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EXECUTIVE SUMMARY

This report is the result of a research conducted by the Healing Waters which is a voluntary organisation for BME Mental Health service users, Carers and Elders based in Croydon.  The community engagement programme is funded by the (National Institute of Mental Health in England) (NIHME) and is supported by the University of Central Lancaster (UCLAN).  Community engagement is part of the ‘Delivering race equality’ action plan set by the Government in 2000 to reduce discrimination within mental health services. 
Aims and Objectives of the Study/Research 

The idea for the study came as a result of frustration and disappointment of the way existing services in the borough failed to meet the diverse cultural needs of the BME mental health populations.  To address some of the issues which faced this group, the Croydon Local Implementation Team, known as the Mental Health Partnership Group, established a Black and Ethnic Minority Strategy Action Plan Steering Group to incorporate and deliver the strategic aims of the Delivering Race Equality Action Plan and which in turn, published it’s own Black and Ethnic Minority Strategy Action Plan in 2004. The plan sets out a local approach to tackling Black and Ethnic Minority Health inequalities in mental health services. It was later complimented by the national guidance from the Department of Health, Inside/Outside Report.   Therefore, the purpose of this community engagement research was to find out about:

‘the journey of African, African Caribbean and Black British mental health service users, aged between 18-45 years after discharge from mental health services and access to after-care services’. 

Methodology 

The research group consisted of six community researchers of which four had experience of mental health services and felt that they could provide valuable insight into the research.  All the researchers were recruited from different organisations within Croydon in June 2007. They attended UCLan training workshops which consisted of two mental health workshops and five research workshops.   

UCLAN assigned Anthony Kollie as support worker for the team.  His main role was to support, advise and help the group implement the research and to ensure that the guidelines of UCLAN ethical procedures were adhered to throughout the whole research process. 

Each member of the group undertook a wide range of tasks right through the whole research process, which included completion of the training workshops, liaison with the steering committee, design of the research tools, conducting interviews, data analysis and the writing of the report.

The research sample was selected from through existing contacts within the community/voluntary sector in the main. The sample used in the research were selected from African, African Caribbean and Black British male  mental health service users within Croydon who have experienced mental health services. Respondents were either informally referred to the project or by responding to the flyers and posters distributed throughout different parts of the borough.
RESULTS and DISCUSSION

Some of the results were surprising, but on a whole the feedback from service users and carers were not uncommon.
However, some of the points that stood out were in relation to the use of medication as the only means of aftercare for some patients. Also most respondents were more aware of Westways Resource Centre, which is still part of mental health services and less about what is going on in the community; that continued sense of attachment.

There were also a number of respondents who either chose not to answer the questions because they were unsure or because they felt indifferent.

Also not answering may also give the impression that some service users were not good at making choices as many times decisions are made for them, and therefore there may be issues about confidence or feelings of apathy. 
Issues about the environment, user friendly waiting areas, receptionist’s who provide no eye contact and surrounded by physical barriers and late appointments, all contribute to the negative experiences of BME service users. 

These were all the areas that service users feel need to be improved.

Carers said that they would like to be more informed and communicated to about what was happening to their loved ones. They felt ignored and helpless in a situation which they knew very little about or did not understand, and then to feel ignored during the process was too much to bear for some carers. The stigma of mental health is already an issue within the BME community and this has been exacerbated by the way they feel treated by a system which they feel discriminates against them anyway.

There needs to be equity in the treatment given to BME service users. Medication appears always to be the first option in most cases, and the possible reason for this, could be that service users are usually at their worst when admitted and therefore medication would be the only option at that time. 

Alternative options should be available to all BME service users, and sometimes if offered earlier, then possibly admission could be avoided.

Service users also expressed their concern about the turnover of staff. One respondent said he had a fairly good relationship with his care co-ordinator, but she left and another was put in her place who was not so understanding which resulted in a relapse. Another respondent talked about his relationship with his psychiatrist and the fear of being referred to a GP who he felt did not understand his treatment and this has been creating a lot of anxiety for him which could result in a relapse.

Staff turn over is inevitable in such a stressful profession, but ensuring that staff receive adequate support, supervision, time off etc is important for their mental health and well-being. Good practice should promote a healthy work balance to reduce stress and promote staff retention in the workplace.
Services for BME Mental Health Service Users.

The respondents are looking for ‘one that works’, a service/resource that captures a whole range of needs. 

Respondents described this as, ‘something that helps us to re-integrate back into society’, ‘peaceful’, ‘feel accepted’, ‘feel loved’, ‘stronger voice’, ‘social activities’, ‘discussions about anything’, ‘befriending to reduce isolation’ and to ‘feel part of the community.’

One respondent expressed the need to ‘find himself, because he felt that the ‘actual me was buried under this regime’. Others wanted to exercise their ‘form of culture freely’. They want to be able to express themselves without feeling judged or being hospitalised. They need a space to vent, share food, and engage in cultural activities.  A place to feel safe, relax, be at peace, find kindness, pray, or have bible study.

These realities for individuals are very moving. It appears to be quite simplistic on one hand but on the other a desperate plea to be themselves.

When you have experienced violence at the hands of people who you thought would care, protect and keep you safe, and your only desire in life is to have a bit of peace and love....does that seem too much to ask?
RECOMMENDATIONS

COMMUNITY RESOURCE CENTRE FOR BLACK  MINORITY ETHNIC COMMUNITIES.
It is clear from the research, that the service users and carers would like a service in Croydon which meets their cultural needs. Many of the respondents interviewed and those in the Focus Group, expressed overall feelings of racism and oppression of mental health services. Respondents would like to have more choice of services available to them which can also reflect their own identity and culture. 

Existing After-Care services appear to be inadequate for many of these respondents and most after-care services appear to be limited in relation to what is on offer to BME Mental Health service users.

A range of constructive therapies/ activities would be designed and developed to include counselling and psychotherapy and other alternative therapies.

In order to address one of the key DRE objectives for BME service users, i.e. ‘more BME service users, reaching self reported states of recovery’, then a comprehensive service that can address these recommendations should be commissioned and funded by the PCT.

Action: PCT to incorporate recommendation within the BME strategy action plan document.
ADVOCACY SUPPORT SERVICE/ PROJECT
In light of the key DRE objective which initially formed the basis for this research, i.e. ‘reduction in the rate of admission of people from BME communities into psychiatric in patient units’, it is clear from the research that all the respondents had one or more admissions. One respondent had 6 admissions and one respondent had lost count. 

Approximately 50% of the respondents felt that their admission could have been prevented, however respondents would value the involvement of an Advocate to support and represent them.

Action: This service should employ a BME Advocate in the first instance, but to build a team of advocates attached to a voluntary organisation. This service could work closely with Care Managers to ensure that the process of admission and discharge could be made more seamless by ensuring services are already in place when clients leave hospital. It could also work closely with the Community Bridge Builders service and the BME Community Development Workers.
MONITORING AND ACCOUNTABILITY
There is need for stricter monitoring processes and structures in place within Mental Health Services across all staff groups at all levels. Staff must be made accountable for practices which may be seen as discriminatory, unprofessional or incompetent. Some of this work is currently taking place through the BME Steering Group, but there is still a lot more that needs to be done.
Action: To develop stricter monitoring processes across the trust within the Mental Health Trust.
CULTURAL/MENTAL HEALTH AWARENESS TRAINING
Innovative Cultural/Mental Health awareness training needs to be developed for Mental Health Frontline Staff, Carers, BME service users and the wider BME communities to promote community involvement.
These gaps are clearly identified throughout the research and would aim to meet the DRE objective, ‘to ensure that there is a more active role of BME service users and communities in the training of professionals in the development of Mental Health Policy and the planning and provision of services. 
Action: To work in partnership with the Community Development Workers to develop training packages directed at a range of consumers.
FOREWORD
This report represents the voice of Black Minority Service Users and Carers, who have remained silent as a consequence of fear and mistrust from an institution which has misunderstood and appears to have systematically discriminated against BME clients for many years.
There have been a number of high profile public enquiries over the past decade, which document increasing concern at the policy and political level in relation to Mental Health services provided to Black and Minority Ethnic people.

The impact of the of the Macpherson Report into the death of Stephen Lawrence, and the subsequent Race Relations Amendment Act 2000, means that there are specific requirements for public authorities to be pro-active about the quality of services BME clients and to tackle possible areas of exclusion and discrimination. 

Awareness of the particular difficulties facing BME communities has been considerably heightened through the publication of a number of important reports including:

· Inside Outside (NIHME)2003, 
· Breaking the Circles of Fear (Sainsbury Centre for Mental Health) 
· and Delivering Race Equality: A Framework  for Action.
The need for changes to the mental health care and treatment of BME people is widely recognised and long overdue both at a national level and local level.

There is compelling research and statistical evidence which shows that Black and African Caribbean people are over-represented within Mental Health services and experience poorer outcomes than their white counterparts.
However, the approach of this report, differs from the numerous statistical studies of this problem; this is a qualitative study, focussing on the experience and views of service users and carers.
Our aim was to target 40 services users for interview, but unfortunately we were not able to reach this target for reasons which will be described and discussed more widely throughout the report.

We were able to engage with 6 users and 7 carers for the semi-structured questionnaires and 4 for the focus group. We also made contact with a further 11 service users, but they did not fully participate in the research. 
However, we are pleased with the commitment of those who contributed and those who chose not to contribute, as this provided a richer perspective and understanding of the situation faced by these clients. 

Although the focus of this research was primarily targeting African, African 
Caribbean and Black British men because of the disproportionate numbers 
within mental health services, from time to time in this research we will use 
BME (Black Minority Ethnic) in relation to broader service provision. 

