruskal-Wallis
one-way ANOVA was used to test for overall differences. There were no ethnic differences between
multiple assessments (x*>=3.815, df =5, p=0.576) and multiple detentions (}*=5.248, df =5, p=0.386).

Predictors of assessment and detention

Univariate analyses were conducted to identify sociodemographic and clinical variables that statistically
differed between ethnic groups (Table 19). Because of the small numbers in some BME groups, we pooled
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TABLE 18 Mean number of times assessed and detained for each ethnic group

Mean (range) Mean (range)
Ethnic group times assessed times detained
White British 1.28 (1-6) 0.83 (0-4)
Asian/Asian British Pakistani 1.35 (1-4) 0.88 (0-3)
Asian/Asian British Indian 1.35 (1-4) 0.77 (0-3)
Asian/Asian British Bangladeshi 1.36 (1-3) 1.00 (0-2)
Black/black British Caribbean 1.32 (1-4) 0.88 (0-3)
Black/black British African/African ‘other’ 1.25 (1-3) 0.72 (0-2)

TABLE 19 Unadjusted ORs for variables with a significant association with the risk of detention

VELEL]S (o] 95% ClI for OR p-value

At least one risk

No 1

Yes 2.553 1.923 t0 3.390 0.000°
Ethnic group

White 1

Black 0.945 0.688 to 1.297 0.727

Asian 0.972 0.714 to 1.324 0.859

Other 0.676 0.3881t0 1.178 0.167
Diagnosis

Psychopathic disorder 1

Mental impairment 0.796 0.238 to 2.662 0.711

Mental illness 1.650 1.059 to 2.570 0.027°

Comorbidity 0.846 0.379 to 1.886 0.682

None 0.237 0.107 to 0.523 0.000°

Age (years)
<35 1
>35 1.540 1.203 to 1.971 0.001°

Living status

With family/friends 1

Living alone 1.147 0.863 to 1.524 0.345

Supported living 0.571 0.334 10 0.978 0.041°

No fixed abode 1.190 0.581 t0 2.439 0.634
Gender

Male 1

Female 1.277 0.992 to 1.643 0.057
a p<0.05.
b p<0.001.
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the ethnicity data into broad black, white and Asian groups. Six variables were checked for co-linearity
with each of the five other factors using Pearson’s correlation and then used to model detention. A logistic
regression model was constructed to predict the outcome of a patient’s mental health assessment (either
‘resulted in detention’ or ‘no detention’) using SPSS statistical analysis software. Variables were entered
into the model and identified as categorical when appropriate. The ENTER method was used to force
inclusion of all factors into the final model in which model coefficients could be easily compared. Variables
with more than two categories were tested for significance both as combined factors and as individual
categories, which allows the overall effect of the variable to be captured alongside the effects of each
category. ORs and 95% Cls were computed for each individual category.

In the total assessed population, detention was predicted by having a mental illness, the presence of risk,
age > 35 years and living in supported accommodation. Ethnicity was not a predictor of detention under
the MHA (Table 20). We repeated the analysis restricting the ethnicity breakdown to the three largest
groups, which also had the most disproportionate rates of assessment and detention under the MHA.

TABLE 20 Multiple regression analysis

Presence of risk
Yes 7.658 3.008 to 19.495 0.000°

Ethnic group

White 1 0.395
Black 0.922 0.629 to 1.352 0.678
Asian 0.941 0.635 to 1.395 0.764
Other 0.560 0.290 to 1.083 0.085
Diagnosis
Psychopathic disorder 1 0.000°
Mental impairment 3.518 1.439 to 8.598 0.006
Mental illness 7.039 1.523 t0 32.524 0.012
Comorbidity 6.835 3.136 t0 14.898 0.000
None 4.867 1.655 to 14.319 0.004

Age (years)
<35 1
>35 0.660 0.487 to 0.896 0.008°

Living status

With family/friends 1 0.018°
Living alone 1.142 0.821 to 1.588 0.431
Supported living 0.456 0.254 t0 0.820 0.009
No fixed abode 1.242 0.556 to 2.777 0.597
Gender
Male 1
Female 1.210 0.896 to 1.633 0.214
a p<0.05.
b p<0.001.
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These were the Pakistani, black Caribbean and black African groups. Compared with the white group,
ethnicity was still not an independent predictor of detention.

Summary findings from quantitative study 2

® Greater proportions of the BME groups, particularly the black Caribbean and black African groups, are
assessed and detained under the MHA than of the white group. This is true both when the
denominator is the general population and when the denominator is the population currently receiving
care from secondary mental health services.

® When age, diagnosis, risk and level of social support are accounted for, ethnicity is not an independent
predictor of MHA detention.

® The ‘disproportionate’ excess of BME service users in the detained population is likely to be the result
of underlying differences in rates of illness, presence of risk and level of social support.

Qualitative study 2

While collecting the quantitative data for this study we observed major inter- and intra-ethnic differences
between the five broad groups (Pakistani, Indian, Caribbean, white British and African). For example,
Caribbean and Pakistani service users had a higher number of Section 3 detentions. The data also showed
that Indian service users were more likely to accept informal community treatment. To explore the
underlying reasons for such cultural and ethnic differences in the outcomes of assessment, a triangulation
approach was used and qualitative data were collected from carers, AMHPs and Section 12 doctors.

Methodology

Pilot and development of topic guides

Separate topic guides were devised for each of the groups to be interviewed (carers, AMHPs and

Section 12 doctors). To devise the topic guides for the professionals, informal interviews were conducted
with the operational leads (service managers) of four areas within the BSMHFT. The analysis of these
interviews shaped the development of the topic guides. The questions for the qualitative interviews with
carers were devised on the basis of our quantitative findings and the aims of the qualitative component of
the research. Each of these topic guides was approved by the ethical lead of social services for Birmingham
and Solihull.

Sample

The study team stratified the quantitative data set by ethnicity and then randomly selected five cases from
each of the ethnic groups. Contact was made with care co-ordinators to obtain permission to contact
service users. Contact was then made with service users and verbal consent received (the date of the
verbal consent was recorded) to contact their carers and respective professionals involved in the
assessment process. If the service user declined participation, further potential participants were randomly
selected from the cohort of users of the same ethnicity. Once verbal consent was received, contact was
made with carers by telephone and also a letter was sent explaining the study. Once carer interviews were
conducted, contact was made with the professionals and interviews were conducted across the trust at
their venue of choice.

Interviews were conducted by two researchers with both researchers making detailed ethnographic notes
about the major themes emerging in the interview. These notes provided the context and background to
the larger thematic analysis to follow. All interviews except one were audio recorded (one Caribbean carer
did not give us permission to record the interview). Extensive notes were taken by the second interviewer
while the lead interviewer asked questions. The interviewers typed up these notes together to maintain
accuracy in representation. The same procedure was followed in the professional interviews. The
professionals were given notice and details about the episodes that the researchers were going to speak to
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them about. Some of them used medical notes to remind themselves about the details around the
outcomes of the assessments. In some cases, researchers provided professionals with the CR6B form for
the assessment to assist them with remembering the details of the case.

Results

Recruitment

A total of 46 service users were contacted from the five different ethnic groups. The black African group
and the British Indian group were the hardest to engage, with most refusals coming from the British Indian
group. The study failed to recruit from the black African sample as some of them were clinically unwell or
had moved away.

A total of 11 service users consented for us to contact their carers — five British Pakistani, two British
Caribbean, one British Indian, one white British and two mixed parentage (one white—Asian, one black
Caribbean-white) service users (Table 21). Although mixed parentage was not part of our inclusion criteria,
these service users were included in the final analysis because EPEX (electronic medical records database)
identified these cases as white and black and once we met the respective carers we realised that they were
of mixed lineage.

In seven out of the 11 cases, the outcome was detention under Section 3 and in three cases the outcome
was detention under Section 2; in the other case the outcome was intensive community treatment. Eight
of the 11 carers were women (mothers and partners) and three were men (one brother and two fathers).

Once the carer interviews had been conducted, the Section 12 doctors and AMHPs present at the MHA
assessments were tracked to complete the case study. Tracking professionals was a major challenge as
some had moved jobs or felt too busy to participate. A total of six AMHP interviews and four Section 12
doctor interviews were conducted (Tables 22 and 23 show the ethnic breakdown of the AMHPs and
Section 12 doctors respectively), making a total of 21 interviews for the qualitative component of study 2.
There were three cases in the entire data set for which all three interviews were conducted (carer, AMHP
and Section 12 Doctor). These interviews were analysed separately and treated as complete cases.

TABLE 21 Outcome and ethnic breakdown for recruited carers

1 Section 3 Mixed (white and Asian)
C2 Section 3 British Pakistani

C3 Section 3 British Pakistani

c4 Section 3 British Pakistani

c5 Section 2 White British

cé Section 2 British Pakistani

c7 Intensive community treatment British Pakistani

c8 Section 3 British Caribbean

9 Section 2 British Indian

c10 Section 3 British Caribbean

C11 Section 3 Mixed (black and white)
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TABLE 22 Ethnic breakdown of AMHPs

AMHP1 African Caribbean
AMHP2 African Caribbean
AMHP4 British Pakistani
AMHP8 British Pakistani
AMHP9 British Indian
AMHP10 British Pakistani

TABLE 23 Ethnic breakdown of section 12 doctors

Sb2 White British
Sb4 White ‘other’
Sb7 White British
SD9 Middle Eastern

Data analysis
All interviews were recorded and transcribed with line numbers, resulting in typed transcripts of the
narratives produced by the carers, AMHPs and Section 12 doctors.

Each interview was coded separately by two different researchers. Thematic analysis was conducted across
the interview sets collected.

The researchers:

e Listened to the transcripts via audio file to familiarise themselves with the nature and context of
the interviews.

® Read and reread the transcripts to highlight statements relevant to the two main study objectives. Each
highlighted item was then given a code name describing the theme or the process being described.

® Transferred the codes into a single Word document to produce a series of subcategories clustered by
ethnic grouping.

® Produced a written description for each of the subcategories compiled, with case and line number
used to illustrate different points.

® Finally, higher-order themes were derived, which included cross-cutting themes running through
all transcripts.

Subthemes of the non-cross-cutting themes that were unique to different ethnicity subgroups were also
saved separately to deduce whether there was anything unique about the experiences of a particular
ethnicity, carer or service provider that needed to be reported to understand the uniqueness

of the process.

A senior member of the study team with expertise in qualitative data analysis went over the preliminary
coding, which allowed us to collapse categories and also question some of the generalisations that the
researchers had made in relation to the themes.
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The data were manually coded and each theme was colour coded across transcripts. To enhance rigour
and methodological quality, the two researchers carried out this process by consensus coding to increase
accuracy and reduce bias in any single researcher’s subjective interpretation of the data.

To protect anonymity each participant was given a letter(s) code and assigned a number as follows:

carers: C1-11

section 12 doctors: SD2, 4, 7 and 9

AMHPs: AMHP1, 2, 4, 8, 9 and 10

the numbering of the AMHPs and Section 12 Doctors mirrors the cases that they were attached to,
that is, AMHP2 and SD2 correspond to the case involving carer 2.

Two approaches to data analysis were used. In the first, the material collected from each of the groups
was analysed separately and grouped under broad headings; in the second, the cases for which all three
groups were interviewed were treated as a separate group and any discrepancies in accounts were
examined.

The following three broad themes emerged from the analysis of data in relation to carers’ experiences
of undergoing MHA assessments: (1) experience with services, (2) shame, stigma and discrimination and
(3) culture, religion and coping.

Carers’ experiences of services

Help-seeking and difficulties in accessing care through primary care

Six of the 11 carers interviewed spoke about the GP being the first port of call, and that they found that
GPs did not have a very good understanding of mental iliness. C9 (British Indian) repeatedly visited the GP
describing his son’s symptoms. The GP kept asking him to bring his son to the surgery and did not accept
that the son’s mental health problems stopped him from leaving the house. Similarly, a Caribbean carer
(C8) said: ‘No, | contacted the GP, GP did not take it seriously and within a few days, he was arrested and
sent to Winson Green prison’.

Only two cases found it relatively easy to find help and had no problems accessing help from mental
health services. These service users were already within and known to mental health services.

Help was often obtained only after the service user reached a ‘crisis point’, as this white mother described:

| took him to the GE he sent him straight away to Centre X, we went in there, | said, ‘I want you to
keep him’, and they said, ‘No, we’ll just give him tablets’, and everything, but | really wanted them to
keep him.

The next day she tried reaching out to different agencies for help: ‘For whatever reason he just would not
leave me alone. So | took him to my mum’s Sunday morning and | phoned up different agencies who
couldn’t help me, in the end they told me to phone .. .".

Two carers told us how they contacted the mental health teams, described the symptoms and people
came around, for example: ‘It was easy, | noticed the signs and called her care coordinator and the home
treatment team came along’ (C2). But the same carer had to go through distress and manage her husband
at home as there was no bed available:

Researcher: How long did it take to find him a bed?
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Carer: Almost two weeks.
Researcher: Were they monitoring him at home? Were they coming to see him?

Carer: Yes, to give him his medication to make sure. But with my husband it would be a hit and miss,
sometimes he’d be there all the time for them to assess him. And they know that this was a reqular
pattern. He'll never be at home, and then | was worrying that it’s not just his mental health. He is also
a diabetic, he could be anywhere. He could be on the streets; he could have gotten himself into
trouble. Because he causes a lot of fights and also borrows money and gambles. | was walking in

eqgq shells.

During this period she went and saw her GP as she physically could not cope and she was given sleeping
medication to help her sleep. Her children were sent to her extended family as she did not want them to
be a part of the stress that they were going through.

Hence, help-seeking was not a straightforward process and was mediated by the service user’s history of
mental illness. GP contact delayed help-seeking for first-time help-seekers.

Experience of the Mental Health Act

Family members across the sample found the MHA process very stressful, but felt that it was the right
outcome as they could not manage their family member at home. The majority of them found the police
presence very distressing. Although the police were involved in the majority of the assessments within the
sample, it was the Caribbean carers who felt that there was a racial bias to police involvement: ‘Yes, the
police were involved, he was reluctant to go inside the ambulance. There was a lot of hoo haa, to get him
in. | sort of expected it for black lads and all that you know’ (C8 African Caribbean mother). This mother
believed the harsh process was due to her son being black: ‘is how it goes, doesn't it?’.

Another Asian carer spoke about it being a ‘long drawn out process’, which turns into a public spectacle
every time it happens:

So many people came, social workers, doctors, two police vans, so many people just outside. The
people in the surrounding see it and are looking at what is going on. He also feels that he is
surrounded by it. He was questioning them, why are you coming to my property.

4

Another Caribbean carer felt strongly about how the police treat black men with certain postcodes. She
did not understand why her son needed to go to the police station if he was unwell and needed to be
hospitalised. She was worried that he might be killed in custody:

| know, he did not trust me and did not want me involved in the assessment process. But, | was
worried as | had heard what happens to men who are taken into mental health services. | also knew
that it was unsafe to keep him at home as | felt threatened and | just had to let them take him. | did
not feel that | was a part of the sectioning process. Even when he was in hospital, | felt that things
were not communicated to me. | made a formal complaint about it and did not receive a very good
response from a manager from my own community.

Cc10

However, a Pakistani carer did not feel that there was a racial element in the process:

Yes because the doctor said the way she was acting, and it’s dangerous for her, that she’s cutting

herself and all the arquing, not staying in, she’s just, sometimes she just, you know that day she was

just, open the door and run and go there, in front of the car or, using bad language to other people.
(@)
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In this case, although the carer was not happy with the lack of explanation, he thought that police
involvement was warranted as his daughter posed a threat to herself and the family could not manage her
at home.

Intraservice experience

Whereas GPs’ misrecognition of symptoms was a dominant theme in delays in help-seeking, once within
mental health services users did not have problems in finding help. The only theme that stood out in the
data was the lack of continuity of care once within services:

It would help if they did not discharge him and his relapses were monitored closely. The way the
system works is that once you see the signs, you start all over again. We know he is sick and needs to
be looked after.

In two cases in which users were on supervised community treatment orders (CTOs), these were perceived
to be less disruptive and ensured continuity of care from the same set of professionals: ‘I think it [CTO]
works for him. He is out, we are less worried about him, but he also gets looked after’ (C4, mother).

Carer burden

Carer burden and deterioration in carer mental health were dominant themes. Although most of the
carers were asked by services if they needed support to cope, few admitted getting help as finding help
for the ill member of the family was their main priority: ‘Whatever | got would not have worked because,
it was something that happened to me that | had to deal with and get through, and | was offered support
but | haven't, | never took it ' (C1, white mother).

Carers also reported a deterioration in their own health as the service user got better:

I just had to be. | was probably stronger when it happened, than afterwards. | think, as he got better |
got worse, cause | could let myself.

But, when so many people come and take him away, | find that hard. It pains me and causes me a lot
of distress. But, they also come in and say sorry to me for causing distress . .. It has made me ill. | am
also taking medication for depression. | had a lot of trouble and then | went to the doctor and she is
lovely. She told me, that | had depression and so | should be taking medication at night.

It was a rollercoaster for myself. Because | don’t know what to do, | don’t know how it's going to pan
out. What's going to happen, and then you‘ve got a grown man. Crying so much in front of you,
ranting and raving, you just don’t know what to do. Then he becomes quiet, he has no interest in

life. Then you wonder how is it going to turn out . .. | didn’t get no support, no | was just forgotten.
But then I'm that kind of person that says as long as they are concentrating on him, | am happy.

Dissatisfaction with services

Our sample showed ethnic differences in the level of satisfaction with services. Whereas one white British
carer felt totally supported by services, the two Caribbean carers were not happy with services. C8
(Caribbean carer) thought that services did not take culture and cultural needs into consideration and that
the quality of care would be different if the psychiatrist was from a similar background:

I don’t really think she got us. She did not get him. He would be better off with a black psychiatrist.

His care co-ordinator is of the same ethnicity, but that is no use to us as he has no power. She
[psychiatrist] makes all the decisions.
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Across all ethnic groups family members wanted more than just medical intervention for their
family members:

They discharged him, did not give me much information on how to deal with him and | felt lost.
When he first came out, the mental health services were doing various things with him, there just
wasn’t enough of it. He needed more stimulation.

C1, white mother

They medicate her, she is like a zombie. Sometimes you just need talking and that can cure. To take
out of her mind that she is mentally ill and to empower her so that she can look after herself. Not just
sitting here all day or laying about, and just giving her medicine, medicine, medicine. Medicine is not
everything. You need advice as well.

C7, Pakistani father

Actually work groups, apprenticeships instead of just giving him medication and then leaving him,
Because | can’t do it, | have a full-time job, there needs to be someone who is more hands on
with him.

C8, African Caribbean carer

Shame, stigma and discrimination

There was a clear ethnic difference in the way that stigma and shame were perceived by Asian and
Caribbean carers. Most Asian carers did not think that shame and stigma were a problem within the
community. On the contrary, they felt supported by the community and their families:

No. It is an illness. | have diabetes too, why should | be ashamed of it?
C4, Pakistani carer

My family is so big that | don’t really need the community. But, it does not really matter. They have

been supportive and have been feeling bad for us.
C6, Indian father

Another Pakistani carer described how the neighbours and extended family came around for support and
read prayers and conducted other rituals with the aim of finding relief.

Although family members did not feel ashamed about their relative having a diagnosis of mental illness,
some of them felt ashamed to acknowledge the presence of the mentally ill person in their household in
front of others:

It is hard because she is a girl. | don’t want the marriage prospects of my other children to be ruined
because she is like this and hence she stays with my parents, so it is not embarrassing for us when
she runs out of the street.

C7, Pakistani father

One daughter, the one after him, is a social worker and she understands it and is sympathetic. But,
the other daughter, she is eighteen and she is not very happy to have him around when her friends

come over.
C8, black Caribbean mother

In the Caribbean group, one carer was selective in telling her family and friends about her son’s illness as
she perceived stigma from the community: ‘My family members, only those who understand and have
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some knowledge know about it. Even with friends, | have had to be a bit selective’ (C8, black Caribbean
mother). Also:

The Christian Black church environment is less helpful. People kind of give sympathy, but no practical
help. They wanted to know not because they wanted to help me but because they were curious.

I asked them not to call me during the day as my husband was suffering from panic attacks and
they were not understanding of this. | had to walk away.

Overall, it seemed that stigma was higher within the Caribbean community than within the
Asian community.

Culture, religion, illness explanation and coping

None of the carers we interviewed attributed signs of distress to solely religious or cultural reasons. There
were instances in which service users, when unwell, thought that they were possessed by jinn or cases in
which people in the extended family thought that the illness could be attributed to religious or cultural
reasons. Although most carers recognised symptoms from previous family history or linked the illness to
taking drugs, called it ‘thinking oddly’ or recognised it as a clearly medical problem, help-seeking was not
delayed by a different explanatory model of illness. One carer thought that it could be attributed to
religious reasons but over time realised that it was linked to cannabis intake and had no religious
connotations. Some of the service users, on the contrary, while unwell, believed that they could be
possessed by spirits and others accused their family members of casting spells and carrying out black
magic. It is interesting to note that, despite the fact that carers did not have strong religious explanations
for distress, a lot of them sought refuge in religion in the hope of finding peace. A Pakistani carer told us:

| believed it, but my husband did not. | have a cousin in Saudia and she is from Karachi, she knows
someone there. She told me that he is being followed by these bad things. She asked me to read the
last two suras [verses] of the Quran. She asked me to read them forty-one times for forty-one days
and | did that and | did not see any change in him [laughs aloud]. Then my husband said, that it is an
illness. But, then | told him that the Quran has answers to this as well and | keep reading the Quran.
But, it is not necessary that it is just that thing. It is good to pray.

Another Pakistani carer felt hugely supported by her faith: ‘When | do my prayers, | find the inner strength
to deal with his illness. When | am not praying, my family know that | am not coping’ (C2).

A Caribbean carer told us: ‘I shut myself to the people from the church as | found their interference
difficult but continued praying as that was the only way | could cope. My faith became stronger and
helped me cope’ (C10).

Professionals’ views and experiences

Aims
Professional interviews aimed to understand:

i. the determinants of, or the reasons for, the outcome of the assessment
ii. the mechanics of decision-making
iii. their perceptions of ethnic inequalities and the role of ethnicity and culture in mediating the
illness experience.

Note on analysis/limitations of the study

Professional interviews were harder to conduct because of time pressures and hence not all of the
professionals interviewed could be asked the same set of questions. Instead of organising the material
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under each of the broader aims, researchers took a decision to summarise the cross-cutting themes that
emerged from interviews with AMHPs and Section 12 doctors seperately.

Outcome of the assessment

The dominant form of language that influenced decision-making was ‘clinical’ and about ‘risk’. Even in
cases in which social workers were critical of professional practice, ‘risk’ was the dominant area around
which the discussion of decision-making and outcomes was constructed:

Yes | think, | think we were all agreed that we were concerned about the level of risk to wife and
potential risk to public. So we were definitely concerned about the risk of aggression. | think, again
and just from what | recall, | think there was some discussion about the whole fact that he was
hearing voices and whether this was, psychosis or religion and yes, | think it was Dr [name] that was

one of the Section 12 doctors.
AMHPI10

They [A&E staff] were worried about his own safety and also the safety of the people in the

A&E department.
AMHP4

He wasn't aggressive at all but he expressed ideas that his grandmother might be sexually interfering
with a niece and he also expressed that he had thoughts of children, sexual ideas towards children,
but it was limited what he said but he was very, very distressed by those kinds of thoughts. It was
apparent that there were levels of risk regarding his risk to others because of the aggression that he
displayed at his grandmother’s house. There seemed that there may be a risk to himself because

he kind of had a self-loathing about having these thoughts about children, which he couldn’t

actually control.
AMHP1

Because the parents were leaving [to go to India for a while]. So we decided that we needed to do
something with this guy, you know, we can’t leave him in his bedroom, you know, the risks. We
weighed up the risks and did we feel that he was gonna be safe, while other people were looking
after him and doing his food and stuff like that, so we decided to do a Mental Health Act assessment.
AMHPSE

Despite the fact that ‘risk’ was the dominant area around which the discussion of the outcome was
constructed, and how it was constructed varied from case to case, decision-making did take alternatives to
detention into account as well as deploying the ‘least restrictive options’.

