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EXECUTIVE SUMMARY

Aim

The aim of the community engagement — action rebganoject was to explore the
availability of mental health services for Southigkscommunities in Waltham Forest,
and ascertain views of both the service userstangrofessionals on their
appropriateness with regard to faiths, cultured, digersity generally, and suggest how
they could be improved.

Context

Since 2000 over 200-community groups have takenipame or other of the University
of Central Lancashire’s Centre for Ethnicity andall®s Community Engagement
Programmes, financially supported by the Departroéhiealth The Qalb Mental Health
Centre was one of 40 community groups who took parthe National Institute for

Mental Health in England’s Community EngagementgPammme between 2005 and
2007. The objectives of the programme were to delimproved equality of access,
experience, and outcomes for Black and minorityietmental health service users..

The Qalb Mental Health Centestablished in 1993 aims to provide a therapeutic a
practical support for Asian people with short teanad long term mental health problems.

Delivering Race Equality in Mental Health Care

Delivering Race EqualityDRE)is identified as a priority in successfully deliwey
modernised, mainstreamed and inclusive mentalthealtvices. The National Service
Framework (1999) proposes that people with mergalth problems can expect services
that are both non-discriminatory and well suitedhose who use them.

The delivery oDREis measured and implemented against both nat(®RiE, DoH,
2005) and local plans (Delivering DRE in NELMHT wees Action Plan, 2005 —

2008). DRE sets out a race equality action plan with the afisystematically
addressing the needs of BME communities and inigioy more equitable mental health
care for BME groups. Thus through the nationallenpgentation oDRE, mental health
services are envisioned to be characterised byrlEsafundamental to addressing the
needs of BME groups.

The following are relevant to the delivery of ragpiality in primary care mental health
services:

» Less fear of mental health services among BME coniineg and service users;

* Increased satisfaction with services;

! Delivering race equality in mental health care @he Government’s response to the independentripqui
of the death into David Bennett, DoH (2005).



* Anincrease in the proportion of BME service useh® feel they have recovered
from their illness;

» A more balanced range of effective therapies...imetions that are culturally
appropriate and effective;

* A more active role for BME communities and BME seewusers in the training of
professionals, development, planning and provisiogervices

» A work force capable of delivering appropriate aesponsive mental health services
to BME communities.

Both the local and national action plan for delingrace equality in Waltham Forest
mental health services (2005 — 2008) is based®8 thuilding blocks proposed within
DRE (DoH, 2005):

(1) More appropriate and responsive services
(2) Community engagement-
(3) Better information -

Key drivers
In addition to the above mentioned anti-discrimimatand human rights legislations and
the following specific national drivers are verygartant in the context of DRE.

= Delivering Race Equality [October 2003]

» Inside / Outside [March 2003]

= Breaking the Circles of Fear

= David Bennett Inquiry

Focus of the Research (Community Engagement) Projec

Besides the core information related to the santbéeresearch focused around further
three key areas.

(1) CORE INFORMATION
Age, gender, disability, ethnicity, sexuality, ggtin, socioeconomic status, (specified by
the University)

(2) PERSONAL EXPERIENCES

» Service-users’ perception of mental illness ands&nd symptoms
» Exploring extent and patterns of their illnesses

* Quality of experiences in accessing services,

» Perception of barriers to accessing quality sesvice

(3)PERCEPTION OF CULTURALLY

COMPETENT SERVICES and EXPERIENCES
» Services users’ views about culturally competentises
* Whether they have received any cultural competemnice
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(4) 2010 VISION — SOME ASPECTS

» Service users specific fears as barriers

» Satisfaction level

» Perception of violence, seclusion, and therapies

It was envisaged to empower and facilitate mdmalth service users and their carers
(as workers/ researchers and volunteers) in engagih mental health service
providers to voice their needs for shaping the aidmealth services provided for them.
To this end a number of mental health servicessumed key workers were engaged as
researchers, who participated in various platfoiorar their views and were successful
in engaging with the wider ‘user community’.

Sample and Ethics

There was no set numbers for informal interviewdiscussions, however prior to
designing the questionnaire at least 4 focusediggsons were held among the research
team, who were predominantly service users andaaekers... Around 50

guestionnaires were completed by users, over ta@af6 and 25 professionals
completed another specific questionnaire. It isvested that in total over 250 people
contributed to the research process in one walyeother, including members of the
steering committee, cluster group and participahteminars, and conferences, and one
to one discussions.

Discussion
In discussing the findings and other aspects,dhewing themes emerged:

(1) DRE awareness:
2010 visions would only become reality if all thakeholders, including face workers are
fully engaged in delivering the programme and aghgptargets.

(2) Research Findings

The cliché comments about the cultural competanicas provision were all too
common i.e. provision of halal food, prayer corrfsian staff and interpretation.
However there was candid admission by some prafesls that:

“Cultural and Mental Health difficulties are synonymousvental Health
professionals find it difficult towork with both and rely hereby upon a Western
psychiatric model, of course”.

It was generally believed that with regard to th&res and beliefs system of Asian
communities, professional can hardly scratch thfaee. It is difficult to reach the
centuries old deep-rooted value systems and theiemt experiences, too. As one of the
professional respondent observed:
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“Understanding racist practises by Mental Healtaf§, lack of choice in treatment to
BME, Eurocentric treatment procedures, and failihgrapies seen not appropriate for
BME".

The challenge is to get to ‘under the skin’ infotima and hope that the information is
not used against the community, by way of steraotyphem further.

Both the professionals who completed questionnainelsthose services users who
contributed to the focus group debates felt sttt the deep-rooted value and belief
systems were very important. Therefore it is impeeao understand the backgrounds of
the Asian communities for appropriate diagnosis tagatment.

Whereas there are still those professionals whievethat The mental health system
should not be specific to any certain culture lmubéve a normal standard wélues of
this country”, - a very assimilationlist view: and a colour blinéw expressed by
another professional.

There was a view that prescribing drugs seemsclestyy compared to longer term
intervention,“particularly when you are sure not sure what to @ay way”,said one of
the professionals.

(3) Fear of Stigmatisation
Reluctance to share personal information with msifmals)

(4) Personal and Team Development
Numerous opportunities for the researchers, predantly mental health services for
personal and team development

(5) Appointment of Asian Staff

Need for more Asian staff, however any staff trdimeEurocentric traditions, including
Asians, African Caribbeans or any other BME origwould not necessarily have the
skills or the knowledge for ‘“Trancultural orientdtemental health work, unless they are
re-trained.

(6) Perception gap: ‘singing from the same hymn gitle

There seems to be general consensusléang different things; and doing things
differently’, among the professionals, users, carers and velst@ terms of policy and
practice and expectations, but there is dispantygap, between ‘need analysis/ needs
recognition” and ‘meeting those needs’.

(7) Mainstreaming and targeted work

There is no doubt that ‘mainstreaming’ servicesgthinic minorities and other excluded
and marginalised communities is the ultimate gdahast services providers.

The philosophy and the policy to develop and prexaccomprehensive and fully
integrated range of services for all the residemist nevertheless recognise the need for
special and separate services provision for aiéhwho are at risk for being excluded
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Conclusions
The following sources of evidence were used to dramclusions and make
recommendations:

Seminar/launch report, focus groups, one to omefecences and seminars, literature
review (inc. findings of 11 pilot projects), questhaires, deliberations at DRE steering
committee and Cluster Group meetings, Communityagmg Network meetings —
weekly team meetings and fortnightly meetings sitlpport workers.

The conclusions were drawn around the followingsare
Personal experiences

DRE Awareness

Differential and discriminatory conduct
Appreciation for cultural sensitivity

Satisfaction with cultural responsiveness
Significance of faith and spirituality

Differential patterns of mental illnesses
Perception of Carers roles and need for support
Over medication

Involvement of families and communities

Views about 12 characteristics

YVVVVVVVVVVYY

Recommendations
Similarly the recommendations focused on the foillmpnareas addressing both
communities and the professionals:

Dissemination of research findings

Socio-cultural and religious implications for cultural-competency
Faith sensitive services

Support for targeted Service Provision

Medication and alternative therapiesand wide ranging treatment
It is recommended that instead of heavy reliance omedication, wide ranging
alternative therapies should be offered e.g. talkigp therapies etc.
DRE Agenda and Action plan

Hook on to what is already in existence

Appropriate staffing

Training & (training the users' trainers)

Confidence & trust

Suggestions for improvement

Accessibility and advocacy

Public education among the Asian communities

Partnerships Working

Combating specific fears

Mainstreaming VS targeted work

Role of Ethnic/Faith Media

YVVVYY

VVVVVVVVVVVYY
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1. INTRODUCTION

1.1. The Background to National Community Engagemen
Project

The Centre for Ethnicity and Health’s Model of coomity engagement
We often hear the following words or phrases:

Community consultation

Community representation
Community involvement/participation
Community empowerment
Community development
Community engagement

Sometimes these terms are used inter-changeabhgtisnes one term is used by
different people to mean different things. The t@efor Ethnicity and Health has a very
specific notion of community engagement. The GEstmodel of community
engagement evolved over several years as a réstdtiovolvement in a number of
projects. Perhaps the most important milestonesilewcame in November 2000, when
the Department of Health (DH) awarded a contragthat was then the Ethnicity and
Health Unit at the University of Central Lancash(itelan) to administer and support a
new grants initiative. The initiative aimed to ¢mtal Black and minority ethnic
community groups across England to conduct their peeds assessments, in relation to
drugs education, prevention, and treatment services

The DH had two key things in mind when it commis®id the work; first, the DH
wanted a number of reports to be produced thatavieigihlight the drug-related needs of
a range of Black and minority ethnic communiti&cond, and to an extent even more
important, was the process by which this was tddree.

If all the DH had wanted was a needs assessmerd @hakssy report’, they could have
commissioned researchers and produced yet an@hef ieports that may have had
little long term impact. However this scheme wabe different. The DH was clear that
it did not want researchers to go into the comnynit do the work, and then to go
away. It wanted local Black and minority ethnieraunities to undertake the work
themselves. These groups may not have known angy#out drugs, or anything about
undertaking a needs assessment at the start pfdjext; however they would have
proven access to the communities they were workitlg the potential to be supported
and trained, and the infrastructure to conduct suplece of work. They would be able
to use the nine-month process to learn about driaded issues, and how to undertake a
needs assessment. They would be able to bendfleamn from the training and support
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that the Ethnicity and Health Unit would providedahey would learn from actually
managing and undertaking the work. In this wayhatend of the process, there would
be a number of individuals left behind in the conmmityaiwho would have gained from
undertaking this work. They would have learned alougs, and learned about the needs
of their communities, and they would be able totrare to articulate those needs to their
local service providers, and their local Drug Aotibeams (DATS). It was out of this
project that the Centre for Ethnicity and Healtimedel of community engagement was
born.

The model has since been developed and refinechasmbeen applied to a number of
areas of work. These include:

Substance misuse

Criminal justice system
Policing

Sexual health

Mental health

Regeneration

Higher education

Asylum seekers and refugees

New communities have also been brought into thegngarame: although Black and
minority ethnic communities remain a focus to therky the Centre has also worked
with:

Young people

People with disabilities

Service user groups

Victims of domestic violence

Gay, lesbian and bi-sexual and trans-gender people
Women

White deprived communities

Rural communities

In addition to the DH, key partners have includeel HHome Office, the National
Treatment Agency for Substance Misuse, the HeakthCammission, and the National
Institute for Mental Health in England, the Gredtendon Authority, New Scotland
Yard and Aimhigher.

1.2. The key ingredients of the model

According to the Centre for Ethnicity and Healthdah a community engagement
project must have the community at its very helrtorder to achieve this, it is essential
to work through a host community organisation. sTihay be an existing community
group, but it might also be necessary to set upapyfor this specific purpose of
conducting the community engagement research.
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The key thing is that this host community orgamesashould have good links to the
defined target communitysuch that it is able to recruit a number of pedpm the
target community to take part in the project andddhe work (see section on task
below).

It is important that the host community organisaii® able to co-ordinate the work, and
provides an infra-structure (e.g. somewhere to pa@eess to phones and computers;
financial systems) for the day-to-day activitiedlo# project. One of the first tasks that
this host community organisation undertakes igtouit a number of people from the
target community to work on the project.

The second key ingredient is the research tasklbatommunity undertakes. According
to the Centre for Ethnicity and Health model, timgst be something that is meaningful,
time limited and manageable. Nearly all of the ommity engagement projects have
involved communities in undertaking a piece of aesk or a consultation exercise within
their own communities. In some cases there has &ednitial resistance to doing ‘yet
another piece of research’, but this misses thetpdis in the initial programme run on
behalf of the DH, the process and its outcomes kgual importance. The task or
activity is something around which lots of othents will happen over the lifetime of
the project. Individuals will learn and new parsteps will be formed. Besides, it is
important not to lose sight of the fact that itivaié the fist time that these individuals
have undertaken a research project.

The final ingredient, according to the Centre ftinriicity and Health’'s model, is the
provision of appropriate support and guidances tat expected that community groups
offer their time and input for free. Typically aywaent in the region of £15-20,000 will
be made available to the host organisation. Ixpeeted that the bulk of this money will
be used to pay people from the target communitoagmunity researchets A named
member of staff from the community engagement tesaatiocated as a project support
worker. This person will visit the project forleast half a day once a fortnight. It is
their role to support and guide the host orgarosatind the researchers throughout the
project. The University also provides a packaggahing, typically in the form of a
series of accredited workshops.

2 The target community may be defined in a numbevayfs — in many of the community engagement
projects it has been defined by ethnicity. We halge worked with projects where it has been defimg
some other criteria, such as age (e.g. young pegam@ader (e.g. women); sexuality (e.g. gay mesiyise
users (e.g. users of drug services or mental hsatthice users); geography (e.g. within a particwtard or
estate) or by some other label that people cartifgemith (e.g. victims of domestic violence, sexikers).
2 This is not always possible, for example, whereptial participants are in receipt of state benefnd
where to receive payment would leave the partidipanise off.
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The accredited workshops give participants in tlogegt a chance to gain a University
qualification whilst they undertake the work. Thgport workers will also assist the
group to form an appropriate steering group to stpipe project

The steering group is an essential element of tbjeqt: it helps the community
researchers to identify the community they are gimgawith, and can also facilitate the
long term sustainability of the projects recommeimies and outcomes. The community
researchers undertake a needs assessment or #atamsexercise. However the
steering group will ensure that the work that theug undertakes sits with local priorities
and strategies; also that there is a mechanismidking up the findings and
recommendations identified by the research. Téerstg group can also support
individuals’ career development as they progressuigh the project

1.3. The community engagement team

The community engagement team comprises of seappast workers, support workers,
teaching and learning staff, administration teah @communications officer. They
work across a range of community engagement afesggeoialisation, within a tight
regional framework.

Table 1: National Programme Directors

National Programme Directors

Northern Team | Midlands Team | Southern Team | Senior Programme

Senior Support Worker Senior Support | Advisors
Worker

Support Workers| Support Support Workers | Drug Interventions
Workers Programme

Citizen Shaped
Policing

Teaching And Learning Team

Administration Team

Communications Officer

1.4. Programme outcomes

Each group involved in the Community EngagemengrRummes is required to submit a
report detailing the needs, issues or concernseofdmmunity. The qualitative themes
that emerge from the reports are often very poweduch information is key to
commissioning and planning services for diverse‘aart to reach’ communities. Often

* Very often we will have helped groups to do thisyvearly on in the process at the point at whitgyt
are applying to take part in the project.
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new partnerships between statutory sector andtbamhch communities are formed as a
direct result of community engagement projects.

In 2005/-6 the Substance Misuse Community EngageRm@gramme was externally
evaluated. This concluded that:

» the Community Engagement Programme had made \gmifisant contributions to
increasing awareness of substance misuse and tart#rg of the substance misuse
needs of the participating communities. It aldeed awareness of the corresponding
specialist services available and of the widerqyadind strategy context.

* the Community Engagement Programme had enabled meamyetworks and
professional relationships to be formed and thaT®Appreciated the links they had
made as a result of the programme (and the impremtann existing contacts) and
stated their intentions to maintain those links.

* most commissioners reported that they had gaineflilisformation, awareness and
evidence about the nature and substance misuseesereds of the participating
organisations.

» all DATs reported positive change in their relatibip with the community
organisations. They stated that the Community Begeent Programme reports
would inform their plans for the development of egpiate services in the future.

» A ssignificant number of the links established besw®ATs and community
organisations as part of the Community EngagemergrBmme were made for the
first time.

* The majority of community organisations reporteglitinfluence over
commissioners had improved.

» Training and access to education was successfulvately appreciated. 379 people
went through an accredited University educatiorgmmme.

* A third of community organisations in the firstriche reported that new services had
been developed as a result of the Community EngageRrogramme.

» The vast majority of participants and stakeholadsgzressed high levels of
satisfaction with the project.

The capacity building of the individuals and groupsolved in the programme is often
one of the key outcomes. Over 20% of those whdaareally trained go on to find work
in a related field.

The views expressed in the report are those oftbiep that undertook the work, and are

not necessarily those of the Centre for Ethnicitg &ealth at the University of Central
Lancashire.

1.5. General Demographics and South Asian Communés
National Profile

In the 2001 Census, out of the total UK populatdn8.8 million there were 4.6 million
from the ethnic minorities or 7.9% of the total.stlwver half of the all the ethnic
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minorities were of South East Asian origin or ‘Assaor ‘Black Asians’ and a quarter of
African Caribbean origin, e.g. ‘Black’ or ‘Black Bsh'.

Table 2: Britain’s Multi-Ethnic Population

Category Population Population (%)Ethnic minority (%)
White 54153898 92.1% n/a
Mixed 677117 1.2% 14.6%
Asian/Asian British

Indian 1053411 1.8% 22.7%
Pakistani 747285 1.3% 16.1 %
Bangladeshi 283063 0.5% 6.1%
Other Asians 247664 0.4% 5.3%
Black/Black British

Black Caribbean 565876 1.0% 12.2%
Black African 485277 0.8% 10.5%
Black Other 97585 0.2% 2.1%
Chinese 247403 0.4% 5.3%
Other 230615 0.4% 5.3%
Total ethnic

minorities 4635296 7.9% 100%
Total Population 58789194 100% n/a

Source: Census, 2001

The 2001 Census collected information not only abethnicity but also about also
religious identity. Among other faiths, the larggebups are Pakistani Muslims (658,000)
and Indian Hindus (467,000). The Indian ethnicugras religiously diverse, including
Hindus, Sikhs, and Muslims. In contrast, the Rakisand Bangladeshi groups are more
homogeneous, Muslims accounting for 92 per ceetch ethnic group (Census, 2001).

London Borough of Waltham Forest — A profile

According to the 2001 Census (OPCS, 2002), the iyrdnad 218,341 people, of whom
35.5% were from Black and Ethnic Minority (BME) gqus. By mid 2003 the estimated
population was 221,600. The proportion of local yaepon of BME groups had
increased by 10% since 1991 (from 25.6% to 35.9%¢. proportion of BME population
in the Borough was higher than national averagérgland and Wales (8.7%) and for
London overall (28.8%).

The total Asian population in the borough is 14.8kack people, mainly from African
and Caribbean backgrounds, made up 15.4% of thelgem, with the Chinese and
others total a further 1.8%. Thus, the BME totg@iresents over a third of the population.
The three largest BME groups in Waltham Forest wieleck Caribbeans (8.2%),
Pakistani (7.9%), and black African (5.8%). Thisr®wmh has the second largest
population of Pakistani community in all the Londdaroughs.

19



The age profile of the BME population in the Borbuwgas younger than the white
population. Over half (51.6%) of all the childremder five were from BME groups.
Some 56.8% of respondents in the Borough gave ithlggiion as Christian, similar to the
London average of 58.2%. The next largest religifitiation was Muslim, which
accounted for 15.1% of the population. At 32,908be, this was the third largest
Muslim population in London. (Census, 2001). 25%hef population of the Borough
was born outside the UK. The proportions are loamaong those aged 0-15 and those of
pension age, and higher among those of working age.

A large number of languages are spoken in the Bprodhe ten most frequently
requested languages from the Council’s interpiatadind translation service are Turkish,
Albanian, Somali, Urdu, French, Polish, Portuguésabic, Romanian and Spanish.

The inhabitants in most of the wards, which areated in the south of the Borough,
experience a high level of deprivation, poverty,employment and poor housing,
experienced by all the residents, but proportidgatere by Black and ethnic minority
communities.

The unemployment rate in the Borough was 4.9 pet oé all economically active
people aged 16-74, compared with those of Bladkcam origin, who had the highest
level of unemployment at 17%, followed by ‘OtheaBk’ at 15%, Pakistani at 14%, and
those of mixed origin at 13%.

1.6. The focus of this report

Since 2000 over 200-community groups have takenhipahe Centre for Ethnicity and
Health’s various Community Engagement Programmes.

The Qalb Mental Health Centre was one of 40 comtyigrtoups who took part in the
National Institute for Mental Health in England’si@munity Engagement Programme
between 2005 and 2007. The objectives of the pnogr@awere to deliver improved
equality of access, experience, and outcomes frkBdnd minority ethnic mental health
service users by:

m building capacity in the non-statutory sector

m encouraging the engagement of Black and minorktgietcommunities in the
commissioning process

m ensuring a better understanding by the statutapsef the innovative approaches
that are used in the non-statutory sector

m involving Black and minority ethnic communitiesigentifying needs and in the
design and delivery of more appropriate, effectind responsive services

m ensuring greater community participation in, andeghip of, mental health services

m allowing local populations to influence the waysees are planned and delivered

m contributing to workforce development, and speaificthe recruitment of 500
Community Development Workers.
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The Qalb Mental Health Centre
Established in 1993 the Qalb Centre aims to proaitieerapeutic and practical support
for Asian people with short term and long term raéhealth problems.

The Centre provides Counselling Services 4 daysekwincluding 36 hours of
counselling for alcohol and drug users, commissidnethe Waltham Forest DAAT.

The Centre offers a range of services to adultslagid carers under a Service Level
Agreement with the local social services department

They receive referrals from the local mental hetdtim and other agencies e.g. GPs and
also accept self referrals from clients alreadtghasystem.

The project is divided across two centres providiiifigrent services.

THE QALB DAY SERVICE based in the lower ground floor of Waltham Bbre
Business Centre on Blackhorse Lane, and providgeswce to 15 users at any given
time.

The second service THE QALB COUNSELLING SERVIC®hich is based at the
Ferguson Centre, in Lower Hall Lane, Walthamstow.

Besides these two main services provided in WaltRarest, the centre also runs a
respite care servicePISCOVERY HOUSEN Tower Hamlet’s.

Delivering Race Equality in Mental Health Care

Besides the activities mentioned above, the Qaltir€also participates in a variety of
local and national programmes. For example in 2864 were awarded a community
engagement project, funded by the Department oftlaad managed by the University
of Central Lancashire to carry out drug use nesdessment among the local Pakistani
community. Currently they are running a befriendimggramme for mental health
services users.

Early in the 2006 they were successful in theirtbidstablish this community
engagement programme, aimedDativering Race Equality in Mental Health Care,
specifically for South Asian Community in the Bogbu

Delivering Race EqualityDRE)is identified as a priority in successfully deliwey
modernised, mainstreamed and inclusive mentalthealtvices. The National Service
Framework (1999) proposes that people with mergalth problems can expect services
that are both non-discriminatory and well suitedhtose who use them. Breaking the
Circles of Fear review (2002, SCMH) details numermssues related to the problems and
circle of fear relationship between BME communitiesl mental health services,
documenting limited primary care provision for BMEmmunities, undervalued BME
community initiatives and the social exclusion oharity groups.
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The Inside Outside report, DoH (2003) identifies tieed to address three key objectives:

» To reduce and eliminate ethnic inequalities in raengalth service experience and
outcome;

» To develop the cultural capability of mental heal#nvices;

= To engage the community and build capacity thrazggnmunity development
workers.

The Count Me In National Mental Health and Ethyi€ensus (Health Care
Commission, NELMHT, 2005) identified local needs &ation in delivering race
equality that are also reflected on a nationallleve

The delivery oDREis measured and implemented against both nat(®RiE, DoH,

2005) and local plans (Delivering DRE in NELMHT wees Action Plan, 2005 —

2008Y. The national standards for delivering DRE is eolin existing legislation, Race
Relations (Amendment) Act (2000), Human Rights @&98). The RR (A) act (2000)
states that specified public authorities have a&gdrduty to work towards the

elimination of unlawful discrimination and to protecequality of opportunity and good
relations between persons of different racial gsoupurther, it states that services have a
duty to assess and monitor functions in accordariterace equality.

The essential shared care capabilities (SCMH, 2G&t} outs a set of shared standards
in promoting shared workforce practice in respegtiversity and promoting non-
judgemental and anti-discriminatory practice, aradiing inequality and engaging with
communities to identify needs, barriers and oppuoties for improvement.

DRE sets out a race equality action plan with the afirsystematically addressing the
needs of BME communities and in providing more tple mental health care for BME
groups. Thus through the national implementatioRRE, mental health services are
envisioned to be characterised by features fundthtnaddressing the needs of BME
groups.

The following are relevant to the delivery of razpiality in primary care mental health

services:

» Less fear of mental health services among BME conitiies and service users;

* Increased satisfaction with services;

* Anincrease in the proportion of BME service useh® feel they have recovered
from their illness;

* A more balanced range of effective therapies...imetions that are culturally
appropriate and effective;

* A more active role for BME communities and BME seewusers in the training of
professionals, development, planning and provisioservices

» A work force capable of delivering appropriate aesponsive mental health services
to BME communities.

® Delivering race equality in mental health care @he Government’s response to the independentripqui
of the death into David Bennett, DoH (2005).
® The Sainsbury’s centre for Mental Health
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The race equality scheme (RES) for Waltham For€3t 2005) sets out a clear
objective of working with voluntary and communitgganisations to review mental
health support needs for black people and enkate¢configuration of mental health
services take full account of the needs of BME gsou

The local action plan for delivering race equalityValtham Forest mental health
services (2005 — 2008) is based on the 3 buildiagks proposed withiDRE (DoH,
2005):

DRE’s programme of change is founded on these thugding blocks;

(1) More appropriate and responsive services -e&eli through action to develop
organisations and the workforce, to improve clihgsvices and to improve services
for specific groups, such as older people, asylaeekesrs, and refugeeBME groups,
and childrenWork force developmenBME community input into service planning
and input for the induction and training for nevinparry care staff

(2) Community engagement - delivered through healtommunities and by action
to engage communities in planning services andssaog services, supported by 500
new Community Development WorkeGDW key functions include change agent,
service developer, capacity -builder, and accesslifator to services

(3) Better information - from improved monitorin§ethnicity, better dissemination
of information and good practice, and by improvikmpwledge about effective
services. This includes a new yearly census ofi@thiof mental health patients.
(Please note that Italic bold = WFPCT Emphasis)

1.7. Review of background materials relevant to theroject

A number of key reports and policy drivers haverbewntioned in 1.6. above. In this
section a brief analysis of findings of pilot prcig, is presented as part of literature
review.

Mental Health and Community Engagement —
Analysis of Findings of 11 pilot projects

Introduction

Before embarking on the community engagement pmgr@in mental health, during
2006/07, the University of Central Lancashire supgzba number of pilot projects.
Hereunder, analyses and summary of findings ofuth pilot projects are presented. All
the groups had similar focus i.e. what are the aldrgalth needs of certain specific BME
groups as defined by themselves, why were theaca#ssing services provided in their
locality, whether the services were responsivééir ineeds, exploring relationship
between ethnicity, religion, personal identity amdotional well being and impact of
‘immigration’ ‘asylum’ related issues, status ahdit experiences.
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These 11 groups were located in London, Manchdstextpool, Luton, Derby,
Bradford, Bedfordshire, and Kent.

Over 900 participants both male and female inforthedresearch process, representing a
cross section of BME communities and Refugees &umySeekers. They were South
Asians, African Caribbeans, Irish and Arabic spegldiommunities. They were
predominantly Muslims, but included Christian, Hiscand Sikh as well.

Approximately 50 community researchers represergingss section of the
communities mentioned above carried out the workighificant number of these
researchers were mental health service users baithand female.

A variety of research methods, i.e. one to onewg/s, focus group meetings, semi
structured interviews and questionnaires were bgdte researchers.

Themes

The thematic analysis of the findings of the prtges presented hereunder. It is
important to note that a number of themes inclumlaposite responses from a number of
projects, whereas certain specific responses @fdye to a single project e.g. “Over 60%
had experience of mental health problems (themsgetaenily, or friends). Nearly 1/5

had been hospitalised”. This particular quotatielates to responses of one group. In one
case the group in question has been identified.

