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IntroductIon

 This article describes engagement 
between African Caribbean service 
users diagnosed with schizophrenia, 
their families, health care profession-
als and members of the wider com-
munity to inform cultural adaptation 
of an extant evidence-based psycho-
social intervention for the manage-
ment of schizophrenia. In our study, 
African Caribbean refers to people of 
African ancestry with family origins 
in the Caribbean, including those 
who self-identify as Black British, 
mixed heritage or Black Caribbean.
 African Caribbean people in the 
United Kingdom are more likely than 
any other ethnic group to be diag-
nosed with schizophrenia and related 
psychoses.1,2 As reported by the multi-
site Aetiology and Ethnicity in Schizo-

phrenia and Other Psychoses (AESOP) 
study, the relative risk of African Ca-
ribbeans receiving a narrowly defined 
schizophrenia(F20)3 diagnosis is nine-
fold that of White British people [IRR 
9.1 (6.6-12.6)].4 Disparities in rates of 
diagnosis extend into care and treat-
ment. At every level of service, African 
Caribbean’s access, experiences, and 
outcomes of psychiatric care are infe-
rior to that of both the White major-
ity population and other minorities.5-8 

 African Caribbeans’ negative ex-
periences of psychiatric care have gen-
erated fear and mistrust of statutory 
mental health services delivered by 
the National Health Service (NHS), 
adversely affecting help-seeking.9 
Evidence of multiple help-seeking at-
tempts3  counters the prevailing nar-
rative of Caribbeans’ unwillingness 
to engage with psychiatric services, 
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resulting in this community being 
labelled ‘hard-to-reach’ by mental 
health services.9 Findings from the 
AESOP study suggest that structural 
and organizational service barriers10 

coupled with previously reported 
community-level stigma11 are impli-
cated in delayed access to care and 

lice involvement.8 In their review of 
schizophrenia care in the United King-
dom, these issues led the National In-
stitute for Health and Care Excellence 
(NICE)13 to conclude that the care of 
African Caribbeans was in crisis. In 
consequence, they recommended de-
velopment of culturally appropriate, 
evidence-based psychological therapies 
to meet the needs of this population.
 NICE guidance13 states that all 
service users diagnosed with psycho-
sis who are in regular contact with 
their families should be offered Fam-
ily Intervention (FI), a psychosocial 
treatment with a strong evidence-
base of cost and clinical effective-
ness.14,15 Family Intervention takes 
a holistic approach to care and treat-
ment, paying particular attention to 
establishing therapeutic alliance and 
goal attainment. Core components 
of the various approaches include 
psycho-education, problem solving, 
and stress management.14 Reported 
service user benefits include improved 
medication compliance, self-care and 
problem-solving, which correlate with 
reduced risk of psychotic relapse.14 
For families, FI has been found to 
reduce perceived burden of care and 
to improve caregiver ill-health.16 
 In community mental health en-
gagement events involving both au-
thors, service users and their families 
stated that more culturally appropriate 
‘talking treatments’ and strategies to 
improve knowledge about schizophre-
nia and psychosis were needed. FI of-
fers the potential to meet both these 
objectives. However, there is currently 
no evidence that the reported ben-
efits of FI are generalizable to African 
Caribbean people14 or that standard 
FI approaches would be acceptable 

to service users and their families. 
We therefore sought to determine 
whether members of the African Ca-
ribbean community would be willing 
to partner with health care profes-
sionals and academics to co-produce a 
culturally appropriate and acceptable 
version of an extant evidence-based, 
cognitive behavioral model of FI.17

InvolvIng AfrIcAn 
cArIbbeAn communItIes 
In schIzophrenIA 
reseArch

 In recent years, patient and public 
involvement (PPI) has been increas-
ingly encouraged, especially in pub-
licly funded research in the United 
Kingdom. For example, underscoring 
its commitment to PPI in research, the 
government-funded National Institute 
for Health Research (NIHR) estab-
lished INVOLVE (http://www.invo.
org.uk/) to sponsor PPI in health and 
social care research. INVOLVE de-
scribes meaningful PPI as that which 
produces research with or by members 
of the public vs for or about them.18