One social worker, talking about the decision-making process around a service user who was new to the
services, said:

We did balance up whether or not we could manage him on home treatment and the thought was
that given the risk and given the unknown risk, because the idea about children, we weren’t sure
whether he would act on them or he had acted on them. We didn’t feel that the risk could be
managed at home with his family, so we thought the best thing to do was to bring him into a

safe environment.
AMHP1

This discussion about options was something that occurred in each of the cases discussed.
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Understanding the outcome process: role of religion and culture

Culture and religious backgrounds were flagged up as important components mediating the illness
experience. Clinicians’ understanding came from their own ethnic experience, but also from working in the
city where they learned from the practice of engagement with diverse communities. While emphasising
the importance of distinguishing between culture and ethnicity, the emphasis was on understanding
culture as upbringing, which is contextually constructed.

A black Caribbean social worker told us:

I think you have to look at ethnicity, but also at culture as well, because when people talk about
ethnicity, an example I'll give you is that we have African colleagues on my team. Their understanding
of what Caribbean culture is, is not the same, whereas people think other people will think both of
you are non-white, so you may understand what I’'m saying, but their cultural ideas are not the same
as Caribbean.

The importance of making distinctions between psychotic symptoms and normal religious beliefs was also
emphasised. For a lot of the people who practise religion, it was normal to talk in terms of God talking to
them or God revealing things to them as this was considered to be a part of their religious beliefs. AMHP1
cites the example of a man who was a strong practising Christian and whose wife was cheating on him
who said that God had revealed it to him, which could be interpreted as delusional from the perspective
of Western biomedicine.

In a similar vein, a British Indian social worker told us that generational differences in language and
vocabulary around distress within the South Asian community need to be taken into consideration. She
emphasised tapping into cultural nuances, getting as much information as possible and working with the
families to achieve the best outcome for the ill person and the family:

I've worked in a multiculture society for many years so | feel I've got an understanding of when,

when that’s out of the ordinary. | think the key messages remain the same whatever culture you work
in, that you get corroborative information from people who, you know, we're just, we just have
some information on something, we need to always involve other people who have other pieces of
the jigsaw.

Ethnic matching

Although all social workers had interesting takes on culture, religion, language and ethnicity, they were of
the opinion that ethnic matching was not always a solution. AMHP1, talking about her experiences of
working with people from her community, was of the opinion that sometimes it can get in the way of
professional practice. She told us:

That is a tricky one. While | want to say, it works, there is always an assumption that since you are
from the same background the outcome will be desirable to family members and the ill person. That
can make your place uncomfortable as a professional trying to do their job. Also, sometimes you
have to deal with lack of trust of professionals when you are working in the same settings. That is
really tricky.

Another social worker said that one had to go beyond ethnicity and engage with cultural upbringing as

matching colour did not mean anything: ‘Being black does not mean we are similar. It's about our culture,
our upbringing’ (AMHP2).
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Another social worker with a British Indian background demonstrated how understanding the cultural
context worked in a particular case:

There was a greater issue between the father and the daughter-in-law, you know his [son’s] wife, and
he just couldn’t stand the fact that they were together again, and | had to ask him to back off, you
know, that he’s a grown man, ‘Your son is a grown man, he can make his own decisions’. ‘But he’s
always making the wrong decisions’. ‘It doesn’t matter if he’s making the wrong decisions, if he
wants to, [Name].” You know, | had to plain talk with him in my language that it’s none of his
business, if the husband and wife want to get together, yeah, and it was very difficult for the father

to take that on board.
AMHP9

She felt that she had used her knowledge of culture and language but also her rapport with the family to
assert herself in a helpful and constructive way.

On the whole, the opinion around ethnic matching was mixed, with the black social workers being
ambivalent and the South Asian social worker demonstrating that it could be helpful.

Medical perspective compared with social work perspective
Social workers commented on a generational difference in the attitudes of Section 12 doctors, with the
older generation not wanting to be questioned and expecting social workers to be ‘rubber stampers’:

Sometimes it is that they’ve already done the medical recommendation or they haven’t involved you,
but then obviously in terms of looking for your second doctor, you don’t go for the ones who are
rubber stampers. There is this attitude of we know what is best, you just sign the dotted line. | have
walked into assessments and questioned the outcome many times. It does not always happen, but

there are some oldies, who are set in their ways.
AMHP1

Culturelethnicity and its impact on the outcome of assessment
Most medics emphasised that assessment was a ‘culturally neutral’ process:

If | feel that the patient is necessary for him to be detained for the best interest, best, and health and
to protect others, | don’t look into the shade and type of the person, straight away | will section
them, if it is necessary and if the other measures all fail look at the patient, as a person. To me what
matters is that whether, and | just the same to the families, | just listen to the views of the other team
members, but to me, whatever ethnic group, if | feel there’s a mental illness and that person need to
be in hospital, | will do it whatever the pressure on me will be.

SD9

Another Section 12 doctor felt that certain communities had unrealistic expectations of services and
sought help elsewhere when these expectations were not met:

| think expectations are part of the problem, I’'m not saying it’s the entire problem, but you haven't
cured him. You are the doctor. You haven’t cured him and sometimes you have to say, oh well, I'm
not God here. There are limitations to what | can do. Whether or not we haven’t been able to explain
those limitations, or we are unable to get to them in a realistic way, it’s a possibility, I'm not saying,
some of them they have their own perceptions. I've got a Somali patient which | will be very surprised
if the mother doesn’t take him to one of the healers tomorrow because she doesn’t believe her son

have any psychiatric problem, it’s all about magic, black magic.
SD4
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STUDY 2: ETHNICITY AND DETENTION UNDER THE MENTAL HEALTH ACT

Views on black and minority ethnic over-representation in mental

health services

Over-representation was not considered to be a problem, given the demographic profile of Birmingham,
and was even thought to be improving:

I think that the general trend is that actually over-representation is coming down and down because |
remember there was a couple of studies in 1980s with Professor [name] of [name of city] that they
actually saw, 1980s the Black Afro-Caribbean 13 times more at risk of actually just being detained
and 10 years later it actually came down to eight times more than a white Caucasia.

SD7

Summary findings from qualitative study 2

® There are clear differences in MHA experiences between carers whose family members are known to
services and those who present for the first time. The former receive unproblematic access to care; the
latter feel that the system does not respond to their concerns in a timely and appropriate manner.

® Help arrives only following a crisis and early warning signs are usually ignored by services,
particularly GPs.

® Carers find the MHA process very stressful, even when they understand the need for the process and
agree with its outcomes.
Carers feel that their own mental health has suffered because of the burden of care.
Police presence during MHA assessments is particularly stressful, and black carers perceive a racial bias
in police involvement.

® Stigma and shame appear to be greater in the black community than in the Asian community. Asian
carers find shared spiritual explanations within the community a source of comfort and support.

® Cultural attributions change over time; in established illness medical explanations become more
dominant but supernatural explanations continue to provide culturally appropriate meaning.

® Amongst clinicians, risk assessment and management are the paramount drivers of MHA assessment
and outcomes.

e Although all clinicians agree on the importance of cultural and ethnic factors in assessments, social
workers place a greater emphasis on these in practice whereas medics see themselves as
‘culturally neutral’.

® There is no consensus on the need for ethnicity matching in the MHA assessment process.
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Chapter 6 Study 3: appropriateness, accessibility
and acceptability of generic early intervention services
for different ethnic groups

Abstract

Aim: Study 3 aimed to determine the appropriateness, accessibility and acceptability of generic early
intervention services for different ethnic groups and establish the care needs and preferences of service
users and other stakeholders.

Method: Focus groups (n = 13) were conducted with early intervention service users (n =22), carers
(n=11), community and voluntary sector organisation representatives (n = 6), commissioners (n = 10), early
intervention professionals (n =9) and spiritual care representatives (n = 8).

Results: Service users and carers had multiple explanatory models of iliness, which are often competing
and contrasting. For many BME groups, help-seeking involved support from faith/spiritual healers, before
seeking medical intervention. This continued even during engagement with early intervention services.
Early intervention services were considered accessible and appropriate and were largely perceived as being
positive and caring and as taking into account the cultural and ethnic background of users and carers. No
specific changes were needed or demanded from the current model of early intervention services to make
it more culturally appropriate. BME service users did not seek BME-specific measures or interventions; they
wanted to be able to share their spiritual/religious and cultural beliefs with mental health service
professionals in an open manner without being judged. There was no demand for ethnic or gender
matching between users and clinicians. Instead, users and carers wanted competent and caring clinicians,
regardless of gender or ethnicity. Lack of appropriate interpretation services is a key barrier for some BME
carers and users.

Conclusion: Newer ways of collaboration between the NHS and non-medical, particularly faith,
organisations is needed to improve pathways to care for BME service users and carers.

Aim

The aim of study 3 was to determine the appropriateness, accessibility and acceptability of generic early
intervention services for different ethnic groups and establish the care needs and preferences of service
users and other stakeholders.

Method

This study’s methodology takes a constructionist approach in contrast to the objectivist and data-driven
approaches of the studies 1 and 2. Here, knowledge about subjective social reality is derived from
describing and interpreting people’s definitions of it, by using ethnographic methods,® for example
interviewing, focus group discussions or observation, to understand how people make sense of

their world.
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Focus groups are a form of group interview in which participants are selected because they are a
purposive, although not necessarily representative, sample of a specific population, with the group being
‘focused’ on a given topic. Focus groups are increasingly popular in health research for ‘exploring what
individuals believe or feel as well as why they behave in the way they do’ (p. 655).%

Focus groups were coducted with service users, carers, health professionals, key stakeholders from
voluntary sector and community groups, commissioners and representatives of spiritual care. All focus
groups used a topic guide developed around the key questions: ‘How appropriate and accessible are
generic early intervention services for the specific ethnic and cultural needs of BME communities in
Birmingham? How can these be improved?’ The topic guide was developed after discussion with the
project steering group. Cultural appropriateness, accessibility and acceptability of early intervention services
was explored within several domains, including:

user choice

importance of, assessment of and perceived respect for cultural needs
availability of interpreters and information leaflets in different languages
ethnic mix of the treating teams and services

local provision of culturally appropriate ‘talking therapies’.

Users and carers were specifically asked about their perceptions of the relevance and importance of
cultural and ethnic factors in the care received from the early intervention service within Birmingham.
Each focus group was faciliated by the same senior researcher to ensure consistency of aproach. She was
accompanied by a note-taker who observed and recorded the non-verbal interactions and documented
the general content of the discussion to aid later analysis of the data. Debriefing meetings were held
immediately after each focus group between the senior researcher and the note-taker at which throughts
and perceptions about the content of discussions were recorded. Before conducting focus group
interviews, a pilot focus group with service users and one with carers were conducted to test the

topic guide and assess the feasibility of the focus group and the time required for carrying out the

main interview.

Sociodemographic information sheet

Service users and carers were asked to complete a basic sociodemographic information sheet recording
age, date of birth, gender, ethnicity, religious affiliation, living and employment status, postcode and other
demographics (see Appendices 2 and 8).

Ethnicity was recorded in two ways. First, participants were asked to describe their ethnicity in their own
words. This was then recorded on the demographics information sheet verbatim. Second, a list of census
categories was presented to participants and they were asked to check the box that they felt best
represented their ethnic group.

Procedure for all focus groups

Before each focus group the facilitator described the study and asked participants again if they were
happy to participate. Participants were asked to sign a consent form. All participants were asked if the
focus group could be audio recorded and whether they were happy for anonymised quotes to be used in
the report and any future publications.

An initial mapping excerise was conducted from November 2009 to April 2010 to identify voluntary and
community organisations that served BME mental health service users and their carers across Birmingham.
Advice on the sources to access such information was initially sought through discussion with steering
group members.
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Between February 2010 and April 2010, the research team presented the study aims and objectives across
all four teams at early intervention multidisciplinary team meetings and asked members to identify suitable
BME users and carers. Presentations were also made to service user and carer groups, such as a football
group and dance group for early intervention services users, Birmingham carer and user groups across
Birmingham (e.g. Ashram Support 4 U, a monthly carer support group), a Women of Culture event (led
locally by women in the community but a regionally driven organisation) and the refugee mental health
conference (organised by PrideStart). Researchers also attended a number of regional and national

events and sought advice from the Programme Manager of Wellbeing, Heart of Birmingham, Teaching
Primary Care Trust (Public Health Directorate). As an outcome of this, a newsletter about ENRICH 3 was
circulated through Lunchbox (internal e-newsletter for Heart of Birmingham staff) and CASCADE (internal
e-newsletter for Birmingham East and North staff) in October 2010. Potential service users and carers were
also identified from study 1 and contacted as above (see Procedure for all focus groups).

Mapping
A total of 138 organisations were identified as having a BME focus out of a possible 487. Table 24
highlights the numbers of organisations that were identified.

The BSMHFT intranet ‘Find a Local Group’ page was accessed in November 2009. There were 48 local user
and carer organisations listed at that time; out of these, only three organisations had a BME focus.
Unfortunately, two of these were no longer functioning. Details of all of the relevant voluntary and
community organisations are listed in Appendix 10.

Recruitment of the sample

When convening focus groups, we aimed to represent the ethnic mix within each locality in the city. A
maximum number of 10 participants were recruited for each focus group. Before commencement of the
focus group, service users and carers were also asked to complete the sociodemographic information sheet.

Numbers of organisations identified in the mapping

The BSMHFT intranet (accessed November 2009) 48 3
(www.bsmhft.nhs.uk/service-user-and-carer/group/)
Lists provided by senior community development workers 306 98°
MIND resource directory Out of date,
produced in 2007
Report: Irish mental health in Birmingham: what is appropriate and Out of date,
culturally competent primary care?® produced in 2007
Report: Being understood, being respected: an evaluation of the statutory Out of date,
and voluntary mental health service provision in Birmingham for members produced in 2006
of the Black African and Black African-Caribbean communities*
BarberShop Magazine, Issue 3, Spring 2010 104 8
Digbeth Trust (a source of development funding and support for grass 29 29

roots voluntary and community organisations in Birmingham and the
West Midlands seeking to develop community facilities and services)

Meeting between carers and mental health joint commissioners, Did not attend No response
April 2010 but study leaflets
distributed
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http://www.bsmhft.nhs.uk/service-user-and-carer/group/

Focus groups lasted up to 90 mintues and all those participating were provided with refreshments.
In addition, participating service users and carers were given £10 as a token of appreciation for
their time.

In total, 13 focus groups were convened. Six service user groups were conducted, including service users
from the four early intervention service teams across Birmingham East and North, East and West (Heart of
Birmingham) and South. These included people from a variety of ethnic backgrounds. Three carer focus
groups were conducted with current carers of BME service users who accessed the early intervention
service in Birmingham. Four separate focus groups were also conducted with service providers across
Birmingham. These included:

professionals working within the early intervention service in Birmingham
West Midlands commissioners

voluntary and commnity group representatives across Birmingham
spiritual care representatives within the trust.

Preliminary data analysis highlighted the importance of understanding how issues of religion and
spirituality were addressed in early intervention services. Hence, it was decided that a separate focus group
be conducted with representatives of the spiritual care team within the trust.

All participants agreed for focus group discussions to be recorded. However, one service user, one carer
and two professionals declined to have any direct quotes used in the report or any arising publications.

Service user focus groups

Following the presentations, each team appointed a member of staff (usually an assistant psychologist) to
act as a main point of contact for each team. This team member would liaise with care co-ordinators to
confirm whether any suitable service users could be identified and then inform the research team. These
individuals were called/e-mailed on a fortnightly basis over a period of approximately 12 weeks. Only one
individual was identified through this process.

Because of the lack of response from professionals at the early intervention service it was decided that a
researcher would visit the early intervention service base once a week (generally after multidisciplinary
team meetings) and speak to service managers and clinicians directly. This proved to be the most
successful method of gaining information about potential participants. Initially, care co-ordinators asked
any potential participants if they were happy to take part in study 3. If a potential participant agreed to be
contacted by the researchers, one of the research team telephoned him or her to briefly inform him or her
of the study and explain that a letter of invitation along with more detailed information would be sent in
the post. This was followed by a telephone call from the research team to confirm whether he or she was
willing to participate in the study. Figure 17 shows the recruitment process for service users.

In total, 80 potential participants were identified of whom 24 (including the pilot) were recruited to the
study. The main reasons for non-participation were service users declining participation and not meeting
the inclusion criteria because they were not from a BME group.

Carer focus groups

Potential carer participants were idenitifed from a range of sources including two voluntary/community
organisations, the ENRICH programme study 1 team, service users (who had participated in the service
user focus groups), a PhD student and one care co-ordinator from the early intervention service. Intitally,
the agreement of service users was sought before carers were approached. Once service users agreed to
participate, the same procedure used for recruiting service users was used to recruit carers.
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In total, 14 carers were recruited of whom three did not meet the inclusion criteria for particpation in
the study and therefore formed the pilot carer focus group. These three carers were idenitifed by a
voluntary/community organisation as being suitable for the study. Details of the numbers of carers
contacted and the 11 recruited for the three focus groups are shown in Figure 18.

Focus group with voluntary and community organisation representatives

All 40 voluntary organisations identifed (see Appendix 12) as serving BME mental health service users and
carers (see Mapping) were contacted by one of the research team. Initially, organisations were telephoned
and then the study information sheet and leaflet were e-mailed or posted to the relevant individual at each
organisation. This was followed up by a telephone call inviting members to attend a focus group and
asking for verbal consent along with an e-mail confirming the focus group details, asking the recipient for
a confirmation e-mail of attendance or non-attendance. When the researchers did not receive a response
an additional telephone call was made to confirm attendance.

Out of the 40 organisations contacted, representatives from six agreed to participate. Of the six, only two
had an understanding of the early intervention service. Most organisations were unaware of the early
intervention service and its remit.

Focus group with commissioners

To ensure that commissoners took part in a focus group, the principal investigator liaised with the lead for
the West Midlands comissioners group. It was decided that the focus group be held at the end of the
commisionners’ regular monthly meeting. Before this, the senior researcher sent study 3 information sheets
and leaflets to the lead comissioner for distribution. All 10 commissioners who were present at the
meeting agreed to participate.

Focus group with professionals
An e-mail was circulated to all early intervention service staff members (n =90) and the senior researcher
visited each individual team base to discuss the study. Nine interested clinicians were finally recruited.

Focus group with spiritual care representatives
In liaison with the head of spiritual care in the BSMHFT, a total of 11 spiritual care representatives were
contacted. Eight representatives were finally recruited.

Table 25 shows the numbers of participants in the 13 focus groups (this excludes the pilot).

Each interview was transcribed verbatim and audio taped. Analysis was conducted using a thematic
approach® to systematically code, classify and organise the focus group content into key themes and
subthemes. This is based on a thematic approach and also drawing on Krueger and Casey framework
analysis.®* Intially, each line of the transcript was numbered and then printed and read by two members of
the research team to identify recurring concepts and categories. These transcripts were then reread to
identify how these concepts and categories formed the basis of a conceptual thematic framework. This
framework was used to code and classify data, and was then modified and refined throughout the analysis
to reflect the content and issues expressed by respondents across all focus groups. These coded categories
were then sorted into broader core themes based on similarlity and content. lllustrative quotes are
provided to aid transparency of categorisation and theme representation.

To protect anonymity, every participant in each focus group was given a letter code (as below) and
assigned a number:

service users: SU
carers: C

NIHR Journals Library



PROGRAMME GRANTS FOR APPLIED RESEARCH 2013 VOL. 1 NO. 3

DOI: 10.3310/pgfar01030

J2Jed Ou payNIdaY

(3ond

9Y3} Ul POAJOAUI DI9M 931Y3y)

71 =U P3}NIO3Y
gp=siuedpiued jeipuayod
JO Jaquinu |ejof

J2J4ed 9uO pPaliniday

uoinjedpiued Jaied 0} 9aJbe jou pip
Jasn 92IAI3S Inq ‘papinoid Jaied
9UO JO S|1E19P JDBIUOD PuUe SWEeN

uonesiuebio Aylunwwod/Aieun|op

91edidiyjed 01 Juem J0u pIp SUO pue ‘pusne
10U pIp Ing d1edpiyied 03 paaibe omy
‘aued pjiy> abueuse 01 a|geun suo
‘pa3>e3u0d siaJed ybig

"$19Jed 10} 9INO0J JUSWIHNIDAI (Jeyd UolLNY 8L JHUNDI4

S94ed 994Y3] pPalinidoay

J21ed 3UO PaYINIAY

124D IN0J PaUNIIBY

|lew-a pue auoyds|a}

s124ed DAl PaINIAY
124D €1 4O 1SI| B PAPIAOCId
pajiew-a pue pauoyda|aL

|3 1€ 101euIpJO-0D
248> YlM pasier

Aq si103euIpio-0> auoyda|ay pue |lew-3

24D Y} pasier

si2Jed /| JO 1SI| e papInoid

uonesjuebio
Alunwwod/Aieun|op

pa1>eJ31u0d 3q P|NOd
1y} sJaJed Jo s|ieyap papiroid

19N BDIAISS XIS Y=

pasead Juaw3inidal

dnoJb sndoy se pajoeIuod ¢
10U P|NOD J3Jed dUO ‘3|geHNSUN SBM BUQ
124D 934U} O S|1eIdp PapINOId

L Apnis HOIYNT

69

© Queen'’s Printer and Controller of HMSO 2013. This work was produced by Singh et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that

suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton

SO16 7NS, UK.



70

GENERIC EARLY INTERVENTION SERVICES FOR DIFFERENT ETHNIC GROUPS

TABLE 25 Characteristics of the 13 focus groups

No. of
No. of focus
Focus group participants groups Gender Ethnicity Religious affiliation
Service users® 22 6 12 M, 9 Asian/Asian British — Pakistani, 11 Muslim, 6 Christian,
10F 5 black/black British — Caribbean, 2 no faith, 3 ‘other’
3 mixed white and black Caribbean, (includes one service
3 black/black British — African, user who described
1 ‘other’, 1 Asian/Asian himself as having
British — Bangladeshi ‘belief in one God’)
Carers 11 3 3 M, 3 Asian/Asian British — Pakistani, 7 Christian (of whom
8F 5 black/black British — Caribbean, 2 stated that they
1 black/black British — African, were Catholics),
1 mixed white and black African, 3 Muslim,
1 white British 1 did not respond
Voluntary sector 6 1 NR NR NR
Commissioners 10 1 NR NR NR
Early intervention 9 1 NR NR NR
service

professionals
Spiritual care 8 1 NR NR NR
Total 66 13 33 33 33

F, female; M, male; NR, not reported.
a All of the service users were currently receiving care from early intervention services.

professionals: P

voluntary and community organisations: V
commissioners: COM

spiritual care representatives: SC.

The results are presented and discussed using the following thematic framework, generated from the data
and by revisiting the original proposal:

help-seeking

culture and beliefs

social stigma and shame

experience of using the early intervention service

recreation of self

how to improve accessibility, acceptability and appropriateness.

When applicable, the results are presented under the thematic headings for each of the six
stakeholder groups.

Results
Help-seeking
All service users and carers were asked how they, or the person they cared for, came to be using early

intervention services. The other stakeholder groups were asked about their opinions of the factors that
may delay or facilitate BME service users and their carers accessing early intervention services.
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Crisis

The majority of service users reached mental health services through a ‘crisis’. Even in cases in which carers
recognised the need for medical help, help was not sought until service users reached a ‘crisis’ point. For
most, help was not sought until the patient was perceived as dangerous either to themselves or to others:

Three times | called 999 to come and help me, they said he’s not a small boy, this boy I said | was
fearing will die, so it went all like that on Saturday and | was thinking, he ran in the cold, he opened
all the windows, it was very cold. He told me he had clothes on, so later | had to call the police then
they came, no | called the ambulance and | told them that he was going to died, | have made a note
of all the calls | have made.