1. Needs assessment

0 Specific needs of South Asian women who have eskcdpmestic violence
and/or forced marriages (e.g. around dependencygamittience).

0 Understanding of South Asian culture and familyiessby the people they
tend to seek the help from.

0 Strong identity of the sample as Muslim and imglmas for responsive
services.

o0 Shame and stigma was an issue for some withinadhmemzinity, and need for
help to overcome feelings of shame and isolation.

2. Type of illness (Symptom, Signs and Experiences)

o Depressions, ‘emotional pain’, anxiety, sleep peatd, and mood swings
were common feelings experienced by victims of DV.

0 A significant number had experienced domestic vioke— most for more
than 5 years. Although husbands were usually theepators of DV, other
family members could also be perpetrators (e.gheren-law)

o Over 60% had experience of mental health problehesr(selves, family or
friends). Nearly 1/5 had been hospitalised. (Figdiof one group).

o Interms of awareness — respondents seemed most afvaental health
problems related to depression and schizophrenia.
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Depression, stress, fear and loneliness were conamamgst the sample
(reported one of the group) — only half had evergbb any help with any of
these feelings however, mainly because people tkaiow that help might
be available or where to go.

Mood swings, anxiety, memory loss, sleep probldtashbacks, nightmares
were common amongst another sample.

Most of the sample, of a refugee group, had expee@ problems associated
with separation from family and friends, violenagr, persecution or finance
related issues.

Bereavement, displacement, torture, persecutiahdastruction of home
were a common experience, cited by another refggap.

3. Fears, Anxieties, and Barriers

0]
0]

o

o

o

Fear of mental health services (e.g. compulsoryission)

Victims of domestic violence often feel shame. @tigand honour may
prevent people from seeking help

GP’s are often the first point of call for peoplaawdo seek help, who often
get anti-depressants prescribed.

Feelings of not being accepted, labelled, and stgneed by the wider
community.

Public responses to events such as 9/11 and 7&ctrop the sense of well-
being within the community.

4. Barriers and Obstacles

o

A third of the sample was afraid of trying to actesrvices as they thought
that this might impact negatively on their applicas for asylum. (reported
one group).

Section 55 of the Nationality Immigration and Asyland Act 2002 was seen
as preventing access not only to financial and ingusupport but also to
healthcare.

Two thirds of the sample could not communicate mglish — many of those
who had some grasp of English struggled to undsasidat was being said
to them by English speaking officials/service pders.(A Refugee group
reported)

Most relied on friends or contacts in the commutotynterpret for them.
Only a small proportion had had access to a prafieskinterpreter. (a
refugee group reported)

The community tended to perceive mental healthlprob in a very narrow
way (i.e. associated with serious mental illness lawspital admission)
Women who have uncertain immigration status cae fegticular problems —
their status can be used as a means of contra¢tpefrators and it can also be
a barrier to seeking help (fear of deportation).

Immigrant women may also face problems with languag

Feelings of shame, stigma, and isolation and fEéeg-percussion were
greatest barriers to seeking help. Financial dégecy was also an issue.
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5. Reasons and dynamics

5.1. Common experiences of the sample prior te@rim the UK included:
The following findings relate to an Africaefugees, Asylum seekers and
new migrants group in Luton.

O O0OO0OO0OO0OO0OOo

Financial problems (38%).
Separation from family (25%).
War (21%).

Violence (21%).

Torture (16%).

Bereavement (14%).
Persecution (13%).

5.2. Common experiences of the sample followingalin the UK included:
The following findings (% responses) alsateto the same group from Luton,
mentioned above.

O O0OO0O0O0O0OO0OO0O0OOo

O O oo

o

o

Unemployment (42%).

Financial problems (35%).

Separation from family (32%).

Language (27%).

Racial abuse (21%).

Uncertainty about status (16%).

Family problems (16%).

Social isolation (14%).

Homelessness (13%).

Poor housing and lack of access to education, gm@at, and training is
likely to impact negatively on mental health.

Over a third of the sample reported forced marsage

Over two thirds reported domestic violence.

Lack of independence was also reported as an 3sadhird of the sample.
There was a considerable delay between being thiewof domestic violence
and seeking help

Lack of contact and separation form family conttéalto feelings of sadness
and depression for around one third of the sample.

Broader issues such as housing and community dad&®y a significant
impact on mental well-being. This is particulartywsithin the context of
racism and community cohesion or poor communitgtiehs.

6. Coping Mechanisms
6.1 Faith and Family

o

o

People saw the church as having a significantirolee delivery of support

for people with mental health problems,

Although the links between the church and mentaltheservices were

unclear, respondents thought that churches cooldge referral, community
education and pastoral care &pbe with mental health problems.
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People saw faith as teaching them tolerance anatiypor those who were
il and helping to keep them grounded and centténres of stress. Prayer
helped to ‘unburden them’ for example.

Having someone to listen and someone to talk tosgas as an important
adjunct to prescribed medication.

Most people handled mental health problems on their, or with the support
of family and friends. Some sort helpnfi an Imam.

Having someone to listen to and someone to talka® seen as an important
adjunct to prescribed medication.

Use of alcohol and other drugs as a means of inmpgawnood, but often had
negative consequences.

More work needed in relation to (a) alcohol andgfgcific groups of Irish
people such as travellers, second generation, amthirhealth service users.
There was generally good awareness amongst respsrafdhe links
between alcohol and mental.

7. Mainstream Treatments

o

o

Concerns were expressed about inadequate caraeaohiwithin the mental
health system

Medication (either on its own or in combination hvidounselling or hospital
admission) was the most common treatment.

8. Actions suggested

8.1. Accessibility and Advocacy

o

O O O0OO0Oo

Greater and easier access to a wide range of headtBocial care services
(including employment, housing etc.).

Greater availability and access to interpreters.

There is a need for an advocacy role to suppangesfs and asylum seekers.
Difficulty with independent living and daily live®.g. housing, paying bills).
Relied on support from family.

GP’s were likely to be the first point of contact fnost people seeking help.

8.2. Information — health promotion

o

More and better information about mental health muedtal health services —
including in community languages.

More community awareness raising — in part to hetjuce stigma.

Better education and involvement of families

Clear and simple information about the help thavigilable and how to
access it is needed in community languages.

Community events and publicity to increase awareaesl reduce stigma and
embarrassment.

8.3. Partnerships Working

o

Partnership with religious organisations.

27



o

(@)

Building stronger links and partnerships betweaeth farganisations and
mental health services to deliver better commumitycation, reduce stigma,
facilitate referral, and assist with prevention aacovery.

More involvement of families in treatment.

Greater partnerships between South Asian commarfitieluding service
user and carer groups) and mental health servaresicssioning groups.
This will involve funding and capacity building.

8.4. Support and Capacity Building

O O oo

o

Support for families and friends.

Spiritual support.

Peer support.

Low threshold preventative mental health servitesikl be delivered via
BME community organisations that are easily acaébyethe community.
Greater integration of social care and supporthtmace capacity to live
independently.

More aftercare support following discharge.

Key role of family in providing support — but mafamilies were themselves
unsupported in trying to provide this (e.g. in terai knowledge around
mental health).

There was a considerable desire for personala@vent amongst the
samples (e.g. through education)

8.5. Social inclusion initiatives

0]
0]

Better housing and employment.
Generally better living conditions.

8.6. Training and development of staff

o

o

o

Training for staff providing mental health and atBervices around South
Asian communities.

Training and toolkits to assist GPs to identify amatk with DV Development
of peer support.

Training and awareness raising for mental healbfigssionals, as well as for
communities.

8.7. Responsive service delivery

o

0]
0]

(@)

Mainstream services to be more ‘culturally appratg’i— inc. provision of
appropriate food.

Better in-patient provision (food, activities, larege).

That ethnic monitoring information is better usednform the development
of services for Irish communities.

“Services that demonstrated an understanding g history and culture”.
Training for people in a range of generic and sgestiservices around the
specific needs of working with South Asian womed domestic violence
and forced marriage — looking out for it, knowinpat to do, awareness of
issues such as family and honour.
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Integration of Alims//Muftis/Sheikhs/Hakims into mtal health services to
offer an alternative perspective and alternatieattnents.

Provision of gender specific services.

Adequate provision of prayer and ablution faciéitia residential services.
Training on Islamic understandings and interpretatif mental health for
statutory and voluntary sector staff.

For the NHS to move away from the dominant mediwatlel of mental
health and for people to have more choice (e.gicEs delivered within an
Islamic framework that offers Islamic interpretaisoof mental distress and
Islamic paths to recovery. Alims and Muftis shob&lsupported to work
alongside the NHS so that supplications and adhaecan aid recovery can
be integrated into treatment.

Provision of appropriate facilities — halal foodayer facilities, direction of
prayer, safe spaces for women, gender specificcsstv

8.8. Appropriate Staffing

0]
0]

More BME staff.

All staff to be professional and well trained stafto be treated with dignity
and respect — to have an active role in treatneegt {o have treatment
explained properly), — choice (including choicenafrker and the right to be
treated at home).

Development of workforce programmes (including viw&ering schemes) for
South Asian communities.

8.9. Intervention strategies

0]
0]

More preventative services/initiatives.
Talking interventions.

8.10. Design, and Delivery of Services)

0]
0]

To be more involved in treatment — choice.
Counselling, befriending and drop-in services vgtbater involvement of
other service users.

8.11. Range of treatments

0]
0]

o

Greater range of treatment was advocated.

After care seemed to be limited — families werefihe main source of
support.

Broader range of treatments needs to be develowidling appropriate day-
time activities and talking therapies.

Often given limited information about diagnosisatwout options for or aims
of treatment.

There was a general criticism that treatment agoktar be limited to ‘pills’
whereas people felt that having someone to taintblisten to them was most
important.

Availability of broader range of services (i.e. ebinclusion — beyond
medication).
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0 A greater range of help — someone to talk to whaldranderstand —
counsellors from minority ethnic backgrounds.

o Self help and discussion groups.

o Religious and spiritual explanations and treatni@nmental health problems
were central to some of the participants’ undeditammof mental health and to
recovery. This was rarely available from generiwvises however.

o People who had used ‘talking therapies’ (e.g. pshadist, social worker,
counsellor, user group) seemed generally happy tiveém.

o People didn’'t seem to be aware of treatment plans.

1.8. The Qalb Centre Community Engagement Project

Aim of the Community Engagement Project

The aim of the project was to explore what mengallthh services were available for the
Black and minority ethnic communities in Walthawr&st, and comment on their
appropriateness with regard to faiths, culturesdindrsity generally, and suggest how
they could be improved, addressing diversity imgtimns.

Objectives
(a) To highlight the service experiences of BME takhealth service users and their
carers’.

(b) In the light of (a) above, to make recommeratatithat will contribute to the delivery
of better mental health services for BME commuaitie line with Delivering Race
Equality in Mental Health Care.

(c) To recommend action plans specificallyDelivering Race Equalitydesigned to
deliver on three key aims (i) equality otess, (ii) equality of experience
and (iii) equality of outcomes

(d) To work closely with key stakeholderdHocused Implementation Sites
towards making Delivering Race Equdtigppen on the ground, by various
means.

(e) To articulate new and innovative ideas assess efforts and strategies
developed by various Mental health merproviders about how to go about
delivering some of the outcome envisaigeDRE. (See Section (VI) below)

()] To empower and facilitate mental heakhvece users and their carers
(as workers /researchers and volunteers)gaging with mental health service
providers to voice their needs in shapingnieatal health services, which are
appropriate to their needs?
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It is pertinent to mention here that the abovedciesearch objectives have direct
relationship with the learning objectives of ak tkey stakeholders, i.e. users themselves
and their carers, the mental health institutiorss professionals with regard to sensitive
policy formulation, resources allocation and sewvsiservices planning and delivery.

Research Focus
Besides the core information related to the santpkeresearch focused around three key
areas, elaborated as 2, 3 and 4 below, but expands=ttion 3.2.

(1) CORE INFORAMTION
Age, gender, disability, ethnicity, sexuality, ggtin, socioeconomic status, (specified by
the University)

(2) PERSONAL EXPERIENCES

» Service users’ perception of mental illness andssand symptoms
» Exploring extent and patterns of their illnesses

* Quality of experiences in accessing services,

» Perception of barriers to accessing quality sesvice

(3)PERCEPTION OF CULTURALLY
COMPETENT SERVICES and EXPEREICNES
» Service users’ views about culturally competenvises
* Whether they have received any cultural competenice

(4) 2010 VISION — SOME ASPECTS

» Service users’ specific fears as barriers

» Satisfaction level

» Perception of violence, seclusion, and therapies

Link between the localDRE action plan and CEP

The local Action Plan for DRE is very comprehensadelressing all the three building
blocks referred to above, including the 12 chargsties of 2010 vision and requirements
of the Race Relations (Amendment) Act, 2000, beasadker drivers.

The ‘Community Engagement’ Building Block is striytinked to the Community
Engagement Programme (CEP) with a view to captwekpgriences of South Asian
communities in the Mental Health Services Provisi@aa-vis cultural competency and
perception of and experiences of exclusion eteg$¥ see the Research Focus above).
The CEP no doubt relates to the two other buildilogks to see effectiveness of efforts
and document outcome measures, if possible.

Any information gathered during the process is méafeed into the accomplishment of

two other building blocks and the development efwork programme of the
Community Development Worker(s).
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The CEP is able to identify a number of key comrnyusiakeholders, including users and
carers or key workers within the voluntary sectooider to contribute to the
achievement of DRE goals.

As part of the programme a detailed report is pceduvith conclusions and
recommendations for ensuing work of the DRE stgecommittee and particularly
sustaining community engagement.

Throughout the research/engagement process guidadcgupport was sought from the
local DRE Steering Committee and the focus wassaelfl) if needed, to contribute to
their action plan for DRE, e.g. our research desigasearch tools were approved by
them and the sample recommended by them was used.
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2. RESEARCH METHODS

2.1. The Research Team and their Role

Eight researchers: 5 male and 3 female, were tectuiFive of the eight were service
users and two are key-workers, representing a sedsn of the Asian communities,
i.e. languages, cultures and religions. One oktghkt was research coordinator.

A circular letter was sent to key local organisasi@and it was advertised to the Qalb
Centre Day Care users. 14 individuals showed isteveho were sent all the relevant
information about the projects. 12 of the 14 waudividually interviewed by the research
coordinator and the Director of the Qalb Centre enehtually 7 of them were appointed
to carry out the research.

Distinct steps were taken for team developmenttarskill the researchers, enabling
them to accomplish desired goals. Throughout timataun of the project fortnightly
meetings were held with the support worker, progiidg the university. He met with the
team individually as well for individual personah@lopment and guiding them
individually for their ‘assignments work’ in pursgwf University qualification. Initially
the coordinator met with the team on a weekly baséticulate research focus and
develop research tool. These weekly meetings wa&rd as sort of focus group meetings
‘with the users and key mental health workers’aptare issues and concerns.

Five of the seven workers attended all the 7 faihing days provided by the University
of Central Lancashire. Two members of the teamahahdy attended the research
methods days, therefore they only attended thedfays on ‘mental health’ training.

The research team and the project per se were gedgsy the DRE Steering
Committee, comprising officials of the local PCTdahe Mental Health Trust, besides
other voluntary sector groups.

The seven Community researchers were accountabite feesearch Co-ordinator and
the Director of the Qalb Centre. Both of them oa@rshe project on a day to day basis.
The Co-ordinator, besides meeting the team botivichehlly and as a team once a week
also contacted them by e-mail, and provided angkedignated information received from
various sources i.e. Uclan or PCT.

Besides personal and team development, referralddee, the team members, both
individually and collectively performed various kas.g.

» Organised half day seminar to launch the reseaxjbgi (attended by 50 delegates).

Besides various speakers, three members of thedpake as well, at the seminar. A
40-page seminar report was also produced to intbemesearch process and
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contribute to the deliberation of the Steering Cattea. (See Section 4.4.3. for
further details)

» Three Members of the research team attended hyiséssion and the conference and
two of them spoke, at an international conferencé&Cthanging role of Mental Health
Professionals’ organised by the University of Calntiancashire.

» All the team members collectively prepared andtpdothe questionnaire, collected
and analysed the data and contributed to the rfapadrt.

* The coordinator, the Director of the Centre andUheversity Support worker
attended the DRE Steering Committee meetings anblitiith East London Cluster
Group, both to seek help and support and to cart&ito their action plan. The
coordinator and team members attended the ResRevtts Network meetings,
organised by the London Development Centre.

» The Director of the Centre and the Coordinatortjgioontributed a chapter in
Dr. Suman Fernando’s forthcoming badéntal Health in a Multi-ethnic Society:
Promoting Racial Equality and Justicésecond editiom) explaining the role of the
Qalb Centre generally ‘for making it happand its roles as being instrumental in
local research, referring to DRE as well.

» As has been reported earlier the Qalb Centre ischimsLondon Borough of Waltham
Forest, therefore the researchers and the panisigame from various districts in
Waltham Forest i.e. Leyton, Leytonstone, Chingfand Walthamstow and the data
was collected at various institutions in the Borougccessing various groups, centres
and institutions — in-patients, rehabilitation, daye and developmental groups e.g.

* Naseberry —

» Stonlea

*  Woodbury

» The Qalb Day Care Centre,

* The Ferguson Centre

» Thornbury

* CREST

» Black Peoples’ Mental Health Project

« Women'’s and Men’s groups at Ferguson centre

2.2. Various Research Methods
Various research techniques and methods were daptoygather information e.g.
(&) Review of literature and gathering secondasgarch findings. Review of relevant

literature was carried out related to 12 charasties of 2010 vision. A great deal of
information was collected by the sub committeehefltocal Implementation Team and
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North East London Cluster group, as part of theifioa plans. The research coordinator
and the Director of the Qalb Centre had accesh thear papers, as members of these
groups, therefore any information gathering wast lgion, what was already available to
avoid duplication e.g. value added project

(b) Desktop research (a number of documents gl ts were accessed through the
Internet

(c) One to one, round table and focus groups mgetivere held, involving;

a. Mental Health Service users

b. Professionals e.g. GPs, mental health key workdP$s, Counsellors,
and therapists

c. Parents and carers,

d. Services providers — policy and face work levels

(d) Open-ended and semi-structured interviews \vel@, and

(e) Two comprehensive questionnaires were pregarddadministered to users over the
age of 16 and various professionals e.gséiJrGPs, Key Mental Health workers,
both within the statutory and voluntary sest

() The DRE Steering Committee (i.e. Waltham Foeedi committee of the Local
Implementation Team) steered the researgegra@omprising various
professionals representing PCT, NELMHT armlwoluntary sector, who positive
contributed, debated, and advised.

(9) Besides attending the DRE steering committee mgstithe members of the research
team attended the North East London Cluster Groegtings as well, comprising
representatives of four PCTs in the NELMHT area.

(h) The members of the research team attended onenabdinod one international
conference as participants and speakers and atsageted in the Community
Engagement Networking Group meetings, which infatriee research process and
consequently the outcomes.

() A half day seminar was held involving 9 differepeakers, giving different
perspectives and attended by 50 people, repregemtinoss section of local
community i.e. mental health professionals, colors) representative of various
agencies and the voluntary sector. Key points deéé¢he seminar are included in
section 4.4.3.

2.3. Sample and Ethics

There was no set numbers for informal interviewdiscussions, however prior to
designing the questionnaire at least 4 focusedigssons were held among the research
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team, who were predominantly service users andakaeieers.. Around 50 questionnaires
were completed by users, over the age of 16 (s#®se. for sample profile) and 25
professionals completed another specific questioania is estimated that in total over
250 people contributed to the research processenmay or the other, including
members of the steering committee, cluster grouppamticipants at seminars, and
conferences, and one to one discussions.

Sample

Since there was no specific community or the kngize to choose from, we could not
follow random or cluster or quota sampling techesjuTherefore we heavily depended
on snowball, purposive and opportunities sampleahmhiques to choose i) professionals
who were willing to participate and give their viewi) users who were requested to
contribute for the sake of improving services afidding solutions for their problems
and had some experiences to share. Any opportpréisented to researcher(s) in social
gatherings, meetings, conference, were avail tot ¢bainterested individuals and
professionals on one to one basis.

All these sampling techniques were used in vardata collecting methods that we used
e.g. one to one interview were opportunistic, fogramips with users and key workers
were purposive and the questionnaire were admiaidtiarough snowballing.

Besides certain key steering committee members vexgehelpful in terms of giving
appropriate information about accessing south Asgars at particular institutions and
certain professionals who would be appropriateotatribute.

The focus group discussions were tape recorded samdequently transcribed and
analysed. The results are presented in Sectio®.3.4.

The research team worked in pairs to get the questires completed. Those informants
who were able to complete the questionnaires thieesethey were requested to do so
but those who could not adequately write, were thadjuestions by one researcher and
other one wrote the answers.

Ethic committee approval

Once the approval from Uclan was granted, a sepaeguest was made to the local
Mental Health Trust Ethics Committee to seek thpproval to access potential
respondents and seek their guidance around riskgeament. They were provided with
the both the final questionnaires approved by Welad the detailed ethic application
form, which was submitted to Uclan Ethic Committedong with a set of instructions
which were prepared for the interviewers relatmgthics and other practical
issues.(Please Appendix C — completed ethnics form)

Ensuring confidentiality and anonymity
Focus groups have different ethical consideratiorame to one interview.
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It is usually difficult to guarantee confidentiglito anyone taking part in a focus group,
but participant were requested that people shoedg kviews confidential, expressed in
the group. They were informed that their views wioog recorded and included in the
final report under various themes, in order to dcawclusions and make
recommendations, but the views expressed woultv@attributed to any particular
person by name. In a number of cases the namébs pfrticipants were known, but
these were not recorded, to link their views tarther the show who had participated in
the research process.

Their names were not known or sought and persaatalld were not linked to any
individual. They were not asked to sign the con$ambh. The names of
participants/respondents were not revealed to angatside of the research team.

Interviews were conducted in private rooms witthia Centre or any other appropriate
place. Completed questionnaires were storedacket filing cabinet in an office within
the centre. Only staff working on the project laadess to them. If the questionnaire was
completed elsewhere, i.e. not at the Qalb Centeethien the researchers were required
to transport the questionnaire back to the sitguaskly as possible and kept in the filing
cabinet. If transportation facilities were needegise were provided to the researcher, if
public transport was deemed inadequate. The caedptpiestionnaires were not be left
in the cars, brief cases or taken home by the relsess.

Data from the questionnaires were analysed anepted in the final report (and any
interim reports) in such a way to ensure that & wat possible to attribute any particular
response to any specific individual.

However the information sheet about the projectthedntroduction was read out and
given to participants which explained to them (&pthe project was about. (b) that
participation was voluntary (c) that the informatiould be used to make
recommendations for improvement of services, ahdh@ they could stop the interview
at any time and (e) that they did not have to ansang questions that they did not want
to.

Risk identification
There are risks involved to both the researchedslam respondents, e.g.

* The researchers safety and security

* Emotional distress caused to the respondents

» Distress caused to the researchers who are sersécs themselves

» Security and confidentiality of the data collected! keeping the information safe
and secure

» Danger of working with violent patients

* Privacy and location of venue where data will bikected

» Consent by the participant to participate or witvdiat any time

* Ensuring anonymity
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A number of opportunities existed to identify padsirisks: individual workers
identified them on their own; they identified astpzf weekly team meetings; they
identified during discussion with the support watkeey identified at Steering Group
meetings. Where any risk was identified it wasrdsponsibility of the Project Co-
ordinator to ensure that measures were taken tagestie risk appropriately. The
Research team was supported in doing this by tbp@uWorker, the coordinator and
their own line management structure within the @dimtre offices.

Risk management
i) A confidentiality clause was established andugia rules were agreed within the team,
Steering Committee and other individual and gro@etimgs.

(i) There was also the risk for researchers’ gafdtich was managed by creating
awareness about potential hazards and ensurinththatvorked in pairs, particularly
female researchers.

(i) In order to control risks, the interviewersve not expected to visit homes of
potential respondents for completion of questioresaor to do with any aspect of the
research project.

(iv) The consent form was read to the participamnts they were assured about the
anonymity.

(v) The Qalb Mental Health Centre had agreed teigebemotional support, free of
charge, by their qualified therapists and couns&lilo case of any emotional distress
either to the participants or the researchers.

(vi) The Director of the Qalb Centre and the Masragf Furguson Centre were asked to
advise on how to approach the potential respondeiitts particular reference to any
violent history of the respondents. If it was calesed advisable to approach such
respondents then the researcher (s) were not altoweork alone, in a close room. A
suitable venue with clear exits was used for cotigieof the questionnaire. The session
time was be made know to the centre manager orwendégin charge at the time. Issues
around violence concerning certain mental healthie2 users in certain situations were
made known to the interviewer/ researcher.

(vii) If someone is known to be violent or dangespsuch respondents were not
included in the list.

(viii) The research team was guided by the gui@sligiven by the local PCT/Mental
Health Trust Ethic Committee about any local Mektahlth Institutions.

(xi) Every effort was made to address the issuesafity and risk management to do with

potential respondents and their conditions anddkearchers, who themselves were
service users.
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(x) A special meeting of the team was devoted ¢éortsk management before the team
embarks on data collection. A four page guidelised instructions were prepared for the
researchers and whoever collected the data (Seentippfor the copy of guidelines)

2.4. Steering Committee

Before the research project commenced, a DRE 8teeammittee was already in
existence. It was decided at their meeting in N28@)6, that the DRE Steering
Committee will serve as a Steering Committee fergloject as well.

At the request of the steering committee a sp@eiper was presented to highlight the
focus of the research and to link the work of tte@sng group with the work of the
research project. At every six weekly meetingsptegect coordinator presented progress
reports and sought further guidance from the mesl#egreat deal of contacts was
made via e-mail in between the six weekly meetingsheck at every stage for the focus
of the project. The Uclan Support worker was cogiltthis correspondence. Three
particular members of the steering committee, vepsesented North East London
Mental Health Trust on the Steering Group, tooknkie¢erest and guided what kind of
information was required to contribute to their@actplan. These individuals included the
Community Development Worker, the Diversity Managerd their Manager.

At the first meeting the following terms of refecen membership, and working rules
were agreed.

{1} To steer the research project and monitor pesgrto ensure it is conducted within its
scope, timetable and that it adheres to the agregdtives;

{2} The members of the Steering group to contribute the development and
completion of the project by way of providing resms/material and carrying out tasks
as agreed by the Committee and above all providomgacts to the research team to
access potential respondents.

The role of steering groups

Steering Committee oversaw and supported (theréft of the user questionnaire aridl 3
draft of professional questionnaire: These questoes were circulated to the all the
steering committee members for their comments: Isgtthe PCT i.e. the Steering
Committee lead). Small group of steering committesnbers met with the coordinator
face to face to go over the questionnaires andigedurther advice regarding sample
etc.

The Steering committee supported the request ttingesthical approval from
NELMHT. The progress reports were presented angldis® commissioned a report to
articulate links between the community engagemssjept and the DRE agenda. The
research coordinator, the Uclan support workerthadirector of the Qalb Centre had
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access to all the information produced for the i3tgegCommittee both by NELMHT and
the PCT. (Please see Appendix for terms of referanc membership of the steering
committee)

40



3. RESULTS

3.1. Introductions

In his section both quantitative and qualitativeada presented. Thematic analyses were
carried out of the focus group discussions anddeffseminar, both reported in Section
3.4. (Similarly thematic analyses were carriedafuhe literature review, particularly the
11 Community Engagement research projects caruedt@ilot stage, reported in
Section 1.7.) The quantitative data was analysatuMicrosoft excel to produce tables
and graphs, using frequencies and percentages.

Fifty service users completed a compressive quastioe, comprising 42 questions, and
thirty professionals completed a separate questiogyncomprising 32 questions.
Findings of both these questionnaires are prese&getion 3.2. and 3.3. under various
sub headings.

It has been indicated as appropriate if no alréspondents completed the questions or if
there were more than one answer to a question.

