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Project Team

Rehana Kauser: Previously the Women’s Skills Development Co-ordinator at Khidmat Centres, I have worked in the community field for several years. I have had an interest in mental health and alternative methods of treatment and support through personal experiences with friends and family.
Sohail Ahmed: I am 25 years old and have lived in Bradford all my life. The reason I chose to be a part of the project was to make a difference to the way mental health services are offered to elderly people. I live in an Asian community where a majority of elders suffer from mental health problems. Majority of the elders are not aware of any services in Bradford apart from the local GP who they rely on to solve all their problems.  My aim is to find out what can be done to improve these services and how to make them easier for the elderly Asian community to access them.

Prior to this project I was at college where I studied computer science and hold a GNVQ advance certificate in ICT. I hope to build on my qualifications and get a job in the I.T sector as a software engineer.

Nageena Hussain: I work for a medical health practice in Bradford. My duties include translating for a majority of the ethnic-Asian patients. Working in a medical practice has allowed me to work with patients who suffer from mental health issues on a first hand basis.  I have also gained an insight into the barriers they face when seeking help regarding a mental health problem.  Subsequently this has brought me to getting involved in a project which would show the problems faced by the elderly and eventually the Black Minority Ethnic residents in Bradford could benefit if changes were made.    I hold an Advanced Health & Social Care Diploma and keen to work with people in the community. 

Tanvir Hussain: I was born in Pakistan. I got educated in Pakistan to a secondary school in English, math, Urdu, Persian language and Islamic studies.  I came to UK at the age of sixteen. For the past 35 years I lived and worked in Bradford. I am married and have 2 children. 

On arriving to the UK, I started working in textiles. At the same time I joined Bradford College to improve my language. At present I work for social services on a part time basis as a support worker to older people.

I have also been the general secretary for the Jamia Masjid Tabligh – ul – Islam for the last fifteen years. I meet a lot of elderly people there who have problems with mental health care. They know services exist but don’t know how to access them.

Most recently I have completed a faith and community leadership course with NIACE.

Nasreen Akhtar: I am 55 years of age residing in Bradford. My previous work experience included working in a community centre as health support worker for women in Sheffield. On voluntary basis, I have assisted women by accompanying them to hospitals, doctors and benefit offices. By background, I am of Pathan community from Pakistan. My first language is Pushto but I am also able to speak Urdu with working knowledge of English.
The Pathan Pushto community, a significant minority in Bradford, is a religiously conservative community with strong attachments to traditional, religious and cultural values. Pathan women observe the strictest of purdah. I have brought to the project knowledge of Pushto and the longstanding experience of community work.

Esther Dyer: I am 23 years old. I have lived, studied and worked in Bradford over the past four years and throughout this time I have foundered a strong connection with the city and the communities I have lived and worked in. My connection with the communities in BD7 has been strengthened through my work as an environmental warden, based at the Khidmat centre. I have enjoyed working on the Community Engagement project, particularly speaking directly to individuals about their experiences and helping to make their voices heard.
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Executive Summary

The South Asian community is the largest ethnic minority group living in Britain; Bradford has a large and growing older South Asian population. A growing number of first generation Asians that came to the UK in the early 50’s and 60’s are now entering old age. Many older people from South Asian communities still harbour the thought of returning to their towns and villages but feel trapped by circumstances beyond their control. Racism, prejudice, religious and cultural insensitivities are some of their everyday experiences. Radical changes in their role in traditional family support structures exacerbate their sense of alienation, worthlessness and rejection, which all have a direct impact on their mental well being. For older women age and gender significantly add to their disadvantage because of their traditional role in the family, the expectations these place upon them and the withering of the wider support structures that they would traditionally draw upon.

However, little is known about the needs of older people from South Asian communities in Bradford regarding appropriate support, facilities and services, regarding mental well being. The Bradford phase of the community research project was therefore aimed at understanding the needs of the Older South Asian community in terms of:

· Identifying the needs of older people regarding access to mental health services.

· Learning about the experiences of older people regarding their use of mental health services.

· Finding out from older people how their access to services and the quality of support can be improved.