C3, black British female

Carers experienced frustration, anger and emotional turmoil as a result of not being able to access
appropriate mental health services sooner: ‘It's so upsetting though isn't it like because when you talk
about it, it still hits you that you've had to struggle to get that help’ (C13, mixed white and black
African female).

Accessing services through crisis meant that quite often patients were detained under the MHA in
community settings, leading to additional distress because of shame and social stigma (see Social stigma
and shame). Police presence was generally viewed as negative. The general consensus held by spiritual
care representatives was that every effort needs to be made to make legal detention ‘a private event':

No, it’s better to go, not with the ambulance but maybe a private car, not drive up with an
ambulance and you know this, they don’t like that. That will make them more aggressive, okay, but
with a private car, they go with a chaplin or a priest and, get the person somewhere private, and then
section the person. But they shouldn’t do it in the community, that’s one, especially in the BME
community. Once they see an ambulance pull up at the gate, you know, people will start to look out
through their windows, people will start to come across, they don't like that.

SC5

Invisible carers

The majority of carers raised concerns about the failure of GPs to listen to and address their concerns:
‘Why is it such a battle to get them to recognise what the parent is saying you know | was so angry, that's
my child, I know my child’ (C12, black British Caribbean female).

In some cases, GPs were not happy for carers to speak on behalf of service users and preferred to speak to
service users directly. However, carers were frustrated with this and believed that they had to speak on
behalf of service users as quite often service users were ‘in denial’ and had little insight:

They should do right, so there’s no point them sitting back telling us as a parent we’re not the ones
to speak the volume. Yes we are the ones to speak the volumes because the child or the person that’s
sick cannot identify, ‘I'm sick’, they are in denial. They know that these people are in denial because
they don’t know that is an illness.

C12, black British Caribbean female

In some cases, carers obtained appropriate medical support by exaggerating service users’ symptoms: ‘I got
the police involved, we called the police, something’s wrong, | had to tell lies . .. he's going to do
something because he’s talking about the Taliban’ (C12, black British Caribbean female).

Help was also sought through alternative avenues such as through the local radio station (C12, black
British Caribbean female), by writing to a local MP (C13, mixed white and black African female) and, in
one case, by contacting a tenant support officer who contacted the early intervention service (C14, black
British Caribbean female).

© Queen'’s Printer and Controller of HMSO 2013. This work was produced by Singh et al. under the terms of a commissioning contract issued by the Secretary of State for Health.
This issue may be freely reproduced for the purposes of private research and study and extracts (or indeed, the full report) may be included in professional journals provided that
suitable acknowledgement is made and the reproduction is not associated with any form of advertising. Applications for commercial reproduction should be addressed to: NIHR
Journals Library, National Institute for Health Research, Evaluation, Trials and Studies Coordinating Centre, Alpha House, University of Southampton Science Park, Southampton
SO16 7NS, UK.

71



Carers and voluntary and community organisation representatives believed that GPs needed further
training in detecting the symptoms of mental illness and in understanding that carers were best placed to
detect any changes in behaviour (symptoms) of the service user. The consensus was that GPs lacked
knowledge of appropriate mental health services (including voluntary and community organisations) and
failed to signpost service users or provide appropriate treatment or ensure adequate follow-up:

I think when we go to see the doctor, the doctor needs to know what we tell them, what our
problem is and to understand and you know, know the diagnosis straight away almost, or something
along that line.

I mean for me, | work with carers so we have to look after the carers, you know, and this is what they
say time and time again, you know, and they know, the person, more than the doctors, more than,
anybody else, so surely they should be listened to.

That is a big worry, because sometimes you have to look into professional and the providers, because
provider is directly working with the service users, so | mean, commissioning side as well, they don’t
have much knowledge about mental health, I'm not quite happy with the GP services, or the GP is
not qualified on mental health, without listening they’re prescribing the medication, plus they’re not
explaining them, what will be the side effects of this medication.

The majority of voluntary and community organisation representatives also stated that carers needed
support. Some carers had their own mental health problems and financial worries but were unaware that
as ‘carers’ they were entitled to certain benefits and support:

The main problem that service users, carers have, is the mental health, secondly it's financial, thirdly
it’s housing and, so these are reqular issues that will crop up with everybody you see, it, if, mentally
they're fine, they’ve got problems with their finances, their benefits, you know, at the moment, in the
next years, everybody’s gonna be affected, so they’re worried, they’re worried now, what’s gonna
happen in 2 years. Also with the housing, a lot of issues are neighbours, you know, that have
anti-social behaviour . . . and it adds to their mental health and their worries.

The avenues available to deal with carer issues were generally deemed to be insufficient because of recent
government cutbacks.

Service users who were unable to obtain appropriate support were often left reliant on family and friends.
This was not necessarily deemed beneficial when those called on for support lacked knowledge and
understanding of mental illness and the appropriate services available for treatment:

If your family and friends around you don’t know what to do and you’re relying on them, to try and
support you, it's really difficult, because, | mean they didn’t know what to do . .. if they. .. haven't
got any professional help for it, you're stuck.

Mistrust of services
Some commissioners, early intervention professionals and voluntary and community organistion representatives
felt that BME communities mistrusted services and that this contributed to a delay in help-seeking:

Asian community or African Caribbean community think, well, we’re gonna lose all control over this,
because they’ll take us on a path where we may not want, we may not want medication, we may
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not want this, we may not want that, but then they lose control don’t they? And then you get child

protection issues coming in ... And | think there is an element of losing control . .. And you hide

them in the community as well, until it’s really too late, you know, and then it comes to crisis point.
COM6

| think they . .. some of the African Caribbean community . .. [take] a very rational view that mental
health services are punitive, they’re sectioning a lot of them . .. isn’t that the cycle where therefore
people don’t come forward until they're at their most critical and key stages. Therefore when they do
come forward it’s likely to be the police bringing them in, which is, is it half of the admissions for
African Caribbean male is, is by the police, which, which goes to prove that, you get that cycle, it just
goes to prove that’s what mental health systems do for you. And if you’re an African Caribbean man
you don’t go anywhere near them, so you, so it kind of, so it’s breaking that.

COM4

They suggested that trust could be established by promoting services within local communities: ‘I feel that
when they've got trust in an organisation, it's brilliant, they’'ll always land on your doorstep, and especially
if there are local communities promoting it and saying, “I've accessed it and its brilliant”’ (V15).

Voluntary and community organisations also regarded themselves as having a key role in empowering
services users, by educating them about treatment and support options as well as self-management
techniques, which ultimately gave them a sense of independence:

They [service users] have to look into the self-management and self-care. You have to be
independent, you should not be dependent on people, because they don’t get any support from
family members . .. we are building and we are empowering the women to build the confidence.

Vié

Culture and beliefs

All service users and their carers held multiple explanatory models and ‘exploratory maps’ of illness, which
were often competing and contrasting as well as interchangeable. Some carers cited religious and cultural
beliefs as explanations for intial symptoms of mental illness, such as supernatural forces or black magic. For
others, fear of being unwell had an important role in consolidating beliefs in religious and cultural
explanations of illness. Religion gave them a sense of structure and purpose, and a framework within
which to understand emerging symptoms:

Right and this went on for a period of time where it was getting worse for him, myself | started to
think as a black person there was something wrong, | thought there’s a ghost in the place.
C12, black British Caribbean female

If I did I didn’t go through what I did, | wouldn’t be as humble or as worshipping of God as | am or as
grateful as | am now to God. So I'm kind of, I'm actually a grateful person and a very lucky person
because to go through what | went through it goes to show that I'm in God’s memory, God hasn’t
forgotten me you know.

SU20, Asian British Pakistani male

Voluntary and community representatives felt strongly that religious and cultural explanations of symptoms
were a key factor in delaying help-seeking amongst BME groups:

When there’s an issue about, you know, like, ‘Oh she’s, this person’s possessed, or that, or there’s

something wrong’, ‘Oh, go to the Imam’, or, you know, like | know a lot of women say to me, ‘Oh |

phoned up the helpline on one of the TV, Islamic TV's’, ‘I've spoken to the Imam over the phone’.
V15
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There’s a lot of, this thing about black magic and . . . possessions and things . .. you know, ‘We feel
somebody’s done something to us, who do we go to?’ ... so at that point . .. do [ say to them,
‘Okay, maybe you need to go to mental health service’, . .. people are just quite. . . quick to judge,
you know, a slight calamity in the family or a slight thing happens, you know, they’re quite quick to
say, ‘Okay it must have been the neighbours who've done something to me’, you know, or,
‘Somebody’s come and possessed him’.

V20

Other explanations for the delay in help-seeking included perceived gender roles: ‘with them [Irish men]
it's mainly the issue of, because they're men, they're less likely to ask for the help, so, that's, in their
culture, | think it's the sort of macho type, figure that they're trying to portray’ (V17).

The role of faith
For some carers, their spiritual and religious beliefs and support system were paramount for their own
psychosocial well-being and that of the service users:

I have had support from the Church, my friends, | have people who organise prayer for me, pray for
him you know. All these things you know when | don’t have the strength on my own, you know at
times you can be so down that you cannot open your mouth to pray, at that time, you need people
to pray for you.

C3, black British African female

For the majority of service users and carers such as family members as well as community members and
friends, faith played an important role in help-seeking. Help-seeking included visiting multiple faith and
spiritual healers:

Something’s breathing on him, how can it be possible that he’s feeling something directly blowing

into his face and got my son to start thinking something. So of course | did the right thing . .. we got

a vicar, | took him up to the flat, he blessed the place and as a black person that’s what's we’d done.
C12, black British Caribbean female

I thought | would take any help | could get . .. | know you’re supposed to believe in God but [ did
actually believe that he’s a person of God and he’s got some spiritual thing with him to help me.
SU7, Asian British Pakistani female

In their quest for faith/spiritual healing some carers were willing to travel to other cities and countries to
seek the support of more ‘powerful’ faith/spiritual healers:

I believed to be honest that the vicar just wasn't strong enough, powerful enough to me . .. | actually
went to another Church which was a Catholic Church because we believe in the Catholic people, if
you're blessed by a Catholic Priest or what so ever, they are much stronger and powerful.

C12, black British Caribbean female

My mom, cos she was from . .. well is from Pakistan, their like I'll take you to Pakistan and you'll get
better, I'll take you to the ‘Delbar’ like spiritual [healer].
SU13, Asian British Pakistani female

For the majority of service users who sought the support of faith/spiritual healers, this practice proved
to be beneficial: ‘I went to see him again just to get like duaa and stuff with special power and stuff as
well ... | found that useful, it kind of like calmed me down and helped me’ (SU7, Asian British
Pakistani female).
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Some service users also continued to visit faith healers after coming to early intervention services: ‘like
I always go to his [faith healer] talks now once a week, and he talks to you’ (SU20, Asian British
Pakistani male).

However, a few service users also talked about the negative aspects of visiting faith/spiritual healers.
These individuals discussed their experiences of being the victims of ‘charlatans”

He asked me for £500 . . . | actually went to the cash point withdrew £500, . .. he gave me that egg
anyway and he goes when you gonna go somewhere far, throw it over you shoulder and pray for
what you want and don’t look back and walk away and don’t go back there again.

SU13, Asian British Pakistani female

The issue of service users being on the receiving end of such ‘fake experts’ was also raised by spiritual
care representatives.

A minority of commissioners stated that it was not just BME service users who favoured seeking
support from faith leaders. One gave examples of similar faith-based help-seeking from the indigenous
white population:

| think in Staffordshire we have a very low BME population ... And | think it’s just the point of, the
first point of contact, for a lot of our communities [white British], isn’t the GP or isn’t anything like
that, it is very much, you know, churches and, and . . ., you know, some of our local churches,
actually, support people with what, you know, what we would regard as quite sort of severe mental
health issues, and they never actually come into, services, because, actually, the, the community
worker, the volunteer goes out at two o’clock in the morning and goes there at, you know, six in the
morning, to make sure people are having their breakfast and all sorts of things like that, and they,
they sort of support people, in that way really.

COM9

A few commissioners also went on to suggest that the mental well-being of BME service users was much
higher than that of the indigenous white population as a result of having ‘stronger social networks' and
avenues for alternative help-seeking and support:

The mental well-being of the BME population is much higher than the white population and, the
significant . .. reasons for that being, that the social networks are, much stronger and where they go
for support and other things like that and there are actually quite some differences, and, particularly
between Polish and the South Asian as well.

COM9

In contrast to this, a minority of professionals stressed that those who were in receipt of family support
had a longer DUP as carers ‘absorbed stresses’. Equally, those deemed as not having any support had a far
shorter DUP and came in to services far sooner:

The longest kind of DUPs if you like the ones where you’ve got the family support and they absorb a
lot of the stresses going on. The ones that are found very quickly usually are the ones without a
family . .. and these guys are found running out into the street being very positive with their thing,
because they’ve got nobody there supporting them and helping them through that thing.

P5
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This view was also reiterated by a few voluntary and community representatives. They stated that it was
lack of knowledge and understanding held by family members that resulted in BME service users having a
longer DUP:

It was a case that you were stuck in a cycle, so if your family and friends around you don’t know
what to do and you're relying on them, to try and support you, it’s really difficult, because, | mean
they didn’t know what to do.’

V15

Some carers did not discuss the issue of mental illness with their faith community because of fear of facing
negative reactions as a result of lack of knowledge and understanding:

No I didn’t tell the church, | kept it secret from the church members, | didn’t tell them. | don’t think
they would have understood.
C14, black British Caribbean female

I didn't tell the church, I go to church as well, | don’t think they could help you know, they
wouldn’t understand.
C1, black British Caribbean male

Ambiguity and uncertainty/interchangeable belief systems

There was also evidence of ambiguity and uncertainty in relation to both explanations of symptoms and
cultural understandings of mental illness, especially amongst second-generation service users who felt that
their parents and community members believed in black magic whereas they were unsure:

Yeah and people say | was [victim of] black magic and | don’t know.
SU21, Asian British Pakisitani male

I still don’t quite understand why | got ill . .. they say my sister-in-law . . . is evil . . . They say that but
how can she be like that?
SU22, Asian British Pakistani male

Some service users thought that they were being punished for bad deeds and that they were in fact
victims of 'karma’:

I don’t know if someone could explain to me what’s happened, what is it, maybe I've done
something wrong because | felt all this happened because I've done wrong in my life.
SU22, Asian British Pakistani male

It's karma yeah, it is karma where in the sense if you do bad, you've just got to be always good and
have a positive outlook and then worship God and remember God as you can because | did go a bit
arrogant | was doing kick boxing and | was winning and | was suffering and stuff but it didn’t bother
me, my ego was higher than anything | thought | was indestructible and to the point where | didn’t
believe in God.

SU20, Asian British Pakistani male

Cultural beliefs often competed and contrasted with medical or genetic explanations:
My mother believes that cure will come from God, that God will come through and | believe that as

well, obviously medicine is here for a reason as well so . . .
SU15, Asian British Pakistani female
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Because they [parents] were confused . .. they’d go in a spiritually way and say okay we’ll call a
pir [holy man] or. .. we’ll deal with it that way or we'll call the doctor and they decided to call
the doctor.
SU22, Asian British Pakistani male

Even when service users and carers recognised that substance and alcohol abuse were potential causes of
developing psychosis these beliefs were interchangeable with cultural/religious belief systems:

| totally agree with what she’s saying it's true | do hear voices cos | smoked cannabis . .. I've cut down
but | used to smoke heavy didn’t | but I've cut back now . . ., | do hear voices strongly when | smoked.
SU12, mixed white and black Caribbean male

As soon as we smoke weed or we have alcohol we're not pure, our bodies are not pure so we are
prone to attack from evil forces.
SU20, Asian British Pakistani male

Knowledge and understanding

Lack of knowledge and understanding was highlighted as a key barrier to delaying appropriate
help-seeking by commissioners and voluntary and community organisation representatives: ‘it's not that
they don’t, don't want to access the service, it's just they don’t even know about the services. They're not
aware of it for one’ (V18). However, commissioners believed that this issue was partly being addressed by
community development workers through their role as ‘peer educators’ (COM4):

But our Mental Health Trust has community development workers, so I’d like to think that part of
their role is, they should know about the EIS [early intervention service], we work for that
organisation, and their job is to go out and raise awareness of mental health. So I’'m not saying that’s
a whole answer but, you know, | do think it’s part of their role to, you know, because they do know
that El [early intervention] exists whereas the vast majority of professionals, GPs are like, wouldn't
know what an EIS was.

CcOoM7

Social stigma and shame
The fear of social stigma and shame emerged as a key factor in delayed help-seeking in all focus groups,
particularly in the Asian communities:

In certain minority cultures, mental health needs are stigmatised a lot more than they are, even in
Western, in Western cultures. So there may be either reluctance or unwillingness to recognise, the
early stages of psychosis and what they are.

COM3

| want to start using the word ‘shame’ because, that’s how the patients feel, but because of the
culture around them, they, they feel, a failure, they feel, labelled, they feel they’'re doing the wrong
thing . .. and because of the, attitude of the local community, they, they then feel very fearful of, of
coming out or meeting anybody. And the whole thing goes round in a circle and gets bigger and
bigger, see what | mean?

SC7

It’s not just the BME community, it’s the wider community, but obviously the BME community . . . it
affects them even more, cause, you know, your honour, your status, your privilege, you know, it all
depends on your state of mind and what you provide to society, you know, unfortunately they tend
to be less tolerant if you do have a mental illness, no matter what you do, people will look your illness
first and then look at your job title, so they can even dismiss a Prime Minister if he has got a mental
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health problem, so that’s the level, you know, the stigma, so, you know, so people quite rightly hide it
or deny it, for that reason.
V20

Voluntary and community organistation representatives and spiritual care representatives emphasised that
the label of mental iliness held repercussions for carers and family members, affecting marriage prospects
and positions within communities: ‘Sometimes people think mental health is kind of a disease that will
catch people’ (V16). A few spiritual care representatives reiterated this point by giving examples of how
they faced social stigma by working with mental health service users:

Unfortunately, stigma is not only with them with us as well, one of my friends, ... he said, ‘If you
work in a mental hospital, you must have been affected by it, and | don’t like to be affected by you’.
SCé

Equally, a voluntary and community representative stated that the stigma held around the label of mental
illness was a factor in why BME communities failed to attend local mental health awareness-related events:

Because | find that there’s a really big issue with engaging with, in workshops, cause that’s what
we're there for, to do the workshops, but they won’t come, like you’ll find, there’s an issue, cause as
soon as you advertise a workshop, and say, you know, you have to almost hide the fact you're not
gonna be talking about mental health.

V15

As a result of this, it was feared that people who needed the support of services were failing to reach
services until they reached a crisis point:

From what I've learnt there’s a huge amount of mental illness out there in the community which is
not being picked up, and | hadn't picked it up before, it's only now that | work in this area that I've
realised how much there is.

V20

The negative community attitudes towards mental illness were believed to be influenced by a lack of
understanding of the impact of mental illness on an individual's life/self-identity or the symptomology/
prognosis for those with a mental illness. As one service user stated: ‘[They don’t understand] the actual
problems that people get and how horrible it can be ... They don’t know how to identify it as well (SU7,
Asian British Pakistani female).

Experience of early intervention services

Accessibility

On the whole, service users and carers were positive about the early intervention service. Although the
majority of service users accessed mental health care after a crisis, once they were in receipt of the service
it was generally viewed as appropriate, accessible and accomodating in terms of service users’ needs:

No flaw, no disappointment, even in the night when we call, they were always there.
C1, Asian British Pakistani female

He said don’t worry we'll look after your daughter, don’t worry and he explained everything, he said
don’t worry about the lift or anything we'll provide the transport and come to see her in the house.
If you've got no transport someone will come here to pick her up and take her to our office and we
think this is the best thing.

C2, Asian British Pakistani male
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Early intervention professionals were considered to be understanding, respectful and accomodating: ‘They
are very friendly, as soon as they walk in the house it's like they adapt to the environment in the sense
that this is an Asian/Muslim family so we have got to be open to suggestions’ (SU22, Asian British
Pakistani male).

None of the focus group participants felt that early intervention services had to change to meet BME
needs; instead, the issues raised were seen as generic to mental health care.

User choice

The majority of service users were not given a choice in terms of the gender or ethnic background of the
professionals who they came in to regular contact with (e.g care co-ordinators). However, for most service
users this was not a problem provided that professionals were competent in their job and treated them
with respect. All service users were unanimous that early intervention services should consider language
needs and provide interpreters when needed.

Continuity/discontinuity of care

One of the key negative aspects of the early intervention service was the high levels of staff turnover.
Service users and carers formed strong relationships with early intervention service staff (particularly care
co-ordinators) and became anxious when there were staff changes: ‘my son is already worrying. It's
worrying because he’s saying when [care co-ordinator] gone because to him [care co-ordinator] everything
right now’ (C12, black British Caribbean female).

Continuity of care was important; in particular; having the same care co-ordinator was vital, as long as the
service user had a good relationship with him or her.

High turnover of staff meant that service users had to repeat details of events. Repeating details of the

negative events that had occurred leading up to developing mental illness to different professionals was
often described as ‘traumatic’ and was considered to have a detrimental effect on the well-being of the
service user: ‘For me it was a negative thing because | wasn't confident enough to disclose to someone
who is new so | had to withdraw a bit’ (SU5, black British African female).

Early intervention service staff roles and responsibilities

Service users and carers talked about their relationships with early intervention service staff, particularly
their care co-ordinators. For some, there appeared to be confusion over the role of care co-ordinators.

A few service users described care co-ordiantors as ‘friends’ — ‘We get on like friends. I'd see her as a
friend really’ (SU7, Asian British Pakistani female) — whereas others were suspicious of care co-ordinators’
motives and suggested that this was all part of a method employed by professionals to create a rapport
and obtain information — 'To get you to trust them basically so they try and become your friend ... | don’t
see them as that no. Not really, their working people that are doing their job’ (SU10, black British
Caribbean female).

Most service users discussed their care plans with care co-ordinators and the services that would be
provided to them and considered early intervention staff to be accessible and accommodating:

They called at my house . . . they called me before coming, the booked appointment to ask if | would
be available at home or college so then.
SU3, Asian British Pakistani female

Yeah | was given [option], they would ask me how often do you want us to visit you or if you don’t
want us to come to your house, how often do you want to come to early intervention.
SU5, black British African female
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However, there were a few cases in which service users believed that this was not the case: ‘Excuse me,
they never gave me a plan like which dates they want to come’ (SU6, black British African male).

A minority of carers were also frustrated with the care co-ordinators. One carer believed that he had no
support from the early intervention service. He did not find the carer support group useful as no action
was taken about concerns he raised with regards to his son’s welfare and ‘life circumstances':

Sometimes | phone up and | leave messages and they don’t get back to me ... Once | have phoned
him and he turned the phone off so | told [service user] to tell him that he should speak to me and
I want to see him, he don’t come.

C4, black British Caribbean male

A positive aspect of early intervention was that the service was accommodating and considerate of the
service users’ individual and cultural needs. For instance, the doctor could visit service users at home or
they could go to an alternative clinic in a different area and early intervention would provide them with
transport to get there. This was also reiterated by voluntary and community organisation representatives:

In the community where, the stigma, basically, attached to the mental health issues and it, you know,
they provide a service where they pick up people from home and drop them off at home. But a lot of
their clients won't like to be dropped off or picked up from home, you have to drop them off round
the corner or something.

V20

However, professionals also recognised that, although attempts were being made to work more
holistically, case load, time and financial constraints meant that it was diffciult to provide a bespoke
person-centred approach that considered all cultural needs.