3.2. Quantitative Data (Users’ questionnaire — (Q-42)

Besides the core data, i.e. the characteristitiseofisers’ sample, the results are
presented under the following ten sub-headings:

3.2.1. . Perception of Mental illnesses, persorpégences, & contributory factors
(Q.11-15)

3.2.2. Perception of Services, Support, & Treatmeceived (Q. 16-19)

3.2.3.. Asian Carers’ Needs (Q.20-24)

3.2.4. Perception of Barriers (Q-25-26)

3.2.5. View of Improvements (Q.27-28)

3.2.6. Perception of Cultural Sensitivity and leaetl type of services received
(Q. 29-32)

3.2.7. Perception of Asian specific fears and erpees of services
received (Q. 33-34)

3.2.8. Views on the support after discharge anceoavery (Q.35-38)

3.2.9. 2010 Vision (Q. 39-41)

3.2. 10. Final comments (Q.42)

The figures have been rounded up e.g. 61.9. torbe@&2 and so forth. All tables and
figures were numbered
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3.2.1. Core Data: Sample (Q.1-10)

Our group was required to collect core data i.e.dhmple profile. Ten questions were
recommended by Uclan, which were included at thginpeng of the questionnaire (s)
the results are presented here under about theahieaith users sample.

1. Age last birthday

Table 3: Agesttibution

16-18
19-21
22-24 1
25-29 5
9
1

30-39

40-49

50 and above 18
Total 50

Figure 1: Age Distribution
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Age Group of Users
20
18
16
14
12
10
8
6
4
2
0
16-18 19-21 22-24 25-29 30-39 40-49 50 and
above
O No. of Responses
2. Gender
Table: 4 Gender Mikutions
Male 21
Female 29
Transgender/Transsexual none
Total 50
3. Ethnic origin
Table 5: Ethnicityf participants
British
Irish
White and Asian 2
Carribean
African
Sri Lankan 1
Indian 14
Pakistani 30
Bangladeshi 2
Chinese 1
Total 50
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4. Were you born in the UK?

Table 6: Birth placof participants

Born in UK No.
Yes 8
No 42
Total 50
How long have u lived here?
Less than 1 year

1-5 years 1
6-10 years 1
11 years or more 40

5. Citizenship

Table 7: Citizenghof participants

| British Citizen

| 40

6. Which is your first language?

Table 8: Mother tongue of participants

Spoken | Written
English 9 21
Urdu 19 19
Hindi 2
Punjabi 22 3
Bangali 2 1
Chinese 1
Tamil 1 1

7. Which Languages are you fluent in?

Table 9: Languages: spalearitten skills

Spoken | Written
English 29 24
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Urdu 26 10
Hindi 6 4
Guijrati 3

Punjabi 12 2
African Language 1

Chinese 1 1
French 2 2
Singhalese 1

8. What is your religion?

Table 10: Religion$ participants (N=50)

=

None

=

Christian

Buddhist

Hindu 4

Jewish

Muslim

Sikh

Catholic/Muslim

|—\|_\|—‘-h

Agnostic

Total 50
9. Would you consider your sexuality as?

Table 11: Sexuality participants (N=50)

Lesbian

Gay

Heterosexual 48

Bisexual

Transgender or Transexual

Do not wish to answer 2

Total 50

10. Do you consider yourself to have a disability?

Table 12: Disabilities

Yes 32
No 18
Total 50
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If yes, please specify

Table 13: Type of disabilities
Mental Health 26
Diabetes 1
Not everyone responded

3.2.2. Perception of Mental ilinesses, personal expences,
& contributory factors (Q.11-15)

11. How would you describe mental ill health in youown words?

o Mind is unwell, Madness, Mind not in control, Dider concerning the mind,
Pressure on brain, negative thoughts

o Doing abnormal thing: mood swings, can't sleep, deaimg on the street, talking,
crying, hearing voices, overwhelmed by thoughts.

o Challenges in managing normal everyday activities

o0 Being lonely & worried,

0 Weakness, illness, health problem, not being well

o0 Depression

0 Anxiety, Stress, Panic Attack, Confused, Crazy, idng, Withdrawn

0 Being unable to cope

o Sense of doom, lack of domestic peace

0 Shouting loudly at night

0 Long term chronic Depression

12. Have you had any personal experience of menidlhealth?

Table 14: Persoretperience of mental ill health

Yes 44
No 3

Did not answer = 3

13. Have you experienced any of the following? (Rise tick all that apply)

Table 15: Type of illnesses experiences (More thame response)
%
Depression 94.0
Guilt 36.0
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Anxiety 76.0
Mood Swings 70.0
Suicidal Thoughts 56.0
Suicide Attempts 36.0
Headaches/Migraine 52.0
Intrusive Thoughts 48.0
Flashbacks 60.0
Nightmares 48.0
Difficult Sleeping 68.0
Emotional Numbness/withdrawal 56.0
Loss of appetite 42.0
Drinking too much alcohol or taking 14.0
drugs

Relationship difficulties 58.0
Poor Concentration 78.0
Memory Loss 60.0
Aches 54.0
Emotional Pain 58.0
Physical Pain 56.0
Other

Panic Attack

Figure 2: Type of illnesses experienced
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56.0]
58.0]

Physical Pain

Emotional Pain
Aches

54.0]

Memory Loss 6001

Poor Concentration 78.0]
Relationship difficulties 58.0]
Drinking too much alcohol or taknig drugs 14.0

Loss of appetite 42.0]

56.01
68.01

Emotional Numbness/withdrawl

Difficult Sleeping ]

48.01
60.01
48.01
52.0]

Nightmares
Flashbacks

Intrusive Thoughts

Headaches/Migrane ]

Suicide Attempts
Suicidal Thoughts

56.0]

70.0]
76.0]

Mood Swings ]

Anxiety
Guilt

Depression

T T T 94\0I

0.0 10.0 20.0 30.0 40.0 50.0 60.0 70.0 80.0 90.0 100.0

14. Could you kindly indicate which of the followirg conditions have you
experienced?

Table 16: Named conditions experienced (More thanne response)

%
Schizophrenia 38.0
Bipolar Disorder 6.0
OCD 20.0
Ante Natal Depression 22.0
Post Natal Depression 28.0
Psychotic Episodes 22.0
Eating disorders 14.0
Agoraphobia 16.0
Depression 84.0
Personality Disorder 8.0
Borderline Personality 4.0
Panic/Anxiety 48.0
Hyperactivity 16.0
Acute stress disorder 16.0
Delusional disorder 10.0
Nightmare disorder 22.0
Any Other

48



Figure 3: Named conditions experienced (More thanre response) - percentage

Nightmare disorder

Delusional disorder

Acute stress disorder 16.0
Hyperactivity 16.0

Panic/Anxiety

Borderline Personality [—14.0

Personality Disorder """ 8.0

Depression

Agraphobia 16.0
Eating disorders 14.0

Pscychotic Episodes

Post Natal Depression

Ante Natal Depression

Bipolar Disorder [——16.0

Schizophrenia

122.0

10.0
] 48.0
184.0
| ]22.0
]2B.0
]122.0
OCD 20.0
: ]138.0
0.0 10.0 20.0 30.0 40.0 50.0 60.0 70.0 80.0 90.0

15. Do you feel any of the following factors may hee contributed to your mental ill
health? (In the UK)

Table 17: Perception of factors contributing to metal health
(More thame response)

%
Détention (by immigration | 6.0
police etc.)
Homelessness 20.0
Overcrowding 16.0
Family Problems 60.0
Poverty 28.0
Separation from family 44.0
Violence 30.0
Racial Abuse 20.0
Racial Discrimination 22.0
Unemployment 36.0
Uncertainly about legal 4.0
status
Social Isolation 46.0
Language Difficulties 36.0
Sexual Assault 12.0
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Rape 6.0
Domestic Violence 32.0
Physical lllness 28.0
Financial Problems 44.0
Physical Disability 24.0
Eating Disorder 14.0
Drug Abuse 6.0
Lack of Education 34.0
Over qualification 0.0

Other

Figure 4: Perception of factors contributing to mertal health

(More than one response)

Overqualification |0.0 ‘

Lack of Education

Drug Abuse [——16.0

Eating Disorder 7—’_1 14.0

Physical Disability |

Financial Problems |

Physical Iliness |

Domestic Violence

Sexual Assault 7_,_! 12.0

Language Difficulties |

Social Isolation |

Uncertainly about legal status [—14.0

Unemployment |

Racial Discriminatinon |

Violence

Seperation from family |

Poverty |

Family Problems |

Overcrowding | 16.0
Homelssness | 20.0
Detention (by immigration police etc) [—16.0

| 134.0
: 124.0
‘ 144.0
: ]128.0
132.0
Rape —16.0
‘ 136.0
146.0
: 136.0
122.0
Racial Abuse 7:":I 20.0
| ‘ 130.0
‘ 144.0
: 128.0
160.0
0.0 10.0 20.0 30.0 40.0 50.0 60.0

70.0

3.2.3. Perception of Services, Support, & Treatmenteceived

(Q. 16-19)

16. Did you seek any support for your mental healtlissues?

Table 18: Whether sought support (Yes)
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Yes 34

What kind of support?

GP

N|©

Family Friends

Came to Ferguson Centre

Ferguson Centre, 4

Qalb Centre

Hospitalization

See consultant regularly

Spend sometime in Stoneleigh

Mom & Sis took me too out-patient,
after | had a breakdown as a child

Mum took me to hospital in Sirilanka

Only after solitude and over-dosages

Mum cared for me

Went to GP, given medication

Table 19: Whether sought support (No)

No 16

Why Not?

did not know | had a problem

transferred to Claybury

went to GP

felt | was no longer a useful member of societywad a less of a burden if | died

| didn’t know that depression can be a health eob

| didn’t know | had depression and didn’t go tactlw, after a while | went to the
doctor and he put me on anti-depressant but neldmhe

Not wanting to admit, thinking | would get better

Depressed, didn’'t want to

| don't know

NN

Didn’t know | was unwell

Was too young, went to school counsellor

17. In which setting did you come into contact withmental health services?
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Table 20: Contaatsth services

Primary Care 74.0
Hospital Care 0.0
Stoneleigh 26.0
Nasebury Court 20.0
Claybury 20.0
Goodmayes 26.0
Specialist 54.0
Qalb Centre 54.0
Larkswood 16.0
South Forest Centre 34.0
Ferguson Centre 30.0
Other

Thornebury day centre 10.0
Truro Road Centre 6.0
WhipsCross 2.0
RFET Richmond Fellowship| 2.0
Hawkwell Court 2.0
BPMH 6.0

18. Your experience of using the services, based?n
Table 21: Type of experiences

Using service yourself

Yes 39

No

Caring for friend or

relative

Yes 3

No 8

Other

Total 50

19. Overall, how would you rate the quality of yourexperience in these settings?

Table 22: Perceptiof quality of experiences

Very Poor 4
Poor 3
Average 14
Good 16
Very Good 13
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Total

3.2.3. Asian Carers’ Needs (Q.20-24)

50

20. Are you caring for anyone with Mental Health isues?

Table 23: Whether a carer?

Yes 4
No 46
Total 50

21. Do you know anyone who is a carer or has cared?

Table 24: Whether ks anyone who cares?

Yes 12
No 37
Total 49

Did not respond - 1

22. What are the needs, if any, of a carer of a mtl health service user?

Please Explain

They should be provided respite

O O O0OO0Oo

for himself or herself,

(@)

o0 Getting support from community

There is a need for Financial support for carers

Carers should know of their own safety and treatitl respect

Carer should have enough knowledge which they mekbking after the patient
They should have manners: sensitivity, patiencdetstanding, non-judgemental
Needs moral support, Outlets like Qalb Centre taldbe user to - so carer has time

23. Are you aware of any support one can get as arer?
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Table 25: Whether carers get any

support?

Yes 6
No 19
Don’'t Know 10

Did not respond - 15

24. Can you describe how do Asian carers feel, iie¢y have to care for some one in
the family with mental ill health?

O O oo

(@)

0]
0]
0]

Shame, keep it secret, blame, and deny that théahikmealth exists

Very hard for them but they have to do what theyaad are able to

Very tired, upset, but feel it is their duty to slo

They don’t care how they should treat the pati&oime don’t believe that the person
needs help, so they ignore.

Depressed, stressed, tired, confused, hard to dspkated, full responsibility so
under pressure, anxious, un-settled.

“My family still don’t understand that mental healtiness can be a proper iliness”
They do the caring out of love for other person

They might feel they don’t get help from other memsbof the family

3.2.4. Perception of Barriers (Q-25-26)

25. Have you experienced language barriers when reiwing services?

(@)

o O

O O oo

Table 26: Experieing language barriers

Yes 10

No 39

Don't know 1
Total 50

Not able to explain problem while attended Hospital

When | came to this country | could not understBndlish and couldn’t explain my
problems

Always arranged to have someone with her

When expressing feeling leads to misunderstandidign’t understand difficult
words

In Stoneleigh | was unable to understand instruactio

When admitted to hospital always given injectiond attacked by other patients
When | went to GP or hospital | couldn’t talk in dfish

| could speak English, but had a speaking & hegpnopplem
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26. Have you ever felt that you were treated diffently because of your ethnicity i.e.
religion, languages, culture, colour?

Table 27: Perception of differential
treatment (N=50)

Yes 1

No 42
Don’'t Know 2

No response 5

Table 28: Who treated differently

By Staff 6
By System 4
By Other? 1

No response39
Please describe the patterns and extent of such fdifential treatment

Table 29: Perception of extent and patternsf treatment

Very High 2
High 2
Some 6
Do not know 22

No respons&8g-
Have you experienced any of the following?

Table 30: whether experiences angexific treatments

Yes No DK
Patronizing Attitudes 6 31 3
Lack of understanding about 16 24 3
Asian value system
Verbal abuse (racial) 6 30 3
Physical abuse (racial) 5 33 2
Discriminatory treatment 4 33 3

Not all of them responded to @e questions
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3.2.5. View of Improvements (Q.27-28)

27.

Do you think enough is being done by local gawvanent agencies to improve?
mental health services for the Asian Commungs?

Table 31: Perception of level of
support for Asians

Yes 24
No 16
DK 10
Total 50

If yes, what is being done?

O O0OO0O0O0OO0OO0OO0OO0OO0OO0OO0OOo

(@)

28.

Meet at the Qalb Mental Health Centre

Good medication, activities

Support with benefits, bus passes, old peopleddeatll, give council housing
More help for DV, e.g Day Care Centre

Those who don’t work receive benefits

There are many centre, hospitals and informatianqd
Was given house when had no home, shelter, hospital
Specialist services for Asians

Disability allowance, Larkswood regular checkups

To my knowledge there are more Asian services now
We have a centre that supports us

Happy in Qalb Centre, happy with staff

Both Asian community and Gov. agencies lack thdidence to integrate with each

other

Services are created for white people, lack of tstdading of Asian culture
They need to talk to Asian community

What other improvements can be made

0 More structured activities to occupy the servicerss

o Could open more groups, exercise classes. Needadweiee, help support. | have

no idea about my rights and entitlements
o Provide help quickly. Language support
o Urdu radio, advertise about centres

o Staff attitude not good, especially by black staffime black staff threatens. Staff

should get into mental health for right reasonseixve users



The staff should be trained properly for counsgliamd running day care centre.
All patients should be asked if they have confideimcstaff.

They should appoint more Asian social workers afisats, who are
cultural/ethnicity sensitive. So they can give imi@tion to the ladies and they
can try to sort out their own problems. Staff cooémore helpful, giving advice,
giving updates on mental health. Staff needs teetstdnd different types of
patients and how to deal with them.

More information, more awareness, communicatiomfsmcial services

I think GP's should be more knowledgeable aboutrteetal health issues. So
they can diagnose it early and its same for Asian;-Asian communities

More money in form of benefits

More Asian Day Centres

Good as it is

3.2.6. Perception of Cultural Sensitivity and levehnd type of services

received (Q. 29-32)

29. Do you consider that the services, which you @receiving or have received, were
culturally and religiously sensitive?

Table 32: Perception of culturally
sensitive services

Yes 30
No 8
Partially 8

| do not know 4
Total 50

Could you kindly give reasons in support of yoursamer i.e. if yes, what was cultural
and religious about them and how did you notice aificho, why do you say that?

Positive responses

0]
0]

O O oo

(@)

Can speak in our language, get our own food (Qatitre user)

Have separate areas in centre, where we can pragittogether, (Qalb Centre
user)

Meet with other Asian users and can talk in commaoguage; Punjabi
Qalb-Halal Food, Asian staff

In hospital receive Halal food

Should make people more aware of mental healthregmot for mad people, but
less serious issues

| didn't feel awkward

Asian ladies don’t know fundamentals and spiritedigion. With logic they
should know the cause of our creation.
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o0 Qalb and South Forest Centre is good, it's thedagg that makes me feel
comfortable.

0 Most asked for any cultural/religious need

o Get halal food, understand Muslim religion

o Not well treated. Shouting & verbally aggressivadaour from staff who seek

help

Nobody spoke to me

They spoke both languages

Have a place for prayers, "halal" food for Musliergl vegetarians for those who

need that.

| asked for Halal food and it was give to me.

| think they were sensitive to my religious needs

Understood why | wanted to wear scarf

Respect & understanding of all religion is takereaaff in day care centre

I have no religious needs

BPMH sent me a Divali card, both day care centuétliey don’t celebrate

Divali, but they celebrate Christmas

O OO

O O O0OO0OO0o0Oo

Negative responses

0 Jesus Christ and the Christian God were pushdueagal remedy to good
healthfulness

o Not well treated. Shouting & verbally aggressivadaour from staff who seek
help

o Inpatient at Claybury, did not meet basic humardeerot fed her, kept her in a
cold and dark room

o0 No body spoke with me

30. In your opinion what is the best treatment foryou in the light of your conditions

Please Explain

O 00000000000 O0OO0OO0OOo

To seek special guidance from Allah

How can | say anything about my treatment?

No treatment for this condition

Keeping to medication, taking it regularly

Variety of activities, body centred work and psyittevapy

Need to keep on going to Psychologist

Positive support, positive counselling, that meaotsjudging people and not forcing
I had ECT treatment in India, but didn’t do any dobprefer tablet
No treatment, just attend Qalb Centre, talk witiheo users

| like coming to this centre (Ferguson)

CPA meetings, C.B.T. Therapies

Keep them occupied, busy

Support them in things they enjoy.

Psychotherapy, Good Meditation

Peace of mind, avoid clashes with family

Needed support from husband
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0 Love, communication, understanding,
o0 They should be informed of the knowledge they resati provide them own sources

Or do you consider the professionals know what esbfor your mental health needs.

Table 33: Professional know what is

best (N=50)

Yes 21
No 4
Sometimes 15
| don’t know 5

Not respondesl

31. Do you feel comfortable disclosing your mentdlealth issues to professionals?

Table 34: Whetherowld confide in professionals (N=50)

No.
Never 7
Sometimes 15
All the times 12
Depends on the Situation 15

Did not respond=1

Please give reasons for the answer

0 Sometimes | panic, sometimes scared to share pnoblther times | do fine
Professional would already know about my situabefore they approach me
| am a shy person and am scared talking beforegthe

Could get irritated in residential mental healtisital. This would be very injurious
to your health

Not like sharing of problem by talking to other
Having confidence in the other person and peaceid
| feel I am the only one with these problems

[elNelNe]

O O OO

trust the professional.

If | feel they understand me and there approaseisible.

Fear of speaking openly about it

Sometimes it seems | am not aware of my depreskiibe, to isolate myself

I can get close with professional and discuss glllimess.

Scared of being put in mental hospital, havingedagnce & got self discharged
If I don’t speak, how will anybody understand

O O0OO0OO0OO0o0Oo
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32. Could you kindly indicate if you are already reeiving the following and if not
please tick what would you like to receive?

Table 35: Type of services received or wouldki to receive
(Morbkan one response)

Already | Would
Receiving| like to
(%) receive
(%)
Support of relatives & 60.0 34.0
friends
Medication 94.0 0.0
Counselling 40.0 24.0
Psycho-therapy 16.0 18.0
Information 42.0 32.0
Spiritual Support 18.0 34.0
Drop-Ins 40.0 18.0
Help from others in same | 34.0 16.0
position
General Practitioner 64.0 16.0
Befriending 6.0 32.0
Hospital 48.0 8.0
Support worker 32.0 32.0
Psycho-education/guided | 4.0 24.0
self help
Alternative therapies
Massage 18.0 42.0
Aromatherapy 10.0 30.0
Others (Please specify)
Reflexology 34.0 8.0
Nutrition advise for 3.2 0.0
depression
Osteopathy 3.2 0.0
Art therapy 3.2 0.0
Homeopathy 3.2 0.0
Flower Remedies 3.2 0.0




Figure 5: Type of services received or would likeatreceive
(More than one response - %)

‘DAIready Recieving @ Would Like to Recieve

Psycho-education/guided self help
Support worker

Hospital

Befriending

General Practitioner

Help from others in same position

Drop-Ins

Spiritual Support

Information

Psycho-therapy

I

Counselling
Medication ‘ ]
Support of relatives & friends #-4—
0.0 20.0 40.0 60.0 80.0 100.0

3.2.7 Perception of Asian specific fears and expences of services
received (Q. 33-34)

33. Asian communities have their own type of fearas listed below: Please tick if you
agree and add any more

Table 36: Asianmonunity specific Fears (N=50)
(More than one response)

%
Family and community will | 74.0
find out
Lesser prospects of job 58.0
opportunity
Less chances of getting 50.0
married

Individual and family will be | 64.0
labelled as mad
Getting sectioned and 56.0
detained in hospital
Fear of too much medication 62.0
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Getting arrested by police 36.0

Disclosing confidential 58.0
information about you

Not being properly 32.0
understood by the service
providers

Sent back to country of origin20.0
to hide the problem
Failing the family and the 32.0
community
Fear of being picked on, 6.0
harassed and abused
Fear of relapse 4.0

Figure 6: Asian community-specific fears (More tln one response - %)

Fearofrelapse []4.0

Fear of being picked on, harrased and used 6.0

Failing the family and the community 132.0

Sent back to countryof origin to hide the problem
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Getting arrested by police

Fear of too much medication

162.0

Getting sectioned and detained in hospital

Individual and family will be labelled as mad

] 64.0

Lesser the chances of getting married

lesser prospects of job opportunity

family and community will find out

]174.0

\
\
\
\
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34. Could you describe your experiences of the caaad services you received at
following stages: (applicable to users/carers onlyjy putting a circle around

Table 37: Experiences of various servicesceived (N=50)

Bad Very Good Very
Bad Good
Referral by GP or any other| 6 4 30 10
source
Diagnosis and assessment 5 6 30 9
Type of treatment received 8 5 27 10




3.2.8. Views on the support after discharge and amcovery (Q.35-38)

35. Could you describe the type of help/treatmentou received when discharged

O O0OO0O0O0OO0OO0OO0O0OO0OOOO

o o

o O

O OO0 O0OOo

(On CPA)

Not forced to stay as inpatient, could go home aumitted

Never went to mental hospital or being admittedratischarge

Medication, Qalb Centre, checkups

Referred to Ferguson Centre

Very good

For many years a social worker was assigned td aiso attended drop in

Sent to a group home against wish, not given acehoi

Put on medication, Injections, "to black people'ntaé health

| didn’t get any

| received good home treatment

Sent to work by Husband

Key worker visit

Sent her to house, visited by Nurse (nice), YMCA baperience, Thorpe Court GP
good

Family sent me to Pakistan then | returned andestay bed & breakfast place and
had no money, no where to go, left walking in ttreet

Referred to Qalb Centre, Medication & Support frQaib

At Stonleight Inpatient, not treated well, not restbul, not discharged at time

Live in residential home, with others after comimgt of Goodmayes, took me to a
hospital in Scotland Somewhere

Injection and tablet return home

Psychology, counselling

Didn’t get help, asked Dad to get her dischargethfhospital

Never went to hospital. GP referred to Fergusonti@en

Medication, Sent home, Referral to day care centre

36. Were you satisfied with the facilities providedhfter discharge?

Table 38: Satisfaction level with
services after discharge

Yes 25
No
I didn’t know my options 13

Did not respond =12
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If Yes, why

o

O O0OO0OO0O0OO0OO0OO0O0O0O0OO0OO0OO0OOo

I had panic attack, when they were about to adreit Indlidn’t want to so they let me
go home

See a CPN at Larkswood

Social worker did house visits

Going to Qalb centre, able to talk to communitygdeo
Received home visits by different social workers
Can socialize

Feel more confident and can socialize too

Council Flat, Drop-In, Social Worker

Good medication, good contact

Husband was helpful - Cooking & Cleaning

I had the proper level of support

Felt I was being well looked after

Able to talk to other users

Treatment in hospital was very good, staff good
They were quite satisfactory, kept me busy

Sewing classes, outings

If No, why not

o

0]
0]
0]

After care was not readily available

| am in-patient

They left me alone

My needs as an Asian were not catered for

What could have been done differently?

0]
0]

0]
0]

Applied for DLA, but was refused, needed some fanarhelp

Angry against the hospital. Sectioned against widime 21 years ago, did not receive
any help support with OCD. Needed more help, ifot @ earlier, | would have
improved

They should have sent me back to my original cquiatbe with my family & friends
Needed interpreter, Muslim social worker

37. Do you think it is possible to recover from metal illness?

Table 39: Views on recoverfN=50)

Yes No Sometimes
Can Recover fully 10 16 24
Can recover partially 21 5 24
Can recover never 10 12 28
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38. How can you tell if some has recovered from thmental illness (Could please list
some signs of recovered conditions

Table 40: Signs of recovery

| don’t know 4
Look normal, go about daily life and handle fanaiffairs 4
Doing everything well, eating well, sleeping well 2

From the face you can tell; weak, from the way héksy
Change in behaviour talking more
Able to do things for themselves, without havingomasked, carry ou
due or more tasks t one time and talk and conweitbeothers
change in behaviour, taking charge, eating well
they are looking better
talking normal, from face, they look changed
Happy
Thinking positively,
If you can compare them with other people who aredignosed an
are healthy
to go back to work, not to stay isolated, get busy
when your heart and mind is at peace
Looking relaxed, smartly dressed, not smoking, bambed
Happiness
Don’'t know
Peace of mind
Thinking straight, look calm
Be Normal
Not taking medication anymore
Feel happy, mood is good
Not everyone responded

—

w| o b

S

3.2.9. 2010 Vision (Q. 39- 41)

39. If mental health patients are involved with thepolice, it is believed, they end up
in prison:

(The respondents were given the following four apsi (see Table 41 below) to answer
this question. Ideally they should have been, peshasked: “What happens to the
Mental Health patients if they are detained bygbkce or involved with the police” and
then different options should have been given #hgy end up in prison, or they are
referred to hospitals / doctors or given approprégre or support).
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However the national statistics show that once aldmalth patients get in contact with
police, they invariably end up in prison, hence afighe DRE targets to avoid that
happening or reducing the numbers in prisons)

Table 41: Perceptiof police and mental health patients (N=50)

Yes 4
No 14
Not Always 24
Don’'t know 8
Total 50

40. If yes: how could this be avoided and reduce ¢hnumbers in prisons:

(Although only 4 respondents said ‘yes’, those wh ‘no’ and ‘not always’ also gave
their views voluntarily on how to avoid mental hbapatients ‘ending in prisons’, if
involved with the police e.df police knew they were ill, they would put theniospital.

O O0OO0OO0OO0OO0OO0OO0OO0OOo

Put them in mental health hospital, make sure thegver fully
Should be taken care of in a loving, warm, caringr@nment
Don't let them out unaccompanied

Refer them to their doctor

If police knew they were ill, they would put themhospital
Police could be more understanding

Dedicated support care

Get people to attend centres, be gentle

Maybe they could get more support, maybe they hegu

The should be sent somewhere else, depends onnéeds, how they feel like
hospital treat them well

41. It is generally believed that BME mental healthpatients are given more drugs
than other therapies. Do you agree with this?

Table 42: Pept®n of range of therapies (N=50)

Yes 11

No 9

DK 30
Total 50

If yes, why do you think it is?

O O0OO0OO0OO0o0Oo

| feel that African culture is not understood prdpe
Not spending much time with patients

They don’t want people progress

White Staff, Hindu, Sikhs, jealous of Muslims

If person gets happy they can recover

Therapies are more costly
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0 Because of their colour
o Black people more powerful, more violent

Since ‘BME mental health patients’ was mentionedha question, instead of South
Asian, itis not surprising that South Asian rasgents referred to ‘African Culture’ and
‘Black people being more violent’, in their respess

And what other culturally appropriate services caube provided: Please list the range
of treatments and therapies, which would help

O O0OO0OO0OO0OO0OO0OO0Oo

O OO

(@)

o

Meditation, psychotherapy, CPN

Arranging cultural activities, understanding cu#lusocial system of Asia

Go out for outing with fellow Asians

Counselling and groups work

Invitation to other centre

GP should have mental health professionals comieg i@gularly

We bring troubles to ourselves, bodies and thisogiffely kills us, leaves us dead
Asian befriender. The counsellor who is from baokie and not born here.