 Given the historical legacy of mis-
trust of mental health services and 
paucity of research from African Ca-
ribbean community perspectives, we 
undertook to go beyond merely involv-
ing or engaging community members 
in creating solutions to the well-docu-
mented issue of lack of access to psy-
chological care.13 Instead, we sought 
to establish an authentic community-
academic partnership19 by adopting a 
community partnered participatory 
research (CPPR) approach developed 
by the US-based non-governmental 
organization Healthy African Ameri-
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long duration of untreated psychosis.
 Untreated mental illness imposes 
considerable burden on caregivers and 
is associated with family breakdown, 
social isolation and greater likelihood 
of service user relapse and re-hospital-
ization.12 Among African Caribbeans, 
delayed access to care is also associated 
with increased family tension and con-
flict and more adverse care pathways, 
including greater likelihood of po-
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can Families (HAAF) in collaboration 
with Charles R Drew University of 
Medicine and Science and the Gef-
fen School of Medicine at UCLA.19

 CPPR extends community-based 
participation research (CBPR) mod-
els, emphasizing the guiding principle 
of equality between community and 
academic partners in identifying prob-
lems, devising, implementing, and 
evaluating solutions and disseminating 
findings. CPPR also adopts an explic-
itly strengths- (vs deficits) based model 
and identifies, harnesses, and builds 
community assets and capacity.20 Ac-
cording to Jones and Wells,19 key char-
acteristics of a CPPR project include: 
1) involving community members and 
academics as equal partners in all phas-
es of research and decision-making; 2) 
sharing leadership and resources equi-
tably; 3) simultaneously valuing the 
relevance of experience and critical im-
portance of evidence; and 4) two-way 
capacity building aimed at developing 
research that benefits the community.

cAfI: A communIty 
pArtnered pArtIcIpAtory 
reseArch (cppr) 
ApproAch

 Our CPPR-based process began in 
2010 with the first in a series of com-
munity-based Faith and Mental Health 
in Black and Minority Ethnic (BME) 
Communities conferences. The purpose 
of the conference was to enable com-
munity members to identify problems 
associated with inferior schizophrenia 
care experienced by African Carib-
beans from their perspectives and to 
work as equal partners with academics 
and health providers to develop cultur-

ally relevant solutions. More than 500 
delegates (including African Carib-
bean community members, clinicians, 
policy makers and academics) partici-
pated in the weekend-long conference. 
An open invitation to collaborate in 
developing a research proposal to ad-
dress mental health disparities in the 
African Caribbean community was 
given. Around 100 conference del-
egates responded, attending a subse-
quent meeting to explore the issues in 
greater depth. These conversations and 
conference evaluation echoed previous 
reports9 of African Caribbeans’ deep 
dissatisfaction with mainstream men-
tal health provision. Despite policy 
initiatives to deliver race equality in 
mental health,6,21 participants regarded 
services as culturally insensitive at best 
and frequently institutionally racist. 
Community members identified key 
research priorities as: 1) addressing the 
lack of psychological therapies; and 2) 
developing accurate, accessible infor-
mation about mental illness in gen-
eral and schizophrenia in particular.
 A former service user and co-author 
of this paper was among those who vol-
unteered to join the grant writing team 
to produce research to address these 
priorities. Our study to test the feasi-
bility of co-producing, implementing 
and evaluating culturally adapted FI 
(CaFI)22 with African Caribbean ser-
vice users diagnosed with schizophre-
nia and their families was funded by 
NIHR (HS&DR Ref: 12/5001/62). 
Subsequently, community volunteers 
became members of CaFI’s Research 
Advisory Group, shaping all aspects 
of the study, and Research Manage-
ment Group, providing research gov-
ernance and oversight of the study.
 The CaFI research protocol and a 

commentary on Phase 1 of the study 
has been published elsewhere.22 Spe-
cifically, this report identified how 
key stakeholders’ views about what 
constitutes culturally appropriate and 
acceptable FI informed co-production 
of a psychosocial intervention spe-
cifically designed to meet the needs of 
African Caribbean service users and 
their families. Details of the cultural 
adaptation process, including stake-
holders’ involvement in developing 
a therapy manual to support deliv-
ery of the intervention, will be pro-
vided in a forthcoming publication.

methods

 This qualitative study used focus 
group interviews with key stakehold-
ers. The study received ethical approval 
from the UK’s Health Research Author-
ity (REC Reference: 13/NW/0571).