Withholding information

In general, when service users were continuing to seek support from traditional healers (i.e. faith/spiritual)
they did not disclose this to early intervention professionals. They believed that professionals (i.e. care
co-ordinators and doctors) would not understand their views/perceptions of health and well-being, or the
use of traditional remedies for the treatment of distress or illness, including psychological and emotional
difficulties, within a spiritual framework:

Just that ... we can’t blame them because they’re upbringing is like Westernised, they can't
understand if we talk about jinn’s.
SU20, Asian British Pakistani male

Something that me and my family talk about.
SU7, Asian British Pakistani female

Similarly, spiritual care representatives stated that they received only ‘occasional referrals’ from early
intervention services and that service users were reluctant to disclose their faith and the associated
religious practices and beliefs because of a fear that this would be misconstrued by professionals as being
part of their mental illness. The general consensus was that service users’ spiritual/religious and cultural
beliefs needed to be considered when building a care plan and providing person-centred care:

When you hear somebody saying, ‘that they want to be washed in the blood of Jesus’. That’s enough
to make a lot of psychiatrists really quite nervous. But, from a particular faith, and, particularly a
cultural expression of faith, that would be something that you would hear week in, week out, in a
perfectly ordinary service of worship. There’s nothing unusual about that phrase. And it certainly falls
well within the norm, of what might be practised by those, who are not mentally unwell.

SC8

NIHR Journals Library www.journalslibrary.nihr.ac.uk



DOI: 10.3310/pgfar01030 PROGRAMME GRANTS FOR APPLIED RESEARCH 2013 VOL. 1 NO. 3

Cultural appropriateness

The majority of professionals recognised that great variation exists between and within cultures held by
service users in terms of explanations of mental illness and preferred treatment options. It was
acknowldeged that these needed to be considered in the care plan approach taken. Professionals
appeared respectful and considerate of what might be deemed culturally appropriate behaviour, including
perceived traditional gender roles amongst certain BME groups. One professional discussed the
complexities of working with diverse ethnic groups and conflicting and changing gender roles and life
paths, which meant that she had to develop treatment plans that remained respectful of families'/carers’
wishes and benefited the service users:

| think sometimes, a big focus on thinking that everyone’s got to be in jobs or in training, that can be
equally inappropriate for some of the girls [from Asian backgrounds] or lead to conflict where you
could be getting in a real battle where we might have some of our girls who actually want to live a
more Westernized life, and there’s already that conflict in the family and | think you‘ve got to be
careful not to sort of, side too much so you're actually causing a lot of tension within the family,
because that has happened where, for instance we wanted to take somebody out to build up their
confidence, and then the family members have been a bit worried about where are you going to take
this person, is it going to be mixed day centre for instance or going to somewhere like a respite unit,
that needs careful handling as well.

P6

A major concern expressed by professionals and voluntary and community organisation representatives
was the availability of appropriate interpreters. Professionals stressed that the quality, reliability and
competence of interpreters were questionable:

I’'m not sure what level or degree of training these people have in mental health . . . the service
user was very angry and conveyed that he really wanted to belt this guy because he was so
objectionable, to what the client was expressing, which really undoes a lot of the work that we do
with engagement.

P2

Other professionals talked about their experiences of interpreters overstepping professional boundaries
and behaving inappropriatley:

I've been out with an interpreter once, and one of the things that we were trying, we were trying to
basically persuade this young person to take medication, and he said, ‘Well let me persuade it" and
then the whole boundaries of that interpreting role, which was competently inappropriate, and it was
just quite, well really unprofessional.

P6
There were concerns that interpreters might breach confidentiality if they were from the same
close-knit BME community, you don’t always take it on board that people know of people, who
know people.

P3

In relation to the point raised by professionals around social stigma (see Social stigma and shame),
professionals recognised that, although some information around individuals' beliefs and values was
collated through the health and social care assessment, ‘this was underutiliesed’ (P5, P6), the main reason
being workload and time constraints.
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Treatment, support and recovery
All carers were positive about the treatment provided by early intervention services, particularly in terms of
the positive affect of medication:

[Name] has got a lot better in himself in that way | think the injection and the support he has
been getting.
C5, white British female

I find it helpful like they give you medication to calm him down and counselling.
C11, black British Caribbean male

However, the majority of service users were unhappy with their medication: ‘I've told them that | want
to come off this [medication] . .. | don't think it's really helping me anymore’ (SU4, black British
Caribbean male).

The main frustration for service users was that medication/treatment did not provide a cure, hence the
service was only seen as partially effective: ‘the medication is good and everything but it's not taking away

the illness . .. | want the cure you know, we want the cure you know’ (SU6, black British African male). As
a result, some service users sought advice about alternative treatments from other service users: ‘I'm just
waiting until | come off those and then | will ask them about the next medication ... |... was told ... by

someone else they just said it might help me ... one of the other service users’ (SU4, black British
Caribbean male).

Professionals acknowledged that the internet had made information accessible and service users were
knowledgable about treatment options as well as about the ingredients in certain medications. This meant
that service users whose religious practice and beliefs forbade the consumption of pork or pork products
refused to take medication that contained such ingredients: ‘some of the medication they do have pork fat
for example in them and they [service users] are very cautious about taking this sort of medication’ (P6).
Professionals acknowledged this but also stated that they were unaware of the alternative treatments/
medication available.

The majority of service users did not see the potential benefits of talking therapies (i.e. counselling,
psychotherapy); again, this was because they could not see the immediate benefits. Some voluntary and
community representatives urged the need for efforts to educate service users about the benefits of such
therapies and the need to make these culturally appropriate: ‘whenever | refer so many clients to the, for
the counselling services, they said, ‘I didn’t find it quite useful’, and we are encouraging them to
understand, what is counselling about’ (V16).

Examples of what were deemed to be appropriate talking therapies were given, for instance, one voluntary
and community representative mentioned the Lateef Project, a Muslim telephone counselling service.
However, the majority of voluntary and community organisation representatives stressed that services
geared towards BME service users needed to consider the individual needs of the service user not just his
or her assumed preferences based on his or her religious identity:

But | have a client who go into anxiety, right, she even, though she don’t pick the phone at home,
once the phone rings, she get panic, she don’t want to, right, and she always have that kind of fear,
‘somebody’s listening my conversation’.

Vie
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In terms of culturally appropriate treatment or the care plan approach taken with BME service users the
majority of professionals stated that they learned through experience as opposed to any official training:

I've never had a day of dedicated cultural awareness [training, other than the 1-day trust cultural and
diversity training] . . . so I've learned through blunders I've made. Through asking families, from
colleagues. | suppose the first thing | would do like for instance the first time | work with a family,
from a Pakistani Muslim family, was talk to a colleague from that culture and say, come on, give us a
clue, or what shouldn’t | say for a start.

P6

Professionals highlighted that, although the service had made attempts to set up carer support groups and
these were open to all carers, only black female carers (namely mums) were accessing them. The process
of encouraging Asian carers to access such groups was viewed as ‘difficult’ and ‘culturally insensitive’
because of the social stigma of having the label of mental illness:

We try to get something in our team going for some of the mums and this was with a lot of the
Pakistani and Bengali community but the point is, in a culture where mental illness is so taboo, the
idea of getting people to talk about it, in itself isn’t really culturally sensitive. Because there are some
groups aren’t there for that client group, | know one of the CMHTs runs a group for carers but they
call it a sewing group, and it’s not a sewing group it's a support group, but that’s what they do, to
enable people to get that support without the stigma.

P6

Some service users and carers also stressed that the early intervention service played a pivotal role in
providing a support system for service users post recovery, that is, support in terms of developing life skills
and reintegration into the community. For these individuals, the early intervention service was considered
to be key in providing the support needed for service users to maintain esstential life skills such as
independence and vocational attainment: ‘He is doing voluntary work now; he’s living in his own flat now’
(C14, black British Caribbean female).

Creating a new self

Coming to terms with mental illness was a difficult process for all service users. It challenged the way that
they felt about themselves and how they related to others. This was reiterated by spiritual care
representatives who suggest that:

They [service users] internalise that shame, yeah, so they actually, they can’t, | mean, they can’t accept
being given a diagnosis because that seems to be the worse thing possible, that, you know, the most
awful thing that could possibly happen to them is that they could be told they’re mentally ill.

SC7

In an attempt to maintain a positive sense of self, in most cases there was a period of conscious and/or
unconscious denial of reality and resistance to accepting illness. As one spiritual care representative stated:
‘But this [is] denial ... I, witness it every day ... people say, “Oh I'm not sick, these tablet make me

sick”" (SC6).

Some service users did not accept that they were unwell and began normalising symptoms and developing
coping strategies/explanations to maintain a sense of normality: “Yeah | just thought you know what | am
who | am and | think | control my own destiny and then God probably gave me this’ (SU20, Asian British
Pakistani male). This was often followed by anger and grief: ‘But | don’t want them [voices] to be there
because | was never like this. | can't live hearing some people talking’ (SU5, black British African female).
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Returning to a state of psychosocial well-being was a difficult process. Becoming well often resulted in the
‘rejection of the old self’ and ‘acceptance of the new self’ in terms of exercising personal agency by
abstaining from behaviours and practices such as drinking, smoking cannabis and spending time with
friends who were involved in such activities. Early intervention service staff were considered to play a
useful role in aiding the creation of new social networks, through activities and events arranged for
service users.

How to improve accessibility, acceptability and appropriateness
In all stakeholder focus groups, discussion was held around how the accessibility, acceptability and
appropriateness of early intervention services could be improved for BME communities.

Educate and raise awareness

The majority of service users and carers stressed the need for early intervention services to educate carers
and raise awareness about mental lliness in terms of causes, symptoms and affects. Service users belived
that more work needed to be undertaken to educate BME communities across generations:

Maybe educating Asian people again about mental health problems because a lot of them don’t
understand it, even like the young generation people. I've got some Asian friends and they don’t
really understand it so | never bothered telling them.

SU7, Asian British Pakistani female

There was a consensus amongst voluntary and community representatives that BME service users were
more likely to seek spiritual/religious and/or cultural explanations of symptoms as opposed to medical
explantaions because of a lack of knowledge and understanding. As a result, the majoirty of voluntary and
community represntatives and a minority of spiritual care representatives suggested that faith healers such
as imams also needed to develop knowledge about the symptoms of mental illness and the services
available so that they could recognise and signpost individuals appropriately:

Well, | think this is where it's important that the health-care professionals and the psychiatrists or
consultants and the nurses, work with the Imams and try and understand Islamic perspective on
mental health. Or if the Imam does not have enough knowledge, that they train the Imam ... these
are the things that one needs to look at, right, which would differentiate from, someone, suddenly
going into this transit of speaking in tongues [or becoming mentally unwell].

Sc1

The information currently available regarding early intervention services and mental health services in
general was not accessible for all. Carers suggested that any information should be printed in an accessible
lay format ensuring that language barriers and individuals’ levels of understanding are considered: ‘You
know, for the Jamaican community and the Asian people, | don’t think there is enough information, but
it's not just information it's the understanding of English’ (C5, white British female).

Collaborative working with voluntary and community organisations

Commissioners stated that voluntary and community organisations were ‘key partners’ in terms of
engaging with communities. Community development workers were also highlighted as playing a key role
in bridging the gap between the local BME communities and services by raising awareness of the mental
health services that are available.

However, professionals were not liaising with community development workers and had little knowledge
of the voluntary or community sector organisations available in the local areas (see Treatment, support and
recovery). They also lacked the capacity and time to explore such options; instead, they stated that an
up-to-date directory with details of such services needed to be made available:
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Yes, everything is a secret in Birmingham . .. you've got to learn, you’ve got to find this person, then
word of mouth and then you meet people they're really knowledgeable and helpful and you cling
onto them, don’t you? Because you know they’re going to help you with lots of stuff. But there’s no
obvious way of finding stuff.

P6

Time constraints and large caseloads meant that there was little opportunity for professionals to network
with voluntary and community organisation representatives.

Lack of funding and resources
Although the importance of voluntary and community organisations was acknowledged, commissioners
felt that the funding for such services was limited:

We fund to do a bit of counselling to BME communities and then there’s others that might be funded
say through the NHS or the City Council to provide broader services, to do with well-being. And then
there’s others that we wouldn't fund, but nevertheless are key for us, because as you said, people
who are working directly with the local communities.

COMS8

The majority of voluntary and community representatives were frustrated and anxious about changes in
the health service. A key point of frustration was the lack of local culturally appropriate respite provision:

The Commissioner was giving the funding, they were, they purchased the service and we were the
provider, but still I've noticed that they never, ever come and visit the service, and my concern was,
how they were monitoring the service? . .. without seeing the Project, they just cross out.

Vié

The majority of voluntary and community organisation representatives also stated that their role in service
provision, health promotion and dissemination of information needed to be recognised and valued by
statutory services. Suggestions were made about how to reduce barriers to and delays in help-seeking,
such as provision of services within GP practices, and early intervention services commissioning voluntary
and community services:

It will be a really good idea for GP to purchase those services and those voluntary organisations work
alongside with the GR, so it will be less work for the GP. .. if, early intervention can purchase the
service, direct from us we can provide the service.

Vie

The consensus was that more funding needed to be made available from the Department of Health to
sustain voluntary and community organisations.

Summary findings from study 3

® Asinstudy 1, the findings from study 3 confirm that BME populations have multiple explanatory
models of illness, which are often influenced by family and friends, but that these are also competing
and contrasting, both in relation to explanations of symptoms and in relation to cultural
understandings of mental illness.

® These explanatory models influence initial help-seeking (i.e. seeking the support of faith leaders as
opposed to mental health professionals).

® Voluntary sector and community organisations believe that BME communities have a poorer
understanding of mental iliness, appropriate pathways into care and the role of interventions such as
psychotherapy and counselling.
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GP failure to address carer concerns delays access to appropriate services.
In the absence of appropriate help through medical pathways, some BME groups, particularly the
African Caribbean carers, resort to exaggerating risk or seeking help from the police, leading to
criminal justice involvement in pathways to care.

e (Crisis points are often the drivers of help-seeking, regardless of biomedical attributions or
understanding of the illness.
BME groups are more likely to have a supernatural or faith-based attribution for mental illness.
Faith-based help-seeking can provide comfort to carers and users but can also lead to delays in
accessing medical help and sometimes financial exploitation of the family.

® Stigma and shame of mental illness are prominent reasons for delay in accessing care. Such stigma can
also occur within faith groups leading to marginalisation of users/carers.

® There are prominent intergenerational differences in spiritual attributions with the second- and
third-generation BME population less likely to have such attributions.

® Early intervention services are considered accessible and appropriate, and are perceived to be largely
positive and caring and to take into account the cultural and ethnic background of users and carers.

® No specific changes need to be made to the current model of early intervention services to make it
more culturally appropriate for BME groups.

® BME service users are not asking for BME-specific measures; they (like all service users) want to be able
to share their spiritual/religious and cultural beliefs with mental health service professionals in a open
manner without being judged.

® There is no demand for ethnic or gender matching between users and clinicians; instead, users and
carers want competent and caring clinicians, regardless of gender or ethnicity.
Lack of appropriate interpretation services is a key barrier for some BME carers and users.
Improving services for BME groups requires (1) an improved understanding of mental illness and routes
into mental health care for BME communities, (2) raising awareness of the different treatment
modalities available and (3) achieving (1) and (2) through statutory organisations working more closely
with voluntary and community organisations.
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Chapter 7 Discussion

It is a guiding principle of mental health policy that service users should exercise choice and control over
their treatment and be subjected to the least restrictive form of care.® This principle stands in stark
contrast to the rising use of compulsory treatment under the MHA in England and Wales, which rose by
15% from 1993 to 2003.3¢#” There is particular concern that BME populations experience more adverse
pathways into mental health care>®' and have higher rates of coercion and poorer engagement with
services.® This group is also more likely to suffer from serious mental disorders such as psychosis.®® The
Delivering Race Equality programme® specifically recommended a coherent programme of work for
achieving equality of access, experience and outcomes for BME service users. However, such improvements
cannot be achieved without first understanding the real reasons behind ethnic differences in pathways

to care.

The conventional explanation for ethnic differences is based on the notion of institutional racism within
psychiatry.>°°°2 However, this view has been challenged as providing simplistic explanations for complex
processes.” Ethnic differences are evident even at first presentation of psychosis; therefore, contributory
factors must operate before presentation to psychiatric services and these need to be understood in a
wider social context.

In their systematic review of ethnicity and detention, Singh et al.® suggested that many potential
explanations for ethnic differences in pathways to care had not been fully explored. The more appropriate
denominator population for determining predictors of detention (including BME status) is the population
who is assessed under the MHA, not the subgroup who is detained. Yet there are no studies in the
psychiatric literature on patients assessed under the MHA. There is therefore a clear need for an in-depth
evaluation of the process of detention using a denominator population of all those assessed rather than all
those detained, as studying the latter does not allow exploration of ethnic differences in the availability of
alternatives to detention, which can be studied only at the point of assessment. There is very little research
on cultural determinants of illness recognition and attribution, users’ and carers’ care service preferences
and the role of alternative community-based strategies in improving satisfaction, promoting adherence,
reducing detention rates and enhancing outcomes.

Psychiatric research has studied pathways to care using two contrasting approaches: a medicoepidemiological
approach, which explores the empirical relationship between service utilisation and factors affecting such
utilisation; and a socioanthropological approach, which studies the dynamic social and interpersonal
processes that affect help-seeking. However, no studies have attempted to integrate these two types

of approaches. No interventions have so far been identified that clearly reduce coercive mental health
treatment for BME service users. The paucity of such evidence has hindered the development of
service-level interventions with the potential to improve mental health care for BME service users. It is also
unclear whether generic early intervention services meet the specific demands and challenges of providing
care for BME patients.

The ENRICH programme was designed to produce the evidence base necessary to understand and reduce,
or hopefully eliminate, ethnic differences in pathways to care in FEP. In a series of three linked
multimethod studies, we examined pathways to care and MHA assessment for patients in the BSMHFT.
Study 1 determined the ethnic and cultural determinants of help-seeking in FEP by conducting quantitative
assessments and in-depth qualitative interviews with services users and carers on how emerging psychosis
is recognised, symptoms attributed and help sought. Study 2 explored ethnic differences in the process
and outcome of MHA application, focusing on assessments rather than detentions, and determining
predictors of detention as an outcome of assessment. In study 3, focus groups of services users, carers,
clinicians and other key stakeholders discussed the appropriateness, accessibility and acceptability of
generic early intervebtion services in meeting the specific needs of BME patients.
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We will first summarise the findings from the three ENRICH programme studies and then present the
findings as answers to specific research queries. Finally, we discuss the implications of our findings.

Study 1 on attributions and help-seeking in a prospective cohort of all FEP cases in Birmingham had the
following findings:

It confirmed previous reports of the greater risk of MHA detention, more criminal justice involvement
and more A&E presentations amongst black service users than among white and Asian service users.

It found no ethnic differences in DUP and DUI in FEP. DUP was not related to illness attribution; long
DUP was associated with patients being young (< 18 years) at the time of psychosis onset and living
alone. Therefore, length of treatment delay by itself does not account for adverse and coercive
pathways reported for BME groups.

Patients from all ethnic groups hold multiple attributions for the emerging symptoms of psychosis — the
idea that certain ethnic groups possess only one explanatory model can be dismissed. In reality, the
attribution process is complex, context dependent, fluid and dynamic and changes over time, especially
following contact with services. There were also intergenerational differences in attributions,
particularly in the British Asian group.

During the prodromal phase, all three ethnic groups had similar attributions, considering prodromal
symptoms to be a reaction to social adversity. All three ethnic groups sought help from health services,
mainly GPs. Black patients were most likely to seek help on their own whereas, in the case of white
patients, their family did the majority of the help-seeking.

With the emergence of psychotic symptoms, Asian carers and users were most likely to attribute
symptoms to faith-based or supernatural explanations and seek help from faith organisations. Some
black patients also changed to supernatural explanations, which influenced their care pathway, but this
was in a smaller proportion of cases.

Asian patients were significantly less likely to have A&E involvement and significantly more likely to
have faith encounters in their pathways to care than white patients. Black patients were also more
likely to have faith-based help-seeking encounters than white patients.

Although the key drivers for help-seeking in FEP were family members and carers, there were ethnic
differences with regard to which family member intervened and the types of familial networks that
were tapped into for finding help. Most white respondents sought help in consultation with members
from the nuclear family whereas, in the black British and British Asian cohort, help was sought in
consultation with the larger family networks (aunts, uncles, grandparents, cousins) and through
community organisations.

Many service users accessed or received help only when a crisis point was reached. Even when carers
had a predominantly biomedical attribution for psychotic symptoms, medical help was not sought until
a crisis point was reached.

Attributing the symptoms of emerging psychosis to life events and social adversity can hinder medical
help-seeking by providing a ‘normalising’ explanation.

All three ethnic groups experienced difficulties in accessing medical help. However, only BME service
users and carers and not white service users and carers mistrusted services, even though both groups
reported similar difficulties and delays in finding the right help at the right time.

Study 2 on the outcome of MHA assessments in a prospective cohort in the BSMHFT over 1 year
found that:

A greater proportion of BME groups, particularly the black Caribbean and black African groups, than
of the white group were assessed and detained under the MHA. This was true when the denominator
was both the general population and the population currently receiving care from secondary mental
health services.

When age, diagnosis, risk and level of social support were accounted for, ethnicity was not an
independent predictor of MHA detention. The ‘disproportionate’ excess of BME groups in the detained
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population is likely to be the result of underlying differences in rates of illness, presence of risk and
level of social support.

® There were clear differences between the MHA experiences of carers whose ill family members were
known to services and the MHA experiences of carers of those who presented for the first time. The
former received relatively unproblematic access to care; the latter felt that the system did not respond
to their concerns in a timely and appropriate manner. Help arrived only following a crisis and early
warning signs were usually ignored by services, particularly by GPs.

® (Carers found the MHA process very stressful, even when they understood the need for the process and
agreed with its outcome. Police presence during MHA assessments was particularly stressful and black
carers perceived a racial bias in police involvement. Carers felt that their own mental health had
suffered because of the burden of care.

® Stigma and shame appeared to be higher in the black community than in the Asian community.
Asian carers found shared spiritual explanations within the community to be a source of comfort
and support.

® Cultural attributions changed over time; in established illness, medical explanations became more
dominant but supernatural explanations continued to provide culturally appropriate meaning.

® Amongst clinicians, risk assessment and management were the paramount drivers of MHA assessment
and outcome. Although all clinicians agreed on the importance of cultural and ethnic factors in
assessments, social workers placed a greater emphasis on these in practice whereas medics perceived
themselves as ‘culturally neutral’.

® There was no consensus on the need for ethnicity matching in the MHA assessment process.

Study 3 on the cultural appropriateness, accessibility and acceptability of generic early intervention services
for specific BME needs found that:

® BME populations had multiple explanatory models of illness, which were often influenced by family
and friends, but these models were also competing and contrasting. These explanatory models
influenced initial help-seeking (e.g. seeking the support of faith healers as opposed to mental health
professionals). Crisis points were often the drivers of help-seeking, regardless of biomedical attributions
or understanding of the illness.

® In the absence of appropriate help through medical pathways some BME groups, particularly the
African Caribbean carers, resorted to exaggerating risk or seeking help from the police, leading to
criminal justice involvement in pathways to care.

® GP failure to address carer concerns delayed access to appropriate services.

® Faith-based help-seeking can provide comfort to carers and service users but can also lead to delays in
accessing medical help and sometimes financial exploitation of the family. There were prominent
intergenerational differences in spiritual attributions, with the second- and third-generation BME
populations less likely to have such attributions.

® The stigma and shame of mental illness were important reasons for the delay in accessing care for
some in the BME groups. Such stigma could also occur within faith groups leading to marginalisation
of users/carers.

® Early intervention services were considered accessible and were perceived to be positive and caring and
to take into account the cultural and ethnic background of users and carers. No specific changes were
demanded or felt to be needed in the current model of early intervention services to make it more
culturally appropriate for BME groups. BME service users were not asking for BME-specific measures;
they wanted to be able to share their spiritual/religious and cultural beliefs with mental health service
professionals in an open manner without being judged.

® There was no demand for ethnic or gender matching between users and clinicians; instead, users and
carers wanted competent and caring clinicians, regardless of gender or ethnicity.