Staff gets understanding of patient, need to coppath someone from same
background.

More help, language, exercise equipment, need awsseof services

More help with independence

More 1-1 counselling, regular help with a theraptst get the person back to
normal.

Places like Qalb Centre in more areas

Speak to her more, help in separating from her dngbgive her place to live
with other Asians

Many already are very useful, come to centres, joingroups, Activities,
Swimming, Art & Craft, Watching videos so they dbgb out and be with other
people

Anything that could help,

3.2.10. Final comments (Q.42)

42. Would you like to add any thing else which hasot been covered so far?

o

People need to recover fully for the family sakdlst they can cope with day to
day life.

Did not know about some of the abbreviations used

My other social gathering is going to mosque

They need education about facilities, and also beey can live better, and how
they can solve own problems.

Want Qalb to remain open continuously, visit otbemtres, interesting places,
1tol therapy counselling and increased avem®nf choice of treatment available
| want to go back to Mauritius

Need help from social worker visit
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0 She was disturbed as she was put in a white neighbod; they were fighting
with her all the time
0 Sometimes you have to be willing to explore morgass and more paths

3.4. Quantitative Data (Professional Questionnairé-33)

As was mentioned in the previous section, hereeadshgsides the sample characteristics,
the results are presented under the following sddimgs:

3.4.1. Core Data (Professional Sample Q.1 — 6)
3.4.2. Perception of various factors contributiogrtental ill health
and patterns of mental illnesses. (Q.7-9)
3.4.3. Perspective on Caring in the Family (Q.101)-
3.4.4. Perspective of Culturally competent servi€g45-18)
3.4.5. Awareness of and attitudes recommendatibwarmus reports (Q.19.20)
3.4.6. 2010 Fit for Purpose (Q.21 — 33)

3.4.1. Core Data (Professional Sample Q.1 — 6)

1. Gender
Table 43: Gender — Professionals (N=30)
No.
Male 10
Female 20
Total 30

2. Ethnic origin
Table 44: Etiuity Professionals (N=30

British 7
Irish 2
European

Carribean

African 5
Somali

Indian 7
Pakistani 3
Bangladeshi 2
Chinese

Mauritian 2
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Arab

1

Black British

1

Total
3. Linguistic Skills

30

Table 45: Linguistic Skills — Professionals (Morehan one response)

3 |Which Languages are you fluent in?

Spoken

Written | Reading

English

1

Urdu

=
o

Hindi

=

Ibo

French

Mauritian

Bengali

Arabic

Tamil

PP RPN
R PR R R ATNR

Yoruba

Gaelic

BR[NNI R g P9

Cantonese

[ —

Afrikaans

'_\

4. What is your religion?

Table 46: Pesfsionals’ religious background (N=30)

None

Christian

5
9

Buddhist

Hindu

3

Jewish

Muslim

12

Sikh

Everything

1

Total

03

5. Name of your agency/Department/Institution eggcoodmays Hospital or name
the Vol. organization (or preferred provider etc.)

Table 47: Names of pre&onals’ organisations/institutions

Name of Agency/organisation

Ethnic Rehabilitation Services - Waltham | 1
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Forest
LBWF - Community Services
NUMIFI
LBWF
NELMHT
MIND
Voluntary Organisation
Whips Cross Hospital
Qalb Day Care Centre
Not everyone responded

DININININININEF

6. Your role or job
Participants were asked to identify their spegdie tile and their roles.

Not all the participants responded fully. Howevayge who responded showed that a
range of professionals of mental health servicesggaated in our study. Those who
gave their job titles included:

Psychiatrists

General Practitioner
Clinical psychologists,
Counsellors

Psychiatrist Nurse

CPN

Key Mental Health Workers
Group workers

Asian Befriending Worker
Rehabilitation worker
Services Managers

Project Director

Volunteers

Voluntary Services Coordinator
Supervisor of the Services
Incharge of operations

VWV VvV V vV V V vV vV VvV vV VvV YV

They were also asked to indicate whether natutkedf job included any of the
following: (15 did not respond)

» Policy development = (4)
» Training / recruitment = (3
» Face work = (7)
» Any other (Rehabilitation = (1)
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3.4.2. Perception of various factors contributinga mental ill health
and patterns of mental illnesses. (Q.7-9)

Based on the literature review and from the prelary discussions it was felt that
perhaps there were certain issues which were $pézithe Asian communities,

compared with the rest of the population. Theretmme of those factors were identified
and grouped under five ‘different environments’eTespondents were asked to endorse
whether they concurred with the proposition. The&yavasked to rate their responses on a
five point scale -5 being the highest level of endorsement and 1 bgithe lowest

(i.e. 5 denoting greatest level of influence as adtor)

7. According to your analysis could you kindly sta¢ whether any of the following
factors tend to contribute proportionately more, canpared with the rest of the
population, to the mental iliness of the South Asiamental health service users

3.4.2.1. Their home environment e.g., (7 factors)
The following seven factors were explored:

. Upbringing and Home Environment

. Domestic stresses

. Immigration related issues

. Matrimonial problems

. Conforming to community expectations
. Between two cultures

. Religious values and practices

~NOoO O~ WNPE
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Figure 7: Effects of Home Environment on Mental lllhealth (%)
(5 being the highest)
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Average Ranking (%) for factors related to Home Enwonment
3.4.2.2. External Environment
The following nine factors were explored:

. Schooling experiences

. Workplace experiences

. Further education and training

. Financial Aspects

Housing Conditions

Employment / unemployment / underemployment
. Education level

. Racism and Discrimination

. Racial Harassment (abuse) and discrimination

©ONOUTAWNE
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Figure 8: Effects of External Environment on Mentallll heath
(5 being the highest)
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3.4.2.3. Internal Environment factors - Socio —psywlogical
The following four factors were explored:

1. Personality traits — temperament etc.
2. Confusion about identity
(E.g. whether British/Pakistani/Indian or bothany other)
3. Lack of self-esteem / self image and self caarfck
4. Proneness to certain conditions
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Figure 9: Effects of Internal Environment on Mental Il Health (%)
(5 being the highest)
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3.4.2.3. Treatment Environment

The following eight factors were explored:

O~NO U, WN P~

. Referrals — GP etc. the manner it was dealt with
. Assessment and diagnosis

. Out patient experiences

. In patient experiences

. Counselling

. Clinics

. Hospitals

. Medication
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Figure 10: Effects of Treatment Environment on Menal Ill Health (%)
(5 being the highest)
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3.4.2.4. Day Care and Rehabilitation Environment
The following three factors were explored:
1. Type of staffing at the rehabilitation centres

2. Type of activities — whether cultural sensitive
3. Type of facilities and resources — culturaligielus sensitive
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Figure 11: Effects of Day Care and Rehabilitation Bvironment on Mental I

Health (%) (5 being the highest)
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8. Could you also list any factors / aspects whidre specific to Asian cultures,
religions and languages that might help recovery?

0]
0]

o

Good Education, Proper living environment, Familypfort, Financial Support,
Family Outings, Social Engagement, Parent educa@etting on with all members
of family, dealing with children suffering from miah health

Trusting Relationships, If wanted culturally seivgtservices

Religion, Community Support, Cultural Practices|t@ally competent staff/nurses,
Family Support, MH promotion, Dealing with langudg@rriers, Sensitive to Asian
Culture Recognition of faith, incorporating faitblure in treatment, understanding
cultural identity

Family Closeness, Religion/Cultural, Community

Employment

Lack of Domestic Violence
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Empowerment

Respect for religion

Getting involved early

Settling in work

Educating Community

Better Communication

Build cultural awareness

Belief in their religion

Speaking to counsellor in their mother tongue

O O0OO0OO0OO0OO0OO0OO0OOo

©

communities e.g. certain types of disorders and méad illnesses more common
among the Asians than other groups

. In your opinion are there any specific pattern®f mental illness among the Asian

Table 48: Perception specific patterns of mental illnesses (N=30)

No.
Yes 8
No 5
Don’'t Know 10
Did not respond 7
Total 30

If yes,

0 Drug induced Psychosis
0 Alcohol Problem

0 Acculturation Process

o0 Depression

Could you explain, why this could be so

o Getting married with their own blood relations

o Clients have to deal with expectation of two ciétur

o No mental illness is more common among Asians

o0 Not sure, there are patterns but stress & pressayeexacerbate anxiety,
depression & OCD more.

Stresses

Family, culture, roles & expectations of the cudtur

0 Mostly depression caused by moving to another ecgunt

o O

3.4.3. Perspective on Caring in the Family (Q.10 14)

10. What are your views about the quality of caringor users of mental services
within the Asian families?

o Parents don’t have any idea how to deal with sitclatsons
o Strong family support.
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(@)

O O oo

O O O0OO0oOOo

O O0OO0OO0OO0o0Oo

12.

0]
0]

Sometimes lack of opportunity to be independent.

They are fairly well cared for and they often reedihe services they need

Close support, good quality of caring from Asiamiizes

Educating & supporting the family is pivotal to tvell being of the client

| think the close knit families are a help but tendaunting especially in the case of
psychotic patients

Supportive

Adequate

Over protective,

Low quality, Very Poor, Not very good

Lack of knowledge /awareness on mental health corddent families to understand
the nature & extent of support required

Because of the cultural backgrounds women andrehmildnd up doing most of the
work

Differs according to the family, but generally gomace they admit problem exists
Would be improved if approaches were used that weneucive & specific to their
cultural needs, as with many cultural groups

Better than other due to extended families

Lack of information

Lack of services due to large number suffering fraemtal health

. What are the needs, if any, of an Asian careff @ mental health service user

Same as all carers but also community supportishatlturally relevant

He/She needs emotional support

They need financial support

Needs Assessment is essential support by staffuKaily sensitive towards carer by
staff & MH professionals

Understanding the expectations & needs of the carer

Interpretation of Legislation/Mental Health Issues

Recognition of cultural barriers

Reassurance, Hope, Understanding,

Education, Carer Support Group: Develop knowledgaraness on different types of
mental health(in their own language if they capéak English) as well as support
groups

Support services: respite for carers, to reliefrirof mental overload

They need to integrate to share experiences anoveeisolation

Early introduction to work — expectations and whagpport is available

Language skills and understanding of culture

Day Centres

The needs of carer are met by NHS

Can you kindly describe the kind of support aviéable to the carers generally?

Carer Support Group
Generally same as for everyone else - Day hosp@#8, Care coordination
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Counselling, supplementary therapy and benefitpResare, day trips
Support Groups

Information

GP support

Social work - generally lack of information

Some support groups - very little generally, aspré: Could be better

13. Do you think Asian carers are accessing the spgrt, they need?

O O0OO0OO0O0OO0OO0OOo

Table 49: Views aboGarers accessing services (N=30)

No.
Yes 6
No 11
Don’t Know 8
Did not respond 5
Total 30

It is very difficult to explain and make them doy#ring

There are resources like carers support which smoess

Asian carers not informed about support available

Due to stigma they shy away from mental healthisesv

Not really

Because Asian tend to not integrate, there is riskunderstanding and confusion
Lead a busy life, not aware of services

| think they are not, as information which shoutddvailable and welcoming, but it is
not.

14. In your view, how do Asian carers feel if thejpave to care for some one in the
family with mental ill health?

O O0OO0OO0OO0OO0OO0OO0OO0OOo

O OO

They refuse to accept mental illness: A level afideand shame exists amongst them
I think they feel overwhelmed and burdened dueaufipsrt deficiencies.

Pained to the core and level of loss

They feel concerned and sometimes this can be eagry

Feel Okay but unable to access services due todaegbarrier and unprepared
Depends on the individual

Isolated

They feel drained unsupported and unable to cop#aihe themselves

Pressured, needing to live up to expectation

Often frustrated due to not understanding the gmoldnd not being able to find the
proper channels for help

I have not been directly involved with Asian carers

Same as anybody else

Stressed, Anxious
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o0 There is sense of duty to care, Pressure to pteadamily, Guilt

3.4.4. Perspective of Culturally competent servicg€).15-18)

15. Could you kindly describe in your own words awlturally competent mental
health service provision relevant to the South Asiacommunities?

0 There is not a competent mental health serviceigimvrelevant to South Asian
Community

o Culturally competent facilities, provision of fogdayer rooms. Supported by staff
with awareness/sensitivity

o Qalb: on the surface only appears to be used byiMuatients, only two Hindus

o Qalb centre is a local service, but it is not a taknealth service provision as such.
Moreover it caters for predominantly Muslim meriehlth service users.

o Effective use of EOP's in service delivery + regnd@nt practise, Empowerment
strategies/ direct involvement

0 A team with some Asian workers who can work andeusiéind the cultural issues
and feed back to team

0 The one in use now seems competent

o Don't know

0 A service client is geared to understanding thetprain client culture taking into
consideration, sensitivity and environment

o Doesn’'t matter as long as they are introduced tiy @armal working life

o Can't answer it, don’t know country background

0 One that meet needs of the south Asian individda,e counsellors that have
understanding & knowledge of various religions aotures

16. Do you consider that the services provided byELMHT are culturally
competent?

Table 50: Perception of cultural competence @B80)

No.
Yes 4
No 2
Somewhat culturally 6
competent
| don’t know 13
Did not respond 5
Total 30

Could you kindly give reasons in support of your aswer i.e. if yes, how and what
and if no, why not?

0 Language barriers, parents are not educated; deoognize mental health as illness

Lack of provision/resources. Resources not traeg|dack of culturally
sensitive/linguistically sensitive psychologicapport

80



I know there is a cultural CPN but feel there isnmofor improvement

Are any of the services competent?

Not enough Asian workers to support the clients éarérs needs

| have heard nothing to persuade me otherwise

Don’t know

All clients are treated the same and given the saupport and service

On visiting special centre, the question of cultargareness was discussed briefly
More resources could be made available to enhatisting services

I think services providers are meeting needs otiserwsers not use NELMHT

O O0OO0OO0OO0OO0OO0OO0OOo

17. These days there is a great deal of emphasis‘@alues based practice in mental
health”. Do you consider that there any specific atsiderations for “Asian values
and belief systems” in this context.

Table 51: Implications for values based practice (N30)

No.
Yes 7
No 4
| don’t know 15
Did not Respond 4
Total 30

Please give reasons for your answers

o0 There are values for South Asian and respect dsiveel different approach, special
need

0 The community are provided with prayer rooms arad donsiderations are always

considered.

Asian value is based on the religious practisdefindividual; how can the services,

deliver culturally sensitive services

Asian values are quite diverse, and rooted in differeligions, so MIND THE GAP

Need cultural training relation to Asian background

Culturally appropriate staff if possible

The mental health system should not be specifantocertain culture but to have a

normal standard of values of this country

(@)

O O oo

18. Do you agree that the Asian communities are nattant to share culture specific
and domestic issues and information with mental hdtn professionals?
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Table 52: Wis about Asians’ reluctance to share

Information

No.
Yes 6
No 3
Sometimes 11
| don’t know
Did not respond 10
Total 30

Please give reasons in support of your answers.

O O O0OO0OO0OO0OOo

O OO0 Q0O

(@)

0]
0]

They try but it's very hard to get the true stoot of them

This is due to the individual being treated as asttevithin the community

Lack of understanding MH professionals, stigma, emdfidentiality issues

Too shy and shamed to discuss issues

Embarrassment and difficulties in explaining peed@sensitive issues with others
Shame

The response from the Asian client is as good #eeimental health professional
understands

Fear of member of families being informed of detail

Due to lack of trust

Due to upbringing, cultural background and nongragion

Generally the community can be closed towards goreiement

With any therapeutic relationship, the individuakds to feel trust before disclosing
information

If user feels comfortable

It depends on the individual. However there haslzeprogression where Asian
communities, or people in this community are bepgn about domestic issues,
Older generation are maybe more reluctant to déssush issues

All the patients that | meet relate well with me

Any understanding of mainstream services procedure

3.4.5. Awareness of Inside/Outside report and viewabout its
recommendations (Q.19.20)

In section 3.4.3. a number of key drivers for BfRE have been mentioned, including
‘Inside / Outside’ report, which was published in March 2003.This répets out three
key objectives and recommendations i.e. (i) to cedand eliminate ethnic inequalities in
mental health service experience and outcomep(ilevelop the cultural capability of
mental health services; and (iii) to engage theranity and build capacity through
community development workers. Participants wekedsbout the existing of this key
driver and they were asked to give their views albloel key recommendations.
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19. Are you aware of the Inside Outside Report?

Table 53: Whether aware of Inside Outside Ret

No.
Never heard of it 19
| have heard of it 6

| am addressing the issues in the repprt 2
Do not know what is in the report 3
Total 30

19. (A) The plan proposes that training of staff orcultural awareness and
competency is an important goal. How do you rate ik goal?

Table 54: Views anportance of cultural awareness training

No.
Not Important
Fairly Important 4
Important 4
Very Important 18
Don’t know 4
Total 03

19. (B) The plan proposes a humber of changes to bensitive to ethnic differences
in the care and services delivery. How important dgou feel these changes are?

Table 55: Views changing services to be culturally
Responsive

No.

Not Important
Fairly Important

Very Important

3

Don’t know

2
6
Important 8
1
1

Total

30

Table 56: Views on s&élp to improving conditions

No.

Not Important

3

19. (C) The plan proposes that black and minority #anic communities themselves
need further help.
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Fairly Important 4
Important 7
1
2

Very Important 4
Don’t know

Total 03

20. Overall, do you feel that the plans, if put iraction, will improve mental health
services provision for minority ethnic commaities.

Table 57: View on putting plan into action
for improvement

No.
Yes 22
No
DK 8
Total 30

3.4.6. 2010 Fit for Purpose (Q.21 — 33)

One of the key elements of DRE is the ‘12 charéties’, i.e. the targets to be achieved
by 2010. They were asked whether they knew alhogitvery important five year plan
and their views were sought about achieving thaggets.

Table 58: Awareness about DRE=30)

No.
| have not heard about DRE in Mental Health | 18
Care
| have heard about DRE in Mental Health Care | 5
| am not sure what is in DRE in Mental Health | 6
Care
| am involved in implementation of DRE 1
Total 30

21. Fear of mental health care and services

21.1. Could you kindly list what types of fear of rental heath care and service, the
BME users of the service have?

o Fear of being underestimated,

o Fear of being ethnic and misunderstood: Languagéebs lack of understanding &
cultural awareness

o Stigma, being sanctioned, family finding out

o0 They have fear of wrong diagnosis and administnatiowrong medication

o Institutionalisation fears, lack of sensitivityMH issues and culture,
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Over-medication fears and side effects. Detentieci($sion fears

Ignorance is the main thing, Basic distrust of@éfidom/Stigmatisation/racism
Stigma, lack of cultural sensitivity, Eurocentric

Having to publicly acknowledge personal/family siion

Being perceived as mad, stigmatised by the commumit being understood by a
practitioner from a modern family

Stigmatisation of having a mental iliness- feelashamed

Not being able to access services

Intrusion

Fear of being committed

Fear of being institutionalized and taken away ftoome. Also fear of others in the
community finding out

Fear of being judged, fear of being misundersttmdome cases the clients have felt
that mental health professionals would steer theaydrom religion.

O O O0OO0OOo

O O O0OO0Oo

o

21.2. Could you kindly list the basis of such Fearsccording to your
knowledge/experiences?

o Bullied by others, under-estimated by others

o0 Reality of not getting a job Cultural and MH diffities are synonymous. MH
professionals find it difficult to work with botmd rely hereby upon a Western
psychiatric model, of course.

0 BME users are more quickly labelled with diagn@sid also some researchers

indicate that they are more likely to be sectioned.

Fear of becoming mentally ill, Eurocentric preséntaof services

o Embarrassment at personal situation and feelingsottion

Not having medications, side effects properly eix@d, not having theirs fears

properly addressed & dealt with. The feeling ofrebas accurate as society in

general does not understand mental illness

By asking questions/Seeking help advice

Shame

Again due to lack of understanding of mental heatttl being in a state of denial

Getting sectioned and detained in hospital

Not being listened properly by the service provéder

Lack of knowledge of the mental health and mytlesésitypes told by family and

community

(@)

(@)

O O O0OO0OO0Oo

21.3. Could you kindly suggest how these Fears cdube reduced and by whom?
(a) Who can reduce such Fears?

By Psychologist

Society,

NHS, doctors, mental health professional

Government

Staff, mental health trust, PCT's, Community orgations

O O O0OO0oO0o
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Better understanding of the clients’ cultural backmd.

Healthcare providers are the one to reduce fears

Implementation of effective practises,

Health care workers who knows about Asian lifestylgure and religion
Surgeries/ out-reach work by BME Health professi®na

Care staff, CPN, Social Worker

Management/decision makers, practitioners, awasangte community
All professionals,

Service providers

Service providers

Self, community centres, primary care services

Increased awareness by education (including cuilserasitivity)

Mental Health counsellors

Family, family friends

Mental health workers, counsellors

Doctors

Service providers through proper diagnosis

Religious members, G.P, Ex-users, teachers in $euwegating the young generation

(b) How these Fears can be reduced

(@)

(@)

O O0OO0OO0OO0OOo o

(@)

(@)

By consulting, by reassurance

Helping people gain control over symptoms & underdttheir meaning

To stop misdiagnosis, stop giving wrong medicatod false imprisonment to
psychiatric patients

Culturally competency training programs for all Nbrbfessionals,

Respecting and being sensitive to ethnic and elgydifferences, help & assistance
to service users by developing understanding & kedge in mental health issues
By providing information which is readable and vwefing. Mental health team
liaising with local community

More advocacy arrangement

Putting them in an environment they are familiathwalso staff from their own
ethnic background

Further education can help, but in the long teha,d@mergence of ethnic minority
specialists will be the answer

Service providers and commissioners from BME comitragwho understand better
1:1 Session, counselling, family support

1:1 discussion in informal setting

1:1 with therapist and Counselling

Talking, group work with other users and by miximigh others

By giving good, accurate information, by supporting not making patient feel be-
littled.

By educating service users, professionals, allliresbincluding family member,
society in general

Appropriate Medication

Service provision through proper diagnosis
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22.

It is generally believed that there are disproprtionally higher rates of admission

to psychiatric inpatients units from BME communities

Table 59: Awareness of rate of adnsisn

No.
| agree 12
Do not agree 3
Don’t know 15
Total 30

If you agree, could you kindly suggest how these atssions could be reduced?

(@)

O O0OO0OO0OO0OO0OOo

O OO O0Oo o

(@)

By Home Treatment Team (H.T.T) & Control and Rastr@CRT)

People should be offered counselling and listenegrbfessionals need deep
understanding of BME.

More referrals from primary, community servicestt®eassessment + assessment
outcomes

Better understanding of the dynamics of the faipndividual

By being more culturally and racially tolerant

Family work outside in the community by skilled phiatric counsellors

More appropriate services in the community, awasemé MH

Better care in community

Getting them on light medication

By educating the mental health staff, police force,

. Why do you think some patients get violent?

They don’t get what they want

Frustration. Same reasons as all of us. Not benggnstood

People get violent because the way they are treedst in the hands of so called
health professionals.

Lack of staff understanding, understanding insotl covert racist practices,
stigmatisation

Poor understanding

Depends on the person

Misunderstood, not given adequate time to makes@eci

Inability to express themselves in order to be wvstded

A lack of understanding of what is happening tarththe feeling of not being in
control - having no say, fear of what will happen

Mental health issues, family pressure, unemploymegative/insecure upbringing,
drug/alcohol addiction

Pattern of aggression in the family, not being ustd®d or not having their needs
met or medication side effect
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25.

The medication is not correct dosage

Being frustrated, over medicated and feeling hskple

High levels of stress, pressure, frustration, fehich is internalised and then presents
as violence. Not being able to take control of yactions

Fear, misunderstood, not listened to, some areagaggressive

Lack of medication

Unable to communicate properly

Inability to express their feelings - Self harm

. How do such violent incidents could be contrat

By Ecscaling or C&R (Control and Restraint)

De-escalation

Time out preferences, as compared to seclusionratanrestraint procedures,
Involving multi-professionals rather than nurseqsychiatrists

Better understanding

Only care and awareness of risks with minimisatibrisks are possible.

Effective restraint but more importantly by tregtipeople with respect and
understanding

Having a dialogue

Diffuse the situation, training of staff, how tortte such, and clients

For client to have better insight into their cdhedss - for them to feel that they do
have a voice that will be listened to

Accessing support such as anger management workstpselling, support group
etc.

1:1 Counselling

By controlling and keeping a balance of the medcsand proper control of
medication

Offering opportunities to build insight and awaresas well as being able to identify
and work through issues

Have respect for person, don't treat them as tgostil

It is generally believed that there are disproprtionately higher rates of

compulsory detention in inpatient units from BME canmunities.

Table 60: AwarenesEcompulsory detention

No.
| agree 11
Do not agree 4
Don’t know 15
Total 30

If you agree, could you kindly suggest how compulsp detention could be
reduced...?
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0 By proper assessment

o By employing professionals who have a deep undwistg and knowledge of how
BME react when in distress as it’s different frameit white counterparts.

More community involvement, as opposed to detenpi@ctices, better care planning
procedures by MH professionals

Early intervention, better understanding

By practitioners becoming more culturally aware

Better training of police and approved social woske

Family needs, (more help with users at home)

More cohesive/preventative/interventional/crisiseca

By diagnosing in the early stages

(@)

O OO0OO0OO0o0Oo

26. It is generally believed there are disproportinately higher rates of use of
seclusion from BME communities

Table 61: Awaress of higher rates of seclusion

No.
| agree 10
| don’t agree 4
Don’t know 16
Total 30

If you agree, could you kindly suggest how to redwcuse of seclusion?

o0 By tackling the problem before it worsens

0 More 1:1 sessions with clients, trained therapff staunits, more activities

o Individuals that is BME and yellow white originsahd be treated with the same
respect

o Involving multi-disciplinary teams in care plannifgreatment of inpatients.

0 Understanding the problems, awareness of othauresit

0 By raising awareness of mental health issues/sliresociety

27. 1t is generally believed that there are propoibnately more Deaths in mental
health services following physical interventions vin BME communities

Table 62: Awamess of rate of deaths among
BME communities (N=30)
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No.
| agree 7
Do not agree 7
Don’t know 16
Total 30

If you agree, could you kindly suggest how these dths could be avoided?

0 The police should just 'stop' using violence whealithg with BME group.

o Abolishing Control & Restraint (C+R) practices, teetstaff liaison with patients,
again involving multi-skill agencies + professionai care

0 Awareness, training, fear, education

o By working with local authorities

28. If mental health patients are involved with thepolice, they end of in the prison:

Table 63: Visvabout Police involvement
and imprisonment (N=30)

No.
Yes 3
No 5
Not always 22
Total 30

29. If yes: how this could be avoided and reduce ¢énumbers in prisons

0 Better CJS + MH/Community services links introdantof link workers

Training, Awareness

There need to more places & more suitable placgsmihe MH services for patients
to be admitted

Information, support, increase visits to home

Should carry a card to state their status

Should carry some kind of identification statingitrstatus

Education of people with cultural needs of indivatiu

o O

O O oo

30. It is generally believed that BME mental healttpatients are given more drugs
than other therapies

Table 64: Viewn level of medication (N=30)

Yes 14
No 2
| don’t know 14
Total 30
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If yes: why do you think it is?

O O oo

O OO

O O oo

To calm and to bring under control quickly

Assumption they will not benefit

Because they want to get rid of BME patients

Understanding racist practises by MH staff, lackludice in treatment to BME,
Eurocentric treatment procedures, failing therapeen not appropriate for BME
Lack of understanding of the cultural background

Anti-depression, long term medication

Prescribing drugs seems less time consuming asattetly compared to longer term
intervention

Easier, quicker, cheaper & often necessary

Not enough care

Not enough aftercare is given

| believe that all patients despite their culture given more drugs. There is a need
for mental health professionals; including G.Ppravide adequate assessment before
prescribing medicine

And what other culturally appropriate services coutl be provided: Please list the
range of treatments and therapies, which could help

O O0OO0OO0OO0OO0OOo

O O OoOOo

Going to church, temple, mosque, fulfil their rebigs needs

Psychological therapies

Multi agency assistance, faith workers, communitgaement

Culturally competent services

Day hospital rehab facilities, dayouts and commupibgrams

Counsellor, Social worker from BME communities

Counselling, talking therapies, family support,rajside complementary therapy -
reflexology, massage

Support group, day care to engage in activitiespassibly one to one counselling
Slowly ease them working them in the community &daesponsibilities
Cognitive Behaviour Therapy, Counselling, Psychahg.