The research does highlight a possible need for specific activities for African, African Caribbean and Black British men and this will be acknowledged within the recommendations
We hope that as a result of reading this report, that the real experiences of these service users and carers, will touch a chord in the hearts and minds of those responsible for commissioning and delivering such services and continue to be proactive in delivering changes and service improvements.
INTRODUCTION
The Centre for Ethnicity and Health’s Model of community engagement

Background to the Community Engagement Model

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-changeably; sometimes one term is used by different people to mean different things.  The Centre for Ethnicity and Health has a very specific notion of community engagement.  The Centre’s model of community engagement evolved over several years as a result of its involvement in a number of projects.  Perhaps the most important milestone however came in November 2000, when the Department of Health (DH) awarded a contract to what was then the Ethnicity and Health Unit at the University of Central Lancashire (UCLan) to administer and support a new grants initiative.  The initiative aimed to get local Black and minority ethnic community groups across England to conduct their own needs assessments, in relation to drugs education, prevention, and treatment services. 

The DH had two key things in mind when it commissioned the work; first, the DH wanted a number of reports to be produced that would highlight the drug-related needs of a range of Black and minority ethnic communities.  Second, and to an extent even more important, was the process by which this was to be done.  

If all the DH had wanted was a needs assessment and a ‘glossy report’, they could have commissioned researchers and produced yet another set of reports that may have had little long term impact.  However this scheme was to be different.  The DH was clear that it did not want researchers to go into the community, to do the work, and then to go away.  It wanted local Black and minority ethnic communities to undertake the work themselves.  These groups may not have known anything about drugs, or anything about undertaking a needs assessment at the start of the project; however they would have proven access to the communities they were working with, the potential to be supported and trained, and the infrastructure to conduct such a piece of work.  They would be able to use the nine-month process to learn about drug related issues, and how to undertake a needs assessment.  They would be able to benefit and learn from the training and support that the Ethnicity and Health Unit would provide, and they would learn from actually managing and undertaking the work.  In this way, at the end of the process, there would be a number of individuals left behind in the community who would have gained from undertaking this work.  They would have learned about drugs, and learned about the needs of their communities, and they would be able to continue to articulate those needs to their local service providers, and their local Drug Action Teams (DATs).  It was out of this project that the Centre for Ethnicity and Health’s model of community engagement was born.

The model has since been developed and refined, and has been 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 the programme: although Black and minority ethnic communities remain a focus to the work, 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 included the Home Office, the National Treatment Agency for Substance Misuse, the Healthcare Commission, the National Institute for Mental Health in England, the Greater London Authority, New Scotland Yard, Aim Higher and the Welsh Assembly.

The Key Ingredients of the Model

There are four essential ingredients or building blocks to the UCLan Community Engagement model.

1.  An issue about which communities and other key stakeholders such as commissioners and policy makers share some concern

The issue can be almost anything, but frequently involves a concern about inequitable access to, experience of or outcome from services.  The community and other stakeholders may not agree about the causes of inequity or what to do about it – the key however is that they share a concern.  Usually the concern will be framed within some kind of local, regional or national policy context (e.g. teenage pregnancy reduction).

2.  The Community

According to the Centre for Ethnicity and Health model, a community engagement project must have the community at its very heart.  In order to achieve this, it is essential to work through a host community organisation.  This may be an existing community group, but it might also be necessary to set up a group for this specific purpose of conducting the community engagement research.  

The key thing is that this host community organisation should have good links to the defined target community
, such that it is able to recruit a number of people from the target community to take part in the project and to do the work (see section on task below).  

It is important that the host community organisation is able to co-ordinate the work, and provide an infra-structure (e.g. somewhere to meet; access to phones and computers; financial systems) for the day-to-day activities of the project.  One of the first tasks that this host community organisation undertakes is to recruit a number of people from the target community to work on the project.

3.  The Task or Tasks

The third key ingredient is the task or tasks that the community undertakes.  According to the Centre for Ethnicity and Health model, this must be action oriented.  It should be something that is meaningful, time limited and manageable.  Nearly all of the community engagement projects have involved communities in undertaking a piece of research or a consultation exercise within their own communities.  In some cases there has been an initial resistance to doing ‘yet another piece of research’, but this misses the point.  As in the initial programme run on behalf of the DH, the process and its outcomes have equal importance.  The task or activity is something around which lots of other things will happen over the lifetime of the project.  Individuals will learn; awareness will be raised; stigma will be reduced; people will opportunities to volunteer and gain qualifications; new partnerships will be formed; and new workers will enter the workforce  Besides, it is important not to lose sight of the fact that it will be the fist time that these individuals have undertaken a research project.

4.  Support and Guidance

The final ingredient, according to the Centre for Ethnicity and Health’s model, is the provision of appropriate support and guidance.  It is not expected that community groups offer their time and input for free.  Typically a payment in the region of £15-20,000 will be made available to the host organisation.  It is expected that the bulk of this money will be used to pay people from the target community as community researchers
.  A named member of staff from the community engagement team is allocated as a project support worker.  This person will visit the project for at least half a day once a fortnight.  It is their role to support and guide the host organisation and the researchers throughout the project.  The University also provides a package of training, typically in the form of a series of accredited workshops.  

The accredited workshops give participants in the project a chance to gain a University qualification whilst they undertake the work. The support workers will also assist the group to form an appropriate steering group to support the project
.  

The steering group is an essential element of the project: it helps the community researchers to identify the community they are engaging with, and can also facilitate the long term sustainability of the projects recommendations and outcomes.  The community researchers undertake a needs assessment or a consultation exercise.  However the steering group will ensure that the work that the group undertakes sits with local priorities and strategies; also that there is a mechanism for picking up the findings and recommendations identified by the research.  The steering group can also support individuals’ career development as they progress through the project    

The UCLan Community Engagement Team

The Centre for Ethnicity and Health has a large and experienced community engagement team to support the work. The team comprises of two programme directors, senior support workers, support workers, teaching and learning staff, an administration team and a communications officer.  They work across a range of community engagement areas of specialisation, within a tight regional framework.

	National Programme Directors

	Northern Team
	Midlands Team
	Southern Team
	Senior Programme Advisors



	Senior Support Worker


	Senior Support Worker
	

	Support Workers


	Support Workers


	Support Workers


	Drug Interventions Programme



	
	
	
	Citizen Shaped Policing

	Teaching And Learning Team

	Administration Team

	Communications Officer


Programme Outcomes

Each group involved in the Community Engagement Programmes is required to submit a report detailing the needs, issues or concerns of the community.  The qualitative themes that emerge from the reports are often very powerful.  Such information is key to commissioning and planning services for diverse and ‘hard to reach’ communities.  Often new partnerships between statutory sector and hard to reach communities are formed as a direct result of community engagement projects.

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

The Focus of this Report

Since 2000 over 250 community groups have taken part in one or other of the Centre for Ethnicity and Health’s Community Engagement Programmes. 

	National Institute for Mental Health in England Community Engagement Programme;

Healing Waters is one of 40 community groups who took part in the National Institute for Mental Health in England’s Community Engagement Programme between  2007 and 2008.   The objectives of the programme were  to deliver improve equality of access, experience and outcomes for Black and minority ethnic mental health service users by:
The objectives of the programme were  to deliver and improve equality of access, experience and outcomes for Black and minority ethnic mental health service users by:

· encouraging the engagement of Black and minority ethnic communities in the commissioning process

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

· involving Black and minority ethnic communities in identifying needs and in the design and delivery of more appropriate, effective and responsive services

· ensuring greater community participation in, and ownership of, mental health services

· allowing local populations to influence the way services are planned and delivered 
· contributing to workforce development, and specifically the recruitment of 500 Community Development Workers.

The focus of our work was the ‘AFTER-CARE MENTAL HEALTH SERVICES IN CROYDON FOR AFRICAN, AFRICAN-CARIBBEAN AND BLACK BRITISH MALE MENTAL HEALTH SERVICE USERS AGED BETWEEN 18-45 YEARS.’.



· The views expressed in the report are those of Healing Waters that undertook the work, and are not necessarily those of the Centre for Ethnicity and Health at the University of Central Lancashire. 

Background of NIMHE programme 2007/08

Delivering Race Equality
Delivering Race Equality in Mental Health Care (DRE) is an action plan for achieving equality and tackling discrimination in mental health services in England for all people of Black and minority ethnic (BME) status, including those of Irish or Mediterranean origin and east European migrants.

It draws on three key recent publications in particular:

· Inside Outside: Improving Mental Health Services for Black and Minority Ethnic Communities in England;

· Delivering Race Equality: A Framework for Action; and

· the independent inquiry into the death of David Bennett (although DRE itself is not a direct response to the inquiry's report). 

David Bennett was a 38-year-old African-Caribbean patient who died on 30 October 1998 in a medium secure psychiatric unit after being restrained by staff. As well as DRE, this document contains the Government's formal response to all the recommendations made in the report of the inquiry into David Bennett's death. The responses are overwhelmingly positive and, taken together with the action plan in DRE, comprise a coherent programme of work for achieving equality of access, experience and outcomes for BME mental healthserviceusers.

The programme is based on three 'building blocks', first proposed in the consultation version of DRE:

· more appropriate and responsive services - achieved through action to develop organisations and the workforce, to improve clinical services and to improve services for specific groups, such as older people, asylum seekers and refugees, and children;

· community engagement - delivered through healthier communities and by action to engage communities in planning services, supported by 500 new Community Development Workers; and

· better information - from improved monitoring of ethnicity, better dissemination of information and good practice, and improved knowledge about effective services. This will include a new regular census of mental health patients. 