® Alack of appropriate interpretation services was considered a key barrier for some BME carers
and users.
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DISCUSSION

® Improving services for BME groups required (1) an improved understanding of mental illness and routes
into mental health care for BME communities, (2) raising awareness of the different treatment
modalities available and (3) achieving points (1) and (2) through statutory organisations working more
closely with voluntary and community organisations.

Strengths and limitations

Before we present our findings as answers to specific research questions, it is important to consider the
limitations of our study methods and some relative strengths. Although we collected a prospective cohort
of all FEP cases for study 1, we managed to recruit only around 50% of all referrals to early intervention
services during the study period. The main reason for failure to recruit was service users not being well
enough to give informed consent. There is a possibility that our sample in study 1 is not truly
representative of the total early intervention service population. However, the profile of our included
cohort is very similar to the profile of the overall early intervention service population in the BSMHFT.
Therefore, it is unlikely that we systematically missed patients from any particular ethnic group. Although
we collected data for study 2 using multiple sources of information, we may have missed some cases.
However, there is no reason to believe that we would have missed data on specific BME groups leading to
a systematic bias in our findings. Finally, for study 3, although we endeavoured to achieve wide
participation from several key stakeholders, the cohort who participated may not represent all of the BME
groups of interest. In particular, disenfranchised or marginalised groups, who are most likely to have
received poorer care, may have selectively chosen not to participate in our study.

A final limitation of this study is one that is common to most ethnicity studies: the ‘homogenising’ of
ethnic groups, which conceals important intra-ethnic differences. We have used very broad categories of
white, black and Asian in this study and, as study 2 shows, there are important differences between British
citizens of Indian, Pakistani and Bangladeshi origins. In study 1, the majority of the ‘Asian’ sample was
from a relatively homogeneous Kashmiri/Pakistani origin. In study 3, we attempted to invite participants
from diverse ethnic groups. We also did not distinguish between ethnicity and culture, for example an
attribution such as belief in jinn is a cultural and religious phenomenon rather than an ethnic one. Hence,
our findings must be interpreted with caution when applied to ethnic groups not included in our study.

To the best of our knowledge this is the first study that has quantified cultural attributions in a prospective
cohort of patients with FEP (study 1). Study 2 is the first ever study of MHA assessments (not only
detentions) in the UK. We therefore have unique data sets to explore new hypotheses and answer as yet
unanswered questions. Between them the data collection team spoke English, Urdu, Punjabi, Hindi,
Konkani, Gujurati, Bengali and Pothwari. Hence, we were able to collect qualitative data from users and
carers in their mother tongues with all but one participant (who spoke Arabic and needed an interpreter).
We believe that this allowed us to build a rapport and win trust with study participants and to faithfully
capture their views.

Do the ENRICH findings explain ethnic differences in pathways
to care?

Several hypotheses have been proposed for the excess detention rate and more adverse pathways to care
for BME patients. These can broadly be divided into those that are rooted in the service response, such as
racial stereotyping, labelling and discrimination and institutional racism, and misdiagnosis, poorer
recognition and lower referral to mental health care; and those that lie within BME groups such as higher
rates of psychosis, greater propensity to risk, greater stigma of mental illness and mistrust of services
leading to delayed help-seeking. The ENRICH programme was able to test some of these hypotheses and
also some previously unexplored domains of BME pathways to care. The specific questions we were able
to answer are as follows.
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Is there a delay in help-seeking amongst black and minority ethnic groups?

We found no ethnic differences in any aspect of treatment delay as measured by the NOS. Ethnic groups
in Birmingham did not differ in length of prodrome, DUI or DUP. The key predictors of long DUP were
young age and living alone. These two are correlates of early- and insidious-onset psychotic disorders,
which are known to be associated with longer DUP and poorer outcome.®** Our findings also confirm the
results of other recent studies that have found no ethnic differences in DUP.'® There may be subgroups of
BME patients who have a longer DUP related to attributions and non-medical help-seeking, as discussed
below. Measurement of DUP and DUI may not help understand important ethnic differences in pathways
to care or help-seeking or differential rates of coercive service contacts.

Are there cultural and ethnic differences in attributions of

emerging psychosis?

We found that users and carers had multiple, sometimes competing and contrasting, attributions of
mental illness.?*3° There was no simple dichotomy within or between different ethnic groups between
biomedical and supernatural attributions. Attributions were fluid and changed over time, as in study 2, in
which carers of patients with long-established illness changed their attributions increasingly to a
biomedical explanation. However, when we focused on the dominant attributions, there were clear ethnic
differences in how emerging illness, particularly psychotic symptoms, is understood within a cultural
framework. Service users with an Asian background were significantly more likely to attribute symptoms to
supernatural and faith-based explanations.*37#! This was also true for some black African and Caribbean
users and carers. By contrast, white users and carers had predominantly biomedical attributions for
emerging symptoms, supporting previous similar findings on schizophrenia.*

Do culturally mediated attributions of illness influence help-seeking?

If so, do these explain ethnic differences in pathways to care?

We confirmed the results of previous qualitative studies showing that culturally mediated attributions do
influence help-seeking.?*° During the prodromal phase, all ethnic groups attribute their symptoms to
stressful life events or factors within themselves. As psychotic symptoms emerge and Asian carers change
their attributions to a supernatural cause, they seek help from faith organisations for their ill relatives.
There are intergenerational differences, with the younger generation less likely to attribute symptoms to
supernatural causes. However, as the key initiators for help-asking during the psychotic phase are family
and carers, Asian patients are much more likely to have faith-based encounters. This can sometimes lead
to delays in receiving medical care and even financial exploitation of families already struggling with the
burden of care of the mentally ill.

Supernatural attributions can also provide a sense of meaning and faith-based help-seeking can be a
source of comfort for carers and service users.>® Many continue to have faith-based encounters even after
coming into contact with mental health services. However, they sometimes do not feel able to share this
important part of their lives with their clinicians for risk of being negatively judged.

In the psychiatric literature, there is considerable disagreement and debate about whether clinical care
should take religion and spirituality into account when management plans or interventions are being
devised.*”® Although some argue for proactively including service users’ religious and spiritual perspectives
and experiences in the initial assessment and therapy,® other caution against it. Crossley and Salter's®
study of clinical psychologists’ experience of addressing spiritual beliefs in therapy found that, although
some practitioners reported a proactive approach, others waited for users to raise spiritual issues on the
assumption that if these were significant users would mention them without prompting. Mayers et al.®’
found that users were unwilling to disclose such information during assessment because of the fear that it
might be evaluated negatively.

Our findings suggest that users and carers will seek faith-based help and, rather than judge it as at best a
distraction and at worst a hindrance, mental health services need to work with faith-based organisations
more closely so that the supportive aspects of faith-based encounters can be sustained but the potential
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for delays be reduced or avoided (see Chapter 8). An assessment of a user’s religious or spiritual beliefs
and experiences may need to unfold progressively within the context of a secure therapeutic relationship.*®

Are biomedical as opposed to spiritual/faith-based attributions associated

with quicker and more appropriate access to care?

We found no evidence that biomedical attributions were associated with quicker or easier access to care.
White carers predominantly had biomedical attributions for both the prodromal and the psychotic phases
of illness. They were also most likely to seek help from health-care agencies including GPs. However,
psychiatric help was usually sought or obtained only at a crisis point. Some of this was due to GP delay in
recognition of emerging symptoms of psychosis and some was because of patient reluctance to seek help
despite family concerns. General practice is the ‘front door’ of health services, including mental health
care. A large majority of GPs have no postgraduate mental health training and they often have negative
opinions about providing care for people with schizophrenia.®® GPs believe that they contribute little to the
care of people with serious mental illness in general and that the incidence of FEP is too low to warrant
more active involvement.’® Lester et al.'®" recruited 110 practices to assess the effect of an educational
intervention for GPs on referral rates to early intervention services and on DUP for young people with FEP.
Interestingly, they found that training GPs about FEP was insufficient to alter referral rates to early
intervention services or to reduce the DUP.

There are two important caveats to the finding of no relationship between attribution type and DUP. First,
our study is of a relatively small sample and may not have had the power to detect such a relationship.
Second, our findings suggest that the mechanism of treatment delay in psychosis is complex and
multifaceted and may not be related primarily to BME differences in delay in help-seeking. Emerging
evidence points to delays within the secondary care system, with patients with FEP who are referred to
CMHTSs having particularly long delays in reaching early intervention services.' We have not explored the
important dimension of delays within the secondary care system in this report; however, we will do so in
further analyses of the data.

Are black and minority ethnic patients disproportionately detained?

The over-representation of BME groups amongst people detained under the MHA has been an integral
part of a wider charge that UK psychiatry is ‘institutionally racist’.>°' Senior figures such as the previous
mental health ‘tsar''®® and successive presidents of the Royal College of Psychiatrists'®*'°> have accepted
institutional racism as the cause of ethnic differences in the UK. One report (p. 6)'°® has emphasised that:

Black people mistrust and often fear services, and staff are often wary of the Black community,
fearing criticism and not knowing how to respond, and fearful of young Black men. The cycle is
fuelled by prejudice, misunderstanding, misconceptions and sometimes racism.

A Department of Health® report stated that ‘mental health services in the UK do not take account
of BME values, and that mental health professionals needed training to deliver care in a culturally
competent way’ (p. 13).

Studies have indeed found a higher number of detained BME patients than white patients in inpatient
services.®'*'® A systematic review and meta-analysis® found that, compared with white patients, Asian
patients are twice as likely and black patients are nearly four times as likely to be detained. The most
commonly cited explanations for these differences are ‘race related’, with the excess attributed to
discrimination, labelling and stereotypes of BME patients among psychiatrists. These explanations are not
backed by robust evidence. The politically contentious and charged nature of the racism accusation has led
to considerable effort and resources being invested to ensure that mental health services deliver racial
equality of outcomes. A major policy initiative, Delivering Race Equality,® was launched in 2005, which
explicitly aimed to reduce ‘the disproportionate rates of compulsory detention of BME service users in
inpatient units’ (p. 4). In the run-up to the MHA 2007 amendments, similar concerns were expressed that
the changes in the law would have a disproportionately negative impact on BME patients.’’

NIHR Journals Library www.journalslibrary.nihr.ac.uk



VOL. 1 NO. 3

We found that a greater proportion of BME patients was assessed and detained under the MHA than
could be accounted for from their population numbers, both in the general population and within the
subgroup receiving care under secondary mental health services. These differences were most prominent
for the black Caribbean, black African and British Pakistani groups. However, when confounders such as
age, diagnosis, risk and level of social support were taken into account, ethnicity was not an independent
predictor of MHA detention. The two key predictors of detention in those assessed under the MHA, a
diagnosis of mental illness and the presence of risk, are also two of the three prerequisites for detaining an
individual under the MHA, the third one being no alternative to hospital admission.

It could be argued that BME patients are more likely to be considered risky, that is, clinician assessment of
risk is biased by stereotypical or racist attitudes towards minority patients. This is difficult to test in MHA
assessments, which are often conducted in difficult circumstances with clinicians having to balance clinical
needs, manage risk and comply with the law. A 1990 case vignette study of psychiatrists in the UK'?®
found that black men were perceived to be more at risk of violence, although psychiatrists were less likely
to diagnose schizophrenia in black cases.

A decade later, a much larger study found that psychiatrists did not rate black patients as more violent
than white patients.’® Whether the second study represents a genuine change in perceptions, a greater
sensitivity to race-based questions or a better ability to hide racial prejudice remains unanswered. The
possibility of racial stereotyping in clinical assessments therefore cannot be decidedly refuted. However,
there is no evidence to confirm it either. Racial stereotyping and discrimination within services continue to
be the dominant explanations for perceived ethnic inequalities, and have become ‘true’ simply by the act
of repetition.”"°

Studies from Canada, the USA and Belgium have shown that legislation that was introduced to decrease
the use of psychiatric detention resulted in a paradoxical increase in involuntary hospitalisation.”” Despite
the efforts of several European countries to reform their mental health laws to better protect patients,
rates of detention are generally increasing.’? Even when clinicians’ judgements are consistent with the
law, unexplained variations in decision-making exist, influenced by factors such as clinician characteristics,
local service provision, community support for patients, patient ethnicity, age and education and attitudes
to mental health."" 1137113

Although the exact reasons for increasing detention rates have not been delineated, our findings suggest
one possibility: the increasing risk aversion in clinical practice. Clinicians in our study highlighted how risk
assessment and management is increasingly the focus of their concern in MHA assessments. In addition,
bed availability was also a crucial issue for some Birmingham service users, who sometimes had to wait for
a bed to be allocated even after a MHA recommendation for detention had been made.

The rate of MHA detentions has increased synchronously with the rate of reduction in the number of
psychiatric beds within the NHS.""®'"” Many previous studies of the excess detention of BME patients have
been from London, which may not be representative of other areas of the UK. A large study of 22
psychiatric hospitals in England found no association between ethnicity and patient perceptions of
coercion at admission or during the first 4 weeks of inpatient stay. However, the treating mental health
trust was strongly associated with patient experience of coercion.’”® BME patients, particularly black
patients, were more likely to be in hospitals that were perceived to be more coercive, with both black and
white patients within these hospitals feeling coerced. This is an effect of service culture and resources
rather than patient ethnicity.

Our findings suggest that the MHA does what it should: ensures that people with serious mental disorders
who are at risk are provided with the care that they need within the law. However, it is also true, as found
in our qualitative study, that users and carers find MHA detention to be a very stressful process, even
when they agree that admission under the MHA is the correct outcome. The involvement of the police in
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particular was very distressing for carers and users. It is imperative that services attempt to make mental
health-care provision as non-coercive as possible (see Chapter 8).

Are generic early intervention services accessible, acceptable and culturally
appropriate to meet the specific needs of black and minority ethnic groups?

In-depth interviews and focus groups with service users, their carers, service providers and commissioners
all confirmed that BME users and carers have positive view of early intervention services. Early intervention
services were perceived to be accessible, supportive, acceptable and culturally appropriate. When users or
carers had concerns about the cultural appropriateness of services, these were related to mental health
services in general rather than to early intervention services in particular. Service users and carers were
clear that no specific changes needed to be made to early intervention services to meet BME needs.

A few service users did express dissatisfaction with the high level of staff turnover in early intervention
services. It was also clear that, although BME service users were not asking for BME-specific measures,
BME service users (like all service users) wanted to be able to share their spiritual/religious and cultural
beliefs with mental health service professionals in an open manner without being judged. However, the
fear of negative reactions and/or a lack of understanding prevented service users who were seeking
support from faith or spiritual healers whilst attending early intervention services from disclosing this to
early intervention service professionals. This fear is not unfounded because, as our evidence suggests, early
intervention service professionals receive limited spiritual/religious and cultural awareness training.

An important issue emerged with regard to BME needs in mental health care: the availability and quality of
interpreters. The UK has never had a coherent policy on standards of interpreting in health care or in any
other part of the public sector.”* The training and practice standards for professional interpreters are not
statutory. As Cambridge et al.’™® highlight, ‘Interpreting, translation and language support (ITALS) must be
delivered to a highly trained professional standard, and yet ITALS remains a neglected area of provision in
British healthcare’ (p. 121). Clearly, training needs to be put in place for any interpreters employed by the
trust. This should give them the knowledge to translate medical jargon appropriately, but it should be
explicit that the role of interpreters is translation only and confidentiality of all should also be respected.

Do black and minority ethnic groups mistrust mental health services?

We found some evidence from our qualitative interviews and focus groups that some service users and
carers, particularly those from black Caribbean backgrounds, perceived a racial bias in the service response
or when police were involved in a mental health assessment. Strikingly, white patients and carers had
similar negative experiences of mental health care but did not attribute this to race or racism. This leads to
an interesting query: is racism within services simply a matter of perception, or is there a systematic bias
and difference in how services deal with BME patients? The argument about racial bias in services is based
on reported higher rates of psychosis in BME groups, higher rates of detention, greater use of medication
and electroconvulsive therapy and lower use of psychological therapies, and greater restraint and
seclusion, leading to lower levels of satisfaction with services.

The evidence backing these assertions is flimsy at best. Rates of psychosis are indeed higher for BME
groups with no evidence of misdiagnosis®'?° and this seems to be a migration effect rather than a racial
one, with societal deprivation and adversity experienced by migrant groups leading to higher rates of
psychosis.'?''?? Ethnicity is not a predictor of seclusion, restraint or emergency medication.’?® There are no
differences in prescribing between black and white patients in the UK,'?*?> and white patients are about
twice as likely as black patients in the UK to receive electroconvulsive therapy.’?® Even the reported
dissatisfaction with services amongst BME groups is unconfirmed. In a large national survey of 26,555
respondents, black patients were more likely than white patients to have had better access to a
community psychiatric nurse and care plan than white patients, who had better access than Asian
patients.”” Black and Asian patients had poorer access to talking therapies; however, it was unclear
whether this was because these groups were offered talking therapies less often or because they accepted
them less often. We have previously argued that repeated charges of institutional racism in psychiatry act
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as a self-fulfilling prophecy whereby BME patients expect services to be discriminatory and hence avoid
seeking help.” The ENRICH programme findings lend some support to this: for similar poor experience of
mental health care, BME users and carers attribute it to race-based discrimination unlike white patients.
BME patients often live in deprived areas with poor mental health care; but this care is poor for everyone
in that area. Services need to improve for all patients; a BME focus simply distorts the debate in a ‘racial’
manner without doing anything to improve care for the mentally ill."?812°

Is there a need or demand for black and minority ethnic-specific services or

ethnicity matching between patients and clinicians?

Such has been the concern about ethnic differences in mental health care that some have even argued for
ethnic-specific services for BME patients.’*° Although seemingly helpful, this suggestion is based on several
untested assumptions, for example ethnic differences in pathways are entirely the result of the service
response and can improve only when services are BME led; all members of an ethnic group (howsoever
defined) need one particular kind of service; ethnicity and culture are such impermeable barriers between
people that only ethnically matched clinicians and patients can work together; and BME service users are
dealt with differently by mental health services and this is perceived as racism by BME service users and
hence they demand BME-specific services.

Our findings argue against BME-specific services. BME users and carers repeatedly asked for competent
and compassionate care and to be treated as individuals rather than group members, regardless of the
gender or ethnicity of the clinician or the service provider. Other studies that have specifically explored the
role of institutional racism in mental health care have also found that BME users and carers predominantly
want good care from competent clinicians.'"
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Chapter 8 Conclusions

e are restricting our conclusions to the implications of the study findings for health care and are
making no recommendations about policy and clinical care, as required by National Institute for
Health Research guidelines for authors. We have previously argued that:

Any potential solutions to reduce ethnic differences must go beyond the health sector and involve
statutory as well as voluntary and community agencies. The problem of ethnic differences in mental
health does not reside exclusively in psychiatry and hence the solutions cannot emerge from
psychiatric services alone.

p. 6507

The ENRICH programme findings confirm this assertion.

The most important implication of the ENRICH studies is that statutory health-care organisations need to
work closely with community groups to improve pathways to care for BME service users. Voluntary and
community organisations are key partners for engaging BME communities. The main purposes of such
collaborations should be to raise community awareness with regard to the recognition and treatment of
mental disorders, available services and interventions, and pathways to mental health care; and most
importantly to reduce mistrust between services and communities. Statutory and voluntary/community
organisations need to jointly develop community engagement projects within local communities and
faith-based organisations, as well as schools, colleges, youth or community clubs and universities. These
could include ‘well-being events’, such as stalls manned by mental health and public health promotion
professionals as well as local BME voluntary and community organisations. Any information regarding
available services needs to be ‘culturally sensitive’, that is, produced in formats that take into account the
diversity of BME languages and the multitude of explanatory models held within BME groups. Other
avenues for raising mental health awareness could include ‘human libraries’ in which BME service users
and/or carers could share their narratives with local communities. Alternatively, statutory and voluntary and
community organisations could work with service users and carers to produce DVDs about their
experiences of mental illness. Extracts of these narratives could be exhibited within local BME community
avenues as well as local museums and libraries, and DVDs could be made freely available on request.
Internet-based discussion forums and websites are another potential tool for engagement with BME
groups, particularly the youth.

The most important research recommendation from the ENRICH studies is the need to develop and
evaluate models for community awareness programmes that are effective in improving access to care.
Evidence for the effectiveness of such programmes in reducing DUP is patchy.’*? However, the ENRICH
studies found that measurement of DUP alone does not capture the complexity of help-seeking in
psychotic disorders and does not help elucidate critical BME differences in pathways to care. Rather than
universal public education campaigns, researchers and practitioners need to develop public awareness
programmes that are specifically focused on BME groups and test whether help-seeking pathways such as
faith encounters can be targeted for reducing treatment delays and preventing adverse pathways. Such
campaigns also need BME-specific strategies to raise knowledge and understanding of mental disorders
and treatment while combating social stigma and shame. If such interventions are shown to be effective in
reducing stigma, increasing mental health awareness, promoting trust between BME communities and
mental health services and reducing coercive experiences of care right at the start of the illness, we could
make long-term changes to outcomes by ensuring sustained engagement and treatment for those
amongst our BME communities who need ongoing care but who are often reluctant to seek it.
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Appendix 1 Protocol

thnicity, Detention and Early Intervention: Reducing Inequalities and Improving outcomes for
Black and Ethnic Minority (BME) Patients: The ENRICH Programme

Funded by NIHR £920,000; duration 42 months

Pl Professor Swaran Singh, University of Warwick

Summary

Black and Minority Ethnic (BME) patients in the UK, especially young Afro-Caribbean men, suffer from
disproportionately high rates of psychosis and coercive care, with poorer access, experience and outcomes
than White patients. Institutional racism in psychiatry is often cited as a cause, but since such differences
are present even when BME individuals first present to mental health care, some of the reasons must lie
in the wider social context. Early Intervention in Psychosis (El) services are designed to improve access

and provide effective and evidence-based care in low-stigma, community settings. We wish to evaluate
the effectiveness of such services in specifically improving the experience of care and outcomes of

BME patients.

We propose a series of three, high quality projects within Birmingham, which is renowned for its El service
for young people with psychosis. The service is being extended to the entire city and has developed
strategic partnerships with NGOs and BME community groups. Over 42 months, we will evaluate the care
and outcomes of all service users referred to El services in Birmingham. We will explore what culture and
family related factors facilitate or impede access to health care. We will evaluate all Mental Health Act
assessments to determine whether some BME patients have fewer community alternatives of care than
other ethnic groups, thus leading to greater chance of detention. We will seek the opinions of service
users, carers, clinicians and other stakeholders on how El services can become more appropriate and
acceptable to BME communities. We will evaluate the outcomes of all early psychosis on experience
outcomes of care, especially vocational outcomes, to demonstrate that over time, BME patients have
similar levels of engagement, non-coercive care, satisfaction with services and quality of recovery as any
other patient group. We will demonstrate that innovative models of collaboratove working between
mental health services, voluntary sector and community groups can transform the experience of care and
outcomes in BME groups, thus reducing detention rates and promoting social inclusion. During its lifetime
itself, the programme will help services deliver better care and ensure that BME service users do not have
different or worse outcomes.

Background

BME patients in the UK, especially young Afro-Caribbean men, have high rates of psychosis [1], experience
adverse pathways into care [2], are at greater risk of detention under the Mental Health Act (MHA) [3], are
more likely to disengage over time [4], be less satisfied with their care [5] and thereby have poorer
outcomes, with greater social exclusion. The conventional explanation for these inequalities is based on the
notion of institutional racism within psychiatry [8, 9]. However this view has recently been challenged as
providing simplistic explanations for complex processes [10]. Ethnic inequalities are evident even at first
presentation of psychosis; therefore contributory factors must operate prior to presentation to psychiatric
services and need to be understood in a wider context. We have further argued that ‘any potential
solutions must go beyond the health sector and involve statutory as well as voluntary and community
agencies. The problem does not reside exclusively in psychiatry and hence the solutions cannot emerge
from psychiatric services alone’ [10].
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Early Intervention (El) services are expected to impact favourably upon ethnic inequalities by focussing
specifically on therapeutic engagement [11], reducing social exclusion by targeting vocational disabilities,
and providing care in community-based, low stigma settings. The development of such services in the UK
has been patchy and uneven, despite recommendation from DH that there should be 50 such services in
the country by 2004 [7]. Even where services are available, it is unclear whether generic El services meet
the specific demands and challenges of providing care for BME patients.