Recruitment
 We used community radio, local 
newspapers and advertising via places 
of worship, libraries, and other com-
munity settings to engage with and 
recruit a volunteer sample of partici-
pants. Advertising and recruitment 
materials were developed with CaFI’s 
African Caribbean Research Advisory 
Group (RAG) members to ensure im-
ages and text were culturally sensitive 
and accessible. We also developed a 
study website (http://research.bmh.
manchester.ac.uk/ReACH/aboutus).
 Conscious that researchers may be 
regarded as agents of power and surveil-
lance,20 we actively sought to enhance 
trust-building by reducing the distance 
between community members, health 
care professionals and academics – for 
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example, holding meetings in easily-
accessible community venues such as 
faith-based organizations (FBOs) and 
reimbursing community members for 
their time and incidental expenses.

Inclusion Criteria
 Recruitment targeted current and 
former adult service users (aged ≥18 
years) who self-identified as being 
of African Caribbean origin and/or 
were in receipt of support from vol-
untary sector agencies such as African 
Caribbean Mental Health Services 
(ACMHS). Service users’ diagnoses 
were verified by their case workers.
 Caregivers (including paid sup-
port workers, family and friends), 
advocates (such as ACMHS), com-
munity members, and health care 
professionals working within the Na-
tional Health Service (NHS) and/or 
social care systems with experience 
of working with African Caribbean 
people were also recruited using vol-
unteer sampling. Unlike service us-
ers, caregivers, advocates and health 
care professionals could be from any 
ethnic/cultural background. They 
were not screened for mental illness.

Exclusion Criteria
 Non-English speakers from all 
groups were excluded as we did not 
have resources for translation. This 
was deemed acceptable by the RMG 
as the majority of people of Afri-
can Caribbean origin in the Unit-
ed Kingdom either migrated from 
the English-speaking Caribbean or 
were born in the United Kingdom. 
Potential service user participants 
were excluded if they lacked capac-
ity to provide informed consent as 
determined by their clinical teams.

Participants
 Thirty-one volunteers took part 
in three separate stakeholder focus 
groups. Focus Group 1 comprised 
10 service users with ICD-10 F20-
F2923 or DSM-V24 schizophrenia 
diagnoses. Focus Group 2 (n=14) in-
volved family members (spouses or 
partners, siblings and parents (mostly 
mothers) and advocates (such as AC-
MHS). Seven health care profes-
sionals (including social workers, 
occupational therapists [OTs] and reg-
istered mental health nurses [RMNs]) 
participated in Focus Group 3.
 To achieve maximum variation, 
a sampling frame was developed to 
create a fourth mixed focus group 
(n=11) from the three stakeholder 
groups. Participants were purpose-
fully selected using key criteria such 
as age, sex, professional background. 
The purpose of this group was to 
summarize and verify findings from 
the previous groups, address any dis-
crepancies and agree the information 
that formed the basis of the expert 
consensus conference (Phase 2 of the 
study), in which the contents of the 
therapy and manual to support deliv-
ery were agreed (paper forthcoming).

Data Collection
 Considered less susceptible to re-
searcher bias than individual, one-to-
one researcher-led interviews, focus 
groups are often used in emancipa-
tory research as participants’ views and 
group dynamics ultimately shape 
the data.25 Each focus group com-
menced by establishing ground rules 
to create ‘safe spaces’ in which all 
individuals’ voices could be heard.
 Video presentations (pptx) were 
used to outline the purpose and pro-

cess of the session and present the 
main components of existing FI 
model to participants, namely: 1) 
service user assessment; 2) family as-
sessment; 3) psycho-education; 4) 
stress-management and coping; and 
5) problem solving and goal planning. 
 During the first three focus groups, 
participants were asked to comment 
on: a) the face validity of the differ-
ent components of the extant FI; 
and b) what, if anything, needed to 
be done to improve the cultural ap-
propriateness for African Caribbeans. 
Although the core content remained 
constant, separate interview schedules 
were developed for each group to fa-
cilitate data collection from different 
stakeholder perspectives. For example, 
whereas service users and caregivers 
were asked about their experiences of 
being recipients of mental health ser-
vices, health care professionals’ views 
and experiences of providing care for 
African Caribbeans (including percep-
tions of similarities and difference with 
other groups) were sought. The fourth 
focus group differed in that partici-
pants were presented with the findings 
from the first three groups and asked 
(through ranking, voting and discus-
sion) to determine which of the sug-
gested adaptations would improve 
the model’s cultural appropriateness 
and acceptability from the perspec-
tive of African Caribbeans. All focus 
groups were facilitated by the study’s 
principal investigator (PI), supported 
by the senior research assistant (RA).