Including clients' religion in to the therapeutigemtation, using religion as coping
skill towards progress.

31. Itis believed that BME communities and BME sarice users can help in training
the mental health staff

(a) Please say who in the communities can do suchiting

O O O0OO0O0o

Everybody involved in community development /adwaydeterpreters, carers
Volunteers, social workers and other professionssrs

Service Users

Carers

Personal experience of user
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O O oo

Counsellors, Social workers, officers working ircisbissues in BME community
Religious elders, homecare, those who run serggels as social/lunch clubs, etc
Day care services provider for BME including seevitsers

BME Service Providers

Elders, Young people, teach about liking othersifgmung age

Those in authority churches, temples and mosques-operation with professionals
in the field

People who have experience with working with meh&alth patients

Families of sufferer,

Hospital - Care/Cure Plan Manager

Ex-users, teachers, local leaders,

And how can this be done?

o O

O OO0 O0OOo

Across agencies - Statutory and voluntary

By way of conference & seminars, structured tragrpnogrammes, workshops on
cultural awareness using information videos anerthaterial

Commissioning appropriate training program

Advertising in Asian magazines for volunteers tketap roles to support CPNs
Awareness raising, specific training around religsensitivities, culture

Regular liaison with health workers

Communication, providing activities to educate, oppnity for community members
to volunteer with mental health

(b) Could you list what should be included in thigraining about the BME
communities?

O O O0OO0OOo

O O0OO0OO0OO0OO0OO0OO0OOo

Language, manner, how to deal in difficult situaio

Community elders & Church leaders as facilitators

Cultural specific knowledge, skills to assess aeltd MH difficulties

Devising and designing courses, courses, curmeulu

What are contributory factors to mental illness hod to avoid getting into it in the
first place?

Beware of religious factors

Traditional practices,

Generational gap

Communication, community pressure

Their experiences/feelings are vital and can playge role

Cultural awareness & sensitivity, respecting etlthfferences unique within culture
How to get the mental health patients to work & mixhe community

Spending time with families, "on the job" training

Knowledge of mental health, rights regarding mehéllth, how various agencies
can be accessed

(c) Could you please say how the BME service usassntribute to this training?

92



o O

O O0OO0OO0OO0OO0OOo

(@)

About 30-40% in put in training programmes

More involvement, across MH services, with leadeosnmissioners, borough
directors, frontline staff.

By having a say

Their experience of MH Services and how servicesh&aimproved

Group workshops, interviews, open days

Reviews, CPA meetings & evaluation forms

Meetings and effective assessment of their need

If they get back in to work, they can help othergiét over their mental illness
Explaining their experience of the mental healttvises and their views on how to
improve the service.

Communicating and sharing their experience withtvlsa worked for them and
what did not, what they learned

32. It is suggested that the BME services users shd be involved/consulted in
designing, developing and delivering the service€ould you kindly give your views
how this could be done.

(a) Designing of services

O O0OO0OO0OO0OO0OO0OO0OO0OO0oOOo

Restructure the services

Sit on planning panels

Actively involved in steering group committees

Representation at commissioning level

Client, Staff (Nurse, Psychologist, Dr.) input aiting department
Surveys, Postal questionnaires

Consultation

By assembling a panel - from different gender, agdgious, cultures, etc
Surveying service users on their experience

Social workers, nurses

Which service is required for that area, locatiwhp should be m/h professional

(b) Developing of services

O O0OO0OO0OO0OO0OO0OO0OO0OOo

Introduce new techniques

Help staff think of needs

Effective use of EOPs

Local community events/ Attendance at religiousuemn
Involvement

By finding out their needs/experiences - good & bad
Consultation meetings with Services users/careres
People skills, language abilities

Surveys

Providing knowledge based on their own recoveryatvelid and did not work for
them
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(c) Delivering of services

O O oo

O O O0OO0oOo

To be professional, diplomatic

Advocates on training on unit

Delivering outreach services to staff, involvemienservices across sectors
Primary care team meet with clinical team membégdldevels + management to
come up with package how things can be delivered.

Engage in the monitoring process

They play a role by being present during trainirglaining their experiences
Deliver suggestions that have been put forwareéquested by users

All ethnic backgrounds.

Surveys

33. If it is considered to recruit a workforce to eliver services for BME
communities, what kind of professionals would youike to recommend being in that
workforce.

Their Skills

o

O O oo

O O0OO0OO0OO0O0O0O0O0OO0OO0OO0OO0ODOo

Should be very skilful

Multi-skilled multi-lingual staff

OT's, social workers, support workers etc.

Those who have been inducted through appropriateitenent procedures
Knowledge about Asian background, and training wedge about services in
community

Listening/Negotiating

Listening and Communication

Endurance, Selflessness

Understanding of BME religious, culture, and valagstems and practices
Good communication

Good cultural awareness

Non-judgemental, ability to learn and open mindesne

Interpersonal skills, qualified

To understand mental iliness

Experience in working with mental health services

Effective communicators

Interpersonal skills, counselling skills, experiemeorking with various cultures,

Their personal qualities

O O0OO0OO0OO0oOOo

High quality

Asian background, ability to talk in many languages
Openl/friendly/supportive/honest

Patience understanding

Approachability, professional, awareness to languaglture
Empathic, approachable, professional with open mind
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Good listeners, open-minded, enthusiastic, empathy
Non-judgemental, good communicator, Respect/unaledgtg of culture
Good communicator

Patience, professionals

Conducive to service user needs

Communication, Listening skill, empathic

Understanding

Unbiased

Genuine ambition, broadminded, open to challengeideas

O O0OO0OO0OO0OO0OO0OO0OOo

Their backgrounds

Mental health background

BME staff trained in diversity, culture, cross-cull, psychotherapeutically trained
Including British born, who have strong Asian backaqd

Business & Profession

Love and understanding of all types of people

BME, open minded, willingness to learn

People who understand and promote diversity

Varied - not just professional, i.e.,, counselldngrapists, nurses, etc. but those with
other therapeutic skills, arts, music, horticulture

BME

Matching culture and religious background

Multi-cultural

Familiar with Asian background

Any but have a keen interest in gaining knowledgeua the Asian culture

Not sure if background matters

Cultural understanding

O O0OO0OO0OO0OO0OO0OO0o

O O0OO0OO0OO0OO0OOo

3.4. Qualitative Findings

3.4.1. Introduction

As pointed out in methods section, a number of pugtwere used to collect data both
gualitative and quantities. There were a numbeoofces of qualitative data collection
e.g. Focus groups meetings, one to one conversaimhinterviews and consultation
with various stakeholders at a half day seminanalied by 50 people.

In this section the themes which emerged duringelikeliberations are presented.

3.4.2. Focus groups and one to one discussions

Since there were five mental health service usetisa research team it was decided from
the onset that any discussion within the team wbeldocumented and that special
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sessions will be held with the service user membgtise team as focus group
discussions.

Therefore the information presented in this sedsdmased primarily on those debates
and discussions that took place during the teantingseand the focused discussions.

The tape recorder was routinely used to captureelesls during these conversations.

The transcription of the recorded discussions wadyaed and hereunder presented
under five broad themes.

(1) “I am not listened to”:

It is believed by some th&dtsee my voice is silent whenever | go to seepénaple who
have the power in terms of mental health issusaig one of the participant. For
example one of the users said thHawbuld like to be referred to a particular Day Gar
Centre, which | believe is suitable for my needsave been pleading with my
psychiatrist, to refer me to that Centre, but tti@pk they know best”. “I do not have the
power to choose the treatment | need, let alongngeinvolved in designing one for
myself”.

She added that she wanted to get involved in degjghe services that she thought were
best for her or appropriate for h&Fhe irony is that the psychiatrists, who refer péo

to certain centre, do not know these services amires. They have never been to these
places”, she concluded.

There was general consensus thatolve us, engage us in developing the serviaas,
if we have to deliver then let us do it, providezlave adequately resourcedstated by a
number of participants.

(2) Being Asian with deep-rooted values and belisf/stem, based on religions and
cultures — between two cultures and/or healthy bidturalism

Deep-rooted cultural characteristics
It was generally held view that with regard to #adues and beliefs system of Asian
communities, professional can hardly scratch thifase, it is difficult to reach the deep
rooted value systems and their experiences. ThanAimmunities generally and the
users in particular find it difficult to expressoe inner feelings. They also realise even if
these values and beliefs are cause for concese #re not up for questioning. There is a
need for specialist facilitation, which Eurocenpiofessionals or those trained in
Eurocentric tradition cannot reach.

The challenge is to get to ‘under the skin’ infotima and hope that the information is

not used against the community, by way of stereotyghem further. It was believed by
one of the participant that if the white institutorealise that there are certain values,
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customs and beliefs which are exacerbating thatsiios and conditions then there
would be more efforts to anglicise the communitéied reject their background and
ethnicity, which in turn will create more stresslamould be detrimental to mental health.

Socialisation and Taboos

With regard to ethnicisation or socialisation witlihe Asian cultures and ethos, it was
suggested by one respondéiihe psyche has not changed or moved, it has been
transplanted into a foreign place”.

“I| feel for me -- everything | do is affected bgtway | am or the way | have been
brought up or where | come from. It is this sodation that tells me what | read, how |
read, how | respect my olderfor instance.

It was also assertetiThe Western mind just cannot understand how mueld@stroy
ourselves in the attempt to maintain our culturatlacommunity wholeness”.

It was also admittedAt some level there is denial, and we need totgéhe root of
denial — why people deny or censor some informatidty certain issues are such a
taboo”.

“Unless we deal with this denial or break the tabpthe Asian communities with mental
ill health would not be able to access the apprafgriservices, nor will the professionals
and the institutions be able to provide response®ices”,it was added.

Poverty and economics was also considered an iamgddctor e.g‘sending money
back home creates poverty here”, “but we cannotniyp&alk about — both husbands and
wives have loyalties to folks back home”.

It was explained by one of the respondents,‘thatinherit our moral values from our
parents through our upbringing in our home enviremti and“the interplay with the
external Western world creates Western Asian person

Living in time capsule
With regard to lack of integration of the first geation and generational gap, the
following five statements were made by various dbators.

() “Seniors in our community are first generation ingnaints and they operate from
their standpoint relating to back in the sub coatih There is a large number who do
that, because they have not ‘gelled’ with the comities in Britain, so therefore the
interface of that generation with the younger gatien, is bound to create major
conflict — it is not just generation gap it is magultural shift”.

(ii) “People over there (back home) are relaxed abaw lthings are done, which is
‘home’, over here there is struggle to hold onhtattwhich is very dear, our culture”.
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(i) “We miss the usefulness of having arrived in aedé#it place — we still socialise in
the same communities”, and there are valid reagonshat.

(iv) “There are those who have been able to get outiefuicious circle and there are
those who are ‘trapped’ - may be due to poverty areforced to live “parallel lives”.

(v) Regarding the issue of ‘white flights i.e. wh&hite communities and families moved
out of those areas, where Asians and ethnic miasritarted settling in on arrival after

the second world war, it was added tlesen the well to do South Asian themselves have
moved away from those illiterate communities aneeHaerally abandoned them, which
has not helped their lot”.

Home Environment and values

Socialisation into Asians values, practices antlefsesystems is distinct experience and
similarly immigration related issues, and theinaority status Asian are also specific
concerns that impact Asian communities.

These community experiences engender conformifigrtaly and community norms.
However one of the participant questioned thait‘ié good thing to be what we are and
remain so, as Asians, as Muslims, for example, tignmental stress”?

Fear of community judgement

“Certain values we hold so dearly for centuries novhich suddenly have become cause
for our mental health. It might have caused mehéllth problem but we do not have
evidencelog kiya kahain gheyhas been a malaise in some ways and in otheloival

to prevent us from falling than we mightine participant suggested, and added the
other handLog kiya kahain ghey’is total fear of exclusion from the community,
rejection by the west and the host community”.

“Respecting elderly and obedience without quesisorgnsidered a very good value but
in the western culture people think there is somgtivrong with you and your values
are being questioned, creating doubtsgid another participant.

“Our values are being questioned and that is cregtstress and mental health
problems”. “Therefore the government is interesteédiccommodate these values in the
service delivery that undoubtedly will be effectiveas observed by one contributor. .

The same participant continué@he question of obedience and compliance is common
in all the functional families — and any thing asisted with dysfunctional would be
rebellion, non compliance, and disobedience —Withat functional dimension there are
certain values which are in conflict with the cuéitwe have chosen to live.

“Back in sub continent these were not questionedg‘kia kahain ghey” was taken on
board all the time and there were built in safegliagainst that for conforming and no
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choice”. “The fear of community judgement is thasewell prevents you from doing
something,”she concluded.

She addediOne big difference is that our community tendé&&community based and
increasing our host culture is individual based. aihindividual is valued and reaps
dividends”.

Matrimonial challenges

In the Asian cultures, it is a challenge to keeprttarriage;damn the children damn the
rest of the world, the marriage must work, it istdtural aspect”,added one participant.
She further said,If divorce is a solution then so be it, but sadiedo value and belief
system that divorce is another taboo subject. Maress is added after the divorce and
psychologically problems are created”.

“The concept of divorce does not exist in our fgiikaid one of the participant$,am

the first divorcee in both my husband and my fandibcording to Hindu way of thinking
the marriage is a life long partnership. Theretigsa attached to the divorce for women
especially,”she added.

Regarding perceived disproportionate impact on wgritevas generally believed that:
“Whenever there is breakdown of relationship betwemn and woman, it is always the
women, who are troubled by the problems than mam hot sure whether it is common
in every culture”?She questioned and addédljs always worse for the women, she
suffers the most. The man has a much powerfuimdlee family as patriarchal — has an
easy way... Women are less powerful”.

External environment

There are a number of aspect which external to hmagonment, discussed above,
which have both negative and positive impact onrdesidual e.g. education,
workplace, financial aspect and so forth.

Education: It was generally felt and endorsed emphaticafinlbeacher in the team, that
“different treatments that teachers give to childi@ school e.g. White children get
better or different treatmentShe also addedDn occasions, due to unfavourable
treatment in the society at large, children getrsdaat early age and it stays with them
for the rest of the life”.

Work place:“discrimination at work place, or mal treatment mrstitutional racisms,
causes stress”.

Financial aspectsand“level of poverty within certain communities doeaka a
difference, which determines the kind of socigirmment one lives in and gets
influenced and affected by it”

Poor housingdoes affect mental health — facilities, environtseteprivation —
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Between two cultures aspectswas generally believed that if healthy bicullisa does
not develop due to excessive polarisation or lddkatance between Anglicisation and
ethnicsation, then the pressure mouf@ one hand there is fear of losing culture and
getting away from one’s religion, community andgrds values, and on the other
temptation to be free and non compliance. These@ments engender conflict within
individual, leading to stresses and mental ill hial

Similarly “not to have white friends: social mixing and netking prevented for the
fear of being anglicised — it is likely to affectmtal health at a later stage — not allowed
to socialise and befriend other peopl&ihereaspeer group pressure, leading to, for
instance, drug user crime, and other social iligually influence adversely”.

Immigration related stresss also included in the external environments @rgp in
personal socio-economic status following migratioapility to speak the language of
the host country; separation from family; lack mémdly reception by surrounding host
population; isolation from persons of similar cu#libackground; traumatic experience
or prolonged stress prior to migration; and adaasor senior age at time of migration.

(3)Perception of mental illness

Their perception of mental health or mental ill lfeavas explored by asking, what they
thought mental illness was and so forth.

Cultural and religious dimension
“Initially mental health or ill health is seen asatness”,said one of themahd usually
efforts are made on behalf of the family to fintlwbether they were possessed”.

It was believed thdfThere are different aspects in religion and spiatly that at time do
not help e.g. Belief in the Will of God or concepReincarnation"Therefore this belief
system encourages ‘lying down model’, iEhere is nothing you can do about your
conditions: accept it as a fate”.

However philosophically it was indicated)/e then come back to the maturity of our
own spiritual journey, which dictates whether wewdd find solution or leave it to God”
and“It is not just prayers five times a day”.

However one of participant resented the fact théten you have mental health problem,
free will goes out of the door” “It is not your sgilial development when your family
decide that you got to go to Maulvi (priest) — yminot matter”.Generally it is the
families who find it difficult to cope“What would be most supportive is to have their
support and love and that would be the pricelessthat would go three quarter of the
way”. But sadly they lack understanding, basedtairtcultural and community beliefs.

“The blame is on the person who is experiencingigintal health. “It is you who are —
you have brought it on your self” On the other h&pdople with mental health
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problems blame the world, they are not able se& vghaside causing the problem -
what causes mental health problem are some timesnal to us, that internal bit is
created by our upbringing, our experiences and ganalues and beliefs systems”.

Nonetheless it is not advisable to conclude that ‘Asianess’ causes the problem”.
“No it might make it worse but it is not the caukg e it happens in any country — it
become worse if you are not in your own counterfiphasised one of the contributors.
She added thdPagal hona(to be mad) is not considered very fashionable @vgour
own county”.

There are a number of factors that cause stressteaid, particularly in new
environment e.g.

* Underachievement or fear of it

* Log kya kahain gey(What would the people say?) community judgement

» The Strength of the patriarchal society and ituefices

» Conforming to the community values and norms

» The position of the male in our society and sinhflar

* The position of female in the family, community desociety.

Definitely there is 8Asian psyche’-the personality development that interplays with
certain factors that makes us prone to certainitiond and leads to collapse and there is
the psyche of male and female psyche with distiotttiral context.

(4) Cultural competence and fear of victimisatn

There are cultural needs and there are mentahheedds, and the interplay between the
culture and mental health needs, which is veryiogmt but“It is not immediately
understood”.

“If we present our selves with mental health proble they just go for the conventional
checklist and diagnose and label without even gymlook at the cause which at time
are not even given to them by the family or théepabecause of a variety of reasons to
do with cultural, value and belief system$here is always the fear thdt we give this
information to professionals, how would they beeabltreat better or diffidently and not
use the information against us, because of stepatgy prejudice and racism”. “The
Eurocentric strategies are not much help”.

Therefore it was suggested that as a starting poiptoviding responsive services it
would be beneficial for all concerns to define:

What are characteristics of Eurocentric mentalthesdrvice?
What are characteristics of semi-Eurocentric memtalth service?
What are characteristics of BME centric mental iseis?

What are the characteristics of Asian mentalices?
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In this context it was also observlBME staff are running the white set institutions”
Therefore,'getting more black people is not the solutionthéy continue to run the
white systems with white norms and white mind set”.

It was observed by one of the user of a Day Carecee'lf the place is funded for a

small number of people, how come there are fodiveotimes people using the service”.
“The reason is simple that these kinds of servasesneeded and if have that many here,
how many more would be there that we are not reegchr that they are not aware”.

With regard to understating and taking into accdhatcultural background of the Asian
communities, one participant observed tire thing could be brought to their
(Professionals’) attention is that a great deakafphasis is put on community values,
family values, so if a break down has occurredryf ind then it should be appreciated
that it has come about after working extremely hamdhose value system and there is
such a disparity that the entire thing has collagise

The question of Trust

“At time you do not tell them that you are suicid&le minute you say that you are off to
Stone Leigh”. “I know that institutionalisation st the place for me” | know my needs;
they can only offer a cocktail of drugs, whereagéd proper engagement and support
yet despite my ability to articulate, | find mysslént”, observed one of the participants.

Linked with 9/11, it was pointed out by one of fteaticipant, thatpeople do blame
Muslim and | being a Muslim suddenly started batig\that perhaps | was part of that
‘terrorist’ group”, He added;obviously | could not trust people with my feekng

fearing | could be reported to the police” “Did trsystem help”’he questioned,

“because | was not telling the real reasons fordistress”. Users do not trust the system
so they do not tell and share certain type of imfatron.

Treatment and day care and rehabilitation

“There is much more emphasis on medication andutistialisation -much more than
the white and | know it is common with blackgid one of the participant@sians in
mental health institutions stay in for longer: teas no understanding they are lock up
for nothing”, she added.

It was observed'Although on face of it there are mental symptdrasunderlying there
are other issues which are cultural specific whaeh not understood to explore. There is
no checklist and norms against which to assess peeuliar behaviour”.

“One situation”, a participant explainedl can remember being extremely low — they
have 11 point checklist these health professiongie@acute end and | was ticked off and
they invited me to say in — | said no way - | hawhild and | have to go home”. “We

will have to section you'they threatenedIt took me best part of two hours to convince
what was good for me under the circumstance, |atées to do this cas | was articulate
enough”, she concluded.
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“Being among people who are seriously ill, makes ¢hicumstance worse. Services do
not understand”pbserved another participanthat would work is a degree of
support”, “what you get is, that, we know what sogl for you”,he added.

During the discussion it emerged th8bme times there are mental health problems
because some time there is no harmony betweentdreal and external environments,
which causes conflict — conflicting situation olgrgsation”.

It was also explained by a couple of participah&d tWe first try support system within
the family and that does not work then try andpyetessional helf in which case it has
to be a pretty serious situation, if professiorephs sought. Qualifying the need to get
professional support, it was explained that individual does not chose to be helpless”
“you have to be in a pretty serious position, esg&cif your family is in denial — denial
aspect could be very damaginghe home environment)lfl had to shout it has gone
beyond the realm of speaking sdftind if they expect you to speak softly to provielp h
— then there is no help’At times you feel thatyou do not have even the language skill
to explain to you that you do not even make serssad, one of them.

Alternative remedies — spiritual aspect

There is such thing as the Islamic counsellingisitapl aspect =My own

understanding is that whatever the community, Hifduslims, Sikh, we stick to our own
kind that gives the securityit was observed.

(5) Targeted vs. mainstreaming

There is need to address these issues of ded@atethrgeted services and the
mainstream services, but it was felt that it watsthat straightforward. Following are
some of the issues emerged generally endorsed theglarticipants.

(). One solution could be that the services shiweldiesigned, developed, and delivered
by the people themselves — they should be empowskélgd to deliver. Those who
have the ethos of the community and understand Wedly should deliver services for
their own communities, it was generally observed.

(i)). If we assume that the mainstream will neverable to deliver culturally competent
services, we fear that the margalised servicestiproperly resourced will work against
the communities they will lose out They will hawesettle for crumbs.

Unless you are institutionalised say in Stone Lgigh will never be able to access those
services.

(1ii). It is important to understand that mainstneinstitutions cannot fully be culturally
competent, because they have to work for and vétious cultures — there always would
be the gap — if it is overdone to say cater forrtbeds of Asians or African Caribbean
then the Whites will suffer and vice versa.
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(iv). And it is not possible to exclusively set mgtitutions for cater for the needs of
BME communities — resources will not allow it. Shredale targeted and dedicated
services can be run like the Qalb but not StonghLer Thorp Combs etc. “Involve us
engage us in developing the service and if we tadeliver then let us do it provided
we are adequately resourced.”

3.4.3. Key points raised at the half day seminar
Introduction and key points as themes

The half day seminar was held with twin objectivistly to contribute to the local DRE
Steering Committee’s action plan of promotDBE locally and launch the community
engagement research project, to enlist supportseocandly to chapter a variety of
perspectives regarding mental health of BME comtiesgenerally and of the south
Asians in particular.

Twelve different speakers representing a crossoseof local and national perspectives,
both voluntary and statutory contributed to the isam(Please the Appendix for the
programme and list of speakers). The speakersdadltwo service users, who were
members of the research team. Around 50 delegatesviarious local and national
agencies attended and contributed to the deliloersti

A full 44-page report of the seminar, comprisingisuary of the twelve contributions,
bullet key points, and documentation of questiord @answers session is available from
the Qalb Centre. Hereunder the synthesis of thekets is presented under six themes.

(i) Recognition/realisation to take action

The Race Equality lead from the London Developn@sritre emphasised that there is
recognition of the need to Deliver Race Equalitiviental Health Care, within the
National Health Service (NHS) and the governmesi#'sision to have focus schemes to
tackle and address race equality in Britain in@disdhat too.

The key mental health worker and the DRE steerargroittee lead explained that the
PCT is addressing the three building blocks. Siieddhat the Steering Committee will
develop and oversee the work programme of Commetelopment Officer(s) and
that the steering committee is serving referenoamfor the Qalb Community
Engagement Project, too.

However the Vice Chair of the PCT suggested thattimmissioning role of the PCT is
rather weak, which needs strengthening so thatmatget more choices including
services from the private sector. He added thatitiness for purposes review will ensure
that the PCTs are fit for the new purpose i.e.casmissioners rather than as
development agency for primary care, which will mg@ors for BME providers as well.
Therefore BEMs need to build the skills requiredéd the institutions to recognise their
needs and the need for change. He further addedMégham Forest PCT was running a
£14M deficit budget, which makes it extremely difit to develop new services.
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(i) Key drivers

The Race Equality Lead from the London Developn@stitre explained that the key
national driver for affecting change was the Raetaions (amendment) Act 2000 and
production of Race Equality Scheme i.e. an ActianPShe also highlighted the general
duties of the Act as:

“Public authorities shall, in carrying out theimnittions, have due regard to the need to:
= eliminate unlawful discrimination;

= promote equality of opportunity;

= Promote good race relations.”

Besides the Race Relations (amendment) Act, 20@0dsscribed the following anti-
discrimination legislations as well, which were aliyiapplicable.

* Human Rights Act 1998
» Disability Discrimination Act 1995: Final Phasefért 11l -October 2004
= European Directives — Race, Religion or Belief, \&dity and Age

In addition to the above mentioned anti-discrimimalegislations, the following specific
national drivers were also mentioned:

= Delivering Race Equality [October 2003]

Sets out minimum standards for those involved amping, delivering, and monitoring
local mental health services in order to meet #eds of black service users and their
carers. The standards are based on clear evidétioe levels of inequality experienced
by these communities

» Inside / Outside [March 2003]
This report sets out three key objectives and recenaations for change to improve the
overall mental health of black and minority ethpeople living in England:

o Toreduce and eliminate ethnic inequalities in raehéalth service experience and
outcome;

o To develop the cultural capability of mental heaénvices;

o0 To engage the community and build capacity thrazgnmunity development
workers.

= Breaking the Circles of Fear

Describes the barriers experienced by African ilfb@an men and their families when
accessing mental health services and the coerivesfof treatment that they tend to be
subjected to.
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= David Bennett Inquiry

The Inquiry into the death of David Bennett and seit 22 recommendations for the
improvement of mental health services as experegbgeblack and minority ethnic
communities.

(iif) Consultation, involvement, community engagemet

The Director of TAHA, a national voluntary sectadfth agency, believed that the
consultation with BMEs was tokenistic and that BME communities should negotiate
change and should not participate in tokenisticsotiations.

Whereas the University support worker spelled batkey ingredients of community
engagement model, which the University of Centatdashire has perfected over the
years.

The Community Development Worker designate saitiiiba role would be to facilitate
communication to overcome language barriers, erep®ME communities and build
their capacity in order to improve access to faesi ensure equitable resources
allocation and also give advice to services pragde impacting policy development
and training of staff.

The community engagement research coordinator esiggtathe need for engaging with
a cross section of stakeholders and advocateceeaurch focus to captures experiences
of BME communities regarding extent of racism aengl of discrimination.

He said that the project would deploy multiple noetblogies to access information from
a variety of stakeholders and in depth analysedduael carried out to gain insight into
Asian values and beliefs systems that has bearimgemtal health conditions and that the
analyses would compare and contrast home and ek&maironments which facilitate
recovery or exacerbate the mental health conditions

He highlighted the rules of engagement to sustamacts with all the stakeholders with
commitments and convictions.

(iv) Responsive services

Both the service user researchers said that the Bdvitnunities usually complain that
they do not receive appropriate services resporsitteeir cultural needs and that they
are often stereotyped and sent to high securitgitads and prisons.

They explained that there were many deep rootegssthat many Asian people with
mental conditions cannot share, relating to theimifies, communities, and their peculiar
experiences in Britain. Therefore there is a neeghin confidence of each other —
professionals and users of services. Service tsdrs engaged in designing, developing
and delivering the services that they think arerappate to their needs.
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The also suggested that there was a need for grextensive information to service
users for them to make decisions regarding whatb&asfor them and emphasised the
need for improved culturally sensitive servicesAgran communities.

(v) Resources — allocation-utilisation

A number of speakers made different points wittarddo lack of resources, allocation
of resources to redress the imbalance and appteusa of additional and targeted
resources. It was pointed out that at times ressuatiocated for BME communities to
redress the imbalance and provide appropriatecgswere not used by the local public
sectors for the purpose these resources were tdtbeag. recently allocated funds to
appoint community development workers to engaghk thik communities to deliver
Race Equality in Mental Health Care were not wesglalyed.