This programme of work aims to develop the knowledge base essential to reverse ethnic inequalities in
care and outcome of psychotic disorders. We aim to evaluate the effectiveness of innovative models of
care in transforming the experience of mental health care for BME patients. We wish to demonstrate that
strategic partnerships between health services, social care and voluntary sectors can reduce ethnic
inequalities and ensure that over time, outcomes of BME patients converge rather than diverge from other
ethnic groups.

This programme is timely and relevant to several pressing concerns and priorities within the NHS.
These include

i. Delivering Race Equality: The document Delivering Race Equality [6] recommends a coherent
programme of work for achieving equality of access, experience and outcomes for BME service users.
Most research and clinical effort for improving BME patient care has focussed on generic services
dealing with chronic, enduring mental disorders. Disabilities set in early in psychosis and the first three
years are the ‘critical period’ when interventions are most effective and often not available [12]. To
achieve equality of access and outcomes for BME patients, attention needs to shift to providing

effective care in early psychosis.
ii. Developing Early Intervention in Psychosis Services: El services are of demonstrable value in maintaining

engagement and improving outcomes in FEP [13, 14]. However to ensure that generic El services meet
the specific needs of BME communities, and are equally appropriate, accessible and acceptable, we
need to establish care needs and preferences of service users and carers from different ethnic groups.

iii. Reducing Social Exclusion: The Social Exclusion Unit Report [15] highlights the importance of El services
in reducing barriers to employment. Social exclusion is the explanatory framework within which service
users and BME communities most often describe their interaction with health services, perceiving fewer
employment opportunities perceived as a major contributor to exclusion [16]. El services can, and
prioritise social recovery, particularly reintegration into mainstream education or employment.

iv. Developing NHS-NGO partnerships: The NHS confederation call for collaborations between NHS and
NGOs [17] can be best tested in El services with existing partnerships. Birmingham has strategic
partnerships already in place with NGOs which specialise in working with BME groups providing respite
homes, support staff and vocational input into Birmingham El services.

Our programme of work is relevant to all these priorities. By understanding the mechanisms behind
adverse pathways to care and evaluating the effectiveness of collaborations between healthcare and other
agencies in improving user experience and outcome, we aim to demonstrate that the DRE ambitions can
be achieved.

Since ethnic inequalities in care and outcome of psychosis are evident even in the first episode [18, 19]
and trusts are expected to develop El services for FEP, this is an opportune moment for research focus and
clinical effort to shift to BME patients with early psychosis.

i. Detention and FEP: Our recent systematic review [3] emphasised the need for evaluating of the process
of detention, using a denominator population of all those assessed, rather than all those detained since
studying the latter does not allow exploration of ethnic differences in the availability of alternatives to
detention which could avoid the need for detention.

ii. Pathways to care in FEP: Our other recent review of pathways in FEP [2] highlighted the limitations of
the two diverse ways that pathways have so far been studied: a medico-epidemiological approach, and
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a socio-anthropological approach. In the absence of integration between these two approaches, no
interventions have been identified which alter adverse pathways for BME users. In particular the role of
service-level interventions in improving access and reducing detention rates has not been evaluated.

iii. Social inclusion and vocation recovery: Vocational recovery is a necessary precondition for social
inclusion. However, there is little available information on the pathways to vocational loss and recovery
in early psychosis and no evidence to support any particular vocational strategy in FEP. Even less is
known about strategies that facilitate return to education. A Cochrane review has confirmed that
placing patients in competitive employment immediately whilst providing on-the-job support (Individual
Support and Placement, IPS) is more effective than pre-vocational training in helping service users
obtain competitive employment [20].

Our programme is ideally placed to explore all these areas. An inception cohort of FEP in a multi-ethnic
area, managed by an established El service with NGO collaboration, will be longitudinally assessed to
establish the determinants of ethnic inequalities and evaluate the effectiveness of El services. We will
demonstrate that divergent trajectory of BME groups can be made convergent with other ethnic groups,
thereby reducing inequalities of access, satisfaction and outcomes.

i. Adverse pathways to care in BME groups: Pathways to care are adverse in BME groups even in first
presentation of a psychotic illness [2, 18, 19]. The three-centre AESOP study of FEP found Black
patients with FEP were less likely to be engaged with their GP and their family members were more
likely to seek police rather than medical help [18, 19]. Hence the determinants of these pathways must
be explored within familial and wider societal context of BME patients [21, 22].

ii. Ethnic differences in detention rates: Detention rates for BME patients are high even in the first
psychotic episode and increase in latter episodes [3]. This trajectory of deteriorating relationship
between BME patients and mental health services, with decreasing engagement and increasing
detention rates over time, has now been well replicated in research [3-5, 22, 23]. It is not clear
however whether some service level intervention can reduce this detention rate and improve
engagement of BME patients.

iii. Ethnic inequalities in health outcomes and service satisfaction: BME patients, especially young Black
men, report lesser satisfaction with mental health services, with the number of previous admissions
predicting greater dissatisfaction [5]. In the UK unemployment rates for patients suffering from
psychosis have risen over the last 50 years and were 70-80% during 1990s [24]. Service users and
carer advocacy groups consider return to work and occupation as one of their highest priorities; one
that enhances their functional status and improves their quality of life [25, 26] BME patients are doubly
disadvantaged due to the combined effect of racism in the labour market and the stigma of
mental illness.

Our programme will establish the determinants of ethnic inequalities in pathways to care and detention
rates. We will examine change in healthcare of BME patients with FEP over three years in Birmingham El
services. We will demonstrate that novel ways of joint working between health, social and voluntary
sectors can reduce detention rates, improve engagement, enhance recovery, increase user satisfaction and
reduce social exclusion of BME patients. The programme will have a direct impact on both improved
health care and on better health care delivery.

The R&D department at BSMHFT departments has worked closely with the universities of Warwick,
Birmingham and Central England. We have support from key members of all organisations involved in the
programme (see applicant list and research team). We have conducted a series of outcome studies in FEP
and piloted pathways projects in FEP and El services in Birmingham and London [2, 27-29]. We were
commissioned by DH Policy Research Programme (2005-9) to undertake national study (National EDEN
programme) which is evaluating the implementation of early intervention on key outcomes in differently
configured El services across sites in England. Findings from National EDEN project (to be completed 2008)
will inform the development of this programme. Our programme is significantly different from the EDEN
evaluation. We are specifically focussing on BME service users and their needs and outcomes by following
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up the cohort for the entire three-years in a multi-ethnic area, rather than the limited one-year follow-up
in EDEN. We have already carried out high quality qualitative work in the area of access, widening
participation, evaluation in the area of health care, ethnicity and early psychosis. [30-33]

Pilot work: We have conducted pilot audits to determine referral rates to El services across Birmingham
(expected annual rate 300 new cases/per year). We have piloted and implemented the use of structured
assessments as part of routine clincal care. We are currently undertaking a qualitative study in BSMHFT
funded by CSIP to explore ethnic differences in pathways into and out of crisis. This project involves users,
carers and staff in the three Crisis Resolution Home Treatment teams in the Heart of Birmingham PCT. We
are also mapping service provision in both the statutory and voluntary sectors and undertaking in-depth
interviews with a wide range of service providers. Preliminary data from research by one of the applicants
(FR) has helped us develop strong links with local voluntary and community organisations, who strongly
support efforts to bridge the gap and creating trust between users, carers and statutory service providers.
Before starting the main studies, we will conduct pilot projects on recruitment and assessment of
disengaged/dissatisfied users and carers to ensure adequate data collection from a group that is
traditionally lost to follow-up.

Aims & Objectives

We propose three, linked, high-quality projects which will identify the determinants of ethnic inequalities
in first-episode psychosis (FEP) and evaluate service-level interventions that ensure that BME users do not
have divergent trajectories of outcome as compared to other groups.

The specific objectives of the programme are:

i. To understand ethnic differences in pathways to care in FEP by exploring cultural determinants of iliness
recognition, attribution and help-seeking among different ethnic groups.
ii. To evaluate the process of detention under the Mental Health Act (MHA) and assess ethnic differences
in the availability of alternative provision which could reduce the need for detention.
iii. To determine the appropriateness, accessibility and acceptability of generic early intervention (El)
services for different ethnic groups and establish care needs and preferences of service users and
other stakeholders.

Research Plan

We propose a series of three, linked projects over over 42 months in Birmingham and Solihull Mental
Health Foundation Trust (BSMHFT). Before starting the specific projects, we will map existing BME service
provision, identify and contact key stakeholders, and create a data base for both routine data collection
and future sample ascertainment. Some aspects of the projects will be conducted in parallel while others
will be informed by results as these emerge. These results will be integrated into ongoing service delivery,
creating a feedback loop that ensures service improvement during the lifetime of the programme.

Our overall aim is to transform the care received by BME patients with early psychosis and eliminate,

or at least significantly diminish, ethnic inequalities in early psychosis.

Programme Plan

Mapping of service provision, identification of key stakeholders and creation of database: The DRE
Focussed Implementation Site (FIS) Evaluation Project (SW is Pl) is mapping all statutory and non-statutory
organisations working with BME service users across 8 sites in the UK. BSMHFT is one such site and we
will access data on BSMHFT organisations to map local services and key stakeholders.
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We will create a minimum data set for routine data collection on all patients with FEP referred to El
services in Birmingham. Data will be collected on socio-demographic indices including measures of
deprivation; clinical measures of onset (Nottingham Onset Schedule NOS [28]) clinical presentation: Positive
and Negative Symptom scale PANSS [34]), insight ITAQ [35], resource utilisation including number of
admissions, inpatient days and use of the Mental Health Act, engagement with services (SOLES [36]). We
have piloted and implemented the use of these structured assessments. These are now used with all El
service users by clinicians during regular patient reviews. Ethnicity will be measured along several
dimensions including self-assigned ethnicity, place of birth, country of parent’s birth, religion, language,
cultural affiliation and shared sense of belonging to an ethnic group [37].

The service map and data set will be used for sample ascertainment and recruitment for individual projects.
We will conduct pilot projects for recruitment into qualitative interviews which will inform and improve our
sample ascertainment methods.

At the end of the programme we will have serial quantitative and qualitative data collected over three
years on all patients referred to El services in BSMHFT. This data set will be explored to compare
trajectories of outcomes between different ethnic groups. Our results will be compared with results from
other outcome data sets such as MiDATA covering all London El Services [38] and historical outcome data
from literature on other FEP cohorts [13, 14, 29, 39]. Although ethnicity is the focus of this research
project, this data set will also serve as an important resource for future research on other aspects of FEP.

The specific projects will include:

Study 1. Ethnic and cultural determinants of help-seeking in
first-episode psychosis

Background and Aims:

While it is well established that BME users have adverse pathways to care; it is less clear what
socio-cultural and ethnic influences determine these pathways. Institutional racism, often cited as a cause,
does not explain why pathways are adverse even in FEP, since these users have no prior experience of
mental health care. Explanations are likely to lie in wider social and family influences which impact upon
help-seeking, illness recognition and symptom attribution. There is evidence that some BME communities,
especially those from Afro-Caribbean background, stigmatise mental illness more heavily, attribute unusual
behaviour to the individual rather than to an illness [40, 41] and seek police rather than medical help
when dealing with an ill relative [19].

This mixed methods study will use both quantitative and qualitative approaches to assess ethnic variations
in help-seeking in FEP. The specific research questions will be:

i. Are there ethnic differences in the recognition of early signs of psychosis and help-seeking behaviours?

ii. Are such differences a function of cultural factors such as explanatory models of illness or are these
more closely related to socio-economic status, deprivation and isolation?

iii. Do biological as opposed to psychological or social explanatory models of illness predict early medical
help-seeking and shorter duration of untreated psychosis (DUP)?

Methodology:

Study design: A cohort of FEP patients and their families (one key carer per patient) presenting to El
services will be interviewed individually to determine how the early changes of psychosis are understood
and attributed by the patient and the family, what help-seeking processes are initiated, by whom, and
with what outcomes. We will specifically explore the issues of stigma, mistrust or suspicion of services and
treatment and perceptions of discrimination and prejudice from services.
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Sample: A cohort of up to 120 (estimated) FEP patients and their families (one key carer per patient [Total
n =120 estimated]) presenting to El services will be interviewed individually. In these interviews, along with
routine structured assessments described above, data will also be collected on five additional measures
(listed below) in order to fufill the study objectives.

A purposive sample of FEP patients (n =30) and their families (one key carer per patient) will also be drawn
from this cohort of patients (and their carers) to participate in in-depth individual interviews. We will
ensure that participants include a range of socio-demographic backgrounds including age, gender,
ethnicity and economic indices.

Data collection: Interviews will be held at the interviewees’ home or a neutral setting if this is preferred.
It is anticipated that the interviews will take approximately 60-120 minutes each with patients and carers.
Carers will be interviewed separately unless requested otherwise.

Along with routine structured assessments described above, data will also be collected on:

i. Nottingham Onset Schedule [28]: This semi-structured interview identifies the emerging signs and
symptoms of early psychosis and acts as a template upon which help-seeking endeavours of the patient
and carers are mapped in a reliable manner. A Psychosis Causal Beliefs Coding System (PCBCS)
(developed from the SEMI [37] and Helman 1994 [42]) will be included as part of NOS in order to
develop an understanding of patients and carers attributions to symptoms and help-seeking.

ii. Inventory of Attitudes towards Seeking Mental Health Services (IASMHS) [43]: This is a self-report
questionnaire that aims to develop an understanding of patients’ attitudes towards help-seeking from
Mental Health Services.

iii. Beliefs About Causes of Mental lliness (BACMI) [44]: This is a cross-cultural questionnaire devised to
understand beliefs about mental illness within the Chinese and the British context. This questionnaire
has been amended (with due permission) to fit the context in Birmingham.

iv. Beliefs About Treatment of Mental lliness (BATMI) [44]: This cross-cultural questionnaire elicits patients
and their carers beliefs about the treatment of mental illness.

v. The Stigma Scale [45]: This is a standardised measure devised on the basis of service users experiences
and views of stigma to mental illness.

vi. ITAQ (The insight scale) [35]: This scale assesses insight into dimensions of recognition of need for
recognition and treatment of illness.

Analysis:

With permission from the participants, each interview will be transcribed verbatim and analysed using
Krueger's framework and Rabiee’s guidelines [30]. Quantitative data from NOS will be explored to
determine the relationship between socio-demographic and clinical variables and service utilisation.
Attributions collected as part of the NOS will coded using Leeds Attribution Coding Schedule (LACS) [46].
The beliefs and attitudes questionnaires are standardised measures which allow us to quantify attitudes
and beliefs towards mental health services. The Research Team has been provided adequate training to
carry out the same. A triangulation of data generated from different methods mentioned above will allow
an in-depth understanding of the dynamic social, cultural and interpersonal processes that affect
help-seeking and the interplay between these processes and local healthcare system. We shall specifically
explore whether a bio-medical attribution of causation for early signs of psychosis predicts help-seeking
through medical agencies, shorter DUP and less adverse pathways to care as opposed to a social
explanatory model.

Outcomes:

The study outcome will include an understanding of the socio-cultural determinants of recognition of
illness and help-seeking behaviour in FEP, including intra-ethnic differences. We will identify ‘malleable’
variables in care pathways that lend themselves to service-level interventions and ensure improved access
to care. We will also develop family and community psycho-education strategies and intervention to
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reduce the stigma of mental illness, improve community understanding of the identification, causes and
treatment of psychosis, and minimise barriers to help-seeking in early psychosis.

Study 2. Determinants of ethnic differences in the process and outcome of
Mental Health Act (MHA) assessments

Background and Aims:

The true denominator population for determining predictors of detention (including BME status) is the
population which is assessed under the MHA, not the subgroup which is detained, since studying the
latter does not allow exploration of differences in the availability of community alternatives to avoid
detention [3]. Yet there is no study in psychiatric literature on patients assessed under the MHA. This study
will prospectively evaluate the outcomes of all MHA assessments over one year. A sub-sample of
assessments will undergo in-depth evaluation by researchers who will interview users, carers and clinicians
to identify the determinants of the detention, including ethnic differences in the availability of community
alternatives to inpatient admission.

The specific research questions will be:

i. Are there ethnic differences in the proportions of patients undergoing MHA assessments in a
given year?

ii. What are the clinical, sociodemographic, ethnic and risk-related predictors of detention as an outcome
of MHA assessments?

iii. Do ethnic groups differ in the availability of community alternatives (statutory and voluntary) which
could reduce need for in-patient detention?

Methodology:

Study design: A prospective study of all MHA assessments conducted in one year using social services and
MHA office records. In-depth evaluation of a subsample of MHA assessments to determine clinical,
sociodemographic and ethnic predictors of detention as an outcome of assessment.

Study sample: About 150 patients are detained under the MHA each year in BSMHFT. The rate of
assessment is likely to be 1.5 to 2 times the detained population. About 250-300 MHA assessments will
therefore form the study sample. We will purposely select a subsample of these assessments for in-depth
gualitative assessments of the process of detention and the determinants of the final decision, including
both detained patients and those in whom detention was not the final outcome.

Study method: All psychiatric and social work services in the study area will be contacted with a letter
explaining the purpose of the study and asking them to record data on all MHA assessments they conduct,
regardless of whether the assessment resulted in detention or not. A data collection tool will be developed
specifically for the study to include data on diagnosis, ethnicity, objective and subjective measures of risk,
level of social support, outcome of assessment and the availability and use of community alternatives to
detention. A researcher will ring all clinical teams once a week and ask the team manager about any MHA
assessments conducted in the previous week. For all assessments thus identified, the MHA tool will be sent
to the psychiatrist and social worker involved, and responses sought with periodic reminders.

A subsample of MHA assessments, ensuring wide socioeconomic, geographic and ethnic representation,
and including both detained and not-detained patients, will be evaluated in depth by researchers who will
interview the psychiatrist (n = 20) and social worker (n =20) involved in the assessment and a carer (n =20)
of the service user. We will therefore have 20 case studies with a total of 60 interviews. Carers interviews
will explore themes of stigma, shame, mistrust and fear of services and treatment modalities, perceptions
of discrimination, and the availability and acceptability of alternatives to traditional in-patient care which
could have avoided detention. Interviews with psychiatrists and social workers will explore the clinical
determinants of their reason to detain the patient, including perceived level of risk, local provision of
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APPENDIX 1

alternatives to in-patient care and risk-aversion due to concerns about adverse events were the patient not
to be detained.

Data Analysis:

For all MHA assessments, ethnic differences in assessment and detention rates will be explored and
correlated with sociodemographic and clinical characteristics of the sample. These will be proportions and
percentages for categorical data; means and standard deviations for continuous data when parametric
assumptions are met; and medians and interquartile ranges for other continuous data and for ordinal
variables. Logistic regression will be conducted to determine predictors of detention with age, gender,
diagnosis, risk, social support and ethnicity as independent variables to establish the independent effect of
ethnicity on detention when other risk factors are taken into account.

Qualitative data: All interviews will be audio taped with permission and fully transcribed. Field notes will be
made immediately after each interview to complement data collection. We expect that data saturation will
be reached in these 60 interviews. Two experienced researchers will each read the transcripts and field
notes and construct a preliminary thematic coding framework. Disagreements during this process will be
discussed until a consensus is achieved. Deviant cases will be actively sought throughout the analysis and
emerging ideas and themes modified in response. Nvivo (QRS release 2.0) will be used to manage data
more effectively and transparently with data organised into initial and then higher codes that provide
insight into identified themes.

Outcomes:

The primary study outcome will be the socio-cultural and ethnic determinants of MHA assessment
outcomes, especially ethnic differences in the availability and acceptability of alternatives to inpatient
admission. Secondary outcomes will include ethnic variations in rates of MHA assessments and clinical risk
factors that influence coercion. Qualitative analysis will yield information on how encounters between
healthcare providers and service users and carers, who often hold conflicting explanatory systems about
health and illness, can be negotiated to avoid coercion. We will develop conceptual models and good
practice guidelines that bring together very different views of reality: a biomedical versus a biographical
approach to the events that lead to the MHA detentions.

Study 3. Determining the appropriateness and acceptability of El services
for different ethnic groups

Background and Aims:

The NHS Policy Implementation Guide [7] recommended the development of 50 Early Intervention in
Psychosis (El) services in the UK by April 2004, each catering for about 1 million populations each. A
detailed plan outlines the structure, function and focus of these services. However, such ‘one size fits all’
model may not take into account differences in local population needs and preferences [47]. In particular it
is not clear whether such generic services meet the specific demands and challenges of providing care for
BME patients.

This study will explore the appropriateness, accessibility and acceptability of generic El services for different
ethnic groups within Birmingham to better understand care needs and preferences of service users and
clinicians. We will also develop ethnically-appropriate outcome measures that can be used both in El
services and more broadly within mental health services.

Methodology:

Studly design: Focus groups of service users, carers, health professionals and key stakeholders from
voluntary sector and community groups will be conducted at several sites ensuring wide ethnic
representation and moderated by members of the research team. Focus group topic guides will be
developed from in-depth interviews with service users, carers, professionals, community organisations
and a literature review. We will address themes of trust, alliance, ethnic sensitivity, cultural barriers to
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help-seeking, perception of unmet need and alternative provisions to improve BME users engagement and
experience of services.

Sample: Participants will be drawn from the database of service users and the preliminary mapping
exercise. User and carer groups will be homogenous in that professionals will be excluded, to allow users
to express themselves freely in the absence of service providers. Special consideration will be given in the
composition of the groups to issues of language and stigma, whereby users/carers may not wish to be
with others from their own community. Since our priority is to promote creativity and the emergence of
innovative ideas in service development, all other groups will be of mixed composition. A maximum
number of 10 participants will be recruited for each focus group to allow generating a variety of
perspectives. The focus groups will be convened as follows:

i. Six service user groups, two to be held at each geographical location in BSMHFT (HOB, South and
North-East El services). These will include people from a variety of ethnic backgrounds and perspectives
on explanatory models, treatment and service provision in early psychosis.

ii. Three carer groups, one from each site (as above). Purposive selection will be used to ensure a variety
of sociodemographic and ethnic characteristics and experiences.

iii. Three service provider groups, consisting of primary and secondary care providers and commissioners,
mental health clinicians and members of NGO/voluntary sector.

The topic for each of these focus groups will be ‘How appropriate and accessible are generic EIS services
for the specific ethnic and cultural needs of BME communities in Birmingham? How can these be
improved?’ Cultural appropriateness and accessibility of services will be explored within several domains
including user choice; importance, assessment and perceived respect for cultural needs; availability of
interpreters and information leaflets in different languages; ethnic mix of the treating teams and services;
and local provision of culturally appropriate ‘talking therapies’. Users and carers will be specifically asked
about their perception of the relevance and importance of cultural and ethnic factors in the care received
from El services. For service improvement, preliminary findings from study 1 and 2 on pathways into care
and coercive treatment will be briefly presented as a basis for a discussion. The discussion will focus on
ethnic differences and determinants of pathways into care, predictors of detention, and ideas for
innovative community alternatives to traditional in-patient care. The focus groups will be of approximately
one and a half hours’ duration.

Analysis and outcomes:

Each interview will be transcribed verbatim and if, permitted by participants, audio-taped. Data will be
analysed using Krueger's framework and Rabiee’s guidelines [30] to identify themes that will inform about
appropriateness and acceptability of El services for different ethnic groups. We will develop ethnically
appropriate and culturally-sensitive outcome measures for performance managing mental health services
and ensuring that DRE expectations are met. We will produce guidelines on why and how El services
should be modified for the needs of the BME communities.