The research undertaken by Khidmat Centres was one of forty projects funded nationally in 2007/2008 by CSIP, and supported through the UCLAN community engagement programme, and came about because of the Delivering Race Equality (DRE) action plan, this is a 5 year working action plan aimed at tackling the inequalities faced by minority communities in regards to mental health service provision. The DRE is based on three connected building blocks which are more appropriate and responsive services, community engagement and better information.

 The Khidmat Centres chose to undertake the research because it has links with its local older South Asian population who use the centre daily, both centres are located in the most deprived neighbourhoods of Bradford. A team of local people was carefully chosen because the project could then draw on its members’ local community knowledge and their existing links within the community to carry out the project. Considerable care was taken to ensure that the team had the right mix of community languages, age, cultural knowledge and skills to interact with the research project’s target group. We also selected people who showed commitment to on-going involvement in working with older people beyond the life of the research. One of the aims was to create a pool of well trained and skilled people to act as advocates for the findings of the project.

1.3 Key Findings:

Quotations from participants:

“Agencies take minimalist approach when it comes to Muslim and Asians.”

“There is no real understanding of our needs. No one really cares. Agencies are set in their ways. It is difficult to change.”

“If you are Muslim no one cares particularly in this climate. We are perceived as troublesome parasites.”

“If you ask for something out of routine, you get stared at and given the impression of being nuisance”

“I don’t know where to go for help. My friend told me to go the Khidmat Centre”

“Khidmat Centre gives me a chance to talk to other people and makes me happy”

“Coming to Khidmat Centre is a good thing. I am able to meet and talk other women.

“Khidmat Centre is a good pass time, I am able socialise and make friends with other sisters,”

Mental Health as a concept has a number of associations in the different South Asian cultures. Traditionally mental illness is taken to mean ‘Paghal’, In the Urdu, Hindi, and Punjabi languages. This refers to being dim, stupid, unintelligent, slow, brainless, having no sense and dangerous. Because of these negative connotations, individuals and their families are extremely reluctant to acknowledge mental health conditions.

The term ‘Sakoon’ came up regularly in interviews and focus group discussions. This is an Urdu and Punjabi term meaning ‘being content at heart and/or having peace of mind’.  The term sakoon is used to describe feelings as well as state of mind. For example, “I have no sakoon” could mean “I am not well”, “I am not happy”, “I am stressed”, “I am not at ease”, “I am in discomfort” etc. The word sakoon is used to refer to multiple feelings and states of mind, but the older communities were happy about using this term. 

There is a clash of cultures and terminology in discussing and unpacking mental health issues in the Asian community. Hence, there needs to be a greater clarification of terms and concepts and understanding of cultural contexts on the part of providers. At the same time, there is a need to incorporate terms and concepts from the languages and cultures of beneficiaries in all communication strategies, one to one meetings and group interactions. This was underlined by the experience of community researchers. In many instants, the quality of responses significantly improved whenever terms from the appropriate community language were used to explain and clarify key concepts.

1.5 Access & Language
The majority of those interviewed had no information about facilities and services other than those offered by their GPs. This meant that:-

a.) They were not accessing support and services potential available to them

b.) They could not usefully comment on these. The most frequent answer was “I don’t know”. One participant was recorded as saying, “I don’t know of any other services, so how I can use or comment on them”.
The majority of participants spoke no or very little English. Even where they were able to converse in English, their vocabulary and comprehension was very basic, and they did not feel at ease. They felt more comfortable and relaxed talking in their respective mother tongues. Improved interpreting services, so that interpreters are trained in mental health issues, and older interpreters are available.

There was an overwhelming view that information about facilities and services in community languages and distributed through the appropriate community networks would be of tremendous benefit to non-English speakers. For the majority of participants their GPs were the main source of information.

1.6 Major sources of support:

A clear finding of the study was that older men and older women manage the stress of daily life in different ways. It was found that these differences extended to the management of stress and illness, both in how they are perceived and how they deal with the effects.

For the majority of participants their families, friends and neighbours are the main sources of help and support. Women tend to rely more on members of family, whilst men also turn to their friends for support and to offload their concerns and worries. They do not wish to be seen weak and vulnerable by their family members in admitting to their problems. They see their role as having to be strong, with responsibility to provide for and protect their families in all situations. Women on the other hand have fewer opportunities to circulate in wider community circles.