It was also argued that in certain geographicasrine BME communities are in
majority and they are no longer minorities, but thgources allocation and services
provision are not equitable.

The Race Equality Lead explained that the Governakocation of additional funding
for this programme included around £21 Million fgpaint 500 Community development
workers and carry out other related work. Unfortehain the country and in London
most PCTs failed to use the funds allocated far plirpose. It has seriously implications
for the Delivery of Race Equality in Mental Heaftlare.

However the contribution made by the Associate @meof PCT highlighted the
additional resource for capital volunteering anftieeding in the Borough would
compliment the DRE Action Plan by empowering comities and voluntary sector to
deliver the programme.

(vi) Racism and discrimination

The Director of TAHA said that acceptance of ‘itgional racism’ by the public sector
and the institutions had become almost ‘fashioriarld the mindset of the ‘white-run’
institutions which generally influences and shapesservices delivery.

He added that the mental ill health conditionshef BME communities were made worse
because of their experiences of racism, discrinonaexclusion, Islamophobia coupled
with the social deprivation in the areas where tiveeyand many other disadvantages
experienced by them e.g. high unemployment, poocaibn, poor housing, poverty,
and low income. Therefore he suggested that peoreahd experiences of racism and
discrimination needed to be addressed seriously.
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4. DISCUSSION

Aim of the Community Engagement Project

The aim of the project was to explore the availgbdf mental health services for South
Asian communities in Waltham Forest, and ascesti&ws of both the service users and
the professionals on their appropriateness withnetp faiths, cultures, and diversity
generally, and suggest how they could be improved.

Besides attempting to achieve various objectivese (Section 1.8.) it was envisaged to
empower and facilitate mental health service ugedstheir carers (as workers/
researchers and volunteers) in engaging with méetalth service providers to voice
their needs for shaping the mental health senpoegided for them. To this end a
number of mental health services users and keyevemkere engaged as researchers,
who participated in various platforms to air thaews and were successful in engaging
with the wider ‘user community’.

In discussing the findings and other aspects,dhewing eight themes have been
chosen.

(1) DRE awareness:

Prior toDRE a substantial body of evidence had been gatherégelidboH and various
sources. A number of legal drivers also necessitdte production of Five year plan to
address the issues and concerns around mentehlthhof BME generally and within
that variety of other minority communities e.g. isén-Caribbeans, South Asians,
Refugees and Asylum Seeking communities and newaiste.g. Eastern European
economic migrants. The Government has allocat@sbreable funds for the
implementation of key elements e.g. approximat&§gM provided to the Primary Care
Trusts to appoint 500 community development workeesides other initiatives.

If general body of professionals are not engageldirfiormed about the floor targets, the
Delivery of Race Equality in Mental Health cardate work level would not be
satisfactory. During the past 14 months or so thalNEast London Cluster Group met
only twice and Waltham Forest DRE Steering Commjtedthough pursuing the agenda
with the help of a dedicated worker, has not mgtilely at six weekly intervals as
planned. They are still at information gatheringgst The information gathered, is not
robustly monitored, to take any corrective actions.

2010 visions would only become reality if all thakeholders, including face workers are
fully engaged in delivering the programme and adhgptargets.

(2) Research Findings

The cliché comments about the cultural competanicas provision were all too
common i.e. provision of halal food, prayer corsian staff and interpretation.
However there was candid admission by some prafesls thatCultural and Mental
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Health difficulties are synonymoudMental Health professionals find it difficult to
work with both and rely hereby upon a Western psiattic model, of course”.

It was generally believed that with regard to th&res and beliefs system of Asian
communities, professional can hardly scratch thfaee. It is difficult to reach the
centuries old deep-rooted value systems and theiemt experiences, too. The Asian
communities generally and the users in particufat it difficult to express those inner
feelings or equally difficult for professionalse¢aplore these aspects in depth. They also
realise even if these values and beliefs are daus®ncern, these are not up for
guestioning. There is a need for specialist fatitin, which Eurocentric professionals or
those trained in Eurocentric tradition cannot reach

When discussing violent behaviour and detentiowas stated that there was a need to
employ “professionals (regardless of ethnicity) wiawve a deep understanding and
knowledge of how BME react when in distress asdifferent from their white
counterparts”. This ‘distress’ has to be examimethe context of their day to day
experiences in British society, for which deepedenstanding, empathy and special
skills are required. It was also considered appatpto “Understanding racist practises
by Mental Health staff, lack of choice in treatmemBME, Eurocentric treatment
procedures, and failing therapies seen not ap@iepior BME”.

The challenge is to get to ‘under the skin’ infotima and hope that the information is
not used against the community, by way of sterentyphem further. It was believed by
one of the participant that if the white institutorealise that there are certain values,
customs and beliefs which are exacerbating thatsitus and conditions then there
would be more efforts to anglicise the communiéied reject their background and
ethnicity, which in turn will create more stresslamould be detrimental to their mental
health.

The personal experiences of South Asian mentathsatvice users within the mental
health institutions varied. Those who could speaglish language and were provided
halal food, prayer corner and were allowed to veearf, were generally satisfied with

the so-called cultural competency of the serviagwelver both the professionals. who
completed questionnaires and those users who bated to the focus group debates felt
strongly that the deep-rooted value and beliefesgstwere much more significant in
understanding to treat properly. When asked, teesusere found reluctance to share
intimate and home-, culture-, religious-specifitaile with professionals and on the other
hand professionals also felt that it was diffiatltimes to probe to get relevant details
which could help in care pathways.

Whereas there are still those professionals whevethat The mental health system
should not be specific to any certain culture lmubéve a normal standard wélues of
this country”, - a very assimilationlist view: and a colour blinéw expressed by
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another professional sayirfgll clients are treated the same and given thmeasupport
and service”, moreoverl think services providers are meeting needs othse users

will not use NELMHT”.These kinds of comments do not take into accdwnt t
appropriateness of the services, level of satigfaetith the services and under use and
lack of access to the services.

There was a view that prescribing drugs seem<clestyy compared to longer term
intervention, particularly when you are sure wiatid any way. Therefore it was
considered important to understand racist prattjcihe staff hence lack of choice in
treatment. There is need for proper assessmerdaeeq@ioviding drugs, choice for
therapies and different treatments.

(3) Fear of Stigmatisation (Reluctant to share permnal information)

Notwithstanding the deep-rooted belief systems\aahges referred to above, there are,
no doubt, a number of issues and concerns, asrexiglo the Five-Environments
Analyses (FEA), which some professionals alsotkelt despite trying hard, “it's very
hard to get the true story out of them”. This cdodddue to a number of factors, e.g. “due
to their being treated as outcast within the comitgtior “fear of members of extended
families being informed of details”, or “too shycashamed to discuss issues”, and
“feeling embarrassed and facing difficulties in kxping personal and sensitive issues
with others”, which is based on their upbringinglteral backgrounds, non-integration
and lack of understanding of mental health protesss and lack of trust in them.

Among various strategies it was felt by most resjgoits, both users and professionals
that there was need for general education and aasseamong the Asian communities in
order to combating guilt, stigma, and shame andosvepng communities and

supporting families and friends, including spiritaapport. The families has important
role to support and care for the mental healthiseswser, but unfortunately the families
themselves are unsupported, in terms of knowlealgareness and where to seek help
from.

(4) Personal and Team Development

Different research team members had differentskitid competencies and all of them
had the opportunity to contribute at various progrees, which in turn assisted in their
personal development of skills, confidence andteceapportunities for further
involvement. They organised meetings and semitfaey, participated as speakers at
local, national and international conferences nalitel DRE Steering Committee and
Community Engagement Network meetings and beinglvad by NELMHT in users’
involvement and training programmes. There wasatgteal of team spirit to support
each other in completing their assignments for Brsity qualification, and they received
good grades e.g. one distinction, and three merits.
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(5) Methodology and design

There were enormous learning opportunities forédsearch team to put into practice
what they had learnt in the class room. Eight dshthe users’ questionnaire were
considered by the team each time picking up istuds with for instance wording of the
guestions and use of simple language to controi@untlp; giving clear instructions to
participants what needed doing; presenting questaoidl section in logical order and
avoiding leading questions and keeping the focaspsto getting the requisite
information. The questionnaire was neatly dividet isub sections so that the analyses
and presentation of data became easier.

Researcher did take copious notes if the resposdesre not able to complete the
guestionnaires themselves, but on a number of mrtaspace had to be created to deal
with emotional issues raised by the respondentgshwimpacted the researchers as well.
Research team were fully prepared and trainednsider any ethical issues and deal
with unexpected situations.

Similarly four drafts of the professional questiaite were considered

(6) Appointment of Asian Staff

Both the professionals and the mental health sesuvisers stressed the need for the
appointment of Asian staff. Mere presence of blaa# brown faces would not deal with
the complex issues in question adequately, untespb descriptions and personal
specifications of certain staff are reviewed toonmporate specific tasks to be performed
by the staff, regardless of their ethnicity.

They should have specific skills to be competera#tddress spiritual needs of diverse
faith communities or communication needs of lingaisinorities. They should know
the specific circumstances that contribute to maelhtaealth of Asians and equally be
willing and equipped to consider unconventional altérnative strategies.

Any staff trained in Eurocentric traditions, incind Asians, African Caribbeans or any
other BME origin, would not necessarily have th#iskr the knowledge for
‘Transcultural orientated’ mental health work,esd they are re-trained.

Moreover it is essential to reward such qualifiedfsappropriately as well. If their
linguistic skills are required then this shouldrbBected in their evaluation/remuneration

(7) Perception gap: ‘singing from the same hymn sled'

There seems to be general consensusléang different things; and doing things
differently’, among the professionals, users, carers and velst@ terms of policy and
practice and expectations, but there is dispantygap, between ‘need analysis/ needs
recognition’ and ‘meeting those needs’.
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However both at individual and institutional levétere is evidence to suggest that
phrases like these are too common: “cannot do;ataafford to do; do not have the skills
to do’, ‘doing our best within the resources’,idtnot cost effective’,” ‘we treat everyone
the same’, ‘do not see the need to do anythingmifft’, ‘their religions and cultures are
their private matters’, as one of the psychias&t to a Muslim female patient, “I am an
atheist, | do not know anything about religions”.

There is a ‘problem-oriented’ debate that takesekhll the time within the diversity
context, that “the Asians have language problehes; have religious problems, they
have cultural problems”, and so forth. As one ef pinofessional said Cultural and
Mental Health difficulties are synonymousViental Health professionals find it
difficult to work with both and rely hereby upon a Western pswattic model, of
course”.

(8) Mainstreaming and targeted work

There is no doubt that ‘mainstreaming’ servicesgtinic minorities and other excluded
and marginalised communities is the ultimate gdahast services providers. It is cost
effective and politically accepted as integratedises provision. But it is not always
possible, therefore the case for targeted sertaceBME communities generally and
South Asians particularly will always be there, doeliverse languages, cultures and
religions.

Notwithstanding the efforts of many public sectmsitutions who have given serious
consideration to addressing racial discriminatsadly the historical failure of welfare
services generally to meet the needs of BME comtiesrstill lingers on. It is the task of
all the public sector agencies to ensure thatadkss of this failure are extinguished once
and for all.

The philosophy and the policy to develop and prexaccomprehensive and fully
integrated range of services for all the residemnist nevertheless recognise the need for
special and separate services provision for aéhwho are at risk for being excluded.

These special, separate, targeted and dedicatédesesuch as the Qalb Day Care or the
Black Peoples’ Mental Health need recognition amgpsrt. These are essentially the
mainstream services provision in a Borough like th&h Forest for the BME
communities. There should be parity of resourclesation. It was found out during data
collection, that certain ‘mainstream projects’, efhhave established say ‘Asian mens’
groups’ or ‘Asian womens’s group’ are now disbagdinese initiatives and encouraging
Asian services users to use the services at tHe @m} Care, without resourcing the
Qalb adequately.
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5. CONCLUSIONS AND
RECOMMENDATIONS

5.1. Conclusions

The following sources of evidence were used to dramclusions and make
recommendations:

Seminar/launch report, focus groups, one to ongecences, literature review (inc.
findings of 11 pilot projects), questionnaires,ibletations at DRE steering committee
and Cluster Group meetings, Community Engaging Ngkwneetings — weekly team
meetings and fortnightly meetings with support veosk

5.1.1. Personal experiences

The personal experiences of South Asian mentathsatvice users within the mental
health institutions varied. Those who could speaglish language and were provided
halal food, prayer corner and were allowed to veearf, were generally satisfied with
the so-called cultural competency of the servideer€ are still assimilationlist and
‘colour blind’ views among some professionals alibetservice delivery.

5.1.2. DRE Awareness

There is evidence to suggest that nationally andllipin Focused Implementation Sites
the agenda is vigorously pursued, at least at pdel. Generally there is lack of
awareness among the mental health professionatssytarly among those who
completed the questionnaire.

5.1.3. Differential and discriminatory conduct

Some participants did express the concerns abeetsal differential conduct and
behaviour at inpatients stage, in Rehab and Cag @t the hands of staff, but were
reluctant to report due to embarrassment and stigatian.

5.1.4. Appreciation for cultural sensitivity

Those ‘mainstream’ Day Care Centres that providgeesoulturally sensitive services
albeit superficial were appreciated by the useng Users would very much wish to
attend those centres, because they are well resbard equipped with a wide range of
activities, compared with the dedicated servicdhsagthe Qalb Centre, which is not well
resourced. Sadly they are not given access to thodiies: not referred by the
psychiatrists.

5.1.5. Satisfaction with cultural responsiveness

The service users who exclusively use the Qalb@ag Centre, because of cultural,
linguistic and religious needs were well satisfd recommended for similar facilities
in different part of the Borough. However some pssionals perceived the Centre as a
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Muslim Centre only. It is pertinent to mention hémat there is significant number of
Muslim community of Pakistani origin in the Boroygtho experience higher rate of
mental ill health and also live in the immediatéghbourhood of the Qalb Centre. Itis
equally relevant to note that they receive referfiam various institutions, therefore
whoever is referred to them they will cater for.

5.1.6. Significance of faith and spirituality

Issues around faiths and spirituality were congidefery important both by the users and
the professionals but both felt that it was notggde to consider deep-rooted religious
and belief systems. These belief systems haveuseinaplications during diagnosis, care
plan and treatment.

5.1.7. Differential patterns of mental illnesses

There was general recognition of the differentettgrns of mental illnesses among
various BME communities i.e. Asians, African-Caabe and Refugees and Asylum
Seekers and some of these conditions had thes nodheir specific environments.

The strong endorsement by the professionals toFihe-Environmental Analyses
suggests that their specific upbringing, conformtmgommunity and family
expectations, between two cultures, religious \&hared practices, workplace and
schooling experiences, housing conditions, racéistrimination and harassment,
identify confusion and lack of self esteem, amotiters, do contribute to their mental ill
health.

Similarly there are certain ‘community specific’ amanisms and strategies that tend to
alleviate the conditions as well e.g. trusting tielaships, religions, community support,
cultural practices, culturally competent staff/ragsfamily support, MH promotion,
dealing with language barriers, sensitivity to As@ilture, recognition of faith,
incorporating faith/culture in treatment, undersliag cultural identity, family closeness,
employment, financial resourcefulness and lackashestic violence.

5.1.8. Perception of Carers roles and need for supp

Both the professionals and the users were askad abong arrangements and their
perception of the carers’ role and needs. It wéis\e that due to cultural specific
reasons the Asian carers do not access all theessrand support available to them e.g.
“lack of knowledge /awareness about mental healthdcprevent families to understand
the nature & extent of support required”, or asthaoone said, “Because of the cultural
backgrounds women and children end up doing mosteoivork”, on the hand it was
also believed that the extended family is a plustpélowever it was also believed that
‘due to fear of stigma they shy away from mentalitieservices’ and they tend not to
integrate, there is much mis-understanding andusiorh.
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5.1.9 Over medication

The findings support the view that BME generallg &outh Asians are prescribed
medication more than other alternative therapiéschvwas considered by some
professionals as ‘cost effective and not requidaljural sensitivity for long term
interventions’.

5.1.10. Involvement of families and communities

There was overwhelming endorsement by the profeaidor involving families and the
community at large to tackling issues specifichie South Asian communities’ e.g.
unless this ‘denial’ or breaking the taboos is tie@h by the South Asian communities,
it was believed, that the mental ill health serwisers would not be able to access
appropriate services nor will the professionals tuedinstitutions be able to provide
responsive services.

5.1.11. Views about 12 characteristics

The 12 characteristics i.e. the concerns and @ggttin the DRE were also explored:
some with the users and most with the professioi&ksre seems to be general
consensus that those concerns were well foundedispyoportionate rate of compulsory
detention, use of seclusion, higher rate of deatlesistody, higher level of violence,
prevalence of fears and Asian specific fears eay. 6f being judged, fear of being
misunderstood. In some cases the clients havéhtglimental health professionals would
steer them away from religion.

5.2. Recommendations

The community engagement research project was rEs$i¢p involve mental health
service users as community researchers as well aaicipants to ascertain their
experiences of mental health services in the Bdroude recommendations, listed
hereunder, address both the communities and théceeproviders, individually with
specific recommendations, and collectively, witbammendations applicable to both.

Therefore we begin by strongly recommending that:

5.2.1. Dissemination of research findings

To sustain a meaningful community engagement betee mental health service users,
their families and the South Asian communities gtir@lmental health services providers,
both the North East Mental Health Trust, the Walth&korest PCT and its partner
agencies, particularly the DRE Steering Committeeukl facilitate to disseminate

findings of this research project, and inform thREDSteering Committee Action Plan

accordingly.

Therefore it is recommended that the local DRE r8tgeCommittee in collaboration

with the Qalb Mental Health Centre should arrangeess/public launch to continue
publicising the DRE Agenda, specially focusing be tollowing:
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» 2010 Vision: the 12 Characteristic, highlighting tlocal situation i.e. local audit
results generally and information relating to th&2echaracteristics.

» Informing the local mental health services users sarvices providers’ community
about the local DRE Action plan so far and the feiforogramme.

CULTURALLY COMPETENT SERVICES / COMMUNITY DEVELOPME NT

5.2.2. Socio-cultural and religious implications focultural-competency

Based on the views expressed by various respongertgularly the professionals, it is
recommended the PCT as commissioning agency andVIRHLas provider should
collectively consider ways and means of addressome of the following issues and
concerns to accommodate the religious, cultural langiiistic needs of a diverse South
Asian Community in the Borough.

» Cultural competency in mental health services iowi is much more profound than
tokenistic gesture of providing prayer corners aeting dietary requirements i.e.
provision of halal food etc. Deep-rooted centués cultural and religious values,
beliefs systems should be considered at diagnodisraatment stages.

» Moreover there are specific circumstances, conutand experiences of service
users and their families, both in Britain and rielgto back home, overwhelmingly
endorsed by the professionals as contributory factehich should be seriously
considered at various stages by appropriate profeas, e.g. racism, discrimination,
deprivation, isolation and home sickness, and maéuemployment.

Similarly the professionals have also identifieguanber of socio-cultural and
religious factors, which, if considered, could aiéde mental ill health conditions e.g.
religions, family & community support, culturallpmpetent staff/nurses and cultural
practices, dealing with language barriers, incaxpog faith/culture in treatment,
understanding cultural & religious identity andigedus-cultural sensitive mental
health promotion.

5.2.3. Faith sensitive services

There is general recognition that in case of somgtSAsian faith communities faith-
sensitive services are more appropriate, therefioie recommended that following
among other aspects should be considered wheniptafaith-based therapies:

Developing social facilities that are faiths semsit

Developing holistic family-centred support to ind&ufamily religious practices
Providing mental health awareness programmes fpntual and faith perspective
Training mental health workers to be more faith anldurally sensitive

Advocating strategies to alleviate poverty/depitwatand tackle institutionalised
religious discrimination

v vVveVew
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5.2.4. Medicationand alternative therapiesand wide ranging treatment
It is recommended that instead of heavy relianceedication, wide ranging alternative
therapies should be offered e.g.

» People who had used ‘talking therapies’ (e.g. pshadist, social worker, counsellor,
user group) seemed generally happy with them.

» Religious and spiritual explanations and treatnfi@nimental health problems were
central to some of the participants’ understandiignental health and to recovery.

» Availability of broader range of services (i.e. sbinclusion — beyond medication).
a greater range of help — someone to talidto would understand — counsellors
from minority ethnic backgrounds, self hetglaiscussion groups.

5.2.5. DRE Agenda and Action plan

The whole DRE agenda and action plan; the job gesmns and work programme of the
Community Development Worker(s) lead towards adhgvesponsive services, by
engaging with the communities for their input addising to build capacity within
services provision, therefore without reiteratitiglaat, we strongly recommend that the
DRE implementation process should be informed byfitidings of this community
engagement project as well.

5.2.6. Hook on to what is already in existence

Prior to DRE, a number of policy drivers, e.g. HunRights Legislation, Race Relation
(Amendment) Act, 2000, among others had been infling the equality agenda,
therefore it is strongly recommended that all thisteng initiatives should be integrated,
where possible for a comprehensive and coordiregedoach, e.g. the race equality
impact assessment checklist, if there is one istence, should be reviewed and adapted
to incorporate DRE policy and practice implications

5.2.7. Appropriate staffing

The need for more Asian staff has been stresseeftine it is recommended to appoint
Asian staff with appropriate skills (linguistic aneligious) and should be further trained
to consider religious, cultural and spiritual neetithe Asians mental health service
users.

The work of the Community Development Worker is lvdelfined and articulated. There
is likelihood that another CDW will be appointeldetefore it is strongly recommended
that in view of the large South Asian communityhie Borough, a post should be
exclusively targeted for the Asian Community.
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5.2.8. Training & (training the users' trainers)

The staff training and development programme shbealdesigned to sustain community
engagement for joint action planning and deliveday,involving the service users and
their carers, as user consultants, as trainersaangrovider of services as well. This
should be achieved within the ethos of complianith the Race Relations (Amendment)
Act, 2000, addressing institutional racism, disénation, and DRE in mental health care.
South Asians service users should be trained asetsa to impart training to
professionals

5.2. 9. Confidence & trust

The issue of confidence in a service provider reshaa barrier in accessing and
benefiting from the services. Confidence needbdaaained so that the Asian mental
health service users should feel comfortable imisbaeal life stories, which impact their

mental health; therefore, it is recommended thafgssionals should be given deeper
insight into deep-rooted cultural and religious releteristics, through recognition and

commensurate training.

7.2.10. Suggestions for improvement

Throughout the text of this report a comprehensisteof suggestions for improvement
are given by the professionals themselves, in miffe sections both directly and
indirectly. It is recommended that their suggestishould be addressed systematically in
conjunction with other valuable ideas.

7.2.11. Accessibility and advocacy

There is a need for greater and easier acceswitbearange of health and social care
services (including employment, housing etc.) aretgr availability and access to
interpreters for mental health service users aanl tarers.

It is recommended that capacity should be builhinithe voluntary sector, and they
should be adequately resourced to provide serviparavith mainstream services
provision particularly dealing with advocacy anaiting and empowerment of Mental
Health user communities (i.e. users, carers, adesga

7.2.12. Public education among the Asian communige

It is recommended to deploy innovative means oditang awareness and educating the
Asian community at large to combat guilt, stigmad ahame, so that they are
empowered and are able to access services witkowg bmbarrassed and ashamed.
Families, carers and the extended family membeyaldibe supported within the
cultural and religious context. More and betteoinfation about mental health and
mental health services — including in communityglaages, should be provided.

5.2.13. Partnerships Working
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Mental health services providers should build ggeoriinks and forge partnerships with
faith organisations, to deliver better communityeation, reduce stigma, facilitate
referral, and assist with prevention and recovery.

5.2.14. Combating specific fears

It is strongly recommended that community engagemeygramme, as it relates to the
DRE building block, should consider genuine exgraees of the Asian communities
seriously and should not be dismissive. A listpegdfic fears has been highlighted by the
users themselves and some professionals. Thesesteauld be taken into consideration
for effective services development and provision.

5.2.15. Mainstreaming versus targeted work

It is strongly recommended that any targeted sermprovision such as the Qalb Day Care
or the Black Peoples’ Mental Health, should be adég]ly supported and funded at par
with any mainstream service provision, otherwisetdrgeted and dedicated services
provision will always remain marginalised, ghetealsand second class service provision.

5.2.16. Role of Ethnic/Faith Media

There should be better use of local and ethnicsppssticularly the Asian media to
promote mental health awareness and the positivie ane by various institutions.
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6. APPENDIES

APPENDIX A — USERS QUESTIONNAIRES

“USERS COMMUNITY” Questionnaire

No.

Age Gender Religion User { } Carer{ }

“USERS COMMUNITY” Questionnaire

DRE in Mental Health Care — The Qalb Community Engageraad
Action Research Project re: South Asian communégeservice users

Introduction

This research questionnaire is part of a Commufiiyagement Project conducted by
The Qalb Centre, funded and supported by the Natiostitute of Mental Health in
England (NIMHE) and the University of Lancashirec(&h).

The project is part of the Black & Minority EthniBME) Community Engagement
programme.

The Qalb Centre is a registered charity that pesicommunity based mental health
support services to the Asian and other BME comtrasin the London Borough of
Waltham Forest. The Qalb Centre has been establfsh@early 13 years.

Aims of this Project & Questionnaire

The purpose of this questionnaire and project exggore the extent and patterns of
mental illnesses among the Asian communities, thaiception of mental illness and
signs and symptoms; their perception of barriemctessing quality services and the
overall experiences of those who have or using ahdéetalth services. The research will
take into consideration culture, religion and laagges when considering these issues.

We anticipate that the final outcomes of this redeavill inform and bring about
improvements in the services BME communities rezeiv
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All the Community Researchers are trained and suggpanembers of the local
community. As members of this community, we wishidquest 40 mins of your time to
kindly answer this questionnaire. We can assutetlyat any information collected is
only for the purpose of the research and will kated with the utmostonfidentiality.

CONSENT FORM

This study is being conducted by the Qalb Centrel éabout Mental Health issues
within the Asian communities.

The aim of the Qalb Centre is to gain better undensding of the situation in Waltham
Forest regarding users / their carers’ experiencasd their expectation of the services
within cultural and religious contexts. A Report otine findings will be used to inform
policy and also lobby for services that you tell yrsu need.

The findings of this research will also help inforrmental health practitioners and
allied workers of the mental health issues withirsian communities on a local level in
Waltham Forest.

Please READ the declaration below, before agre@ngommence. If you wish please
ask the researcher to read the declaration andanrpt to you.

| understand:
The aims of the research and | have been free tk asy questions.
My participation is entirely voluntary and | can whdraw at any time.

| do NOT have to answer any questions if | wish rniotbut | am encouraged to
answer where | can.

Any comments that | make will not be attributed iee unless | give consent.
All the information provided will be irconfidenceand it will only be shared
amongst those working on the research, EXCEPT dikclose information

which reveals harms to others or child abus€TFhis will be dealt with in
accordance to The Qalb Centre disclosure procedure)

| confirm | have read and understaloid information sheet.
| agree to take part in the Qalb GeriResearch Project.
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PART: |
Core Information

(). Age last birthday:

16 —18
19-21
22 -24
25-29
30-39
40 - 49
50 +

I I I |

(2). Gender: Male ]
Female []
Transgendered or transsexud|

(3). Ethnicity: White British []
Irish []
Other (please explain) ]

Mixed White and Black Caribbean
White and Black African
White and Asian
Other (please explain)

N

Asian or Asian British Indian []
Pakistani []
Bangladeshi []
Other (please explain) []

Black or Black British Caribbean []
African []

Other (please explain)

Chinese or Other Group  Chinese []
Other (please explain) D
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(5).

(6).

(7).

(8).

(9).

(4). Were you born in the UK Yes ]
No []

If no, how long have you lived herelLess than 1 year L]
1 -5 years []
6 — 10 years []

11 years or more []

Are you a: British Citizen []
Refugee []
Asylum Seeker []
Other (please explain) []

What is your firskanguage?

Spoken:

Written:

Which languages are you fluent in?

Spoken:

Written:

What is your religion: None L]
Christianity []
Buddhist []
Hindu L]
Jewish []
Muslim []
Sikh []
Other (please explain) []

Sexuality: Lesbian or gay woman []
Homosexual or gay man []
Heterosexual or straight []
Bisexual []
Do not wish to answer []
Other (please explain) L]

(10). Do you have a disability: Yes (please explain) L]

No []
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Part: |
Personal experiences and perception of
services received

(11) How would you describe mental ill health in yowwrowords?