The vision for DRE is that by 2010 there will be a service characterised by:

· less fear of mental health services among BME communities and service users;

· increased satisfaction with services;
· a reduction in the rate of admission of people from BME communities to psychiatric inpatient units

· a reduction in the disproportionate rates of compulsory detention of BME service users in inpatient units

· fewer violent incidents that are secondary to inadequate treatment of mental illness

· a reduction in the use of seclusion in BME groups

· the prevention of deaths in mental health services following physical intervention

· more BME service users reaching self reported states of recovery

· a reduction in the ethnic disparities found in prison populations
· a more balanced range of effective therapies

· a more active role for  BME communities and BME service users in the training of professionals, in the development of mental health policy, and in the planning and provision of services

· a workforce and organisation capable of delivering appropriate and responsive mental health services to BME communities
Background Information of Project Areas 

According to the 2001 census, 36% of people in Croydon come from BME groups compared with 40% for London as a whole. Fifty five per cent of Croydons BME population live in eight wards in the most northern part of the borough. 
(MAP)
White British, 64% including white Irish and other white groups born in Europe.

Asian populations consist of 21,000 Indians, 7,400, Pakistanis, 1,800 Bangladeshis and 3,700 from other Asian ethnic groups.

Black Ethnic Groups comprise of 26,100 Black Caribbean’s and 14,600 Black Africans and 3,400 classify themselves as Black British. There were 2,200 people of Chinese ethnicity.
Refugees and Asylum seekers especially those who have recently arrived, are the most isolated and vulnerable in Croydon. The most common arrivals at the time of the census were from Iran, Iraq China and Somalia.

The percentage of BME groups in Croydon decreases with age. Fourteen per cent of Croydons residents aged 75 years or older were from BME groups in 2001, compared with 44% of 0-4 year olds.

Between 1991-2001, Croydons census population increased by 17,077 (5.4%) from 313,510 to 330,587.
This is likely to be due to families moving into the borough as opposed to increases in fertility.
Young families may have been attracted to Croydon because of the new housing developments, existing homes being split into smaller units, people of working age moving to the centre of Croydon to take advantage of the growing economy, increases in immigration as a result of the Home Office being based in Croydon, an increase in temporary accommodation, cheaper property prices than much of London, and the fertility rates in some BME groups being higher than average.
Religion
There is considerable religious diversity in Croydon, Christianity being the highest, followed by Islam and Hinduism. Fifteen per cent of Croydon residents state that they have no religion. Other forms of religion include, Buddism, Taoism, Confusianism or Jedi.

Ethnic Groups In Croydon 2001
	White Irish
	2.2%

	White Other
	4.3%

	Mixed White and Black Caribbean
	1.4%

	Mixed White and Black African
	0.4%

	Mixed White and Asian
	1.1%

	Asian Indian
	6.4%

	Asian Pakistani
	2.2%

	Asian Bangladeshi
	0.5%

	Asian Other
	2.1%

	Black Caribbean
	7.9%

	Black African
	4.4%

	Black Other
	0.7%

	Other
	0.8%


Source; Census Key Statistics KS06, National Statistics 2001

Health Needs
Many studies of health in BME communities have shown higher reported levels of ill health than the host community. In addition to biological explanations for the different patterns of illness, this is probably part due to different cultural beliefs and perceptions of illness.

Mental Health and Ethnicity in Croydon

According to the results of the National Census of Inpatients in Mental Health Hospitals, rates of admission to hospital were three times or more higher for black minority ethnic groups compared with the average. They were more likely to be detained under the Mental Health Act, more likely to be referred by the police and more likely to have experienced seclusion or control and restraint. These findings are not that dissimilar to local settings. The trend is similar in Croydon, suggesting that black residents from backgrounds other than Caribbean and African make up 1% of the borough population. However, inpatients for this ethnic group make up 14% of the total inpatient population in Croydon.
Background to Healing Waters
Healing Waters is a social enterprise with company limited by guarantee status. Healing Waters was established in April 2006 in response to the lack of culturally and socially appropriate service provision to BME Mental Health/Learning Disabilities service users within Croydon and to address the inequality of access to services to Black and Ethnic Minority Mental Health Clients in particular African-Caribbean men in the first instance. 
According to the Count Me in 2006 Mental Health and Learning Disability Inpatient census for South London and Maudsley, the Croydon Directorate clearly highlights disproportionate numbers of African Caribbean inpatients in comparison to that of the general population in Croydon. 
Healing Waters over the last year, had been running a number of consultation sessions to reach out to these black minority ethnic groups to identify what support or service improvements are required. 
Black Minority Ethnic Mental Health service users currently have no audible voice in Croydon and through this research project, we hope to enable clients to articulate those needs effectively and to make that transition from apathy to empowerment.

The aims and objectives of the service are to:

To promote well-being and social inclusion to disadvantaged communities, by encouraging active community engagement.

To improve the quality of life amongst people with mental health needs and learning disabilities through better information, awareness and access to other services
To increase opportunities through volunteering, training and where possible self/employment by offering one to one support, mentoring and group support

To empower Black and Ethnic Minority individuals to make their own choices and decisions about the services they receive through consultation and service user-led activities
To improve motivation by networking and socialisation by providing appropriate training in confidence building and self development
To provide on going support to families, carers and older people through counselling, one to one support and group activities

Some of these activities include;

Empowerment Training and Awareness, Counselling, Psychotherapy and other therapies, Advocacy, Befriending/Peer Support,Self-Help/Support Groups, Volunteering in partnership with Capital Volunteering, One to One Support/Mentoring, Consultancy (Private – Trainer, Mentor, NVQ Assessor, Practice Assessor), Community Research and Mapping.
Aims and Objectives of the Study/Research

The idea for the study came as a result of frustration and disappointment of the way existing services in the borough failed to meet the diverse cultural needs of the BME mental health populations.  
The Croydon Local Implementation Team, known as the Mental Health Partnership Group, established a Black and Ethnic Minority Strategy Action Plan Steering Group to incorporate and deliver the strategic aims of the Delivering Race Equality Action Plan and which in turn, published it’s own Black and Ethnic Minority Strategy Action Plan in 2004. The plan sets out a local approach to tackling Black and Ethnic Minority Health inequalities in mental health services. It was later complimented by the national guidance from the Department of Health, Inside/Outside Report. 

The steering group recognises the disproportionate inequalities faced by Black and Ethnic Minority communities within Mental Health services in particular African-Caribbean males and has agreed to support this piece of work which will seek to increase the satisfaction of services and improvements and reduce rates of admission of people from Black and Ethnic Minority communities to psychiatric inpatient units.
As a result of this research, Healing Waters will be in a stronger position to develop and deliver appropriate and responsive services and to support the work of the Community Development Worker. 

Therefore, the purpose of this community engagement research was to find out about the journey of African, African Caribbean and Black British mental health service users, aged between 18-45 years after discharge from mental health services and access to after-care services. 
The BME Steering  Group, after some discussion agreed that this focus would be more appropriate in relation to understanding better why the system may be failing these service users resulting in repeated admissions.
Methodology 

Recruitment and Training of the Research Team
The research group consisted of six community researchers.  All the researchers were recruited from different organisations within Croydon in June 2007. Four of the community researchers have experience of mental health services and felt that they could provide valuable insight into this research.  

Each researcher recruited to the project took part in community engagement training delivered by UCLAN prior to commencing the research. The training consisted of two mental health workshops and five research workshops, which started in July 2007.   

UCLAN assigned Anthony Kollie as support worker for the team.  His main role was to support, advice and help the group implement the research and to ensure that the guidelines of UCLAN ethical procedures were adhered to throughout the whole research process. 

Each member of the group undertook a wide range of tasks right through the whole research process, which included completion of the training workshops, liaison with the steering committee, design of the research tools, conducting interviews, data analysis and the writing of the report.

Selection of the Sample

The research sample was selected from through existing contacts within the community/voluntary sector in the main. The sample used in the research were selected from African, African Caribbean and Black British male  mental health service users within Croydon who have experienced mental health services. Respondents were either informally referred to the project or by responding to the flyers and posters distributed throughout different parts of the borough.
Ethics

As part of the process of ensuring that were working in line with the Universities requirements, we were expected to complete an application for ethical approval, before we could work with the respondents. This required the group to explain in detail our research focus, issues about confidentiality, protocols, risk, security of information, consent etc. It was an important and useful process for all the researchers as it gave specific guidance as to the expectations of university in line with the community engagement research programme.
The Steering Group

The BME Strategy Group acted as the steering committee for the research. This group has been in existence for nearly five years and comprises of representatives from the PCT, the Mental Health Trust, Health Promotion, Voluntary sector, users and carers. The group provided support, guidance and ownership to ensure that they involved at all stages in the progress and development of the research. 
How we accessed the Community
As a group, we produced flyers about the individual and focus groups to circulate to the various Community Mental Health Teams, Day Centres, Carers Groups, Drop-in centres etc.

We were unable to go on the wards as we did not apply for Ethical Clearance and we also did not think it was appropriate to go down that route bearing in mind the focus of the research.

We circulated the information manually and via emails, but were very disappointed with lack of response from the Community Mental Health Teams. 

Questionnaire Design and Method

The questionnaire was put together through a collaborated effort between all the community researchers. We referred back to the focus of the research to assist us in remaining focused as to the types of questions we wanted to include as well as those which were not appropriate. This process was very interactive and challenging as we wanted to ensure that the questions asked would highlight some of the real issues faced by BME mental health service users after being discharged from mental health in patient services.
We also involved Carers and in some cases interviewed them over the telephone, if they were not able to meet face to face
Semi-structured questionnaires were used to gather the data from the interviews and one focus group. Note-takers were present for the interviews and focus groups.  The data collected was analysed using qualitative and quantitative methods. 