Religion is regarded as a very important source of mental and emotional sustenance by providing a structure, philosophy and ethos for life. Places of religion also offer opportunities for networking, making friends and receiving practical and emotional support.

1.7 Community based facilities/ services

The participants from the Khidmat Centres, Inter Link and the Milan Centre were interviewed. They felt that they were heavily reliant on support and services of these centres. They felt welcomed, safe and supported using facilities at these centres.

They were able to make friends and take part in activities in religiously and culturally supportive environments. This also provided a valuable respite for family members. However, these centres and others like them are hampered by lack of resources. Survival is a major issue for them.  More resources are urgently needed to:-

· consolidate existing provision

· add new facilities and services in order to give more choice

· remain open for longer times and for more days

1.8 Advocacy/ referrals
The need for bridging the gap between the providers of mental health services and South Asian older people was emphasised. It was suggested that resources should be made available to identify, train and support ambassadors to help to create links between service users and providers. The enabling and supporting presence of community researchers to take on this role would be a good starting point.

Ambassadors would work alongside providers of mental health services (both statutory and voluntary) and older people and their carers to ensure effective communication/interaction/ involvement at all levels of planning and delivery.

Greater liaison and better referral arrangements are needed between different providers. Partnership work needs to happen between community groups and the independent sector to plan and deliver appropriate services.

1.9 Resourcing services for older people from South Asian communities

The study’s major finding was that older people did not know about mental health services because:-

· They did not understand mental health as a concept

· They did not know what mental health services could do for them

· They did not know where they could find them

Essentially, there are no services targeted at their needs, so they have to make the best of what provision there is. Their perception of these services is therefore poor. The resources they need should be directed to meet the needs they express – these are for services that recognise:-

· Linguistic, religious, and cultural needs

· Gender specific needs, which are also culturally defined

· Local needs, including the reluctance to travel

· The potential for existing support networks to contribute to mental health support and restorative work. These include family, social and geographic networks both locally and in the country of origin and affiliation.

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 DOH 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 DOH 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 DOH, key partners have included the Home Office, the National Treatment Agency for Substance Misuse, the Healthcare Commission, and 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

According to the Centre for Ethnicity and Health model, a community engagement project must have the community at its very heart. To achieve this it is essential to work through a host organisation. This may be an exisisting community group, but it might also be necessary to set a real or virtual group up where one does not already exist. The key thing is that this host community organisation should have good links with the target community (whoever this is) so that it is ale to recruit a number of people from the target community to take part in the research. (See section on task below).  

It is important that the host community organisation is able to co-ordinate the work, and provides 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.

The second key ingredient is the task or tasks that the community undertakes.  According to the Centre for Ethnicity and Health model, this must be meaningful, manageable, time limited.  It should be something that is meaningful.  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 DOH, 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.

The final ingredient is the provision of appropriate support and guidance.  It is not expected that community groups to become involved for nothing. 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. We also provide 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 pull together a 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.

A Host Community Organisation 

With good links to the target community

To provide basic infrastructure for the project (recruit and co-ordinate project team; provide office space, phones and computers; look after the finances) 

To recruit a number of people form the target community to do the work 

A task

Time-limited

Meaningful

Manageable

A piece of research into key needs/gaps/issues for the community 

Learning and development of key individuals: access hard to reach groups; raise awareness and debate community ownership

Support

Financial typically £20, 000

Training and workshops

Ongoing support and guidance-personal tutor

Statutory partnerships; steering groups; Sustainability

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.

In 2005/-6 the Substance Misuse Community Engagement Programme was externally evaluated.  This concluded that:

· The Community Engagement Programme had made very significant contributions to increasing awareness of substance misuse and understanding of the substance misuse needs of the participating communities.  It also raised awareness of the corresponding specialist services available and of the wider policy and strategy context.  

· The Community Engagement Programme had enabled many new networks and professional relationships to be formed and that DATs appreciated the links they had made as a result of the programme (and the improvements in existing contacts) and stated their intentions to maintain those links.  

· Most commissioners reported that they had gained useful information, awareness and evidence about the nature and substance misuse service needs of the participating organisations.  

· All DATs reported positive change in their relationship with the community organisations.  They stated that the Community Engagement Programme reports would inform their plans for the development of appropriate services in the future.  

· A significant number of the links established between DATs and community organisations as part of the Community Engagement Programme were made for the first time.