(12) Have you had any personal experience of memhta¢dlth?
[Please tick ...]

1. Depression L]
2.Guit L]
3. Anxiety L L]
4. Mood Swings ... L]
5. Suicidal thoughts ... []
6. Suicide attempts ... L]
7. Headaches/ Migraine ... L]
8. Intrusive thoughts ~ .......... []
9. Flashbacks ...l L]
10. Nightmares ... L]
11. Difficulties sleeping  ........... L]
12. Emotional numbness/withdrawal....... L]
13. Loss of appetite ... L]

15. Relationship difficulties  .............. L]
16. Poor concentration ... L]
17. Memoryloss ... L]

18. Aches L]
19. Emotional Pain: ... L]

20. Physical Pain ...l L]
21.Other: L]

1. SChizophrenia. ... . ..o [ ]
2. BIPOoIlar diSOrder ... . ...t e e [ ]
3. Obsessive-compulsive diSOrders....... ..o iii i e [..]
4. Ante natal depreSSION. .. ....c..iu e e I
5. Post natal depresSSioN.........oo.eiuiie i e e I 1]
6. PSYCNOLIC EPISOUES... ... e e e e e [ ]
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7. Eating disorders e.g. Bulimia, Anorexia Nervosa)...............cccceue e [ ]
8. Agraphobia...........cooo i e [ ]
LS BRI 1T o] 151 [ o [ ]

10.
10.
11.
12.
13.
14.
15.
16.

Personality diSOrder........ooi i e e e e e e [
Borderline personality disorder ..........c.ocoviiiiiiii i e [
Panic and other severe anxiety disorder.............ccccoevvveeenineinnnn. [
Attention deficit/hyperactivity disorder.............oovieeeiiiiiiii i [
ACULE STreSS AISOMTET ... ...ttt e e e e e e e e [
Delusional disorder..........coooiii i [
Nightmare diSOrder..........o it e e e e e [
ANY OTNET ... e

(15) Do you feel any of the following factors may haantributed to your mental ill?

health? (In the UK)
(Please indicate by putting a tick in the boxes #t apply to you)

1. Detention (by immigration or police etc)

2. Homelessness

3. Overcrowding

4. Family problems

5. Poverty

6. Separation from family /friends

7. Violence

8. Racial abuse (physical or verbal)

9. Racial discrimination (in school/employrtigreatment)
10. Unemployment

11. Uncertainty about your legal status

12. Social isolation

13. Language difficulties

14. Sexual assault

15. Rape

16. Domestic violence

17. Serious iliness (Physical)

18. Financial problems

19. Physical disability

20. Eating disorder

21. Drug Abuse

22. Lack of Education / qualification

23. Over qualification
24. Other (Please specify)

C
S L B i “CCC
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SERVICES AND TREATMENT

(16) Did you seek any support for your mental healbliés?

Please explain what kind of support (if ¥es

If No, why not?

(17) In which settingdid you come into contact with mental health sersit

[Please tick as many as apply]

a)..Primary care (for example, GPs, community se/i etc?) ............ ()
D)..HOSPItal Care ... ... ()

b.1. Stoneleigh ..................ooclls [ ]
b.2. Nasebury Court .................. [ ]
b.3. Claybury...........cccooiiinn. [ ]
b.4. Goodmayes ..............oceeees [ ]

..Specialist mental health services (for exanpglchiatric

hospital or out-patient ClinIiC)..........c..ooo i ()
c.l.QalbCentre........cccceevvninnnes [ ]

c.2. Larkswood..............ceeetnen [ ]

c.3. South Forest Centre.............. [ ]

c.4. Ferguson Centre.................. [ ]

C.5.0ther [please descCribe] .......ouviiiiiiiii i e e ()

(18) Is your experience of using the services, baséd o

(19) Overall, how would you rate the quality of your erence in these settings?

a) Using services yourself ...........ccoviiiiiiiiiinnn, Xe.......... No.......
b) Caring for a friend or relative ..................cceea YES i No.......

who has used mental health services

) Other [please describe] .......ovviiie i e e

[Please tick ...]

Very poor......... Poor............ Average.......... Good.............. Very Good...
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PERSPECTIVE ON CARING

(20) Do you care for anyone with Mental Health issue¥@s....... No.........
(21) Do you know anyone who is a carer or has cared¥es...... No.........
(22) What are the needs, if any, of a carer of a mdwalth service user?
Please explain.......coooiin i

(23) Are you aware of any support one can get as atare

Yes....... No.......... Do no know

Please describe

(24) Can you describe how do Asian carers feel, if theye to care for some one in the
family with mental ill health?

IMPROVEMENT OF SERVICES

Please give answers to the following if you thinkhese have created any problem for
you, as an Asian or someone you know, in getting tber mental health services.

(25).Have you experienced language barriers when receservices?

Say when and how

(26).Have you ever felt that you were treated diffdsebecause of your ethnicity i.e.
religion, languages, culture, colour?

Yes..... .. No ....... | don’t know

By staff

By system

By other?
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Please describe the patterns and extent such diffamtial treatment.
Extent: Very high.......... High.......... Some........... No.........

Pattern: Have you experienced any of the following?

> Patronizing attitudes...........cccov i Yes.....No.....DK.......

» Lackofunderstanding .............cooeiiiiii i, Yes....No...... DK.......
about Asian value system

> Verbal abuse (racial)..........cccooviiiiiiiii i Yes....No....DK.......

> Physical abuse(racial).............ccooiiiiiiiii i, Yes....No.....DK......

» Discriminatory treatment.............cccov i Yes....No.....DK......

(27) Do you think enough is being done by local goveentragencies to improve mental
health services for the Asian communities.

If Yes, what is being done?

If No, why do you think it is so

(28) What other improvements can be made

Part: Il
Perception of Culturally competent service

(29)Do you consider that the services, which you atceiveng or have received, were
culturally and religiously sensitive?

YeS...oooiunnns ( ) No........... Partially....... () db not know ( )

Could you kindly give reasons in support of youswer i.e. if yes, what was cultural and
religious about them and how did you notice antbifwhy do you say that?

(30).In your opinion what is the best treatment for yothe light of your conditions?

Please explain
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Or do you consider the professionals know whae bor your mental health needs.

=Y ()
Sometimes.......covevee veviiiiieanns ()
All the times.............c.coennee. ()
Depends on the situation........... ()

Please give reasons for your answer

(32) Could you kindly indicate if you are already reéeg/the following and if not
please tick what would you like to receive?
Already receiving Would like toeceive

Support of relatives and friends 11
Medication...........c.covieiii i, []
Counselling........coooviiiiiiiii e, [1]
Psycho-therapy.........coooviiiiiiiiiii . [1]
Information...................o. il [
Spiritual support..........oooeiiiii [
Drop-iNS......cooii i e []
Help from others in the same position............ 11
. General practitioner...............c.coveiiiinnann e, [1]
10. Befriending.........coooiiiiiiiiii [1]
11. Hospital......oouieiei e []
12. Support worker..........cooiiiiii i, [ ]
13. psycho-education/guided self help [1]
14 Alternative therapies e.g.

= Massage L]

= Aromotherapy ]
Other(please specify) []

Part: V
2010 Fit for purpose

EEEEEEE

CoNoOR~WDNDE

.

CC

Here under you will notice some characterises, wthe Government believes impact
adversely on Black and Ethnic minority communitidisproportionately more than the
rest of the population. Could you kindly give yaiews whether it is correct and how
best to improve the situation?

(33) Asian communities have their own typefears as listed below: Please tick if you
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agree and add any more.

1. Fearthat the family and the community will find out... ..o, ()
2. Fear that mental health issues will lessen the prospefgob opportunities...... ()
3. Fear that mental health issues will lessen the chaatgstting married......... ()
4. Fearthat the individual and family will be labelled asd........................... ()
5. Fear of getting sectioned and detained in hospital............ o eveveeeene. ()
6. Fearof too much mediCation.............ov it i e ()
7. Fearof getting arrested by the police..........coooiii i ¢)
8. Fear of people finding out about confidential infornmatiabout you................ ()
9. Fear of not being properly understood by the serviaviglers...................... ()
10. Fear of sent back, by parents, to country of origin igelthe problem.............. ()
11. Fear of failing the family and the community................ocoo i, ()

(34) Could you describe your experiences of the cagesarvices you received
at following stages: (applicable to usens&tmonly) by putting a circle around.

(a) Referral by GP or any other sources. adBVeryBad Good Very Good

(b) Diagnosis and assessment... Bad VeryBad Good Very Good

(c) Type of treatment received (as in-patient) Bad/ery Bad Good Very Good

(35) Could you describe the type of help/treatment yemeived when discharged (on
CPA)

(36) Were you satisfied with the facilities providedeaftlischarge?

Please explain your reasons if Yes, Why

If No, Why not

What could have been done differently?

(37) Do you think it is possible teecover from mental illness?
Can recover fully Yes () No.(Sdmetimes ( )
Can recover partially  Yes () No.( nSotimes ( )

Can never recover Yes () No.( )m8dimes ( )
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(38)How can you tell if some has recovered from the tadghness (Could please list
some signs of recovered conditions

(39) If mental health patients are involved with thdigey they end up iprison:
Yes ( ) No. ( )  Ndways ( )
(40) If yes: how could this be avoided and reduce tialvers in prisons;

Please make some suggestions

(42) It is generally believed that BME mental healttigras are given more drugs than
other therapies Do you agree with this?

Yes ( ) No. () DKY

If yes: why do you think it is?

And what other culturally appropriate services ddug provided: Please list the range of
treatments and therapies, which would help

(42) Would you like to add any thing else which haslvexn covered so far?

To be collected (after completion) by:

Name of researcher Phone No.

THANK YOU for you support
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APPENDIX 2 -PROFESSIONAL QUESTIONNAIRE
Professional Questionnaire

No. Job & Organisation

Gender Ethnicity Religion

DRE in Mental Health Care — The Qalb Community
Engagement and Action Research Project re: Merdalthl
issues of South Asian communities Service Users

Professional Questionnaire

Introduction

This research questionnaire is part of a Commufityagement Project conducted by
The Qalb Centre, funded and supported by the Natiostitute of Mental Health in
England (NIMHE) and managed by the University ohtashire (Uclan)

The Qalb Centre is a registered charity that pesicommunity based mental health
support services to the Asian and other BME comtrasin the London Borough of
Waltham Forest. The Qalb Centre has been establfsh@early 13 years.

Aims of this Project & Questionnaire

The purpose of this questionnaire and project exqgore the extent and patterns of
mental illnesses among the South Asian communities; perception of mental illness
and signs and symptoms; their perception of barteaccessing quality services and the
overall experiences of those who have used or otlyrasing mental health services. The
research will take into consideration culture,giein and languages when considering
these issues.

We anticipate that the final outcomes of this redeavill inform and bring about
improvements in the services BME communities rezdifie findings of the research

132



will also help inform mental health practitioners and allied workers of the mental
health issues within the Asian communities on a latlevel in Waltham Forest.

All the Community Researchers are trained and supgpanembers of the local
community. As members of this community, we wishigquest 40 minutes of your time
to kindly answer this questionnaire. We can asgatethat any information collected is
only for the purpose of the research and will kated with the utmosbnfidentiality .

We understand that the views expressed by yourabelmalf of the organisation you are
working, but based on your personal experiences.

Part |

Core Information

(1). Gender: Male L]
Female []

(2). Ethnicity: White British ]
Irish []
Other (please explain) ]

Mixed White and Black Caribbean
White and Black African
White and Asian
Other (please explain)

L0

Asian or Asian British Indian []
Pakistani []
Bangladeshi []
Other (please explain) []

Black or Black British Caribbean
African

[]
[]
Other (please explain) []
[]
[]

Chinese or Other Group  Chinese
Other (please explain)

(3). Besides English what other languages can yo
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Speak:

Write

Read:

(4). What is your religion: None
Christianity
Buddhist
Hindu
Jewish
Muslim
Sikh
Other (please explain)

OO

(5) Name of your agency/Department/Institution gggodmays Hospital or name the
Vol. organization (or preferred providsc.)

(6) Your specific Role/job e.g.

Your Job Tile

Nature of your work e.g.

1. RgliDevelopment

2. Trimig / Recruitment

3. Faterk

4. Aather

Part Il

(7) According to your analysis could you kindly stateether any of the
following factors tend to contribute proportiongtmore, compared with
the rest of the population, to the mental illneSthe South Asian mental
health service users?

Kindly rate your assessment on a scale of 1 to % being greatest
influence. Please put a number: 1 to 5 in the box aircle the No.
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1. Their Home Environment e.g. Contributes

1.1. Upbringing & Home values ......................... [...]1...2....3...4...5....
1.2. DOMESHIC StreSSeS....vivi v i e eiaaanans [ ]1...2...3...4..5...
1.3. Immigration related iSSUeS.............cocevvveinnns [ ]1..2...3...4...5..
1.4. Matrimonial problems..............cocooiiiiiiinnnn. [ ]1..2....3...4....5....
1.5. Conforming to Community expectations......... [ ] 1..2..3..4...5..
1.6. Between two cultures.............coooeeiiiiients [ ] 1...2.3...4....5...
1.7. Religious values and practices ..................... [....].1....2..3...4....5....

1.8. Kindly list any other relevant factors to ddhnHome Environme
comments please.

2
>
o
o
Q
>
<

2. External Environment Contributes

2.1. Schooling experiences..........ccccovvviiiieineinaennes [ ]11..2..3.4..5..
2.2. Workplace experiences ..........ccceeeiiiiiiiiiiiieannns [....].1...2....3...4...5....
2.3. Further education and training etc..................... [ ]1...2...3...4..5..
2.4. Financial aspects........c.oooiiiiiiiii e [ ]1...2....3...4...5....
2.5. Housing conditioNS.........c.oeoiiieiii e [ ]1...2...3...4...5....
2.7. Employment / unemployment /underemployment..[ ]1....2.....3....4....5...
2.8. Educationlevel ... [ ]1...2...3...4...5...
2.9. Racism and discrimination.............c..coevvieienn .. [....]1....2....3...4...5...

2.10 Racial harassment (abuse) and discrimination..... [ ]1...2....3...4...5....

2.11. Kindly list any other relevant factors towith External Environment okDD any
comments please.

3. Internal Environments factors
—Socio-psychological Contributes
3.1. Personality traits — temperament etc................ [ ]11...2..3...4..5....
3.2. Confusion about Identity (e.g. whether British....[ ] 1....2....3... 4....5....
Pakistani/Indian or both or any other)

3.3. Lack of self esteem / self image and selidemée [ ] 1....2....3.... 4....
3.4.Proneness to certain conditions..................... [ 11..2..3.. 4...5....
3.5. Kindly list any other relevant factors to ddhwinternal Environmenor ADD any
comments please

4. Treatment environment Contributes
4.1. Referrals — GP etc. the manner itwas deaghhwi...[ ] 1...2...3...4...5....
4.2. Assessment and diagnosiS. ........ccovveiiiineennnnn. [ ] 1...2...3...4...5....



4.3. Out patient eXperienCesS. ........c.couvvveiienienineenenn. [ ] 1...2...3...4...5....
4.4. In patients eXPerienCesS ........ccceeveeeeeiieianineens. [...].1...2..3...4...5....
4.5.Counselling......ccooiiiiii [ ] 1..2..38...4...5....
4.6, ClINICS..u i e e e e e e e [ ] 1...2...3...4...5....
4.7. HOSPItAIS. . ... e e e [ ] 1...2...3...4...5....
4.8. MediCatiOn .......ovvi it e e [ ] 1..2.3.4..5..
4.9. Kindly list any other relevant factors to ddatwinternal Environmenor ADD any

comments please.

5. Day Care and rehabilitation Environment ©ntributes

5.1. Type of staffing...........ccooevi i, [ ] 1...2..3...4..5.....
5.2. Type of activities.........ccovevviiiiiiii e, [ ] 1...2..3...4...5.....
5.3. Type of facilities and resources................. [ ] 1..2..3..4..5....

5.4. . Kindly list any other relevant factors to wih Care and Rehabilitation
Environmentor ADD any other comments please

(8) Could you also list any factors / aspects whichspeific to Asian cultures, religions
and languages that might help recovery?

O 2
N A
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T B

(9) In your opinion are there any specific patternmehtal illness among the Asian
communities e.g. certain types of disorders andtah@dimesses more common among the
Asians than other groups.

YeS.iiiiiiiiiininnn, ( )
[\ (o P ( )
Don't know ....... ( )

(a) If Yes, could you kindly list some of thosendsses and disorders

(b) Could you also explain why this could be so
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Perspective on Caring in the Family
(10) What are your views about the quality of caringdsers of mental services within
the Asian families?

(11) What are the needs, if any, of an Asian carerrokatal health service user?

Please explain

(12) Can you kindly describe the kind of support avaéao the carers generally?

Please describe

(13) Do think Asian carers are accessing the supgwy, heed?

Please explain

(14) In you view, how do Asian carers feel if they haweare for some one in the family
with mental ill health?

Part Il

Perception of cultural competent service

(15) Could you kindly describe in your own words a cratly competent mental health
service provision relevant to the South Asian comites?

(16) Do you consider that the services provided by NE{IVare culturally competent?

i.Yes... () ii.No....... () iii.Somewhat cultdhacompetent......( ) iv. I don’t know..( )
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Could you kindly given reasons in support of yonswer ie if yes, how and what and if
no, why not?

(17) These days there is a great deal of emphasis dmevdased practice in mental
health”. Do you consider that there any specificsiderations for “Asian values and
belief systems” in this context.

Please give reasons for your answers or indicatespecific considerations

(18) Do you agree that the Asian communities are reldtashare culture specific and
domestic issues and information with meh&adlth professionals?

Please give reasons for your answers

Part IV

Your views on the Inside Outside Report

(19) Are you aware of the Inside Outside Report?

Never heard of it...........cooiiiiiiiiinnn. [ ]
I have heard of it................oooi s [ ]
| am addressing the issues in the repart.[. ]
Do not know what is in the report........ [ ]

The Inside/Outside report proposes a number ofgdsto current mental health
services. These are meant to improve the serviakhle for people from minority
ethnic groups. Three of the main proposals areritestbelow. Could you tick how
important these proposals are in improving ser#ces
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a) The plan proposes that training of staff onwaltawareness and competency is an
important goal. How do you rate this goal?

[Please tick ..]

Not important ...................... [ ]

Fairly important ..................... [ ]
Important .............coceeieennnn. [ ]
Very important ..................... [ ]
Don'tknow ..........cooiiiiinnns [ ]

b) The plan proposes a number of changes to béigers ethnic differences in the care
and services delivery. How important do yoel tbese changes are?

[Please tick ..]

Not important ....................... [ ]
Fairly important ..................... [ ]
Important ..., [ ]
Very important ..................... [ ]
Don't know .............coceveeies [ ]

c) The plan proposes that black and minority etlsoimmunities themselves need further
help and assistance in dealing with mentaltheéssues in their own communities
alongside existing mental health services. Haportant do you feel is such?
community development for improving mental lttean the community.

[Please tick ..]

Not important ....................... [ ]
Fairly important ..................... [ ]
Important .............coceeieinnnn. [ ]
Very important ..................... [ ]
Don'tknow ..........cooiiiinnns [ ]

(20) Overall, do you feel that the plans, if put iniact will improve mental health
services for people from ethnic minorityogps? [Please tick ...]

YES it [ ]
NO tiie e, [ ]
Don'tknow ................ [ ]
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Part V
2010 Fit for purpose

The DRE in Mental Health Care — a five year acptan proposes a number of changes
to current mental health services. These are meamiprove the services available for
people from minority ethnic groups. Please ansWeifollowing by putting a tick.

i. I have not heard about DRE in Mental Health Care................. [ ]
ii. I have heard about DRE in Mental Health Care....................... [ ]
iii. I am not sure what is in DRE in Mental Health Care................ [ ]
iv. I am involved in implementation of DRE...................oooeiiinne. [ ]

Here under you will notice a number of charactetigéhich the Government believes impact
Black and Ethnic monitories communities, adverseigproportionately more than the rest of the
population. Could you kindly give your views whatlitds correct and how best to improve the
situation?

(21) Fear of mental health care and services

21.1Could you kindly list what types ééar of mental heath care and service, the BME
users of the service have?

21.2Could you kindly list the basis of suélears,according to your
knowledge/experiences?

21.3Could you kindly suggest how theBearscould be reduced and by whom?

(a) Who can reduce

(b) How these fears can be reduced

(22) It is generally believed that there are disprapoglly higher rates of admission to
psychiatric inpatients units from BME communities.
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(23) Why do you think some patients get violent?

(24) How do such violent incidents could be controlled

(25) It is generally believed that there are disprapastely higher rates of compulsory
detention in inpatient units from BME communities

If you agree, could you kindly suggest how compryistetention could be reduced...

(26) Itis generally believed there are disproporttehahigher rates of use of seclusion
from BME communities.

If you agree, could you kindly suggest how to rexluse of seclusion
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(27) It is generally believed that there more Deathsental health services following
physical interventions with BME communities.

If you agree, could you kindly suggest how thesathie could be avoided

(28) If mental health patients are involved with thdige they end of in the prison:

Yes ( ) No. ( ) ofalways ( )

(29) If yes: how this could be avoided and reducentimabers in prisons;

Please make some suggestions

(30) It is generally believed that BME mental healthigrails are given more drugs than
other therapies ............... Yes () No. | | do not know ()

If yes: why do you think it is?

And what other culturally appropriate services ddug provided: Please list the range of
treatments and therapies, which could help

(31) It is believed that BME communities and BME seevitsers can help in training the
mental health staff:

(a) Please say who in the communities can do saatirtg

and how this can be done?

(b) Could you list what should be included in tti&ning about the BME communities?
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(c) Could you please say how the BME service usensribute to this training ?

(32) It is suggested that the BME services users shmeiidvolved/consulted in
designing, developing and delivering the servi€Gsuld you kindly give your views how
this could be done.

(a) Designing of services

(b) Developing of services

(c) Delivering of services

(33) If it is considered to recruit a workforce to delinservices for BME communities,
what kind of professionals would you like to recoemd being in that workforce.

(a) Their skills

(b) Their personal qualities

(c) Their backgrounds

To be colleted (after completion) by:

Name of researcher

Telephone No

THANK YOU FOR YOUR SUPPORT
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APPENDIX 3- Application for ethical approval section 1

Centre for Ethnicity and Health — Application for Ethical

Approval
Name of Group The Qalb Mental Health Centre
Address Low Hall Lane, Walthamstow E17
Name of Support Worker Imran Mirza
Date: 5.8.2006 Resubmitted 14.10.2006
Section 2:

What kind of work does

the group intend to do as

part of this project?

Aim:

We intend to look at the mental health needs oflsou

Asian mental health service-users in Waltham Fprest
and comment on the appropriateness of the services

(based on evidence) with regard to faiths, cultares
diversity generally and suggest how to improve.

Therefore the key objectives of the project are:

(@)  ‘To highlight the service experiences of BME
mental health service users and their carers’.

(b) In the light of (a) above, to make recommerateti
that will contribute to the delivery of better maht

health services for BME communities in line wijth

Delivering Race Equality in Mental Health Care-

specifically we want to make recommendations about

ensuring

» Equality of access

» Equality of experience and

» Equality of outcomes
for South Asian mental health service users aanl th
carers.

(c) To work closely with key stakeholderdfie
Focused Implementation Sites towards
making Delivering Race Equality. happen
the ground

(d) To empower and facilitate mental health
service users and their carer (as werke
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/researchers and volunteers) in engpgith
mental health service providers to gdiweir
needs in shaping the mental servicgigeal
for them which are appropriate to tmsieds.

(e) The group intends to develop questionnairetds)

and other services user as advised by the Steering
Committee members, and some professesionals, a
guided by the Steering Committee members. ( Sepa
request is being made to the Local Research Ethics
Committee (North East London Mental Health Trust

Questionnaires will be completed by members of th
research team who will ask respondents the questid
and make notes as they interview them, for those w
cannot write themselves. Those who are able t@wri
they will be given the questionnaire to complete
themselves in the presence of the researcher(s).

The researchers will work in pairs. One asking

guestions and other one taking the notes With the
permission of the interviewee the session(s) véll b
tape recorded, to double check any important points
made during the process. .

() A half day seminar and launch to be attendedtby
least 50 individuals and representatives of sesvice
inform the research process. (This was held dh 27
July and a comprehensive report has been prepare
Some issues raised at the seminar will be incotpdra
in the final report, as appropriate.

(g9) Review of relevant literature will be carriedto
related to 12 characteristics of 2010 vision. Aagr
deal of information is being collected by the sub
committee of the Local Implementation Team and
North East London Cluster group, as part of their
action plans. The research coordinator and thecidire
of the Qalb Centre have access to all their pajpsrs,
members of these groups, therefore any informatior
gathering will be built upon, what is already aghie
to avoid duplication.

be completed by existing Qalb Centre Day Care use

—~ 35

How do they intend to d¢

) Appoint community researshwho are mental
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this?

health services users and key mental healtkers,
associated with the Qalb Centre and similar
institutions.
i.  Focus Group meetings — three: one wijth
five therapists working for the Qalb
Centre, and one each with women and
men, who attend the Qalb Day Care
Centre. (not more than 5 in a group)
ii.  Questionnaires: 60 questionnaires wil
be completed by the services users,
those who attend the Qalb Day Care
Centre and the Ferguson Day Care
Centre. The method of questionnaire
completion has already been mentioned
above.

iii.  Steering Committee to oversee and
support (the 8 draft of the user
questionnaire and®draft of
professional questionnaire has already
been circulated to the all the steering
committee members for their comments:
sent by the PCT i.e. the Steering
Committee lead). A small group of
steering committee members have
agreed to meet with the coordinator fgce

I

to face to go over the questionnaires and
provide further advice regarding sample
etc.

iv.  Meet with the support worker and PCT
and the Mental Health Trust officials
regularly.

V. Review secondary research relevant t
South Asians and the Mental Health
issues.

(@)

vi.  Attend training provided by the
University.

Who will the respondent
be?

174

sFor Focus Groups: Users of the mental health those
attending rehabilitation programmes (those who have
been through the system) — of all ages over theohge
16 both male and female and a cross section ohAsia
communities.
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For Questionnaires:60 individuals male/female
services users will be requested to complete a
guestionnaire.

A separate questionnaire will be given to at |@&st
professionals representing various care pathways W
will also be requested to complete a questionnaire.
Members of the steering committee represent vario
services at both policy and face work level ang the

have agreed to complete the questionnaire. Some

service managers who are on the Steering Committ

have also agreed to recommend other professionals

who will be appropriate to complete the questiorsmai

h

ee

Who will they get to do
the work?

Eight researchers: 5 male and 3 female, have been
recruited. Five of the eight are service userstamad
are key-workers, representing a cross of the Asian
communities.

o Sending circular letter to local groups
advertising the vacancies and the project

0 By approaching potential individuals and
groups and encourage them to apply

Where they will
undertake the work?

In London Borough of Waltham Forest — all the four
districts i.e. Leyton, Leytonstone, Walthamstow and
Chingford.

The Qalb Day Care Centre and Ferguson Mental
Health Centre will be used to contact potential
respondents.

How will those who are
doing the work be
supported and
supervised?

i) Fortnightly meetings with support worker.

i) Regular contacts/meetings with the coordinator.
iii) Training provided by the University.

iv) Support by the steering committee members.

The 7 community researchers will all work to the
Research Co-ordinator and the Director of the Qalb
Centre.

Both of them will oversee the project on a daydy d
basis. The Co-ordinator will meet with the teamthb
individually and as a team once a weakd will also
contact all of them by e-mail.
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All the researchers will be attending the training
workshops that the University is providing.

How they will ensure that Explaining to them both orally and in writing (aesh

participants in the projeg
have given consent? Yq
should have an
information sheet about
the project which is read
out and given to potentig
participants which
explains to them (a) wha
the project is about. (b)
that participation is
voluntary (c) what will
happen to the
information that they
provide (d) that they can
stop the interview at any|
time and (e) that they do
not have to answer any
questions that they do n
want to.

tis included at the beginning of the questionnaidgich
wvill be read to them or they can read themselves)

APPENDIX A:
An information sheet about the project has been
Il prepared separately, which is included in after the
introductory page in the questionnai{€ge Appendix
tA). The interviewers will read this to potential
respondents before they begin completing the
guestionnaire. Respondents will be asked whektegr
are happy to proceed with the interview/completibn
the questionnaire, based on the information thet th
have been given.