Data Analysis
 Data were digitally recorded, 
transcribed, checked for accuracy, 
fully anonymous, and analyzed us-
ing Framework Analysis26 by the PI 
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and RA with input from the wider 
team and qualitative methods ex-
perts independent of the study team. 
Framework Analysis was particularly 
well-suited to our study as it allows 
for exploration of a priori topics, for 
example, views about FI content as 
well as emergent themes such as par-
ticipants’ perceptions of barriers and 
facilitators to implementation. Strate-
gies to ensure methodological rigor27,28 
included reliability checks of coding 
(80% agreement), peer review (by 
qualitative methods expert external 
to the research team) and participant 
verification of findings and conclu-
sions (by the fourth focus group and 
presenting findings to a wider group). 
NVivo Version 1029 was used to sup-
port data management and analysis.

results 

 As exemplified by these quotes, 
all participants agreed that a cultur-
ally appropriate ‘talking treatment’ 
for African Caribbeans was desirable:
 “I’ve been in and out of hospital since 
1988 and in all that time I’ve never had 
anybody come with talking therapy or 
cognitive therapy. So it’s not a thing that 
I have discussed in the past but I realise 
that most of the therapy is being given by 
middle class White Europeans who don’t 
really know the Black agenda … it’s like 
there’s a gap there.” (African Caribbean 
Male Service User, Focus Group 1)
 “I think it’s great! It would defi-
nitely help that the family under-
stand the problem and communi-
cation is better.” (White British 
Female Therapist, Focus Group 3)
 Asked to comment on the extant 
FI model,17 participants agreed that 

it had good face validity. No compo-
nents were regarded as irrelevant or in-
appropriate. However, they indicated 
that a number of additional items were 
required to improve its cultural appro-
priateness for African Caribbean ser-
vice users and their families. Although 
space does not allow us to provide full 
details here (available in forthcoming 
publication), we share two examples 
to illustrate how exploring partici-
pants’ views about each FI component 
contributed to the process of cultur-
ally adapting FI to produce CaFI.
 In relation to the ‘Service User As-
sessment’ component of the extant 
model, participants endorsed the va-
lidity of it sub-components, namely: 
symptoms/experiences (such as hear-
ing voices others cannot hear); factors 
that improve or worsen symptoms; 

and treatment of schizophrenia (in-
cluding alternatives to mainstream 
approaches to managing symptoms). 
However, they suggested that addi-
tional topics such as experiences of rac-
ism and discrimination and alternative 
conceptualizations of mental health 
and illness (including beliefs about 
the role of spirituality) would create a 
more culturally specific intervention:
 “You [therapist] also have to be 
aware of the belief system within a 
family, because you might meet up with 
the spiritual aspect …which you’re 
probably not familiar with, and I think 
you need to be aware of that and not 
be judgmental.” (African Caribbean 
male advocate, Focus Group 3)
 To ascertain participants’ views 
on the problem-solving and goal set-
ting component of FI, the steps that 

 

Iden�fy the problem 
(eg, borrowing 

money) 

Review the goal (eg,  
be�er money 
management) 

What is the need? 
(eg, manage  money 

be�er) 

Make a plan (eg,  
weekly budget, 

savings) 

What are your 
strengths? (eg, 

family support & debt 
managment advice) 

Set a realis�c goal 
(eg, try to budget 

be�er) 