· The majority of community organisations reported their influence over commissioners had improved.

· Training and access to education was successful and widely appreciated.  379 people went through an accredited University education programme. 

· A third of community organisations in the first tranche reported that new services had been developed as a result of the Community Engagement Programme.    

· The vast majority of participants and stakeholders expressed high levels of satisfaction with the project.

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.  

Where this report fits with the national picture

Since 2000 over 200 communities have taken part in one or other of the Centre for Ethnicity’s Community Engagement Work Programmes. The work undertaken by the Khidmat Centre is one of 40 projects nationally who took part in the National Institute for Mental Health in England’s Community Engagement programme in 2007/2008. 

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:

-Building Capacity in the non-statutory sector

-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 Community Development Workers.

The main focus of our work was to undertake a community based research project focussing on the mental health and mental health services needs amongst the older South Asian communities living in Bradford.

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

Aims and Objectives

· To establish the mental health and mental health service needs of older South Asian communities living in Bradford

· Barriers to accessing mental health services

· Look at the mental health services being accessed by the community

· Discuss any culturally specific explanations of their mental health

· Development and capacity building of individuals and communities involved in the project

· Explore the interventions that are needed and the types of community resources that could be developed to facilitate culturally appropriate intervention

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 status. The programme is based on three building blocks:

1. More appropriate and responsive services

2. Community Engagement

3. Better information

The research undertaken in Bradford by the Khidmat Centre is working towards what the DRE is planning to achieve and we hope our research will ensure older South Asian communities have more appropriate and responsive mental health services, in the coming years.

The Local Community
Both the Horton Grange (BD7) and West Bowling (BD5) areas of Bradford have been identified as key economic regeneration areas. Average income and economic activity levels are low, matched by some of the highest levels of unemployment found in Bradford. Deprivation Indices show poor quality housing, low educational attainment and poor health all of which are issues specific to the communities living within these areas.

Community members from both areas represent a broad mix of ethnic and cultural backgrounds. Of the minority ethnic communities, Pakistanis are the largest group but there are also significant numbers of Indians as well as a growing Eastern European community together with small numbers of Bangladeshi and African Caribbean residents. The Horton Grange area also has a transient student community. The predominant faith communities represented in both areas are Muslims, Hindus and Christians.

The Khidmat Centres’ services are accessed by all local communities but the largest user group is from the Pakistani community.

The majority of local housing is owner-occupied. The area of the study is an inner city area comprising small, terraced, housing stock – some well over a century old – with consequent issues of poor heating, damp and overcrowding. The average family income of little over £10,000 per annum militates against improvement of the housing stock. There is a high take-up of Council Tax rebate and free school meals.

The condition and size of the housing, linked with the culture of extended family occupation, gives little space for socialising at home. Because the housing stock is small, the scope for adaptations for age-related infirmity or access inside or outside the family home is limited, even if the family income could finance the work.

Khidmat Centres

Khidmat Centres grew out of the Bradford Council for Mosques, which was established in 1981 as an umbrella organisation for Mosques and Islamic faith institutions in the Metropolitan District of Bradford. Its aims are to:
· Encourage and enable consultation across all sections of the Muslim community on common areas of need and concerns.

· Enable and support representation of Muslims in all areas of civic life.

· Enable and support religious and culturally appropriate facilities and services for the Muslim community.

· Provide information and support to individuals and agencies about the matters affecting the religious and cultural welfare of the Muslim community.

In 1985 the continuing partnership between Bradford Council and Bradford Council for Mosques began with the establishment of the day care centre in Horton Grange. This provides social, recreational and welfare support to elderly members of South Asian Communities. This was extended by the addition of a second centre in West Bowling. Over the years the demand for facilities and services grew and in 2004 The Khidmat Centres Association was established as an independent organisation to oversee the management of the developing range of services for the communities in West Bowling and Horton Grange. 

Khidmat Centres now offer a wide range of community-led facilities and services to the neighbourhoods of West Bowling and Horton Grange and beyond, to meet the community’s growing needs in health, education, social care, environment and regeneration. Specific programmes such as the separate day care facilities for men and women including healthy eating workshops and advice, preventative health education, exercise classes, health care check ups and social activities ensure that the centre is always busy. 