The research team consists of internationally recognised leaders in the field of ethnicity research, early
intervention, epidemiology, health services evaluation, qualitative research, statistics, and senior managers
from the trust, NGOs and BME community groups. Professor Singh has conducted research in early
psychosis and ethnicity and developed El services recognised for their vocational outcomes [15]. Professor
Birchwood has led El research and service development nationally and internationally, and was recently
awarded the Richard Wyatt Award by the International Early Psychosis Association. Professor Weich
co-directs the National Centre for Research in Ethnicity and Mental Health at Warwick Medical School and
is the Pl on the evaluation of Focussed Implementation Site Programme. Professor Lester is a GP, Professor
of Primary Care Mental Health, the primary care lead of MHRN and mental health co-lead within the
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National School of Primary Care Research. Dr Bradby is a sociologist with expertise in mental health issues
of BME communities. Professor Rabiee is a Professor of Public Health Promotion with interests in health and
social policy, health inequalities and health promotion. Her current DH funded project is evaluating mental
health services for Black African and Black-Caribbean communities in Birmingham. Professor Stallard is
Professor of Medical Statistics at Warwick Medical School with expertise in statistical aspects of the design
and analysis of clinical trials. Dr Deuchar is the Medical Director of BSMHFT. Roger Telfia is the Chief
Executive of Future Health and Social Care, a partner NGO in the project. Ms Doherty leads the mental
health section of Focus Futures, our other NGO partner. Ms Sanghera is regional NIMHE Race Equality Lead
for the West Midlands. Mr Khan is an ex-service user who now works for Future Health and Social Care.

The research will be executed by a team of researchers, who have prior experience in conducting mental
health research and are equipped with both qualitative and quantitative research skills. Dr. Zoebia Islam
(Study Co-ordinator) has conducted research in the areas of disability, race, childhood and black and
minority health and mental health issues. Dr. Rubina Jasani (Research Fellow), has conducted prior
ethnographic with ethnic minorities both in India and the UK (within mental health settings). Dr. Ruchika
Gajwani (Research Fellow) has undertaken a PhD in Psychology on pathways to emotional dysfunction in
young people at Ultra-High-Risk for developing psychosis. Mr. Luke Brown (Research Associate) has
masters of research degree in Clinical Psychology and has conducted research on suicide in psychosis and
perceptions and prevalence of violence against psychiatric staff, from ‘mentally’ ill patients. Mr. Brown is
also undertaking a PhD in Psychiatry.

The major outcome of this programme will be a demonstration that ethnic inequalities in access,
experience and outcomes of mental health care for BME patients can be abolished or significantly reduced
by services working innovatively and in collaboration with the voluntary and community sectors. We will
develop an understanding of ethnic and cultural factors that influence help-seeking and factors that
influence detention. We will develop conceptual models and good practice guidelines on how encounters
between healthcare providers and service users and carers, who often hold conflicting explanatory systems
about health and illness, can be negotiated to avoid coercion. We will establish the appropriateness,
accessibility and acceptability of generic El services for different ethnic groups and understand care needs
and preferences of service users and clinicians. We will develop ethnically-appropriate outcome measures
that can be used both in El services and more broadly within mental health services. We will develop a
clearer understanding of what contributes to social exclusion of BME service users with FEP and what
promotes inclusion. The findings from the programme will inform community education programmes,
family intervention strategies and interventions to improve patient engagement with services.

The outputs of this programme will include a series of high quality academic papers which will be
submitted to high impact peer-reviewed journals and at high profile national and international
conferences. We will also seek to disseminate our findings in a variety of other media that are more
accessible to the wider NHS community and general public. This includes writing articles for journals that
target specific NHS Management audiences including the Health Service Journal and publications from the
voluntary sector. We will ensure that our findings are disseminated to mental health service user and carer
communities and will use our strong connections with the MHRN regionally and nationally e.g. work with
the Service User Research Group in England (SURGE) and with Rethink to ensure that this happens. The
findings will also be disseminated through electronic media using university, mental health trust and
service user websites.

The heath impact of the programme will be to help reduce the multiple health inequalities experienced by
BME patients. Within its lifetime, the programme should be able to show that divergent trajectory of BME
groups can be made convergent with other ethnic groups, thereby reducing inequalities of access,
satisfaction and outcomes, particularly in terms of pathways to care, use of the MHA, clinical, social and
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vocational outcomes and social exclusion. It should lead to improvement in the quality of life for patients
and their families. It may also lead to improvements at a health economy level, given the exceptionally
high cost of untreated or inadequately treated psychosis.

Ethical Implications:

Patients with FEP are a potentially vulnerable group. We have a strong track record of working with young
people with FEP in both clinical and research settings. In particular, we are mindful of key ethical issues of
patient choice and the need to be entirely non-coercive in recruiting patients into research. There are
particular ethical concerns about recruiting detained patients and their families, many of whom may be
traumatised by the detention process. We will take special consideration of this while approaching patients
for participation, ensuring that patients are only approached when clinically well, able and willing to give
informed consent. We will also be mindful of any patients’ reluctance to talk about racism and
discrimination, and also of the concerns about stigma of mental illness within BME communities when
recruiting for focus group participants. For any patient or carer who wishes to be interviewed or exclude
any staff from a particular ethnic background, we will provide alternatives as far as possible and feasible.
Also, if any service user/carer decides to withdraw from the study, their information will be withdrawn and
destroyed from the study with immediate effect.

The Trust's research governance strategy and practice was recently audited and endorsed by the Strategic
Health Authority. We will seek full ethical approval before initiating any data collection. Only trained or
supervised researchers holding a Trust/NHS contract (honorary or full) will be allowed to contact potential
participants. Recruitment of participants for interviews will be facilitated by their care co-ordinators. If
potential participants agree to take part, written consent will be obtained and the original consent form
will be kept on file. All researchers will be trained in sensitive and empathic interviewing style and closely
supervised. Patient data will be anonymised and held on encrypted systems so as not to compromise the
Data Protections Act (1998). Professor Singh will act as custodian for the data and will also supervise
destroying the data five years after the completion of the study. Systems will be set up for reporting and
managing any adverse events or misconduct during the studies.
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Appendix 2 Sources used in the contemporary
systematic review (2012)

bibliographic database search was conducted to identify studies that explored ethnic differences in
the use of the MHA in the UK. As the literature surrounding this was extensive, a search strategy was
employed to identify existing systematic reviews from the following bibliographic databases: MEDLINE,
Web of Science, PsycINFO, Google Scholar, Cumulative Index to Nursing and Allied Health Literature
(CINAHL), Electronic Theses Online Service (EThOS) — The British Library and The Cochrane Library.
In addition, the search terms used were split into the following categories:

1. Mental Health Act terms [MHA, Detention, Hospital$]

2. mental illness/psychiatric conditions terms [exp. Schizophrenia and Disorders with Psychotic Features/
OR exp. Affective Disorders, Psychotic/ OR?psychosis.mp OR?psychotic disorder$.mp OR severe mental
illness$.mp] AND [exp. Health Services Accessibility/ OR pathways to care.mp OR?pathways to mental
health care.mp OR pathways to health care.mp OR pathways to psychiatric care.mp OR pathways to
services.mp OR pathways to mental health services.mp OR pathways to health services.mp OR pathways
to psychiatric services.mp] [First-Episode Psychosis]

compulsory detention terms

ethnicity terms [Ethnic$, Ethnic Minorit$, Black, Afro-Caribbean, Black-Caribbean, Asian, White-British]
5. pathway to care-related terms [Pathway to care, Pathways to care, service usage, service utilization].

A w
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Appendix 3 Scoring system for methodological
quality of papers included in the meta-analysis

Sample

source
and size

Routine data
(e.g. health
authority,
GP list data)

Project-specific
data: <30 cases
in ethnic groups
for major
outcomes

Project-specific
data: > 30 cases
in ethnic groups
for major
outcomes

Project-specific
data: >500

Maximum
possible®

Adjustment

for

confounding
variables Score

None 0

Age and/or 1
gender

Diagnosis or 1
disease

severity

(give 1 point

if this sample

is selected

by diagnosis)

Comorbidity 1-3
and risk

factors for

outcome

of interest”

Ethnicity categorisation

Quality Score

Third-party reports 0
(e.g. ward staff
categorisation,
name-based

methods, skin

colour methods)

Self-reported 1
ethnicity or use
of census
categories
1

Use in the analysis Score

Inappropriate ethnic 0
groups combined for
major study outcomes
(black vs. all others)

or poor method

of collecting

ethnicity data

Lumping of groups: 1
reasonable

combinations of

groups collected by
census/self-report

method

All analysis done on 2
ethnic groups without
amalgamation, and
self-report/census
categories for
categorisation

a Risk factors included socioeconomic factors (deprivation score, employment, household size, marital status); comorbidity
included drug and alcohol use, coexisting psychiatric condition, violence to others.
b Maximum possible score for all items =11; low quality 0-3, moderate quality 4-7, high quality 8-11.
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Appendix 4 Population census data 2011
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Appendix 5 Service user general information sheet

Participants Name (Block Capitals)

PROGRAMME GRANTS FOR APPLIED RESEARCH 2013 VOL. 1 NO. 3

Participant PIN:

1. DOB:

2. Current age:

3. Sex:

4. Diagnosis (ICD-10 classification)

Researcher/s:

Ethnicity & Migrant Heritage

1. Self ascribed ethnicity (How would you define your ethnicity?):

5. Census rating of ethnicity:

not known

White British
White Irish
White Other

Black/Black British - Caribbean
Black/Black British - African
Black/Black British - other
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Mixed White and Black African

Mixed White & Asian
Mixed Other
Mixed White and Black Caribbean

Asian/Asian British - Indian
Asian/Asian British — Pakistani
Asian/Asian British - Bangladeshi
Asian/Asian British - Other

Chinese

Any Other Ethnic Group
Welsh

Not Stated

Other
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7. Migrant generation:

™ 2" generation | 3™

4th sth

generation generation Generation Generation

> 5" 1 N/A

Generation

8. Country of Birth (specify):

9. Fluency in English:

Not Fluent

Fluent — spoken

Fluent — spoken and written

Fluent — other

Faith (Religion)

10. Identified faith:

Christian Muslim Hindu
Sikh Atheism Agnostic
Catholic None Spiritual
Other.....

11. Do you practice this religion: Y N

Marital status

12. Current Marital status:

Married and | Married, but separated | Cohabiting Single Widowed
cohabiting

Divorced Civil Partnership Other....

NIHR Journals Library www.journalslibrary.nihr.ac.uk
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Housing Situation: Living

13. Living Status:

Alone

With parents/ guardians

With partner

Alone with children

14. Current Housing type:

Own Home/ parents home

Private rented

Supported Accommodation

Temporary accommodation

Psychiatric hospital

Council houses

Educational Qualifications Attained:

15. Education attainment:

No qualifications

CSE/GCSE/ NVQ level 1 or
2/O-levels

A-level/GNVQ/ BTEC/ NVQ level3

Degree/HND/ NVQ level 4

or above

Special Needs educational

qualifications.

Postgraduate degree

Vocational information:

16. Current Job:
1. Paid Full time work

Paid Part time work

Job seeking

full time education

part time education

o ® N A Wb

unemployed

Home work ( looking after family, house wife)

Training courses / Student

unable to work — long term sickness/disability

10. Full time Voluntary Work/ work experiences
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11. Part time voluntary work/work experiences

12. Other

17a. Was the client in work or full time education before the First Episode: YES NO

17b. Clients Last occupation (if not currently working)

19. Primary care giver/s:

Mother Only Father Only Both Mother and Father
1 Other Family member 2 Other Family Members Foster Parents
Social Services Other two parent family Other...

20. Post code:

21. Clinical EIS team:
‘ BEN | West | East ‘ South

e

22: How many people do you count as supportive at present (will listen/help/can be trusted)

[ 1] [ 1]

Friends Family

NIHR Journals Library www. journalslibrary.nihr.ac.uk
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Most Concerning Symptoms for help-seeking in FEP

P1 Delusions Gl Somatic concern G15 | Preoccupation
P2 Conceptual disorganisation G2 Anxiety G16 | Active social
avoidance
P3 Hallucinatory behaviour G3 Guilt feelings Other Please
specify
P4 Excitement G4 Tension
P5 Grandiosity G5 Mannerisms & posturing
P6 Suspiciousness/persecution G6 Depression
P7 Hostility G7 Motor retardation
N1 Blunted affect G8 Uncooperativeness
N2 Emotional withdrawal G9 Unusual thought content
N3 Poor rapport G10 | Disorientation
Passive/apathetic social G11 | Poor attention
N withdrawal
N5 Difficulty in abstract thinking G12 | Lack of judgement &
insight
Lack of spontaneity & G13 | Disturbance of volition
Ne flow of conversation
N7 Stereotyped thinking G14 | Poor impulse control
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If yes can you please name this service?

SO16 7NS, UK.

Service? Are you currently receiving care from any other service?

23. If you are a current Early Intervention Service User how long have you been under the care of Early

24. If you are an Ex-Early Intervention Service User how long were you under the care of Early Intervention
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Appendix 6 The Nottingham Onset Schedule

DUP Version 3 (NOS-DUP)
Name: D.O.B: Gender:
Date:

Current psychiatric diagnosis (ICD-10):
Date of contact with mental health services:
Interviewer:

Check: informed consent obtained

Preliminary Assessment Sheet (PAS)

This sheet should be filled in before starting the interview, using all available information

Sources of information:

(1= Case-notes; 2= PSE; 3= GP letters; 4= History/MSE; 5= Informant/carer; 6= other, specify)

Prodrome (P)
Manifestations Starting date OP (Onset of prodrome):
1.

2
3
4.
5
6

Date of First Psychotic Symptom (FPS)
Type of symptom:
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TRANSITION - Date of Diagnosis of Psychosis from Notes:

Date of start of antipsychotics:

Antipsychotic used: Dose:

NOS Interview: Prodrome (P)

Compliance (Yes/No/Not known)

Key dates and/or

anchor events.

Manifestations

Remarks/examples

Starting dates

Prodrome checklist (this list is for illustrative purposes and is not exhaustive)

Please use cards as prompts

Thinking

Difficulty concentrating
Difficulty making decisions
Unusual thoughts

People talking about you

People are against you
You cannot trust anyone
You have special powers

Receiving special messages

Thoughts are being controlled
Preoccupied with 1 or 2 things
Becoming increasingly religious
Others can read your mind

You can read other people’s mind
Thinking bizarre thoughts

People know what you are

thinking

Perception

Something has changed in you
Others have changed

Senses seem sharper
Experiencing strange
sensations

Seeing or hearing things
Mood/Feelings

Feeling unreal,

Feeling moody

Feeling low and anxious
Feel tired, lacking energy
Feeling isolated

Feels empty, tense, irritable
Elated, unduly cheerful
Feeling guilty or suicidal

Feeling angry and aggressive

Emergence of Psychotic Symptoms (FPS and DD)

NIHR Journals Library www.journalslibrary.nihr.ac.uk

Behaviour

Restless, can't settle, impulsive
Arguing more

Avoiding people, stays in more

Seeking reassurance

Becoming preoccupied
Becoming frightened
Speech muddled, and unclear
Agitation, Inappropriate
behaviour

Unpredictable or rigid routine

Not doing well at work or school
Poor sleep, appetite, weight loss

Repetitive behaviour

Neglecting hygiene
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Psychotic symptoms Date Examples/remarks

First psychotic symptom (FPS)

Build-up of diagnostic symptoms
(delusions, hallucinations, thought disorder,
FRS, Catatonic symptoms, negative

symptoms, bizarre behaviour)

TRANSITION: Date of definite diagnosis from interview (DD)

Start of Treatment (T)

Antipsychotic (s) Dose | Date prescribed Date taken regularly (at least 75%

compliant) T

Determining Durations

¢  Prodrome From OP to DD
*  Emergent Psychosis From FPS to DD

* Duration of untreated Psychosis From DD to T

* Duration of untreated illness From OP to T

We recommend using the time period from Definite Diagnosis to Treatment (DD-T) as standard measure of DU}
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Appendix 7 The Emerging Psychosis
Attribution Schedule

Within the individual In the social world

1. Brain malfunctioning 10. Negative sexual experiences during childhood

2. Problems of mind 11. Negative physical experiences during childhood

3. Personality/a part of who they are 12. Negative psychological experiences during childhood
4. Physiological or biological malfunction 13. Negative sexual experiences during adulthood

5. Genetic/hereditary 14. Negative physical experiences during adulthood

6. Other within the individual causal beliefs 15. Negative psychological experiences during adulthood

16. Lack of social support networks

17. Conflict with culturally defined norms
18. Economic and financial issues

19. Family disturbances

20. Death of loved one

21. Other social causal beliefs

In the natural world In the supernatural world

7. Medicine and narcotic use/abuse 22. Punishment for sins/wrongdoings by a supernatural force
8. As the result of accident or injury 23. Possession by jinn/bhoot/demons/sprits within

9. Invasion of germs/infections 24. Supernatural human influence

27. Science-based occurrences outside the natural realms
26. Conspiracy against the individual

25. Interaction with a supernatural force

28. Other supernatural, cultural, spiritual attributions

66. | thought it was normal: the participant thought that symptoms and symptom-related behaviour was not abnormal
77. Was not aware of it at the time: participant states that they were not aware of symptoms at the time that they were
experiencing them
88. Can't code
99. No causal belief given: participants were unable to give a causal belief
100. Other

Source: adapted from Helman.?'
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Appendix 8 Amended encounter form

Pathway Encounter Number

A) Phase of illness

1 | Non-specific symptoms 2 Psychotic pre-phase 3 First Episode Psychosis
4 | In Remission
B) Who was seen?
1 |GP 2 CPN 3 Social services
4 | Religious Leader 5 Casualty Dept 6 Private Psychiatrist
7 | Police (POL) 8 Psychiatric Hospital 9 Home treatment team
10 | Primary Care Team 11 | CMHT (unspecified) 12 | Psychiatrist
13 | Psychiatrist (drugs service) | 14 | Neurologist 15 | Counsellor/Therapist/
Psychologist
16 | Support Worker 17 | CAMHS 18 | Other (specify)
19 | Prison Services (CRIM) 20 | Friend 21 | Family
22 | Community healers 23 | School teacher 24 | Educational psychologist
25 | Secondary Care team 26 | Early Intervention Service |27 | Religious institutions
28 | EDIT 66 | Not known
B2) How were they seen?
1 In person ( Face to Phone Call 3 Letter
Face)
4 Via text Internet based | 6 Other
Communication
66 Not known

C) When was this person/team seen?

[Estimate to Beginning 1*' /Middle 15"/End of month 30" if unable to give exact date]

/ /
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C2) Who attended the appointment?

1 | No 2 Client 3 Family Member/s
4 | Friend/s 4 Client and Family | 6 Client and Friend/s
Member/s

66 | Not known

D) Who suggested that care ought to be sought?

1 Client 2 Family Member/s 3 Friend/s

4 Referred from previous 5 Client and Family | 7 Work colleague/s
Pathway No Member/s

66 | Detained by  Police | 9 Pathway contact Not known
(Section 135 & 136) approached client

E) What was the main problem presented?

F) Do you (the researcher) consider the client’s symptoms at this point to have been?

1 | Psychotic (Psychosis) 2 Non-specific symptoms | 3 Symptoms unclear
4. | Low level psychotic | 66 | Not known
symptoms ( Blips,
Attenuated)
G) Was medication prescribed/administered?
0 | No 1 Antipsychotic 2 Anti-depressants
3 | Other ( Specify) 4 Not Known
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H) Was Treatment Compliance reached (TC)?

0 | No 1 Yes 2 N/A

I) Was the client referred to other services?

0 | No 1 Accepted by EIS 2 Referred to EIS - not

accepted

3 | Referred to other | 66 | Not Known
agency/  professional.
Pathway No

J) Was other Intervention, Advice & Referrals offered?

0 | None 1 Counselling/Advice/ 2 Regular Visits/

Support Assertive Outreach

3 | Outpatients 4 Religious intervention | 5 Physical Health
appointments Checks

6 | Admission — Sectioned | 7 Admission - Voluntary | 8 Religious referral
(MHA-D)

9 | Began to  practice | 10 | Changed life style | 11 Was asked to take
religion more activities alternative medical

(acupuncture,
homeopathy)

12 | Cultural Intervention 13 | Other (Specify) 66 Not known

14 | Given follow up
appointments

K) Did the patient/carer find this contact was useful?

0 | Yes 1 No 2 N/A

66 | Not Known
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Appendix 9 The SS101 and CR6B forms

Wﬁwj MENTAL HEALTH ACT 1983 as amended by the MHA 2007

REPORT OF APPROVED MENTAL
HEALTH PROFESSIONAL

Mental Health Act 1983

[os omended by the Mental Health Act 2007)

Documentation

Medical recommendations(s)
and an application for
detention under the
Mental Health Act 1983

are attached in respect of

These are legal documents and should be given immediately to the designated persen
responsible 1o receive such documents.

[Whaen the patient is being admitted on the application of an AMHE the persen receiving the
admission documents should check their occuracy with the AMHF).

Documents received by (please tick as appropriate):

Hospital Managers Designated First Level Murse Registered MNursing Home Staft
Signed: Designation:
PRIMT MAME: Location:
Date: Time:
CRAB - NOVEMBER 2008 - Page 1 of 8 Sae ovar |/
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APPENDIX 9

O inshemCiry Cound

MENTAL HEALTH ACT 1983 os amended by the MHA 2007

REPORT OF APPROVED MENTAL
HEALTH PROFESSIONAL

Please complete using BLOCK CAPITALS

Dota Protection Act 1998, The purpose of this form is 1o record an assessment under the Mental Health Act 1983, The
infarmation may have been given by the person being ossessed, relafives or other corers, health professionals or othar
veluntary or statutory ogencies, The infermetion may be given to any heclih or social core professional to encble them 1o
provide oppropriate core and freaiment.

Date of Assessment/Re-assessment: Mew Section:

Saction 5(2)/5(4)/135/136

Time token cut:

Dote of report:

Dicrdes:

Time notified:

Approved Mental Heolth Professional:

Teamn: Base oddress

GP Mame:

Address:

Referrer Mame:

Address:

Mearest Relolive - Mome:

Address:

Telephana:

Fax:

Telephone:

Faas:

Agency/Felotion o sardon uses

Telephone:

Fa:

Relofon o service wwar:

Telephane:

Fax:

CR&B - NOVEMBER 2008 - Page 2 of 8

Last name: First mama(s):
Address:
Telephone /Mobile: DB/ Age:
Spoken language: BEL

Makaotan

Oiher

Interpreter required?  Yes Me

Gaender:
Male
Female

Employed?
Yas

Ma

Fotired
Marital
shatug/Civl
Parnorship:

Dioos sorvion
usar lve aloned
Yea

Me

Household: names, oge & relstion to service user

Keyworkars, named nurse, family, other significam comocts:

Reason neares! relative chesen: specify why

Mearest relafive nolified of decision: Yes Mo

If 'Ne’, specify reascn:

Drexte:

See aver [/
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Last name: First name(s):

Children: Any risks in relation to children should be recorded here. Refarred to Children & Families Team? Yes Mo
Give details:

Details of lest / previous admissions to haspital: if not known to admitting hospital

Circumstances leading lo amsessment / re-assessment:

Responsibility for service user's property taken up by:
Mame: Signature:

Contact details:

RECORD OF INTERVIEWS AMD DISCUSSIONS

a) With Sevice User

CRAB - NOVEMBER 2008 - Page 3 of B See over /
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Last name: First name(s):

b) Assessment of Risk to Service User (including copacity) and Others

) With the Mearest Relative and Others

d) With Decters and other Professional Staff

CRSE - MOVEMBER 2008 - Page 4 of 8

See over /
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Last name: First namals):

Socdial situation: (o) occommedation; (b) employment situation; [c) family and secial relationships

Reasons for decision: include consideration of allernafives / advance decision / oppropriote medical treafment
The service user has been advised that the information on this form will be shared os necassary with health or
sociol core professionals ves[] No [

Signature of AMHP: Dafe:

Haome of Admitling Hospital / Mental Mursing Home and Mame of Ward

Two copies of pages 2, 3, 4, 5 and & of the CR6B are required - one to service user’s file and the ather to be
given to the team/unit/ward monoger depending on the outcome of the assessment,

CR6B - MOVEMBER 2008 - Page 5 of 8 See over [
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55107 PART 1 - NOVEMBER 2008

Birmingham City Council = MENTAL HEALTH ACT 1983 as amended by the MHA 2007
ASSESSMENT MONITORING FORM

Please complete using BLOCK CAPITALS
Data Protection Act 1998, This informaotion is required for the collation of management infarmation by the City Council
and is used for relums to the Mental Health Commission. i is completed for oll ossessments under the Mental Heolth Act,

Please tick the appropriate box.