The questionnaire was designed to collate mainly qualitative data to enable the research to tell a story of the experiences of the respondents involved.
 A pilot study of the questionnaire was conducted in November 2007 with some of the researchers prior to the start of the research. Each respondent was interviewed by a researcher with a note-taker. 

Focus Group

Focus groups, also known as discussion groups or group interviews (Dawson, 2007), were used in the study.  This method of data collection was used to ensure that a wide range of more in-depth qualitative data could be generated from the Respondents through discussion. Two of our Community Development Workers participated in this process as note takers and we also taped the discussion. 
RESULTS

Quantitative Analysis

Core Data
1.1
Age last birthday: 
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We interviewed 13 respondents. Six were service users who were male and seven were carers who were all female.

All the Carers were over fifty years and approximately 14% of our respondents were between the ages of 22-29 years.

1.2
Gender:
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1.3
Ethnicity
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84% of the respondents said they were from African-Caribbean background.

3% said they were Black British and 3% African British.
1.4
Born in the UK
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1.5
How long have you lived in the UK
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1.6
Citizenship
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85% of the respondents were British Citizens

1.7
First Language
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100% of the respondent’s first language was English

1.8
Languages Fluent in:
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1.9
Religion:
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85% of the respondents were Christian and 15% were either celibate or a monotheist

1.10
Sexuality
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100% of the respondents said they were Heterosexual.

1.11
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Questionnaires – Quantitative Analysis
We interviewed 13 respondents, 6 service users and 7 carers within this sample. The service users were primarily from African-Caribbean and Black British and all the Carers were African Caribbean.

We also collected data for the people who did not want to fill in a questionnaire and who gave specific reasons.

These were a further 11 male clients who were informally consulted. All were from Black Caribbean backgrounds, 4 were aged between 40-49 and 7 were aged between 30-39.

When asked about participating in the research:

3 said that ‘they had been over researched and did not want to participate,’

a further 3 said ‘that they did not want to be seen as different or treated special’

1 said he would call back, but never did

2 were out of the borough when questioned further and 

2 did not respond to the questionnaire.

For the Carers, we had to carry out telephone questionnaires as it was not possible to carers to take time out of their caring roles to be interviewed formally. 
2.
Your Experience – Mental Health Experience
Q12 Have you been diagnosed with a mental health problem?

Comment – 100% of the respondents interviewed had been diagnosed with a mental health problem.

Q13 What was your diagnosis?
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Comment  - 85% of the respondents were diagnosed with a severe mental health problem 
within the range described above. Two people chose not to declare their diagnosis because they were not sure.
Q14How long have you had mental health problems?
Comment – 54% of the respondents interviewed had had mental health problems 10 years or more. One client, said he had had mental health problems for 22 years.

Q15 How did you come into contact with Mental Health services?

(The responses indicates more than one contact)
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Comments – The majority of the respondents interviewed had made contact with Mental Health services either by the GP, family or police.

Q16 How would you describe your experience of Mental Health services?
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Comments – 38% of respondents felt that the service they received were satisfactory, however 46% indicated poor or very poor.

3.
Admissions and Discharge from Mental Hospitals

Q20 How many admission(s) into Mental Health Hospitals have you had to date?

	Service Users
	No of Admissions

	3
	3

	3
	2

	3
	1

	1
	4

	1
	Lost count

	1
	More than 3 times

	1
	6


Q21 Do you think your admission(s ) into hospital could have been prevented?
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54% of respondents felt that their admissions could have been prevented.

Q22 What preparations were made for you when you were discharged?
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Comment: 10% of the respondents said they had no preparation, whereas 90% had said they had some form of preparation. In most cases they were given medication.

Q23 Have you heard about the Care Programme Approach (CPA)? Please circle yes or no.
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4.
Access to After-Care/Community Care Services.

Q24 The following is a list community/voluntary/statutory support services in Croydon.

Please tick if YES or cross if NO.

	Service
	Heard of 
	Have Used 
	Excellent/Good/Satisfactory/Poor

(Please rate if you have used the service) 1=Excellent 4=Poor

	APCMH
	
	
	

	MIND in Croydon
	
	
	

	Capital Volunteering
	
	
	

	Rethink
	
	
	

	Restore
	
	
	

	Healing Waters
	
	
	

	Hear Us User Group
	
	
	

	AIMHS
	
	
	

	Tamworth Rd
	
	
	

	Fairfield Club
	
	
	

	Lantern Hall
	
	
	

	Cresent Resource Centre
	
	
	

	Westways
	
	
	

	Purley Resource Centre
	
	
	

	Croydon Home Treatment
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Comments – At least 50% of respondents had heard of Westways, Fairfield Club and Capital Volunteering.

Q27 Do you know if there are any After-Care/Community Care Services specifically for African, African Caribbean and Black British Mental Health Service users in Croydon?
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Comment – 85% of respondents were not aware of any BME After-Care services and those who did, were aware only of Healing Waters or Healthy Minds Productions.

Q29. Would you require services to meet your cultural needs?
[image: image21.png]Require Cultural Needs

mYes MNo mNoresponse





Comments – 31% of respondents felt that Cultural needs of individuals were important to them when providing After-Care services, however 54% chose not to respond.

Q30 Would you require services which meet your religious needs?

Comment: 54% of respondents said they would require heir spiritual/religious needs to be met, however 46% chose not to comment.

Q32 Would you like to be involved in the planning and development?

Comment: 54% said that they would like to get involved in future planning and 46% chose not to comment.

Q33 Would you like to know more about Healing Waters and other Mental Health After-Care/Community Services in Croydon?

Comment: 76% of respondents said they would like to know more about Healing Waters
Qualitative Analysis of Questionnaire
These were the actual responses of service users (su) and carers (c) when asked these particular questions. 
Prior to the respondents taking part in the research, they were given an information sheet and consent form by the community researcher conducting that particular interview.
These interviews were conducted in pairs. One researcher asking the questions, and the second researcher taking notes. Each interview took between an hour and an hour and a half.

Mental Health Experience

Q 17 What did you find most helpful?

“You could look out the window” (su)
“Having someone to talk to, other than doctors and nurses” (su)
“Trying to get back to yourself” (su)
“Nurses helping you back into work, study. Letting me see more people” (su)
“Staff listening and showing interest in you as a person. Being encouraged to water plants on the ward, sweep the patio and make breakfast” (c)
“Psychiatrist was helpful” (c)
“Don’t give attention to people with mental health problems. Don’t care about black people with mental health” (c)
“Police came- they were understanding. Respected your wishes”(c)
Q18 What was least helpful?
“The system. Being assaulted and my rights as an individual being denied.” (su)
“People having control over me all the time, do what they wanted anytime they wanted. There was no defence or lawyer for me. A dog has more rights. I was held down and injected, there was no refusal. I was being raped of my understanding.”(su)
“Doctors who didn’t have any empathy.”(su)
“Can’t say- finding the right medication for you.” (su)
“Didn’t understand where you were coming from.” (su)
“Medication. Didn’t understand why I needed it. Human rights. The medication wasn’t explained. I felt it was a waste of time. Many diagnoses were given.” (su)
“Some hospital staff’s attitude and body language. They are doing you a big favour by looking after you. They know what is best for you.”(c)
“Attitudes to mental health. First port of call always medication, suppression of the problem.” (c)
“Problems with Dr. P No support. Struggled to get help”(c)
“Lack of communication from doctors. Tried to find out, tried to find out but left it to the patient to say.”  (c)
“Black social worker- can be more understanding, but people move on. White people don’t seem to understand the needs of black people” (c)
“No communication. Didn’t know anything about my son. Passing the buck. Level of qualification- those assistants very stressful.”(c)
Q19a Where your physical needs met whilst in hospital?

“Do not remember, no idea.” (su)
“They helped with my asthma.” (su)
“Sometimes. BP mentioned, fruits available. Weight gain due to medication is still not advised.” (su)
Q19b Were you cultural needs met whilst in hospital?

“No idea.” (su)
“Not sure, didn’t matter.” (su)
“ No, not really. Didn’t understand- kept talking about God as part of his illness” (c)
Q19c Were your spiritual needs met whilst in hospital?

“No idea”.(su)
“No freedom of expression. Just drugged up and put in a corner. They wanted you to nod and dribble. They tried to drug me up and make me forget what they did. I hope one day a court will be able to take up the case.” (su)
“As a Christian, I went to the chapel and father Andrew was available to talk to me.” (su)
“Trying to help you get better.” (su)
“Not specifically.” (su)
“Did not come into question.” (c)
“Doesn’t want to go back. Not accepting his illness.”(c)
Admission and Discharge from Hospital

Q21 Do you think your admission(s) could have been prevented?
“Could have been prevented by people doing there job properly and not taking away their civil liberties.”(su)
“They could have used animals instead, but then they may have wanted someone who could talk. People came into my house and took me. I was the thing? They took, robbed me. Power beyond my control.”(su)
“Felt it was necessary to go to hospital. First illness was suicidal, second was a manic episode- I was escorted to hospital in an ambulance.”(su)
“Never used to go out much, isolated, no friends, sleep a lot and depressed…If I’d been more outgoing [admission into hospital could have been prevented].”  (su)
“If I was more co-operative with doctor and psychologist. I didn’t want to give in to them.”  (su)
“It was a waste of time- didn’t listen to Users. Blackmail, intimidate, threaten. If you’d talk to me, then you’ll be here for another six months. If you don’t like the medication, we’ll get the team.”  (su)
“When he is in crisis, he needs to be admitted.”  (c)
“Because the transfer is general- mental [ health} was not discussed and [this] could have been avoided.” (c)
“I don’t think so- [he] was talking to himself, his behaviour wasn’t right.” (c)
“[He] attempted suicide, [he] can’t deal with stress.”  (c)
“No, [I] feel it’s a complex situation.” (c)
“Yes- if carers knew what signs to look out for. [He] started seeing demons.”  (c)
Q22 What preparations were made for you upon discharge?