Khidmat Centres also provide welfare advice sessions, skills development work, English classes, youth provision and facilities for job and training searching for local people seeking to enter or re-enter the employment market. This wide-ranging provision not only offers much-needed facilities for the local community, but ensures that the older people accessing the day care and drop-in facilities do so in the context of use by the wider community. This is highlighted by their participation in community forums held at the Centres, and enables them to contribute and be seen to contribute to the community they are part of.

Family members caring for users of Khidmat Centres’ services now also have daily respite, thus increasing their quality of life as well.

A significant number of those currently accessing day care facilities at the Khidmat Centre are mental health services outpatients suffering from mild mental illness. Feedback from current day care services suggests that there is a lack of knowledge about current services available to those suffering with mental health issues and their families. Feedback also suggests that families are reluctant to ask for help because of the stigma attached to mental illness, not only for the individual suffering from an illness but also for other family members who may lose status in the community as a result. 

Anecdotal reports indicate that there is little real understanding of how mental health service users or their carers might influence services or what support is available to do this. 

These preliminary observations, combined with strong links to surrounding communities, led the Khidmat Centres to embark upon the NIMHE Community Engagement Programme. Khidmat Centres wished to build on research, carried out by Sharing Voices Bradford in 2006, which confirmed that ethnic minority groups have varying perceptions and needs of mental health services, and that none have identical perceptions and needs. This research showed that individuals suffering with mental illness may also be suffering multiple disadvantages of stigma of their mental illness as well as social exclusion, racism and Islam phobia. The report confirmed that individuals’ personal and social identities are informed by their faith and beliefs and those current mental health service providers do not take account of this in their provision. Crucially the report concluded that there is a lack of choice in mental health care services and treatment.

Methodology 

Recruitment

The Khidmat recruited local individuals to undertake the research, the team was diverse and had a good mix of languages, culture, gender and age, and the management team at the Khidmat tried hard to reflect in the researchers the community that would be undertaking the research in.

Considerable resources were committed to ensuring that older people using the Khidmat Centres and those who are part of its wider network had the opportunity to apply for the role of trainee researchers. The aim was not only to train researchers from the community but to include people who could then be a resource to help to take the findings forward. Besides a formal advertisement in the local paper, local organisations including Mosques, Hindu Temples, community and information centres, individuals were also contacted directly to ensure that they knew of the project and the opportunities it offered. This ensured wide local awareness of the project and the potential for the widest range of people from different ethnic, religious, language and cultural backgrounds to apply, age was also carefully considered as we would be engaging with the older South Asian communities.

Five researchers were appointed with one person in reserve, we managed to achieve a balance of gender, age ethnicity and languages, and in total the researchers were able to speak English, Urdu, Punjabi, Gujarati and Pushto.

Training   and Support

All the researchers were offered and accepted the opportunity to attend seven training workshops organised by UCLAN and held in York. The workshops focussed on research methods, collection and collation of information, data analysis, and the report writing. The training was essential to ensure that all the community researchers could contribute fully to the community research at all stages of the project.  All the researchers participated in all the tasks, although opportunity was given to individuals to lead on specific tasks.

The researchers were also given the opportunity to enrol for an accredited University Certificate in Mental Health and Community Research. In addition to the workshops the researchers were allocated a support worker who visited the research team fortnightly and was able to advice on line and via the telephone as well. Additional support was given through the Steering Group in the form of local information.

Steering Group

An initial meeting was set up with the support worker to establish the recruitment of possible steering group members, the role of the steering group was to support and guide the project, and help to take recommendations forward. The researchers wanted the group to provide support in developing the research tool, contributing to ideas and experience, and feed back to their organisations findings, and also help to sustain the project.

Its membership included representatives from local voluntary and statutory agencies working in the mental health field, who have an interest in developing mental health service delivery, together with Uclan staff and Khidmat Centres staff who were supporting the project. Members of the research team also attended to give a first hand report on progress and receive feedback. It was imperative to involve NIMHE to fit in with local and national priorities. The steering groups contributions in developing the research tools and offering information, advice and support from its collective experience was invaluable.