Taam: Location: Date:
AMHP completing assessment: Social Worker responsible for case: if difarent
Last name: First nama(s): Date of birth:
Service user [D: Epex Mo: Warrant applied for Malo

Warrant usad Female
Addrass: el recall

Additional information: ie hospital

Mantal Health Team - Assessment Daloils Place of Assassment
Assassmant for admission Al Psychiatric Hospital Cl
Assessmant for Guardianship A2 Ganweral Hospitol C2
Aspessmant for the renowal of Guardianship A3 Police Seation C3
Agresnen to CTO Ad Home C4
Assassmant for regrading AS Other - ploass specify C5
Other - pleasa specify Ab
Application by nearest relative
Outcoma of Assessment Section 13(4) Request by nearest relative m
Met admitted to hospital Bl Section 29 Meorest relative appointed by count D2
Mot admitted - Guardianship B2
Admitted - Guordianship B3
Informal admission B4 Legal status under Mental Health Act priar to assessmient
Section 2 BS Mane El
Section 3 Bé Haspital - infarmal E2
Soction 4 By Section 2 E3
Ragroding nat implemented Ba Section 3 E4
Renewal of Guardianship By Section 4 ES
Oher - please specify ] Saction 5 E4
Section 7 E?
Section 37/41 EB
Section 135 EY
Section 136 E10
Cher E1l
Ethnic background - salf repon
white UK« Irish  » Whiss - Cber Black « Alvicon Carib,  «
Plack - Adrcan Block - Oiber Chanese . Whrinamasn
Iisdicns Pakiskans o Bonglodshi b
Eoshmin Gujaroli o Apan - Diker Yerneni o
Mised Parerioge Other Rehand 4
Enseved on CareFius! by conmeen Daie

SS101 PART 1 - NOVEMBER 2008 - Page 7 of B Forward this completed top eopy (55101 PART1] 1 Mental Haalih 5 W Teom Administticn
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S5107 PART 2 - NOVEMBER 2008

. irmi ghgmMmﬂ MEMNTAL HEALTH ACT 1983 as amended by the MHA 2007
RECORD OF CONVEYANCING ISSUES FORM

Please complete using BLOCK CAPITALS
Use this form fo report delays or problems encountered in arranging for the conveyance of a persen licble to be
detained under the Mental Haalth Act 1983 [as omended by the Mental Health Act 2007).

Please fick the appropriale box,

Date of assessmant:
Mome of AMHP: Contact details:
Maome of Patient: Date of birth:

Address of Potient:

Isswe ralating to:

Police Lag number
Ambulance Log number
Bed availability Epex numbar
Other

Marme of Officer contacied:

Description of issves:

Give times of all telephone caolls / conversations, record advice given by police £ embulance / health stofl, effect of this on the
patient and the comeyance process and length of any delays.

O v i i e £ i A £ 4 L 1
55101 PART 2 - MOVEMBER 2008 - Page B of 8  Forward this completed batiom copy (55100 RART 2) ko tha Hied of Serdon/Monicl Hoalh
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Appendix 10 Coding manual for ENRICH study 2

Assessment and service user details

Assessment date As recorded by the AMHP on the CR6B form

Site Birmingham

Year

Postcode

EPEX number
AMHP name

Date of birth
Age 2

Age category
Gender

Ethnicity

New ethnic
category

Ethnicity, specify

Ethnic category

Ethnicity three
groups

Interpreter used

Locality

Day

Venue

Venue, specify

Year of assessment: 2008, 2009 or 2010

Retrieved from the CR6B form. If not present, retrieved from clinical notes
(EPEX system)

Patient electronic identification number

As recorded by the AMHP on the CR6B form. Teams of AMHPs with contact
information and location kept separately

As recorded by the AMHP on the CR6B form, cross-checked with EPEX
Age of service user at time of MHA assessment

Age at time of assessment grouped into categories

As recorded by the AMHP on the CR6B form

As recorded by the AMHP on the CR6B form. Self-assigned for both Solihull and
Birmingham. The Solihull CR6B form contains an option to select alternatives to
self-assigned (e.g. clinician assigned)

Ethnicity grouped into four categories

Used to record details of ethnicity if appropriate, e.g. ‘white — other’ category
could be specified as ‘Polish’

Merged categories

Ethnicity grouped into three categories

Only on the Solihull CR6B form
The values in this variable are applied to Birmingham assessments only

The day of the week on which the assessment was undertaken, calculated using
assessment date

The location where the assessment took place, as recorded by the AMHP on the
CR6B form: A&E/general hospital, police station, psychiatric ward, community team
base, patient’s home, carer’s home, GP surgery, ‘other’

The specific venue was noted if it came under ‘other’
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Social circumstances

Living

Living, specify

As recorded by the AMHP on the CR6B form. Options included alone, own
accommodation; alone, hostel/sheltered, supported; with family/carer/partner;
with friends; no fixed abode/homeless; other; respite, residential care/supported
housing; nursing home; shared private rent/university accommodation;

with children aged < 18 years only

Further details on living status optional

Living status category Living status categories

Asylum

Employment

The asylum status of the person was recorded if applicable and known

As recorded by the AMHP on the CR6B form, cross-checked with EPEX.
Options included yes, no, retired, voluntary work, off sick from
work/school/university, student

Mental health history

Previous MHA

S2Num

S3Num

S37Num

Previous MHA
notes

Legal status

Refers to patient’s previous compulsory admissions to hospital under the MHA. Does
not include informal/voluntary admissions. Data retrieved from EPEX (often complete
history of admissions is not recorded; data prior to 2002 are inconsistent but
included if they exist)

Number of previous Section 2 admissions that the patient received (complete history
as recorded on EPEX)

Number of previous Section 3 admissions that the patient received (complete history
as recorded on EPEX)

Number of previous Section 37 admissions that the patient received (complete
history as recorded on EPEX)

Used to illustrate findings of previous four variables, including dates of admission,
informal admissions and notes on admissions to hospitals abroad (which would not
be counted under previous MHA as not under our legal system) or hospitals other
than the BSMHFT (which would count as previous MHA as details recorded on EPEX)

Legal status at time of assessment, as recorded by the AMHP on the CR6B form
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Risk as recorded explicitly by the AMHP on the CR6B form. The AMHP may have made the judgement of
risk through conversation with attending doctors or other professionals or through conversation with
family members/carers/friends and/or appropriate members of the public.

Self-harm

Self-neglect

Deterioration

Threat to people

Harm to people
Harm to objects
Harm to

vulnerable people

Vulnerable to
others

Sexual
disinhibition
Financial

irresponsibility

Non-compliance

Lacks capacity

Substance misuse

Drug, specify
Other risk

‘Self-harm’ for the purposes of the study is defined as deliberate self-harm and
includes the following: suicidal ideation, suicide attempts and non-lethal self-harm

‘Self-neglect’ for the purposes of the study includes the following: dietary neglect,
neglecting fluid intake, not sleeping, neglecting hygiene, non-compliance with
medication for physical health and other non-deliberate kinds of harm to self

Deterioration was recorded if it was explicitly recorded as a risk by the AMHP on
the CR6B form. Researcher assumptions that deterioration was occurring at the
time of assessment were not included

This applies to cases of verbal aggression/hostility/threatening behaviour, regardless
of whether or not actual physical contact/harm occurred after. Cases in which
there was also a high risk of actual violence or physical harm occurred were coded
as 'harm to people’

‘Harm to people’ is defined as an incident of physical harm to another person,
irrespective of the nature or degree

This variable includes vandalism and other damage to property and arson

Vulnerable individuals can include children, the elderly or mentally/physically
disabled people (e.g. other patients in a hospital setting). Harm can be either
through physical or emotional abuse or through neglect

This variable includes the risk of vulnerability to exploitation by others, the risk of
abuse from others or the risk of violence from others (in some cases the last may
be a direct result of the person antagonising others)

Lacking sexual restraint, including excessive promiscuity, predatory actions, sexually
inappropriate actions or words and removal of clothes

Applies to cases in which an individual is spending recklessly, giving away money
and/or other valuables, sharing bank details (this may also come under ‘vulnerable
to others’ and may result in financial exploitation), etc.

This variable includes the risk of non-/poor/erratic compliance with medication,
absconding from hospital and disengagement with community mental health
services. It applies only to treatment for mental health problems rather than
physical health problems. Non-compliance with treatment for physical health
problems was recorded under the variable ‘self-neglect’

Does the individual lack mental capacity? In particular, are they able to make
rational decisions and give informed consent to treatment? Note that some AMHPs
may confuse this with a patient lacking insight into their condition

Any substance abuse (including alcohol and other legal drugs) that is believed to
be related to the individual's mental health

The name of the substance was recorded if known

Any identified risks that did not fall under any of the existing variables above were
recorded under ‘other risk’ and detailed notes on the specific risks were made
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Persons present at the time of assessment

The following persons were recorded as being present at the time of assessment if they were detailed as
being present by the AMHP on the CR6B form:

service user’s responsible clinician
assessing Section 12 doctor 1
assessing Section 12 doctor 2
community psychiatric nurse
force medical examiner or forensic medical examiner
service-user’'s GP

ASW/AMHP (always present)
carer — family member

carer — friend

police officer

other (specified).

Nearest relative — notification of the assessment and subsequent action to the nearest relative recorded.
Reasons for not notifying the nearest relative were also recorded.

Outcome of the assessment
The outcome of the assessment was recorded from the information on the CR6B form. Options included:

no psychiatric intervention

informal community treatment

informal admission

Section 2

Section 3

Section 4

not admitted — guardianship

admitted — guardianship

renewal of guardianship

regrading not implemented
inappropriate referral

other (specify)

no bed available*

not admitted to hospital (specify)

CTO

CTO revoked

assessment not completed

Section 2 recommendation but no bed available*
Section 3 recommendation but no bed available*
informal admission but no bed available*
discharged.

* Details of the bed availability were recorded, along with the section or informal admission
recommended. If a bed was unavailable and the person was subsequently managed in the community, the
outcome was recorded as not detained. However, if a bed was unavailable at the time of assessment but
one became available later the same day or at a later date, the outcome would be recorded as the one
recommended in the notes (section or informal admission).
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Specify outcome

A ‘specify outcome’ variable followed the ‘outcome’ variable in which details of the outcome were
recorded from the CR6B form or EPEX as applicable.

Detained

Section 2 or 3

Bed
unavailable

No bed
follow-up

A 'yes’/'no’ response was recorded for detentions under the MHA. This did not
include informal admissions or CTOs

Was the individual detained under Section 2 or Section 3 of the MHA

Details of the bed availability were recorded. If a bed was available at the time of
assessment, this is recorded as ‘no’ (not an issue). However, if a bed was unavailable
at the time of assessment but one became available later the same day or at a later
date, 'yes’ would be recorded, indicating a delay in admission

For outcomes in which no bed was available, EPEX was checked to track the eventual
outcome of the assessment — whether a section was eventually implemented, thus
overcoming ‘no bed available’, or whether the patient remained in the community.
This was specified, with date of accordance. A final outcome was recorded

Reasons for outcome: not detained

Data were collected from the CR6B form on the alternatives to detention that were put in place at the
time of the assessment. Multiple reasons could be listed as alternatives.

Alternatives to detention included the following factors:

Risk abated The risks were present (or thought to be present) at the time of the referral
but the assessors determined that at the time of the assessment these no
longer apply

Community treatment Community treatment was accepted. This included any formal intervention/
psychiatric treatment that is delivered in the community by, for example, the
CMHT, early intervention services or day centres. A CTO would fall under this
category

Carer This refers to incidents in which the carer was able to cope with the service
user in a community environment

Alternative community Alternative community treatment was accepted. This included third

treatment sector-provided treatment, drug and alcohol help services and respite care.
The nature of this treatment was specified in a corresponding variable

Home treatment team The home treatment team was able to manage the service user in the
community

Voluntary admission The service user elected to be admitted informally into hospital

Not treatable Refers to a condition in which appropriate treatment is unavailable or the

No mental illness

presenting condition is recognised as untreatable by the assessing clinicians

The assessing professionals determined that there was no discernible mental
illness (or the requirement for further observation) at the time of assessment
and therefore further intervention was not required
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Reasons for outcome: detained

Data were collected from the CR6B on the reasons for detention that were recorded at the time of the
assessment. Multiple reasons could be listed.

Reasons for detention included the following factors:

Ongoing risk

Community treatment

Carer

Alternative community

treatment

Home treatment team

Voluntary admission

The risks identified in the assessment were still present and likely to continue
if no intervention was made

Community treatment was refused or the service user has disengaged with
community treatment. This includes breaching a CTO

The carer was unable to manage the service user in the community

Alternative community treatment is unavailable

The home treatment team is unable to manage in the community or the
service user has disengaged with the team

The service user was offered voluntary/informal admission but refused

Other Other explanations for detention, as recorded on the CR6B form, were
recorded here
Diagnosis

Addiction Substance misuse immediately preceding the time of assessment or deemed to have
influenced presentation at the assessment was recorded. History of substance abuse
was not recorded in this variable

Addiction, The nature of the substance(s) was recorded. Previous history of substance abuse

specify was recorded, with duration/dates specified

Diagnosis — Category of mental illness as classified by the International Classification of Diseases,

category Tenth Edition (ICD-10) was recorded

Diagnosis — Diagnosis as recorded on the clinical notes at the time of assessment or at the

specify nearest possible time to the assessment date was recorded

Legal category
of detention

Psychosis

Diagnosis —
notes

Diagnoses were grouped under the legal categories of mental illness, mental
impairment, severe mental impairment and psychopathic disorder. A separate
non-legal category for CAMHS was also created

Was the diagnosis considered psychosis

Any further information about the diagnosis was recorded, such as confirming an
unspecific diagnosis (e.g. ‘psychotic symptoms’ recorded on clinical notes but no
formal diagnosis made) or diagnosis missing, unconfirmed or changed
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Four further variables were added to the end of the database including:

Risk Service user positive for at least one risk

Detained Detained or not detained under the MHA

Living status category Living status category (regression categories)

Diagnostic category Diagnosis category (regression categories)
Notes

Any additional notes found on the CR6B form, EPEX, RiO or Jade that would illuminate or justify the
nature of the recordings for all variables on the database were recorded by the research team.
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Appendix 11 Carer general information sheet

Participant PIN:

Participants Name (Block Capitals)

Researcher/s:

1. DOB:

2. Current age:

3. Sex:

Ethnicity & Migrant Heritage

1. Self ascribed ethnicity (How would you define your ethnicity?):

5. Census rating of ethnicity:

not known Mixed White and Black African Chinese
Any Other Ethnic Group
‘White British Mixed White & Asian Welsh
White Irish Mixed Other Not Stated
White Other Mixed White and Black Caribbean Other
Asian/Asian British - Indian
Black/Black British - Caribbean Asian/Asian British — Pakistani
Black/Black British - African Asian/Asian British - Bangladeshi
Black/Black British - other Asian/Asian British - Other
7. Migrant generation:
™ 2" generation | 3™ 4t 5t > 5" [ N/A
generation generation Generation Generation Generation
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8. Country of Birth (specify):

9. Fluency in English:

Not Fluent

Fluent — spoken

Fluent — spoken

and written

Fluent — other

Faith (Religion)

10. Identified faith:

Christian Muslim Hindu
Sikh Atheism Agnostic
Catholic None Spiritual
Other.....

11. Do you practice this religion: Y N

Marital status

12. Current Marital status:

Married and | Married, but separated | Cohabiting Single Widowed
cohabiting

Divorced Civil Partnership Otbher....

Housing Situation: Living

13. Living Status:

Alone With parents/ guardians With partner

Alone with children
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14. Current Housing type:
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Own Home/ parent’s home

Private rented

Supported Accommodation

Temporary accommodation

Psychiatric hospital

Council houses

Educational Qualifications Attained:

15. Education attainment:

No qualifications

CSE/GCSE/ NVQ level 1 or
2/0O-levels

A-level/GNVQ/ BTEC/ NVQ level3

Degree/HND/ NVQ level 4

or above

Special Needs educational

qualifications.

Postgraduate degree

Vocational information:

16. Current Job:
1. Paid Full time work

Paid Part time work

Home work ( looking after family, house wife)

Training courses / Student

unable to work — long term sickness/disability

full time education

2

3

4

5. Job seeking
6

7

8. part time education
9

unemployed

10. Full time Voluntary Work/ work experiences

11. Part time voluntary work/work experiences

12. Other

17a. Clients Last occupation (if not currently working)

Geographical location:

20. Post code:

21. Clinical EIS team:

BEN

West

East

South
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22a. When did the person you care for first start receiving care from EIS?

22b. Is the person you care for still involved with EIS?

If no:

23a. When did they stop receiving care from EIS?

23b. Are they receiving care from anywhere else?

If yes:
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Appendix 12 Voluntary and community

organisations

Afghan Youth & Family Association

Amina Women'’s Group

Ashiana Community Project

Ashram Housing Association

Asian Resource Centre

Aston Parish Church

The A-Team, Birmingham's Primary Care

Alcohol & Healthy Living Service

AXIS BME Carer Groups

Azaadi Community Drug Team

Birmingham Central Synagogue
Birmingham Chinese Society
Birmingham Irish Mental Health Forum

Birmingham LINk Make it Happen!

Birmingham Somali Welfare

BME Mental Health Community Development
Worker Team

14 Halescroft Square, Northfield, Birmingham, B31 THF
Tel: 0121 243 4007
E-mail: Reza11afg@yahoo.com

Farhana
Tel: 07966 142844

21-25 Grantham Road, Sparkbrook, Birmingham, B11 1LU
Stefan Jones
Tel: 0121 687 6767

Fairgate House, 205 Kings Road, Tyseley, Birmingham, B11 2AA
Tel: 0300 111 7000
E-mail: gurjitk@ashramha.org.uk

110 Hamstead Road, Handsworth, Birmingham, B20 2QS
E-mail: barc@asianresource.org.uk
Web: www.asianresource.org.uk

Witton Lane, Birmingham, B6 6QA
Tel: 0121 327 3880

113 Griffins Brook Lane, Bournville, Birmingham, B30 1QN
Tel: 0121 475 8885

E-mail: Rene.cross@nacro.org, Sue.vincent@rapt.org.uk
Web: www.alcoholservices-ateam.org.uk

198-200 Albert Road, Handsworth, Birmingham, B21 9JT
Philomena Mcauley

Tel: 0121 773 2922, 07818 510709

E-mail: philomena.mcauley@birmingham.gov.uk

296 Washwood Heath Road, Birmingham, B8 2UL

133 Pershore Road, Birmingham, B5 7PA
Tel: 0121 440 4044
E-mail: sgrey@bhamijcc.co.uk

Tel: 0121 685 8510
E-mail: amycui@ccc-b.org.uk,
MANDY.TSANG@REACHTHECHARITY.ORG.UK

Ted Ryan
E-mail: Mr.organisation@yahoo.co.uk

Gateway Family Services CIC, Radclyffe House, 66-68 Hagley Road,
Birmingham, B16 8PF

Tel: 0121 456 7820

E-mail: Andrew.john@gatewayfs.org

Tel: 0121 440 8616, 07918 4019129

4th Floor, Waterlinks House, Richard Street, Aston, Birmingham, B7 4AA

New address: Suit 202, 2nd floor, CIBA Building, 146 Hagley Rd,
Birmingham, B16 9NX

Samina Arshad (mental health model of care improvement and
development project manager)

Tel: 0121 465 5178

E-mail: Samina.arshad@benpct.nhs.uk
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Connexions Direct

Coping Opportunities Partnership Equality
(COPE), Black Mental Health Foundation

Council of Black Led Churches

Fairbridge West Midlands

Golden Hillock Community Day Centre

Golden Hillock Mosque

Green Lane Masjid

Guru Nanak Nishkam Sevak Jatha

KIK IT (culturally sensitive multilingual
drug support services)

Mashrig Challenge

Midlands Vietnamese Community Association

MIND

MYTIME

Northside Welcome Centre

Piece of Mind
Rehab UK

Rethink

RSVP: Rape and Sexual Violence Project

Sara Brasington

408 Aston Lane, Aston, Birmingham, B6 6QL
Tel: 0121 551 7984
E-mail: admin@contactfamilycentre.org.uk

St Georges Community Hub, Great Hampton Row,
Birmingham, B19 3JG

79 Warick St, Digbeth, Birmingham, B12 ONH
Tel: 0121 773 1538
E-mail: Philip.rattigan@fairbridge.org.uk

107-111 Golden Hillock Road, Small Heath, Birmingham, B10 ODP
Tel: 0121 753 2838

150 Golden Hillock Road, Small Heath, Birmingham, B10 ODX
Zahida Evans, Amjad Rusool

Tel: 0121 773 7277

E-mail: Imran.talib@ghamkolsharif.org

20 Green Lane, Small Heath, Birmingham, B9 5DB

Qari Zakaulllah

E-mail: info@greenlanemasijid.org

Monday and Wednesday mornings between 0930 and 1200

18-20 Soho Road, Handsworth, Birmingham, B21 9BH
Tel: 0121 515 4299
E-mail: info@mca.org

153 Stratford Road, Sparkbrook, Birmingham, B11 1AH
Diana Laurence

Tel: 0121 771 1119

E-mail: kikit@ashianacp.org.uk

Mashrig Challenge Resource Centre, Mashrig MCRC Ltd,
131 Soho Hill, Hockley, Birmingham, B19 1AT

Salma Lokath

Tel: 0121 551 5478

Handsworth, Birmingham, B19 1DA
Tel: 0121 554 9685
E-mail: Mvrca1982@yahoo.com

Julie Wilson
Tel: 0121 608 8001
E-mail: juliewilson@birminghammind.org

Tel: 0121 766 6699

176 Streetly Road, Erdington, Birmingham, B23 7AL
Saptal Singh

Tel: 0121 377 6136

Open between 1000 and 1400

Tel: 0121 243 1270

Suzanne Ashby
Tel: 0121 616 3900
E-mail: suzanneashby@rehabuk.org

9 St Michaels Court, Victoria Street, West Bromwich, B70 8ET
Idrees Kiyani (mental health recovery worker)

Tel: 07918 192853

E-mail: Idrees.kayani@rethink.org

Lisa Thompson
Tel: 0121 200 1695
E-mail: rsvp@fsmail.net
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Voluntary/community organisation Address/contact details

Saathi House 49 Bevington Road, Birmingham, B6 6HR
Peyara Begum
Tel: 0121 328 0013
Fax: 0121 328 0081

Shakeelas, Saltley Fellowship User Day Centre Elaine Lucas
Tel: 0121 327 3223

SIFA Fireside Ground Floor, 18-28 Lower Essex Street, Birmingham, B5 6SN
122 Pershore Street, Birmingham, B5 6PA
Beth Wood, mental health project worker
Tel: 0121 666 7023
Fax: 0121 622 7250
Email: office@sifafireside.co.uk, bethwood@sifafireside.co.uk

Sikh Youth Service Khalsa House, 4 Holyhead Road, Handsworth, Birmingham, B21 OLT
Charan Singh
Tel: 0121 554 8034

Start Again Project Jonathan Reece
Tel: 07565 244317
E-mail: Johnathan.reece@start-again.co.uk

Unity FM Stratford Road, Sparkhill, B11 1AR
Hussein
E-mail: studio@unityfm.net, Nassar25@hotmail.co.uk

Women Acting in Today’s Society Marion Clarke (counsellor)
Chris Tee (Chinese women support and development worker)
Tel: 0121 713 1676
Web: www.waitsaction.org
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