Dt

Please enclose the
information sheet and
confirm that it addresses
issues (a), (b), (c), (d)
and (e) above

Information sheet enclosed ( yes ) tick to confirm

Issue (a) covered
Issue (b) covered
Issue (c) covered
Issue (d) covered (yes) tick tofoom
Issue (e) covered (yes) tick tofcam

(yes) tick tofcam
(yes) tick tofoom
(yes) tick tofocom

How they will the project
ensure confidentiality?

Note: you will not
usually need to know (of
collect) the names or
addresses of responden
If you know them
already, or if you are
going to ask people their
names as a matter of
courtesy, these should
not be recorded on the
guestionnaires or the
notes that relate to the
interview.

Their names will not be known or sought and perko
details will not be linked to any individual. Thewil
not be asked to sign the consent form.

Interviews will be conducted in private rooms withi
the Centre or any other appropriate place. Coraglet
Isyuestionnaires will be stored in a locked filindpiceet
in an office within the centre. Only staff workiog
the project will have access to them. If the
guestionnaire is completed elsewhere, i.e. ndtat t
Qalb Centre site, then the researchers will beirequ
to transport the questionnaire back to the sitguaskly
as possible and kept in the filing cabinet. If
transportation facilities are needed these will be
provided to the researcher, if public transport is

deemed inadequate. The completed questionnailies

not be left in the cars, brief cases or taken hbynthe
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Note: you cannot
guarantee confidentiality
to anyone taking part in
focus group. You can
request that people keef
things within the group,
but you cannot guarante|
that the will. This must
be made clear to people
who agree to participate
in focus groups.

researchers.

aData from the questionnaires will be analysed and
presented in the final report (and any interim réegan
such a way to ensure that it is not possible tibate
any particular response to any specific individual.

from the research project will be destroyed onee th

final report has been completed.

The names of participants/respondents will not be
revealed to anyone outside of the research team.

eTape recording notes and completed questionnaires

How will data generated
by the project be handle
and stored?

Completed questionnaires and notes from focus
dgroups/interviews will be stored in a locked filing
cabinet in an office within the centre. Only staff
working on the project will have access to thenil. A
interview notes/questionnaires will be destroyed by
shredding once the final report has been writteh an
accepted — all interviews, conversations and focus
group discussions tapes will be destroyed.

What risks are there?
How wiill risks be
identified and managed?

Note you need to think
about risks to researche
and volunteers and risks
to participants. For som
people, simply taking
part in the research may
be arisk (e.qg. if the
parent of a young
Muslim woman finds out
that she has been talking

to someone about drugs).

For others, particular
situations may be risky
(e.g. if you are using ex-
drug users to work on th
project, are you putting
them at risk of relapse b

There are risks involved both to the researchedsizam
respondents, e.g.

» The researchers safety and security
» Emotional distress caused to the
[ respondents
» Distress caused to the researchers who 3
e service users themselves
» Security and confidentiality of the data
collected and keeping the information saf
and secure
» Danger of working with violent patients
» Privacy and location of venue where data
) will be collected
» Consent by the participant to participate G
withdraw at any time
» Ensuring anonymity

eA number of opportunities exist to identify possibl
risks: individual workers may identify them on ithe
yown; they may be identified as part of weekly team

D

-

asking them to go back

meetings; they may be identified during discussion
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into situations where
drugs are being sold or
used? If something gets
stolen from an office,
will they get blamed for
it [regardless of whether
or not they did it]
because everyone know,
they are a drug user?).
Are the interviewees
particularly vulnerable of
frail? Are interviewers
likely to be vulnerable to
allegations of
misconduct?

Are the risks of carrying
out or participating in
individual interviews
different form those of
taking part or running a
focus group? They
probably are, and you
need to show that you
have thought about and
addressed this.

THIS IS ONE OF THE
MOST IMPORTANT
SECTIONS OF THE
FORM. YOU MUST
THINK CAREFULLY
ABOUT WHAT THE
POSSIBLE RISKS
ARE AND ABOUT
WHAT STEPS CAN
BE TAKEN TO
REDUCE AND
MANAGE THEM.
THE ETHICS
COMMITTEE
UNDERSTANDS
THATIT IS
USUALLY
IMPOSSIBLE TO
ERADICATE EVERY

with the support worker; they may be identified at
Steering Group meetings. Where any risk is ideatif
it will be the responsibility of the Project Co-ardtor
to ensure that measures are taken to manage khe ri
appropriately. The research team will be suppadried
doing this by the Support Worker, the Steering @rot
and their own line management structure within the
sQalb Centre offices.

How to manage

i) To establish confidentiality clause and grouakr
within the team, Steering Committee and other
individual and group meetings

(ii) There is also the risk for researchers sabdtich
will be managed by creating awareness about pater
hazards and ensuring that they work in pairs,
particularly female researchers.

(i) In order to control risks, the interviewerslwiot
be expected to visit homes of potential respondnts|
completion of questionnaires or to do with any aspe
of the research project.

(iv) The consent form will be read to the particif=a
and they will be assured about the anonymity.

(v) The Qalb Mental Health Centre has agreed to
provide emotional support, free of charge, byrthei
gualified therapists and counsellors in case of any
emotional distress either to the participants er th
researchers.

(vi) The Director of the Qalb Centre and the Masrag

approach the potential respondents, with particular
reference to any violent history of the responddits

someone is known to have a history of violence the
will not be interviewed.

(vii) Since researchers could not be told about the
backgrounds of the potential participant because of
ethical issues, the agencies will be requestedonot
recommend any patients who are known to be viole|

of Ferguson Centre will be asked to advise on lwow {

nti

nt

or dangerous.
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RISK, BUT THE
ETHICS
COMMITTEE MUST
BE SATISFIED THAT
ANY RISKS ARE
REASONABLE, AND
THAT STEPS HAVE
BEEN TAKEN TO
MINIMISE THEM

(viii) The research team will be guided by the
guidelines given by the local PCT/Mental Health Sfru
Ethic Committee about any local Mental Health
Institutions.

(xi) Every effort will be made to address the issoé
safety and risk management to do with potential
respondents and their conditions and the researche|
who themselves are service users.

A specific meeting of the team will be devotedhe t
risk management before the team embarks on data
collection.

Please confirm the make
up of the steering group

L4

Before the research project commenced, a DRE
Steering committee was already in existence. # wa
decided at their meeting in May that the DRE Stegri
Committee will serve as a Steering Committee fer tk
project as well.

At the request of the steering committee a speaper
was presented to highlight the focus of the reseanc
to link the work of the steering group with the warf
the research project. At every six weekly meetihgs
project coordinates presents progress reportseeits
further guidance from the members. A great deal of
contacts are made via e-mail in between the sixklye
meetings to check at every stage for the focubef t
project. The Uclan Support worker is copied al§thi
correspondence. Three particular members of the
steering committee, who represent North East Lond
Mental Health Trust on the Steering Group are @kin
keen interest and guiding what kind of informatisn
required to contribute to their action plan. These
individuals include the Community Development
Worker, the Diversity Manager and their Manager.
They are looking at the questionnaire and will st
the approval from the Ethnics Committee once the
guestioannaire(s) have been finalised. (The special
report prepared at their request is attached agigip
D.)

Please see attacheAPPENDIX B for

Terms of reference of the Steering Committee
including membership list.

D

on

Specimen agenda (27.7.2006 meeting) and Minutes

D
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of the meeting held on 16.6.200%8ppendix C).

How often does the
Steering Group meet? |
needs to meet often

enough to both guide the

research and keep it on
track, and to pick up on
any ethical issues that
may arise.

Six weekly

14

Is the Steering Group
clear that is has a
responsibility for helping
to manage the ethical
issues that may arise as
result of running this

Yes — Actually a separate request has been mate t
local PCT/Mental Health Trust Ethics Committee to
seek their approval to access potential responaderts
seek their guidance around risk management. Theey
aow waiting for the final versions of the questiai®e.
Once the approval from Uclan is granted, they ball

project?

given all the relevant information.

Section 3: To Be Compl

eted By UCLan internal ethiceommittee

ar

Date received:

Reviewed by:

Jez Buffin, Jane Fountain

Decision:
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APPENDIX (A)

“USERS COMMUNITY” Questionnaire

DRE in Mental Health Care — The Qalb Community Engageraad
Action Research Project re: South Asian communégeservice users

Introduction

This research questionnaire is part of a Commufiiyagement Project conducted by
The Qalb Centre, funded and supported by the Natiostitute of Mental Health in
England (NIMHE) and the University of LancashireQUAN).

The project is part of the Black & Minority EthniBME) Community Engagement
programme.

The Qalb Centre is a registered charity that pesicommunity based mental health
support services to the Asian and other BME comtrasin the London Borough of
Waltham Forest. The Qalb Centre has been establlish@early 13 years.

Aims of this Project & Questionnaire

The purpose of this questionnaire and project exfdore the extent and patterns of the
mental illnesses among the Asian communities; thaiception of mental illness and
signs and symptoms; their perception of barriemctessing quality services; and the
overall experiences of the mental health servisesau The research will take into
consideration culture, religion and languages wtwnsidering these issues.

We anticipate that the final outcomes of this redeavill inform and bring about
improvements in the services BME communities rezeiv

All the community researchers are trained and sdpgdanembers of the local
community. As members of this community we wisheiQuest 40 minutes of your time
to kindly answer this questionnaire. We can asgatethat any information collected is
only for the purpose of the research and will eated with the utmost

CONFIDENTIALITY .
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CONSENT FORM

This study is being conducted by the Qalb Centrel @ about Mental Health issues
within the Asian communities.

The aim of the Qalb Centre is to gain better undensding of the situation in Waltham
Forest regarding the users / their carers’ expers and their expectation of the
services within cultural and religious contexts. ikport on the findings will be used to
inform policy and also lobby for services for seres that you tell us you need.

Please READ the declaration below and ask the rekeato explain it to you, if any
points are not clear.

| have been requested to participate in this studhd voluntarily accept.

| understand:
The aims of the research and | have been free tk asy questions.
My participation is entirely voluntary and | can whdraw at any time.

I do NOT have to answer any questions if | wish riot but | am encouraged to
answer where | can.

Any comments that | make will not be attributed noe. [we have taken ‘unless |
give consent’ out].

All the information provided will be irconfidenceand it will only be shared
amongst those working on the research, EXCEPT disclose information
which reveals serious harms to me or others (irgilog child abuse) «This
will be dealt with in accordance to The Qalb Centralisclosure procedure)

I am happy for the interview to be taped so thae¢ ttesearch team can check
what has been said afterwards. | understand tha¢ tapes will be destroyed
once the notes from the interview have been writtgn
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APPENDIX (AA)

“PROFESSIONALS” Questionnaire

DRE in Mental Health Care — The Qalb Community Engageraad
Action Research Project re: South Asian communégeservice users

Introduction

This research questionnaire is part of a Commufiiyagement Project conducted by
The Qalb Centre, funded and supported by the Natiostitute of Mental Health in
England (NIMHE) and the University of LancashireQUAN).

The project is part of the Black & Minority EthniBME) Community Engagement
programme.

The Qalb Centre is a registered charity that pesicommunity based mental health
support services to the Asian and other BME comtrasin the London Borough of
Waltham Forest. The Qalb Centre has been establish@early 13 years.

Aims of this Project & Questionnaire

The purpose of this questionnaire and project exggore the extent and patterns of the
mental illnesses among the Asian communities; thaiception of mental illness and
signs and symptoms; their perception of barriemctessing quality services; and the
overall experiences of the mental health servigssts. The research will take into
consideration culture, religion and languages wtw@nsidering these issues.

We anticipate that the final outcomes of this redeavill inform and bring about
improvements in the services BME communities rezeiv

All the community researchers are trained and sapganembers of the local
community. As a professional working in the areawish to request 40 minutess of
your time to kindly answer this questionnaire. ¥de@ assure you that any information
collected is only for the purpose of the researahwill be treated with the utmost
CONFIDENTIALITY .
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CONSENT FORM

This study is being conducted by the Qalb Centrel @ about Mental Health issues
within the Asian communities.

The aim of the Qalb Centre is to gain better undensding of the situation in Waltham
Forest regarding the users / their carers’ exper@s and their expectation of the
services within cultural and religious contexts. ikport on the findings will be used to
inform policy and also lobby for services for seres that you tell us you need.

Please READ the declaration below and ask the rekeato explain any points which
are not clear.

| have been requested to participate in this studhd voluntarily accept.

| understand:
The aims of the research and | have been free tk asy questions.
My patrticipation is entirely voluntary and | can whdraw at any time.

I do NOT have to answer any questions if | wish riot but | am encouraged to
answer where | can.

Any comments that | make will not be attributed tee. [we have taken ‘unless |
give consent’ out].

All the information provided will be irconfidenceand it will only be shared
amongst those working on the research, EXCEPT disclose information
which reveals serious harms to me or others (irgilog child abuse) «This
will be dealt with in accordance to The Qalb Centralisclosure procedure)

I am happy for the interview to be taped so thae¢ ttesearch team can check

what has been said afterwards. | understand tha¢ tapes will be destroyed
once the notes from the interview have been written
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APPENDIX (AAA)

*“USERS COMMUNITY” Focus Group

DRE in Mental Health Care — The Qalb Community Engageraad
Action Research Project re: South Asian communégeservice users

Introduction

This focus group is part of a Community Engagenfkenject conducted by The Qalb
Centre, funded and supported by the National tstibf Mental Health in England
(NIMHE) and the University of Lancashire (UCLAN).

The project is part of the Black & Minority EthniBME) Community Engagement
programme.

The Qalb Centre is a registered charity that pesicommunity based mental health
support services to the Asian and other BME comtrasin the London Borough of
Waltham Forest. The Qalb Centre has been establlish@early 13 years.

Aims of this Project & Focus Group

The purpose of this focus group and project isxuare the extent and patterns of the
mental illnesses among the Asian communities; thaiception of mental illness and
signs and symptoms; their perception of barrie@ccessing quality services; and the
overall experiences of the mental health servisesau The research will take into
consideration culture, religion and languages wtw@nsidering these issues.

We anticipate that the final outcomes of this redeavill inform and bring about
improvements in the services BME communities rezeiv

All the community researchers are trained and sdpganembers of the local
community. As members of this community we wisheiQuest about an hour of your
time to kindly take part in this focus group. Wan@ssure you that any information
collected is only for the purpose of the reseafcha research team we will treat what
you say with the utmost confidence unless you genformation which leads us to
believe that either you or someone else is ataigerious harm (including child abuse).
However, given that this is a focus group and almemof different people from different
who are not part of the research team are alsngaart you should understand that we
cannot guarantee that nothing that you say willdperted outside of the group by
another participant. You should bear this in midten you decide what to say or
disclose.
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CONSENT FORM

This study is being conducted by the Qalb Centrel éabout Mental Health issues
within the Asian communities.

The aim of the Qalb Centre is to gain better undensding of the situation in Waltham
Forest regarding the users / their carers’ exper@s and their expectation of the
services within cultural and religious contexts. ikport on the findings will be used to
inform policy and also lobby for services for seres that you tell us you need.

Please READ the declaration below and ask theareber to explain any points which
are not clear.

| have been requested to participate in this stwadhd voluntarily accept.

| understand:
The aims of the research and | have been free tk asy questions.
My patrticipation is entirely voluntary and | can whdraw at any time.

I do NOT have to answer any questions if | wish riot but | am encouraged to
answer where | can.

Any comments that | make will not be attributednwe. [we have taken ‘unless |
give consent’ out].

All the information provided will be irconfidenceand it will only be shared
amongst those working on the research, EXCEPT dikclose information
which reveals serious harms to me or others (indilng child abuse) This
will be dealt with in accordance to The Qalb Centralisclosure procedure)

I am happy for the focus group to be taped so ttize research team can check

what has been said afterwards. | understand tha¢ tapes will be destroyed
once the notes from the focus group have been wnittp.
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APPENDIX (B)

DRE steering group
Terms of Reference (Amended)

1. Oversee the development of delivering race equiaiiy/altham Forest Primary
Care Mental health service in collaboration withUNEHT.

2. Implement the National service Framework (2000)j\u2eng race equality: A
framework for action, 2005); Race Relations Amenaidet (2000).

3. Responsible for delivering the local implementafiden for race equality (Local
DRE Action Plan, 2005 — 2008)

4. Provide steering group leadership and supportdaitenent and development of
community development workers (CDWS).

5. Ensure inter-connectedness between DRE steering gnod local BME
organisations and coordinate networks with othefBBdviganisations.

6. Review and evaluate progress and action plans. Mad@mmendations for action
and change.

7. Ensure implementation of action arising from theeranpact assessment on the
planning, commissioning and delivery of primaryecarental health service
functions.

8. Report to the LIT, NELMHT and DRE Sub-Committeelwiegular progress
updates.

To ensure effective functioning and accountabilitghe steering group will:

9. Ensure that steering group membership is refleditbe range of local
perspectives, relating to the delivery of race étua

10. Meetings will be held bi-monthly for 2 hours.

11. Members of the steering group will act collectw&r the interest of delivering
race equality.

" Delivering Race Equality, North East London meittahlth Services, Action plan 2005- 2008).
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12. In the case of a conflict of interest arising witthe group, members will declare
these to the group and leave the meeting whileudgon occurs.

Steering Group Membership

1. Bert McAlpin, Group Manager for Mental healtmsee, LBWF (CHAIR)

2. Althea Bart, BME Alliance

3. Charlene Green, WF Equalities

4. Virginia McGuffie, Primary Care Mental Health Neger (PCT)

5. Sue Merchant, Service Re-design Manager andiderdtor DRE lead (NELMHT)
6. Nihad Fathi, Community Health Advocate (PCT) i€b&BME Health
Consultative Group meetings

7. Baljeet Kaur, Transcultural CPN (NELMHT), Meml#MNIMHE steering group on
CDW Education & Training

8. Representative from Black People’s Mental HeAlkociation, BPMHA

9. Dr. Gadhvi Harish, Consultant Psychiatrist (NBHIV)

10. Rosanna Sehmbi, Acute Services Manager, LeaFONELMHT Race Equality
and Diversity (NELMHT), Representative on NIMHE estieg group

11. Najat Elwakili, Primary Care Mental Health WerkDRE lead for Mental Health in
primary care services (PCT)

12. Yasmin Choudhary; Imran Aziz Mirza (UCLAN); QadBakhsh, QALB Mental
Health Centre

13. Natalie Sarjveladze-Weeks, Refugee Psycholegyce (NELMHT)

14. Arnold Zulu, African Forum

15. Jacqui Van Rossum, Borough Director WalthaneSofNELMHT)

16. Malcolm Couldridge, Capital Volunteering Menitidalth co-ordinator, CREST
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APPENDIX (C)

Delivering race equality

North East London Mental Health Services

Waltham Forest DRE sub group to LIT

Meeting to be held on Thursday 2% July 2006,

2—4pm
Kirkdale House, Room 1 (Zf‘ Floor)

AGENDA

1.  Apologies for absence

2. Introductions
* New chairing arrangement
 Welcome to new members

3.  For Information Encl
« Minutes of the 1% June DRE WF sub group meeting
4.  Draft 2 of DRE action plan revised (2006/7) Enc 2
* Finalise draft and performance measures
5. Ethnicity monitoring Enc 3
» Snapshot of ethnic uptake from key community
services in WF
* Report from NELMHT on ethnicity coding and
figures for acute mental health services
6. Count Me in Census Summary report
7. CDW local work programme (Draft) BK/RS
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8.  Community engagement project

* Progress review on Qalb project (Imran/ Qadir)

9.  Any Other Business

Delivering Race Equality
North East London Mental Health Services
Waltham Forest DRE sub group to LIT

Minutes for meeting held on TSune 2006

Present

Nick McNulty (Chair, PCT), Rosanna Sehmbi (NELMH®Qadir Bakhsh (QALB),
Imran Mirza (University of Central Lancashire), Atd Zulu (BME Alliance), Kelvin
Goodwin (BPMHC), Virginia McGuffie (PCT)

1. Apologies

Natalie Sarjveladze-Weeks (NELMHT)
Bert McAlpin (LBWF)

Nihad Fathi (PCT)

Najat Elwakili (PCT)

2. Welcome and Introduction

3. Minutes
2.1 Pick up EIP with RS. For next agenda
2.2 Count Me In Census — not available. For next agend

4. Delivering Race Equality Action Plan

4.1 Page 5 of DRE Action Plan

Need a baseline for psychological therapies. Needentify people taking the
lead on this. Once baseline is established it neelds agreed by DRE group
Need to specify target number of service userstiiiksh

Need to specify target number of attendance

Need a concrete measure: for example, do talkie@gies reduce admission:
EIP evidence: assessing trends; work around valpstctor impact on
admissions: is there any local evidence?; studiesvhether therapists make a
difference

YVVV VYV

4.2 Action Plan needs to
» include details about Community Engagement Progetd QALB research
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» say how people will report back , who they will ogpto, reporting to the LIT
5. Ethnicity Monitoring

» 5.1 Ethic monitoring pye charts from PCT and NELMHT
» OK but this information needs to be put in a takith the ability to spot any
discrepancy in %s

5.2 Solutions

Clients are reluctant to fill in ethnic monitoring self-referral form

PCPPs are being asked to do this

Need 100% target

5.3NELMHT

Breakdown of inpatient data April 05 to March 06

Better recording in quarter 3 — 69%

Awaiting quarter 4

Recording needs to be increased by December

Data will be broken down into individual care unitat present certain care units
have predominantly one ethnic staffing

Breakdown of staff group — this needs to be congaiigh population of WF
Number of BME staff in top jobs

How to get a better ethnic mix

YVVVVVVVYVYYY

YV V

6. CDW local work programme

Job Description revamped and with JVR

AA4C to rebadge post

NM asked for this process to be speeded up so BKbean post by September
Areas of work for CDW to be prioritised.

NE will provide details of BME groups in WF

YVVVY

7. Community Engagement Project (CEP)

7.1Progress Report presented by Imran Mirza and @akhsh which included
A list of tasks for project

Need for support from DRE group

Not an academic piece of work — all perspectivdsbeilooked at and linked to
DRE Action Plan

Training days organised: 2 sessions mental heahhethodology

Produce draft for research tools — feedback

Formulated recommendations — support from DRE group

Links around local/national strategies

Link in with Capital Volunteering

Entry for academic training

Draft report - January, 2007

Completed report - March 2007

VVVVVVVY VVYY
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» Assignments — end October/November
» Link with each of the Community Engagement Projects
» LAUNCH Thursday, 20" July 10 -1 including lunch

7.2. Next meeting

» Comments on CEP progress report
» CEP to produce on-going report

> Links to overall DRE

8. Future Lead and Chair Arrangements
» Bert McAlpin proposed for future lead

APPENDIX (D)

Link between The Qalb Centre Community
Engagement Programme and the delivery of
Race Equality in Waltham Mental Health Services

(A) Introduction and Context

The local action plan for delivering race equalityValtham Forest mental health
services (2005 — 2008) is based on the 3 buildiogkis proposed within DRE (DoH,
2005):

() More appropriate and responsive services achieved through action to
develop organisations and the workforce, to imprdirecal services and to
improve services for specific groups, such as giéeple, asylum seekers,
and refugeeBME groups,and childrenWork force developmenBME
community input into service planning amaput for the induction and
training for new primary care staff

(1 Community engagement delivered through healthier communities and by
action to engage communities in planning servicesaccessing services,
supported by 500 new Community Development WorkeBW key
functions include change agent, service develomapacity -builder, and
access facilitator to services.
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(1) - Better information - from improved monitoring of ethnicity, better
dissemination of information and good practice, bypdmproving knowledge
about effective services. This includes a new yeahsus of ethnicity of
mental health patients.

{ Input-Output-Outcome }

(B) The Qalb Centre Community Engagement Project
()Aim of the Community Engagement Project

The aim of the project is to explore what mentalltieservices are available for the
Black and minority ethnic communities in Walthawr&st, and comment on their
appropriateness with regard to faiths, culturesdindrsity generally, and suggest how
they could be improved, addressing diversity imgilans.

(i) Objectives
(a) To highlight the service experiences of BME takhealth service users and their
carers’.

(b) In the light of (a) above, to make recommerategithat will contribute to the delivery
of better mental health services for BME communaitreline with
Delivering Race Equality in Mental Health Care.

(c) To recommend action plans specific@lblivering Race Equalitydesigned to
deliver on three key aims:

» Equality of access
» Equality of Experience progress.
» Equality of outcomes

(d) To work closely with key stakeholderdHocused Implementation Sites
towards making Delivering Race Equyatiappen on the ground, by various
means.

(e) To articulate new and innovative ideas assess efforts and strategies
developed by various Mental health merproviders about how to go about
delivering some of the outcome enweshin DRE. (See Section (VI) below)

()] To empower and facilitate mental heakhvece users and their carers
(as workers /researchers and volunteers)gaging with mental health service
providers to voice their needs in shapingrieatal services provided for them
which are appropriate to their needs.
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(iif) Research Focus and Methodology

(1) CORE INFORAMTION
Age, gender, ethnicity, sexuality, religious, s@tonomic status (specified by the
University)

(2) PERSONAL EXPERIENCES

Their perception of mental illness and signs andpms
Explore extent and patterns of their illnesses

Quality of experiences in accessing services,
Perception of barriers to accessing quality sesvice

(3)PERCEPTION OF CULTURALLY

COMPETENT SERVICES and EXPEREICNES
Their views about culturally competent services
What constitutes culturally competent services?
Whether they have received any cultural competenice

(4) 2010 VISION — SOME ASPECTS

Their specific fears as barriers

Satisfaction Level

Perception of violence, seclusion, and therapies

(C) Link between the local DRE action plan and CEP

The local Action Plan for DRE is very comprehensadelressing all the three building
blocks referred to above, including the 12 chargsttes of 2010 vision and requirements
of the Race Relations (Amendment) Act, 2000, beasadker drivers.

The CEP is essentially meant to explore the ‘ComtypiEngagement’ Building Block
with a view to capture experiences of BME commaesiin the Mental Health Services
Provision viz-a-viz cultural competency and pertapbf and experiences exclusion etc.
(Please see the Research Focus above). The CERowddubt relate to the two other
building blocks to see effectiveness of efforts dndument outcome measures, if
possible.

Any information gathered during the process willfeéé into the accomplishment of two
other building blocks and the development of thekwwogramme of the Community
Development Worker(s).

The CEP will be able to identify a number of keyntounity stakeholders, including
users and carers or key workers within the volynsactor in order to contribute to the
achievement of DRE goals.
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As part of the programme a detailed report wilpbeduced with conclusions and
recommendations for ensuing work of the DRE stegecommittee and peculiarly
sustaining community engagement.

Throughout the research/engagement process guidadcgupport will be sought from
the local DRE Steering Committee and the focus lvélldjusted, if needed, to contribute
to their action plan for DRE, eg. our researchglesiesearch tools will be approved by
them and the sample will be used recommendetdm,tif different from what is being
proposed.

(D) Community based Research
The CEP is being developed and delivered with dmerounity action research spirit, the
kind of role envisaged for the Community Developimé&forker —

Philosophically it is recognised that citizen pagation in social policy affairs has
educational effects on the participating citizedentrary to a researcher looking in from
the outside, instead community/action researchrerdeployed who are part of the
process of social change, representing the comgnualiies and aspirations and
championing those ideals, with the support and bethe community.

They tend to learn from the community at large,sadidate and feedback to the
community for sharing widely in order to intern&iand inculcate ownership.

Action and community based research is not onlyiecgh and experimental but it is
diagnostic and participatory. The community/actiesearcher is:

1 an agent of social change,

2 a broker at times,

3 both a researcher and the researched

4 involved in the ensuing action programme andbsreficiary as
a community member

a facilitator and a resource

part of the decision making machinery

sympathetic and empathetic

gives information and helps make decisions

supplies knowledge and understanding in suppachahge

10 makes the research findings as part of shared iexger

11 believes in community participation, developmerd angagement
12 has insightful understanding

O© 00 ~NO Ul

The mental health service users thus involvedenGgP will perform the above role and
will have the authority to question whether thegass will lead to the desired outcome,
envisaged by DRE in this case. Therefore as patarfess key stakeholders with
responsibility and resources will be quizzed tceasin their shared vision of achieving
some of the outcomes targets.
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(E) A Seminar Report

On 27" of July, 2000 a seminar was held by the Qalb @eottaunch the CEP and to
publicise the DRE to different stakeholders. A dethreport, giving various
perspectives including those of the communities/(se users) and the voluntary sector
has been prepared.. Around 50 delegates partidijatbe seminar and some of their
views and concerns, will be included in the firgbart — and hopefully will be fed into
revising the local DRE Action Plan.

Qadir Bakhsh
30.8.2006
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