Work programme 

Once the research team had been recruited, the research aims and focus were confirmed in conjunction with the UCLAN support worker, both to focus the project and to confirm the direction the project’s work over the next 9 months. The assumptions made about the research sample were reviewed and finalised. These included:-

· the number of people to be contacted - 100

· their age – 50 years and over with as even a spread as possible up to 85 and over

· gender balance – as even a balance as possible

· geographical area of the research – the catchments area of Khidmat Centres – Bradford post codes BD7 and BD5

· how people would be contacted – primarily by word of mouth using the Khidmat Centre user and agency networks

· The agencies whose support would be needed.

Careful consideration was given to the choice of research tools to ensure that not only would they provide clear information, but also be easy and comfortable for the research sample to engage with. The research tools were required to:-

· help obtain quantitative and qualitative data

· sensitive and private information

· allow people who find it easier talk in groups to have that choice

· enable research participants to talk easily and to have the confidence that would be understood clearly

It was therefore decided that:-

· the main research tool would be one to one interviews, as this would be the best way to obtain sensitive information, especially from the women in the research sample

· the individual interviews would be supplemented by focus groups for men and for women

The design of the research tools took up a considerable proportion of the project’s time because of the sensitivity of the information being sought and the number of languages potentially being used. The biggest issue was to ensure that the interviewees and focus group members understood clearly what information they were being asked for, particularly in view of the cultural and religious aspect of the topic. 

The research team discussed this at length, because it had become clear from pilot versions of the questionnaire and conversations with potential interviewees that they were not familiar with the concept of mental health. One of the key issues was the use of terminology. Eventually, it was realised that because the issue of mental health has different meanings in different cultures, religions and languages, it was essential to start with the understanding and language that people making up the research sample would use.

The questionnaire was translated into different languages, so that no one would be excluded from taking part in the research, this enabled us to link in with people that may have been missed if the research would have only been conducted in English.

A contact information leaflet was prepared in case any interviewees asked for help in contacting mental health support providers. 

While the research tools were being developed, the outline of the report was clarified through the UCLAN training workshops, beginning with pen profiles of the research team and starting the initial draft of this report.

Ethics
This fed directly into the development of the code of ethics adopted by the research team; this followed the model adopted by UCLAN (Appendix 2). Ethical approval for the questionnaire, and the conduct of the research generally was sought and obtained through the UCLAN Centre for Ethnicity and Health’s ethics panel, before the research work began.

With support from the UCLAN support worker, the research team drafted a code of ethics to guide the work of the project. This covered:-

· the limits of the work that the project would carry out

· the target group of the project, who would carry out the work and the  support structure for the research group

· how the information about the project would be given to prospective participants and ensuring that that they would all be able to give fully informed consent – including preparation and use of information translated into community languages

· Issues of confidentiality – ensuring that all personal information was kept secure at all stages of the project. This included the venue for interviews and focus groups, safe keeping of information and data at all stages of the project and ensuring that access was limited to people who needed it for specific project purposes

· Risk management, including health and safety – ensuring that all project participants, in whatever capacity, were kept safe. All project staff was fully briefed about how to minimise potential distress generated through interviews and focus groups would be managed.

Accessing communities

Interviews were conducted at the Khidmat Centre, local Mosques, Hindu temple and community centres. Most information and requests for people to be interviewed were made by approaching people directly at community venues, with contact facilitated through staff, volunteers and officers of the organisations hosting them. 

Interviews were conducted by researchers working in pairs, the lead interviewer conducting the interview and the second researcher recording the interviewee’s responses in writing and sound.

Once each interview and focus group was finished, the completed questionnaire and other comments were locked away, with only project staff having access to it. When collating the information, this was similarly locked away, and all digital information was stored similarly, so that no-one else using the computer could access it.

When developing the interview questionnaire and focus group questions, it was also agreed that:-

· Language and gender should be taken into account when interviewing the participants, for reasons of sensitivity and to respect cultural and religious sensitivities, so male interviewers would interview male participants and female interviewers would interview female participants 

· Interviews and focus groups would be carried out by researchers working in pairs – one to lead, and the second to record the information being given by research participants. This also met the health and safety and ethical issues attached to interviews, particularly where sensitive information might be disclosed.

· Information would be recorded on the questionnaire, and digitally, subject to the agreement of the interviewees.