“[The] ward forgot to inform him of appointments on discharge. He lives independently. Was given six boxes of tablets on discharge, and no- one ensured that he can understand how to medicate safely”  (c)
“CPN didn’t put time into helping him.” (c)
Q23 Have you heard about the Care Programme Approach?
“I think I was given a CPA, but it was given without explanation. It was never followed up. Received support from myself, my partner at the time and Healing Waters” (su)
“Don’t know about CPA. I’m receiving support from my sister whom I lived with. I was left trying to live again with what they had left me with. I lived with incontinency, not knowing when I wanted to go to the toilet.” (su)
“Had very basic standard CPA. Went to Status Employment, CMHT, said it was too basic.” (su)
“Don’t know [if given Standard or Enhanced CPA. Received] very little support from Church and family.”(su)
“Wasn’t given much straight away. Had a care worker [who] help[ed] him back into study (Art & design).” (su)
“Was receiving support from] Westways and family.”(su)
“Well supported in the community by Care Co-ordinator and has access to other services as required. Care plan discussed regularly, care coordinator team always available.” (su)
“Maybe.”(su)
Access to After-Care/Community Care Services

Q24 The following are a list of community/voluntary/statutory support Mental Health services in Croydon.

Please tick if Yes or cross if No. 
	Service
	Heard of 
	Have Used 
	Excellent/Good/Satisfactory/Poor

(Please rate if you have used the service) 1=Excellent 4=Poor

	APCMH
	
	
	

	MIND in Croydon
	
	
	

	Capital Volunteering
	
	
	

	Rethink
	
	
	

	Restore
	
	
	

	Healing Waters
	
	
	

	Hear Us User Group
	
	
	

	AIMHS
	
	
	

	Tamworth Rd
	
	
	

	Fairfield Club
	
	
	

	Lantern Hall
	
	
	

	Cresent Resource Centre
	
	
	

	Westways
	
	
	

	Purley Resource Centre
	
	
	

	Croydon Home Treatment
	
	
	

	The Priory Psychological Services
	
	
	


“Only heard of all but one of the organisations in the last 6 months after 11years. Capital Volunteering underfunded but is a good project. Healing Waters needs more funding, also a good project.”(su)
“Westway Resource Centre was where I was drugged up, as they took me out of my Bed & Breakfast. Went to church and any place to try and get healing.” (su)
“Talking to psychologist.” (su)
“NONE.”  (c)
“Lennard Road.” (c)
Q25 If used, how did you come into contact with that service?
“Through Shaw Trust to Capital Volunteering via the Job Centre. Can’t remember how got to resource centres via Capital Volunteering got to Healing Watrs. Supported himself, support from family. Had a good GP in Oxted. Started making his recovery through her and came off medication. Having  a good GP made a big difference.” (su)
“Landlord put in touch with Westways Resource Centre. APCMH put in touch with Healing Waters, Hear Us User Group through Healing Waters.” (su)
“Introduced by someone from Westways.”  (su)
“Encouraged by family.” (su)
“Social Worker, transferred from Bethlem [to community services ticked].” (su)
“Family, care coordinator.” (su)
“By Mum, [he] has his flat.” (c)
“Friends- people from the halfway house.”(c)
“Family mainly.”  (c)
“Family support.”  (c)
Q25a If excellent/good, explain what you liked?

“GP in Oxted excellent. She allowed me time to talk. She never rushed me, always made time regardless of whether he had an appointment or not. Dr T was the best GP he ever had. She listened to him. Capital Volunteering was good taught him about himself and self healing. Healing Waters brought back self esteem, self-confidence. Allowed him to get back to things he used to do”.  (su)
“I did not have any certificates to get into drop- in centres. Asked for I.D, didn’t have to pay.“ (su)
“Tamworth- counselling- speak about feelings, childhood etc. APCMH- Good for mental health personal development/ confidence/ empathy, work with all the service users, enjoys volunteering. Healing Waters- positive experience- reaching out to people and giving them confidence.”(su)
“ Plenty of information for users.”  (su)
“Helpful- getting flat, benefits.” (su)
“Yes- Care Coordinator and Doctor were both good.” (c)
Q25b If unsatisfactory/poor, please explain what you did not like about the service(s)?
“Westways Resource Centre/Purley Resource Centre did not do anything for him. He was unable to cook and get on public transport. Got no help despite.....”  (su)
“Westways- did not like the fact that they could drug me. They lied to me, said insulin would make me feel more relaxed. Convinced me to take the drug/ poison, and then injected it into my bum- two female CPNs did this. After this, I could not function.” (su)
“With Tamworth and Westways- waiting area- not very pleasant. Don’t like the waiting area, see others who are unwell. Not in the best frame of mind when go there to see Dr. and he may prescribe more meds...???”(su)
“Different temporary accommodation stopped him going to church.” (c)
Q25c What could have been improved?

“Better facilities, useful facilities e.g cooking, help with phobias, management of self/money. Help with everyday things e, bills and housing. Help with everyday things that people take for granted.” (su)
“ Westways - If there was a representative or advocate to have someone to speak on my behalf. Every person who comes in should have an independent advocate.” (su)
“Better waiting areas- user friendly. Staff receptionists- no eye contact. Barriers.”  (su)
“Just want to get better accommodation.”(su)
“Appointments being on time.” (su)
“Pretty good. Psychologist good” (su)
 “Forcing people to take medication dosages. People’s rights- need for advocates.” (su)
“More help- problems re inequalities. Treatment services not helping. Improved communication.”(c)
“Better communication with carers- had no idea what she was dealing with! Information and knowledge about the illness. Awareness of risks etc. Fear of the unknown.” (c)
“”Can’t see things [being] improved. Black community needs to help themselves. We need to work together- long term process, learn from experiences in the Caribbean.”(c)
“Counselling, Psychotherapy, no medication. His Doctor and Care Co-ordinator changed- that’s when things feel down. Didn’t go to appointments. Relationships not good. The new Doctor was intimidating and provocative.” (c)
Q27 Do you know if there are any aftercare/community services specifically for African, African Caribbean and Black British mental health service users in Croydon?
“Knew about Healing Waters since June/July 2007. Access Healing Waters and Healthy Minds Productions” (s)
“After that care, I didn’t want anyone to care for me. Only know of Healing Waters” (su)
“Healing Waters”(su)
Improving Services to African, African Caribbean and Black British men.

Q28 What kind of community services would you like to see for African, African Caribbean and Black British Men?
“One that works. Something that helps you integrate back into society. Social activities as he lost his ability to socialise, communicate with people, everyday activities i.e. workshops, practical as well as theoretical” (su)
“Would like to see one. A place which is peaceful, where you could  have a discussion with Black British men. To be comfortable with a situation, you have to be in same situation. You cannot racially discriminate if you are all the same”.  (su)
“ Stronger voice, feel accepted. Part of a community. Integrated back into community, recreational facility. Bring people together. De-stigmatising diagnosis to protect empowerment. Stigma attached to mental health service users. Locked wards, longer on wards under treatment.” (s)
“ I don’t know” (su)
“ Not sure- maybe more workshops- art, music, photography, cultural cookery classes” (su)
“People’s needs being met- psychological needs, places to to go, things to do.” (su)
“A drop- in service which is sympathetic to black men with mental health problems without identifying them. A befriending service to reduce isolation.”  (c)
“Alternatives to medication. Proactively looking at what they were doing before the illness. Meeting needs.” (c)
“Workshops to help them- rehabilitation. We need to get together to try and change things, involve MP.” (c)
“More support, discussions.” (c)
“It would help to have culturally specific services.” (c)
“Counselling wasn’t offered. [Was] feeling lost in the transition from hospital to community. Support- there was a lack of support. People who are new to mental health [could] have an induction into mental health services, or some education about this, [such as] recognising signs and symptoms. Services can be frightening. Advocacy support to settle in.” (c)
Q29 Would you require services which meet your cultural needs?

“I’d want a barrier free zone for black people.? To find cultural needs, as I have to dig up what has been buried. The actual me, buried under this

regime. To be able to exercise my form of culture, I cannot find it anywhere. I am surprised. Sometimes I want to talk loudly but it is seen as aggressive. To speak loudly- you need a place to express, to vent”. (c)
“Recognition of people’s backgrounds, workers who reflected that [diversity of backgrounds]. [cultural] food- it’s important that people have access to it. People can have access to the history of their culture, reading” (c)
“Different cultures should share vegetarian [food, cultural cookery classes]”  (su)
Q30 Would you require services to meet your religious/spiritual needs?
“I want to go back to church. Sceptical, does not want to go on his own. As a child forced to go to church....”(su)
“Spiritual needs- a place where you can feel safe, relaxed, can be yourself, can find some peace and kindness.” (su)
“I think so. Recognising faith and background. If a psychiatrist sees religion as scarey, people may be afraid to talk about faith because of experiences” (su)
“Bible study, prayer” (su)
Q31 What other needs should be considered?