Figure 1. Working example of problem solving and goal planning.
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the service user, family, and therapist 
work through to solve problems and 
achieve agreed goals were presented 
to focus group members using a visual 
representation created by the CaFI 
team (Figure 1) to explain the process.
 Respondents found this approach 
helpful, endorsing its application of 
the assets-based principles that under-
pin CPPR. In particular, they liked the 
solutions-oriented approach, which fo-
cuses on success rather than failure and 
breaking down goals into small, achiev-
able steps. In this context, they suggest-
ed that this process be made more ex-
plicit and that opportunities to celebrate 
even small successes should be created 
throughout as illustrated by this quote:
 “I think also if it [the process] does 
break down at any point, I think it would 
be useful to focus on how far you’ve trav-
elled and the positive rather than the nega-
tive. It might have broken down and then 
I think the natural thing is to say ‘it’s not 
worked, it’s negative’. But actually, you’ve 
got so far round that circle and that’s a very 
positive step and, if you focus on that, then 
maybe next time you’ll get past that place 
and on to the next stage.” (African Carib-
bean female caregiver, Focus Group 2)
 Participants further suggested that 
this approach could help family mem-
bers to view service users in a new, more 
positive light. Rather than seeing them 
as the problem, highlighting individu-
als’ resources and desire to find solutions 
could enable families to work more 
collaboratively thus fostering conflict 
resolution and confidence building:
 “I think what this [Problem-solving 
component] does is … gets the family 
to realize, and also the service user, how 
resourceful they are to find a solution to 
their problem and then it’s on paper so 
they know ‘oh right, what was going on in 

my head now is on paper.’ So in one way 
it develops confidence that ‘I have got the 
resources’.” [Group agreement]” (Asian 
male advocate & carer, Focus Group 2)
 To make this aspect of the interven-
tion more culturally relevant and un-
derscoring the assets-based approach, 
participants also suggested highlight-
ing Caribbean-specific resources 
such as using informal, community 
based rotating savings and credit
association (ROSCA) popular with 
migrant communities who were often 
excluded from mainstream banks due 
to low credit rating. Known as ‘pardner’ 
in Caribbean communities, members 
brought the system to the United King-
dom in the 1950s and 60s, enabling 
them to save – particularly for large val-
ue items such as property and or to fund 
the costs of bringing their children to 
the United Kingdom. While acknowl-
edging the risk of joining financially 
unregulated schemes based entirely on 
mutual trust, participants believed that 
with appropriate support, they have 
the potential to reconnect marginalized 
service users with their communities.
 Additionally, participants felt that 
the visual representation presented to 
them (Figure 1) highlighted the need 
for more culturally appropriate tools 
to support delivery of the intervention 
more generally. Focus group members 
suggested greater use of storytelling, pic-
tures and other non-literary formats to 
maximize inclusion. Further, they also 
cautioned against over-reliance on In-
ternet-based resources based on assump-
tions that ‘everyone is online’ vs prosaic 
but potentially more accessible formats:
 “So you talked earlier about send-
ing out the assessment prior to [the ses-
sion] so they can have a look at that… 
Can it be sent out in a DVD form for 

those who are not that comfortable with 
reading so they can watch it on the TV? 
Can it be done in audio form so that if 
they’ve got a disability?” (African Carib-
bean male advocate, Focus Group 2)
 Despite ambivalence about whether 
it was achievable in practice, partici-
pants were unanimous that what would 
distinguish CaFI as truly African Ca-
ribbean was not only its content but 
its ethos of delivery. In particular, they 
advocated an explicitly collaborative,
three-way ‘shared learning’ approach 
between service users, family mem-
bers and therapists. ‘Shared learning,’ a 
phrase coined by members of the mixed 
focus group, places as much emphasis 
on therapists’ acquisition of cultur-
ally relevant knowledge as service users 
and families learning about psychosis. 
An integral aspect of this approach is 
therapists’ acquiring cultural aware-
ness and skills to facilitate mutuality. 
For example, by learning about African 
Caribbean cultures alongside identi-
fying and sharing their backgrounds:
 “‘I’ve got something to learn from 
you, but you’ve also got something 
to learn from me’ … it’s like flatten-
ing it out [the] power, because they’ve 
got a massive amount of power that is 
mostly misused…” (African Carib-
bean female advocate, Focus Group 2)
 As indicated by this quote, Afri-
can Caribbeans are acutely aware of 
the power imbalance often inherent 
in therapeutic relationships. Openly 
acknowledging that power issues can 
be magnified when White therapists 
work with Black service users and de-
veloping strategies to address this was 
crucial for trust-building. Participants 
stated that therapists needed to acquire 
the skills to facilitate and engage in 
discussions about race-based discrimi-
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nation, including institutional racism. 
Among African Caribbean partici-
pants, these experiences often formed 
part of their models of mental illness 
but were frequently not acknowledged:
 “There’s massive talk of institution-
alized racism in so many different ar-
eas, whether that’s education, crime 
and other areas. We know it can’t be 
separate from the health area as well 
so there has to be an acknowledge-
ment that it’s there.” (African Carib-
bean male advocate, Focus Group 2)
 Being open, transparent and will-
ing to deal with uncomfortable truths 
relating to service users and families’ ex-
periences and different culturally based 
models of mental illness was regarded 
as essential for reducing social distance, 
flattening hierarchies and fostering en-
gagement between therapists and mem-
bers of African Caribbean communities:
 “I think it’s really important for people 
to feel like they have power in this situa-
tion, that they have some level of control, 
because I think quite often, particularly 
in mental health services, people feel 
very powerless, and we talk about our 
‘person- centered approach’ and ‘partner-
ship’ and I see quite often that that isn’t 
reality … So I think, in this instance of 
family therapy [CaFI], if somebody comes 
in and feels like ‘actually my voice is re-
ally going to be heard and I can actually 
affect some change for myself ’ then that 
would maybe lead to it being more pro-
ductive.” (Mixed ethnicity female health 
care professional, Focus Group 4)