· As far as possible, at least one of the interviewers would be as close as possible in age to that of the interviewee, to ensure the best possible rapport between them

· Similarly, at least one of the focus group facilitators would be as close as possible  to the age of the participants for the same reasons

· Interviews and focus groups would be conducted in the interviewees’ language of choice to ensure that no-one would be excluded from participating in the research; languages available were Urdu, Punjabi, Pushto and Hindi.

· Interviews and focus groups should be conducted at the two Khidmat Centres, local Mosques and Sikh/Hindu temple and Grange Interlink, to reflect the target group being the older members of the community and the number of communities being targeted.

· It would be emphasised to all interviewees that they were under no obligation to answer any or all the questions should they wish not to.

FINDINGS

1.Age and gender of the respondents
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2. Ethnicity of respondents.
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3. Place of birth of respondents
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4.  Respondents’ period of residence in UK
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5 Citizenship of respondents
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5.  First language spoken or signed by respondents

6.First language spoken by respondents
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7. First language spoken by respondents.
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8. Additional language spoken or signed fluently by respondents
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9. Additional language written fluently by respondents

[image: image36.emf] 

6

 

0

 

23

 

0

 

1

 

0

 

2

 

0

 

1

 

0

 

3

 

0

 

4

 

0

 

2

 

0

 

1

 

0

 

3

 

1

 

1

 

0

 

13

 

13

 

0

 

10

0

5

10

15

20

25

Male Female

Punjabi

Urdu

English/Gujerati/Hindi

English/Gujerati

Mirpuri

Gujerati

Hindi

Urdu/English

Bengali

English

Pushtu

None

No response


10.Religion of Respondents
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11. Sexuality of respondents
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11 Respondents having disability
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RESEARCH FINDINGS

Question 1: Do you have peace of mind?[image: image8.emf]34
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Question 2: How does this make you feel? [image: image9.emf]4
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Question 3: have you been affected by any of these issues?
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Question 4: How do you cope with issues that affect you?
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Question 5 : How do you feel at the present?

[image: image11.emf]4

2

18

0

17

3

6

3

0

1

6

1

0

7

0

1

2

0 0

1

5

2

0

1

0

1

3

0

0

2

4

6

8

10

12

14

16

18

20

Male Female

Happy

Feel Good

Alright

Not So Bad

In Between

Bad Not Well

Not happy

Worried

Stress

Low

Depression

Anger

Tension In head

No response


Question 6: As a South Asian elder have you needed support in the last two years to maintain peace of mind?
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Question 7: What support do you receive?
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Question 8 :Were given a choice of support?
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Question 9 : Was the support you received right for you?
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Question 10: How was the support you received right for you?
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Question 11:Why was the support you received not right for you?
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12. What mental health support services in Bradford you know of?
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Question 13: Have you used any of the services listed above for your mental well being?
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Question 14: What did you think of the services you used ?
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Question 15: If you have not used mental health services in Bradford, has anything stopped from using these?[image: image21.emf]5
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Question 16:Do you think that the current mental health services meet the care and support needs of South Asian elderly?
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Question 17: Did you understand what was happening to you when accessing mental health services?
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Question 18: How did you find out about the service that you used?
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Question 19: Who or what has been the most influential in your recovery?
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Question 20: What three improvements would you most like to see within Bradford’s mental health services ?
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Question 21: What kind of mental health services do you think should be provided for older people over the next three years?
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Question 22: Can you tell me about a positive experience you have had that has helped you to achieve peace of mind?
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Question 23: are there any questions you would like to have been asked in relations to the provision of mental health?

[image: image29.emf]0

1

0

1

9

3 3

1

32

17

0 0

2

0

0

5

10

15

20

25

30

35

Male Female

Second family can give help

Psychiatrist and counselling

Community centres don’t welcome us much

Request place to pray

No

Don’t know

No response


Discussion

This report explored why South Asian elders living in Bradford are not accessing Mental Health services and also how they are coping with mental health issues that are affecting them.