“Access to gym not expensive. Should be a gym in Croydon for mental health users. When I first came out of hospital used to go to gym for 3 hrs to work out frustrations.” (su)
“ ...For people to have access to talking therapies and Cognitive Behaviour Therapy, rather than medication...look at the potential for cure so that mental illness is not a life sentence. Issues re; relationship with psychiatrist. Feel that GP may not be qualified enough to manage medication”(su)
“Not sure.” (su)
“More careful integration of black men who have mental health problems with those who have no social setting.”(c)
“ For men- counselling, accommodation, advisors- training in MH.Broader needs must be met and there needs to be respect. Service Users are given additional stress through unreliability of case managers [although] passing the buck is easy. The service user process is bureaucratic, with appointments, waiting rooms can leave service users agitated. Frontline staff need experience. Questions are inappropriate- e.g. Don't keep records, clients can't remember dates. Review meetings- with the appeal, there are no black people on the panel. The panel needs to be representative” (c)
Q32 Would you like to be involved in planning and development of After-care services for African, African Caribbean and Black British service users?
“In designing and implementing a better system of activities and workshops. Integrating activities, self help workshops, mentoring.”(su)
“Help with workshops. To be involved in the creating of it. In the form of light exercise, relaxing and helping people to just engage into clear peaceful nature. Black people are seen as aggressive??  (su)
”Pooling ideas, sharing to find out needs. Improvement of services.”(su)
“Probably, making sure our needs are met” (su)
Q34 Are there any additional comments that you would like to make? For example what would you like to see developed for Black Minority Ethnic people with Mental Health?

“Legal advocate service for BME personal monetary rights” (su)
“More ethnic based awareness understanding within the black community. We don’t understand ourselves website. BME network on the internet, referrals when people first are ill”.(su)
“I would like to see people treated fairly. Maybe there is still a lot of anger, which has been put in the Black community and somehow I would like to eradicate it. Let the suffering now come to an end for Black people “(su)
“Receptionist training. A Resource Centre etc.” (su)
“Can't think.” (su)
Analysis of the FOCUS GROUP
We had intended to run at least two focus groups, but half way through the research we realised that we were struggling to engage service users in the research. We were able to set up one focus group with four male participants, even though we originally had six people who originally agreed to participate.

We identified questions that were taken from the questionnaires and modified for the purpose of the group. We selected about 5 open ended questions, which we hoped would provide the qualitative data that we would require. Two researchers were present to facilitate the focus group and we had two Community Development Workers who observed and took notes. One worker used a tape recorder with consent from the group. Each participant was given an information sheet, and the content explained to the participants by the lead researcher. Each participant was given a consent form and asked to complete the form before the commencing the group.

Once all the paper work was completed and collected, the process of asking questions and discussions was able to take place.

KEY THEMES:

Use of Medication
“The use of medication was always the first option, other than being medicated, what is there!”

For some people, medication had  been beneficial and there were some improvements, however because of the suppressive nature of some medication, the natural personality of individuals were affected and their true identity tainted.

The abuse of medication was highlighted and in many cases people were not aware of what they were doing whilst on the medication.

“I am not sure if I tried to kill myself because of me, or because of the medication.”
Medication was controlling, to the point where individuals were slowed down until they could barely think. That was when they felt they went ‘crazy.’ 

The Need for Choice
Being able to choose is very important to service users as everyone’s needs, tastes, likes and dislikes are different. This ‘one size fits all’ does not work.

“You can please some of the people, some of the time, but not all the people all the time”

Racism and Oppression 

“Once upon a time, someone would call you a name and you knew they were being racist. Now, they can write things on paper, and you don’t know what they’re labelling you…you don’t know what they’re thinking, they’re disguising it to the world. They’ll do something terrible to you and call it medical research. But, when you look at all the people that get stopped by the police- I just see black people getting stopped- and when I was inside [as a psychiatric inpatient] I saw lots of black people in there. When I asked what they did, I just saw a lot of anger, and I thought, well that must be why you’re in here, because you’re angry…It’s all disguised now, so I can’t come out and say it’s racist, it’s disguised, inhuman acts on people…I can’t prove it…When I did recognize it, they said- you’re obviously paranoid, so take this pill, and that’ll sort you out! It just taught me…not to speak.”
There were mixed feelings about racism. People felt that the mental health system was inhuman, treating people the way it did, yet, another perception was that “it’s hard to say it’s racist as most mental health staff are black”

There was a sense that people did not want to believe that the system was racist and that it was not about colour, yet one could not justify why certain groups of people were treated in a certain way. This however, did not reflect everyones experience, but the majority of the respondents in the group did express similar negative experiences.

“If you don’t conform to societies norms, they lock you up, tell you you’re ill...I want somebody to tell me what the definition of crazy actually is”

Vulnerability within Mental Health Services
‘Once you are diagnosed with an illness, they can do anything to you”

This is where the fear and anger of mental health services becomes a reality to these service users.  The perception of some service users is that the psychiatrist is on a power trip. Respondents were afraid to do or say anything for fear of being injected, secluded or man handled. 
There was no one to defend of protect service users in those situations. There was a feeling of being ignored or ceasing to be a person of value, because they were being classed as ‘crazy’.

“I wanted to kill myself after what they put me through. They gave me a crap life, terrible. I’d like to see them go to prison!!!”

Identity and Culture 
The group consisted mainly of Black British males who were born in this country. They had no real concept of their parents place of birth.
They were unable to relate to any other culture, other than the British culture.
“I feel like my culture has been taken away from me...I don’t know what it is not to have something”

There was a real sense of knowing that their parents had a culture but that they felt separated from it and the whole notion of being treated different because of their colour was irrelevant.

Helping these young men to understand that their culture, or even their colour may have influenced their admission into hospital was difficult for them to comprehend. They found it difficult to relate to their parents upbringing because they never really experienced it or neither could they fully identify with it. They were brought up eating the food, the different accents but some of them could not relate to it.
“Bring the word culture to the table, and let me look at it…my parents were Jamaican, but they didn’t tell me nothing about it…all I know is about English [culture] so bring some Jamaicans down to the table and let me look at it…I might get involved- I might even like it! I can only speak from where I’ve been- so I can’t say what I need and what I don’t” 
However, there is still a real sense of wanting to be with people who they can relate to and can understand them. 

There is almost a denial that they are different and the world, including the mental health system sees them as different.

There is a need for these participants and other young Black British men to learn about their own cultures and embrace their difference and uniqueness.

Quality Aftercare

There were a number of inconsistencies in relation to after-care services.

“ The people I see do actually help me…I used to be the kind of person who bottled up problems, I didn’t speak about it at all, but since I started attending with my Coordinator and nurses, I explain to them any problems I might have and they do actually help. I’ve changed over now, but I was seeing a psychologist who was really good, she really helped me overcome certain things” 

“ I was kicked out of the system and I had to fend for myself- I had nowhere to go, nowhere to live- no Care Co-ordinator or CPN…I was literally taken in, drugged up,  kicked out…I never had support from day services…I survived through luck, having good friends and one decent doctor through that 11 years who actually gave a damn and made a big difference.”
The concern about these contrasting experiences must rest with the service.
Both clients were Black. Both diagnosed with a serious mental health problem. 

Could it be about perception, control, ability to do the job, fear, lack of professionalism, lack of understanding or incompetence. 

What are the key factors which ensure that some service users get a fairly good service and others that don’t, or is it pot luck on the day.

The question is, why aren’t all service users getting a good after-care service?
The Need For Constructive Activities
There is a need for constructive ‘meaningful’ activity for most people. The group were quite critical of existing day services as they felt that it did not meet their needs and that some centres had more of an older age group.

There was a feeling that life skill/survival skills were important and that doing something practical/participative or group activities, would create variety. However, people must want to engage.
There would need to be opportunities for volunteering if clients were ready for that. Varying levels of stimulation, based on each individuals level of recovery is important.

What may be stimulating and interesting for one person, may be boring and unfulfilling to another.

In An Ideal World...

 “There needs to be a Care Co-ordinator in place before you get out, because in the time between getting out and getting a Care Co-ordinator [assigned], that’s when many people get lost in the system…they come out and they vanish because of their state of mind- and no-one ever chases you up” 

“ I’d like to see a system in place before you go in there, an ‘iron door’ that you have to pass through before you can get in…I don’t want people just dragged off the street…we’re [like] children when we get in there, we need an independent second opinion …all these different things to verify that this person actually needs that…[for example] who said that they could administer that poison”  

“Someone independent from the NHS who will monitor them and make sure the patient knows his rights and getting the proper care that you need…having options…and being pointed in the right direction, not necessarily taking you there…so you can eventually learn to do things [again] for yourself” 
“There should be a system…where there are more checks- for example in these meetings- an independent body that come around- not just once in a blue moon- but consistently sitting in on meetings with patients to check that they are OK, and that their rights aren’t being over- ridden, railroaded and told to shut- up”

DISCUSSION 
Some of the results are surprising but on a whole the feedback from service users and carers are not uncommon.
However, some of the points that stood out were in relation to the use of medication as the only means of aftercare for some patients. Also most respondents were more aware of Westways Resource Centre, which is still part of mental health services and less about what is going on in the community; that continued sense of attachment.

There were also a number of respondents who either chose not to answer the question because they were unsure or because they may feel indifferent.

Also not answering may also give the impression that some service users are not good at making choices as many times decisions are made for them, and therefore there may be issues about confidence or possible indifference to the situation. 
For this piece of research, it highlights our hypothesis in relation to why some male service users who are African, African Caribbean and Black British may find it difficult to access and engage with any service provision

Issues about the environment, user friendly waiting areas, receptionists who provide no eye contact and are surrounded by physical barriers and late appointments, all contribute to the negative experiences of BME service users. 

These are all the areas that service users feel need to be improved.

Carers would like to be more informed and communicated to, about what is happening to their loved ones. They feel ignored and helpless in a situation which they know very little about or don’t understand. The stigma of mental health is already an issue in the BME community and this is exacerbated by the way they feel they are treated by a system which they feel discriminates against them anyway.