dIscussIon And 
conclusIon

 The UK’s National Institute for 
Health Research (NIHR) advocates for 

meaningful involvement to produce 
research with versus for patients and 
members of the public. In response to 
a call from the National Institute for 
Health and Excellence (NICE)13 for 
novel interventions to address the crisis 
in schizophrenia care for African Carib-
beans, we partnered with service users, 
their families, community members, 
and health care professionals to: 1) de-
termine whether a culturally adapted 
version of FI was desirable; 2) identify 
modifications of an extant evidence-
based model17 and co-produce a more 
culturally appropriate version thereof. 
Given historically adversarial relation-
ships between African Caribbeans 
and mental health services,7,9,21 using 
CPPR principles to achieve mean-
ingful engagement with members of 
this so-called hard-to-reach commu-
nity was an important achievement.
 Applying CPPR principles19 

meant, for example, that African Ca-
ribbean service users, their families, 
and members of the wider community 
were actively involved in every stage of 
the research process – from identifying 
research priorities, through developing 
the research questions and writing the 
grant application and dissemination of 
findings. Shared leadership and equal-
ity of stakeholders in the partnership 
is evidenced in the role of service us-
ers and caregivers as co-applicants and 
collaborators and, with community 
volunteers, as members and chairs of 
Research Management Group (RMG) 
and Research Advisory Group (RAG).
 In keeping with CPPR, the process 
of gathering data to inform cultural 
adaptation of FI was underpinned by 
methodological rigor (reliability checks 
and verification processes) while ex-
plicitly valuing different ways of know-

ing as demonstrated by ensuring that 
the views of all stakeholders, whether 
experts by experience (service users 
and caregivers) or profession (health 
care professionals and advocates) re-
ceived equal weighting. Two-way ca-
pacity building was integral to this as-
sets-based approach. Academics were 
embedded within the community and 
community members became part of 
the research team. For example, those 
who wished to do so received honorary 
university contracts, enabling access 
to academic resources, and research 
methods training to facilitate capacity 
building and development of future 
research to benefit the community.
 Partnering to undertake research to 
underpin co-production of more cul-
turally appropriate and acceptable FI, 
endorses under-served communities’ 
perspective that, although frequently 
labelled ‘hard-to-reach’, they are instead 
‘seldom heard.’30 Our study indicates 
that, given the opportunity, members 
of this community were highly mo-
tivated to engage in problem-solving 
research that fosters hope.20,31 African 
Caribbeans’ involvement in develop-
ing a culturally appropriate talking 
treatment for a highly stigmatizing 
condition could have implications be-
yond mental health. For example, it 
suggests the possibility of partnering 
with African Caribbeans to develop 
research to address physical health 
conditions that disproportionately af-
fect African Caribbeans, such as dia-
betes, hypertension and some cancers.
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