There needs to be equity in the treatment given to BME service users. Medication appears always to be the first option in most cases, and the possible reason for this could be that service users are usually at their worst when admitted and therefore medication would be the only option at that time. 

Alternative options should be available to all BME service users, and sometimes if offered earlier, then possibly admission could be avoided.

Service users also expressed their concern about the turnover of staff. One respondent said he had a fairly good relationship with his care co-ordinator, but she left and another was put in her place who was not so understanding which resulted in a relapse. Another respondent talked about his relationship with his psychiatrist and the fear of being referred to a GP who he felt did not understand his treatment and this has been creating a lot of anxiety for him which could result in a relapse.

Staff turn over is inevitable in such a stressful profession, but ensuring that staff receive adequate support, supervision, time off etc is important for their mental health and well-being. Good practice should promote a healthy work balance to reduce stress and promote staff retention in the workplace.
RESULTS
The information gathered from the questionnaires and focus groups have been extremely informative, and the respondents who participated were very open about their experiences because they want to be part of the process that brings about change.

Core Data
We also collected data for the people who did not want to fill in a questionnaire and who gave specific reasons.

These were a further 11 male clients who were informally consulted, all were from Black Caribbean backgrounds, 4 were aged between 40-49 and 7 were aged between 30-39.

When asked about participating in the research:

3 said that ‘they had been over researched and did not want to participate,’

A further 3 said ‘that they did not want to be seen as different or treated special’

1 said he would call back, but never did,

2 were out of the borough when questioned further and 

2 did not respond to the questionnaire.

These responses were disappointing as we were not able to reach our target of 40 service users, however, these responses indicate some real facts about these service users experiences.
Questionnaire
Mental Health Experience

Respondents felt that their experience in hospital was ‘boring’. They wanted something to do even if they were being treated for an illness. They were not motivated, stimulated or encouraged to do things.

They also felt that some staff/professionals had very little cultural awareness or understanding of their needs.

Respondents also felt that they were undervalued, felt neglected and unloved as a result of their inpatient experience. Another statistic.

They felt that there was a need for Advocacy as they felt in some cases that their rights were being violated. Carers felt uninformed and felt helpless as they felt they had no rights.

There were concerns about how some psychiatrists treat clients, and how they ( psychiatrists) were monitored in relation to their practices which in some cases could be subjective and at times unprofessional.

The attitudes of some staff were very poor and their body language reflected this.

There needs to be more education about the medication respondents were given, why it was given and the side effects.

Respondents felt it was important for staff and professionals to acknowledge their cultural, spiritual needs and physical needs when admitted to hospital.

Admission and Discharge from Mental Hospitals

First admission to hospital had been very traumatic for some respondents. They question the use of intimidation, bribery and restraint.

Carers felt they need help in identifying early signs and symptoms as many did not know what to look for and how to deal with mental health.

Respondents knew very little about CPA and did not get the after-care they felt they were entitled to. This may be due to discrimination, but there is no real evidence of this, however this practice was not a one-off for most of the respondents interviewed. 
Access to After-Care Community Care Services

Respondents were not adequately informed of After-care services in Croydon apart from some of the resource centres.

Family, friends and the church were crucial for many respondents. 

Some services were not appropriate for some of the respondents and did not meet any of their needs.

Routes to access to after-care services also unclear.

The environment of mental health services and community services could be improved. Appointments need to be on time.

There needs to be better communication about treatments that are available 

and their benefits

Carers want to be more involved in the care of their loved ones.

BME communities need to be made more aware and empowered.

These statements summarise the true feelings of service users and carers in relation to inconsistencies and the inappropriateness of aftercare follow-up.

This section relates specifically to the research focus, which highlights the inadequacy of the process and the need for better structures to be in place to provide clarity, consistency in approach and cultural appropriateness.

Without the adequate channelling of resources, targeting clients from BME communities, the revolving door syndrome will persist and the reduction of inpatient admissions from BME clients will cease to become a reality.
Focus Groups
Approximately 30% of the respondents had positive experiences some of the time and approximately 70% were not so good, however this part of the report is to highlight and make sense of some of these findings and seek to identify possible solutions.

It has become more evident, from the quantitative information that some resource centres waiting areas were not very pleasant or inviting. The system is bureaucratic and increases agitation. Some of the questions asked by Doctors are often seen as inappropriate. 20% of the respondents find it difficult remembering dates and times and don’t always keep records.
 What about mental health service users whose first language is not English? Is there any consideration given to their needs?

However some of the services offered like counselling to one young man and another getting a good care co-ordinator were crucial to their recovery.
The role and responsibilities of the Care Co-ordinator also seems unclear, because there seems to be inconsistencies in the way that their role is delivered to service users. 25% of the respondents have stated that they have had a very good Care Co-ordinator and approximately 75% felt that were not so good and tended to pass the buck! 
Could there be issues about personalities, racism, in competence. How can this be monitored and their performance/service delivery monitored? 

There was some discussion about having a safe system in place to assist vulnerable people before they go into crisis, because it’s far too easy to get into the mental health system. One respondent who lived outside of the borough for a while shared his experience of a relapse which would have undoubtedly required an admission into hospital. He was referred to a ‘Crisis House’ in Wallington for a very short period where he was allowed to talk and work through the crisis resulting in early discharge and yet not another statistic.
Black men are afraid of the Mental Health system, because they feel violated and dehumanised probably because they feel mis-understood. This may be a huge generalisation, but this has been the real experience from at least 4 respondents who participated in this research, which was a relatively small sample. 
They said that they often feel bullied, marginalised and powerless because of their vulnerable state. The power dynamics are evident and the abuse of power is not really monitored. This kind of experience must be frightening!!!!

We also recognise that these issues are not dissimilar to those described within the David Bennett Inquiry. However, what is worrying is that even after his death not much appears to have changed. Why? Will it ever change? They don’t want to be hospitalised.......only as a last resort!
Areas for Improvement

Environment
Issues about the environment, user friendly waiting areas, receptionist’s who provide no eye contact and are surrounded by barriers and late appointments, all contribute to the negative experiences of BME service users. 
These are all the areas that service users feel need to be improved.

Carers Need for Recognition and Respect

Carer would like to be more informed and communicated to, about what is happening to their loved ones. They feel ignored and helpless in a situation which they know very little about or don’t understand, and then to feel ignored in the process is too much to bear for some carers. The stigma of mental health is already an issue in the BME community and this is exacerbated by the way they feel they are treated by a system which they feel discriminates against them anyway.

Equal Access

There needs to be equity in the treatment given to BME service users. Medication appears always to be the first option in most cases, and the possible reason for this, could be that service users are usually at their worst when admitted and therefore medication would be the only option at that time. 
Alternative Therapies

Alternative options should be available to all BME service users, and sometimes if offered earlier, then possibly admission could be avoided.

The other paradox is that service users who have been on medication for some time and on the high doses that many BME users are prescribed, may not be able to benefit from other alternative therapies, because sometimes the damage resulting from over-medicating could be irreversible. 

Staff Turnover in Mental Health Services
Service users also expressed their concern about the turnover of staff. One respondent said he had a fairly good relationship with his care co-ordinator, but she left and another was put in her place who was not so understanding which resulted in a relapse. Another respondent talked about his relationship with his psychiatrist and the fear of being referred to a GP who he felt did not understand his treatment and this has been creating a lot of anxiety for him which could result in a relapse.
Staff turn over is inevitable in such a stressful profession, but ensuring that staff receive adequate support, supervision, time off etc is important for their mental health and well-being. Good practice should promote a healthy work balance to reduce stress and promote staff retention in the workplace.
Services for BME Mental Health Service Users.

The respondents are looking for ‘one that works’...whatever that means, but I suppose there is a sense that it is a service/resource that captures a whole range of needs. 
Respondents described this as, ‘something that helps us to re-integrate back into society’, ‘peaceful’, ‘feel accepted’, ‘feel loved’, ‘stronger voice’, ‘social activities’, ‘discussions about anything’, ‘befriending to reduce isolation’ and to ‘feel part of the community.’

One respondent expressed the need to ‘find himself, because he felt that the ‘actual me was buried under this regime’. Others wanted to exercise their ‘form of culture freely’. They want to be able to express themselves without feeling judged or being hospitalised. They need a space to vent, share food, and engage in cultural activities.  A place to feel safe, relax, be at peace, find kindness, pray, or have bible study.

These realities for individuals are very moving. It appears to be quite simplistic on one hand but on the other a desperate plea to be themselves.

When you have experienced violence at the hands of people who you thought would care, protect and keep you safe, and your only desire in life is to have a bit of peace and love....does it seem too much to ask? 
Feedback from the Steering Group about the Report

We had only one constructive response from a voluntary organisation called APCMH. 

The felt the report summarised the problems and difficulties around the appropriate provision of services and disengagement of this group from current services. They also added that the problems we had in engaging respondents were the most telling evidence of that disengagement and that the attitude of the CMHTs to the work is itself evidence of the underlying problem and shows the lack of real contact with the client group.

The weakness obviously comes from the unrepresentative size of the sample and they personally felt that the quantitative data based on the sample size is not really meaningful and could become a focus of criticism of the reports important message. However, the qualitative data is meaningful despite the sample and this should be emphasised more throughout the report.

No other comments from the PCT or the Mental Health Trust were forthcoming at this stage, which was very disappointing from our perspective.

RECOMMENDATIONS

COMMUNITY RESOURCE CENTRE FOR BLACK  MINORITY ETHNIC COMMUNITIES.
It is clear from the research, that the service users and carers would like a service in Croydon which meets their cultural needs. Many of the respondents interviewed and those in the Focus Group, expressed overall feelings of racism and oppression of mental health services. Respondents would like to have more choice of services available to them which can also reflect their own identity and culture. 

Existing After-Care services appear to be inadequate for many of these respondents and most after-care services appear to be limited in relation to what is on offer to BME Mental Health service users.

A range of constructive therapies/ activities would be designed and developed to include counselling and psychotherapy and other alternative therapies.
In order to address one of the key DRE objectives for BME service users, i.e ‘more BME service users reaching self reported states of recovery’, then a comprehensive service that can address these recommendations should be commissioned. 
ADVOCACY SUPPORT SERVICE/ PROJECT
In light of the key DRE objective which initially formed the basis for this research, i.e. ‘reduction in the rate of admission of people from BME communities into psychiatric in patient units’, it is clear from that research that all the respondents had one or more admissions. One respondent had 6 admissions and one respondent had lost count. 
Approximately 50% of the respondents felt that their admission could have been prevented, however respondents would value the involvement of an Advocate to support and represent them.

This service could work closely with Care Managers to ensure that the process of admission and discharge could be made more seamless by ensuring services are already in place when clients leave hospital. This service would work closely with Community Bridge Builders and the BME Community Development Workers
MONITORING AND ACCOUNTABILITY
There is need for stricter monitoring processes and structures in place within Mental Health Services across all staff groups at all levels. Staff must be made accountable for practices which may be seen as discriminatory, unprofessional or incompetent.
CULTURAL/MENTAL HEALTH AWARENESS TRAINING
Innovative Cultural/Mental Health awareness training needs to be developed for Mental Health Frontline Staff, Carers, BME service users and the wider BME communities to promote community involvement.
These gaps are clearly identified throughout the research and would aim to meet the DRE objective, ‘to ensure that there is a more active role of BME service users and communities in the training of professionals in the development of Mental Health Policy and the planning and provision of services. 
REFLECTIONS

When Healing Waters decided to apply for this Community Engagement funding, little did we know what we were letting ourselves into.

Recruiting the researchers was the easy part, because Healing Waters had already identified potential individuals who had shown an interest in this research. Each came from differing backgrounds, yet similar as some had experienced mental health services themselves. 

For Healing Waters, this made the journey far richer and the quality of experience and empathy invaluable.

The group gelled well together, as we were supported by Anthony Kollie, our support worker. He was extremely professional in his approach and helped and supported each researcher according to his/her needs.

The team of researchers attended most of the workshops, and that is where we saw individual’s blossom and develop and we began to see their potential. It was extremely rewarding to witness, service users who were quite withdrawn and shy, develop confidence and a greater sense of awareness of their own abilities. All researchers were able to achieve a certificate in Research or Mental Health.  

Carmen’s Reflections

“Throughout the course, I spoke to 3 prospective respondents who said that they were not willing to be respondents as they were always asked to be respondents in various research studies and have had enough of being part of them. It seems that in Croydon that the same BME subjects are askes to be respondents of research studies and therefore these clients declined from participating in this community research programme. Three other clients that I spoke to were also unwilling to take part in the research project as they felt that there was no need for BME specific services in Croydon. They said that ‘there have never been any such services in Croydon, so why do we need them?’ They also added that they did not want any different services because
1) they did not want to be treated differently as a service user and 
2) a BME specific service would segregate them from other services, which they consider to be a form of racial discrimination to other white service users.

Does that mean that BME service users have lost their cultural identity because of the lack of BME specific services or that they feel integrated within the societal make up of Croydon? Of course there is stigma attached to mental health and maybe these service users don’t want to appear more different than they already are??”

Errols Reflections

“A qualified therapist has clear guidelines within therapeutic sessions, When emotions surface which could bring tears, a tissue is all we are allowed to supply. However, in the questionnaire, the rawness, passion, heartache, memories, begin to surface and the raw wounds re-opened. As these wounds open, the participant is re-living these experiences as though they were happening NOW, and it goes without saying that a bandage or sticky plaster are things we cannot supply.
The questionnaires are so structured because of the time allowed to complete them. Let’s take for example, ‘How long have you had mental health problems? or ‘How did you come into contact with mental health services?’ People will automatically recall the history that these questions evoke and can become like a runaway train and somehow one has to steer these emotions safely so that the process can continue. Empathy comes to mind, an empathy that may not have been here during their first encounter with mental health services. The run away train has a clear passage now, as they are no longer incarcerated, and more so perhaps, the remembering gives them some dignity in a way. The researcher, with empathy, still has to conduct the questionnaire, and it is like working with a double edged sword, as one has to tread a very fine line as they have the opportunity to talk, but how do you achieve this without the client having to re-live their anguish and pain and becoming like a volcano an erupting again”.
Millie’s Reflection’s

During my work in the mental health field I have had previous experience with Black mental health service users. When I worked at the African-Caribbean Mental Health Association (ACMHA), during the 1990s, I ran the befriending scheme visiting African-Caribbean male and female patients in Broadmoor Hospital. 

I was struck by the disproportionate numbers of Black patients, particularly Black men who were in that Special Hospital. The patients spent so many years becoming institutionalized in hospital. Even when they had a tribunal and were told they would be discharged to a medium secure unit, they often spent months more in Broadmoor Hospital, waiting for a place. 

Although some Black patients made it the medium secure unit, or even back to the community, there was a 'revolving door' scenario where many ended up back at Broadmoor Hospital. ACMHA staff devised a support programme for aftercare of Black patients to prevent the revolving door scenario and retain Black mental health users in the community. I remember doing presentations on this proposal to staff at Broadmoor and the Secretary of State for Health in 1999. Unfortunately ACMHA lost its funding before this support programme could be implemented.     

I am aware that the revolving door scenario also operates on a local level, e.g. in Croydon, where Black patients often return to mental hospital. I think that the research topic is important – the experience of Black men (African, African-Caribbean and Black British) with mental health aftercare in Croydon. Although the statistics show that Black people are overrepresented in Croydon mental health inpatient services, with aftercare services there are hardly any black men.

I thought this would be an opportunity to find out from some of the men about their experiences.

The target research sample of 40 – 45 Black men was ambitious, given that we were not able to approach Black service users who were recently discharged and had to rely on SLaM staff to pass on information about the research to the Black men. 

With hindsight, the research team could have been more proactive by producing information leaflet earlier and going to other community and voluntary sector organisations to reach people directly. However, I hope that the data generated by the research will be useful in supporting a service to help prevent the 'revolving door ' for Black male service users.

However, although there was great enthusiasm for this piece of work, we recognised early in the process that engaging service users from African-Caribbean, African and Black British males would have it’s challenges.

There were a number of difficulties and challenges that were faced throughout the research process:

1. Lack of support from Mental Health services i.e. Community Mental Health Teams

2. Apathy amongst some of the Service Users

3. Fear and Mistrust of being involved in the research

4. Generating Support and interest around the research
1.Lack of Support from Mental Health Services (CMHTS)

As part of the steering group, we had representatives from the Trust, but not on a consistent basis, however, information was fed through about this research and emailed to senior managers and team leaders, especially in relation to the focus group. We received probably one contact for the research through that route which was a huge disappointment, considering we were given contacts who promised to circulate far and wide.

However, in further discussions, it appears that the information did not get through to those staffs on the ground, who could have informed service users about the research. Communication across the Trust, therefore seemed to be a huge problem, and this was confirmed with discussions with the deputy manager.

We were very dependent initially on this route of engaging Black, African-Caribbean and Black British service users, because we did not want to go through the process of getting ethical approval.

2. Apathy of the service users

We were able to access some service users through our own organisation and Healthy Minds Productions. However, others who were approached or contacted said that they weren’t interested because they have been involved in research before, they also said that they did not want to been seen as a special case, they did not want to be seen as different. Others felt that it was not for them, their getting on with their lives, some with very unrealistic expectations.

There was also a disturbing sense of their own lack of cultural identity. They appeared not to be able to identify with any aspect of their own ‘blackness’ and would rather appear to be colour blind to their distinct difference.

This is an area that we will further explore as we evaluate and consolidate some of the responses from the questionnaire.

3. Fear and Mistrust

Most of the service users interviewed and those participating in the Focus group were very suspicious initially when approached to participate. We had to explain the process with the aid of the information sheet. This feeling of fear for some of them reflected the years of mistrust placed upon them as a result of their experiences of mental health services. We too were seen as the ‘enemy’, seen to be colluding with the services.

 We emphasised the importance of their contribution to this process which would help towards service improvements for the future.

4. Generating Support and Interest around the research

We found this to be extremely hard work. Although we felt very excited about the prospect of carrying out this piece of work, we did not sense the excitement or support from some others. This at times causes the team to feel a little disheartened, however, we did realise that we may not achieve our target based on what we were experiencing at the time, and therefore we involved carers and in some cases carried out telephone interviews.

APPENDICES
1. Questionnaire
2. Information sheets

3. Consent Form

4. Ethical Proforma

5. Flyers/Leaflets
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� The target community may be defined in a number of ways – in many of the community engagement projects it has been defined by ethnicity.  We have also worked with projects where it has been defined by some other criteria, such as age (e.g. young people); gender (e.g. women); sexuality (e.g. gay men); service users (e.g. users of drug services or mental health service users); geography (e.g. within a particular ward or estate) or by some other label that people can identify with (e.g. victims of domestic violence, sex workers).


2 This is not always possible, for example, where potential participants are in receipt of state benefits and where to receive payment would leave the participant worse off.











� Very often we will have helped groups to do this very early on in the process at the point at which they are applying to take part in the project.
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