The data shown comprises the number of responses to the questions put to respondents together with the approximate percentage of the research sample these numbers represent. This is necessary because the number of female respondents is substantially smaller than that of the male respondents. While this raises its own issues, the percentage figure is included as a tool to make easier comparisons between the male and female responses and total responses. In each case, the percentage figure is taken as a percentage of the research sample. It therefore follows that the total percentages will not necessarily add up to 100%

 The data shows that most older people that have been consulted with were of Pakistani origin, and were not born in the UK, but have however been living in the UK for more than 11 years and so have had the opportunity to settle, and be accustomed to local services. The respondents, although mainly British, only a few claimed English as their first or second language, spoken or written. The religion of the majority of respondents was cited as Islam while the remainder held other faiths originating in India and Pakistan, this should be a significant consideration in the provision of services that are sensitive to faith, for example in the gender of practitioners and the opening hours of services in relation to religious holidays.

All respondents professed to be heterosexual, and the few who admitted to disabilities had those related to aging.

The issue of communicating with members of the research sample has already been raised with reference to their understanding of mental health as a concept. The number of respondents who gave no answer to questions about their issues raises issues about the best way to enable them to engage with people they do not normally encounter. The male respondents in particular found some questions hard to answer. The comparison between the male and female respondents’ views points to differing openness and capacity or willingness to respond fully, which the interview team may not have been able to address fully in the circumstances.
A number of pilot interviews and focus groups were conducted to test the questionnaires and the interview procedure. Both gave excellent results, necessitating only minor amendments. It was found that the focus groups allowed participants to share their personal difficulties about mental health issues with one another.  Many of the participants realised they were not alone when discussing matters related to mental health problems openly.

Section A: Demographic information

A.1: Area of residence:

The core data gathered from the interview sample gives a valuable overview of the situation of older people from South Asian communities in the Bradford 5 and Bradford 7 post code areas.

The first table identifies the age range and gender balance of the interview sample – 60 men and 24 women. The men were aged 51 – 89, while the women were aged 50 – 69. It is apparent from the sample that the older women are less likely to access services outside their family unless transport is provided. Older women who are not in good health and are physically frail tend to remain at home and receive support from family members. This finding is supported by Khidmat Centres’ experience over the years. Culturally Asian families are more protective of their older women than their older men; this reflects the wider role of men which necessitated their coming and going from the family home for economic, social and religious reasons which women’s’ roles did not include.

A2: Ethnicity

The second table identifies the ethnicity of the interview sample as largely Pakistani (80%-48 men, 70%-17 women), but included people of Indian (13%-8 men, 4%-1) and Bengali origin (3%-2 men, 12%-3). 3% (5) identified themselves as “British Indian”, “Kashmiri” or “Nairobi”. Table four shows that none was born in the UK, but all had lived in the UK for more than 10 years. This points up to a common experience of change of culture for everyone within the interview sample when moving to the UK.

A3: Place of birth:

95% (57) of men and 100% (24) of women work born outside UK.  5% (3) did not respond. The majority of respondents were the first generation South Asians born outside UK, who had hoped to return to their countries of origin but because of financial, personal and family situations, could not realise their goal of return and feel trapped and helpless.

A4: Citizenship:

83% (50) of all the male respondents held British nationality whilst all the 24 women in the interview sample held British nationality. One was a male asylum seeker, while others identified themselves as “Indian”, “British Indian” or “Pakistani”. The great majority clearly identified with the host country.

A5: First Language:

26% (16) of men and 50% (12) women claimed Punjabi as their first language, followed by 21 % (13) of men and 4% (1) women stated speaking Urdu. Others spoke Gujarati, Hindi and Pushto. However, all of the participants spoke a combination of languages. Only 3% (3) of men claimed English as their first language. Within the research team we were fortunate to have researchers who were fluent in Punjabi, Urdu and Pushto as a result of this skill we were able to translate interviews into the relevant languages.

A5: Religion

Table ten lists the religion of correspondents; the great majority of respondents 84% (71) claimed Islam as their religion, followed by 8% (7) claiming Hinduism and 4% (4) indicating Christianity and Judaism.

Although within the Bradford Asian community, the followers of Islam are in the majority, other faiths are also significantly represented. Care should therefore be taken to ensure that false assumptions are not made in arrangements for religious needs.

A6: Sexuality 

Table eleven identifies the whole of the interview sample as being heterosexual men and women.  Culturally, this in some cases may also be an “acceptable” response.  Islam, in common with the other religions professed by the research sample, totally forbids any other form of sexuality and therefore any acknowledgement of any other sexual orientation is not without dire consequences of cultural and religious persecution and ostracism.

A7: Disability

Table twelve shows that the interview sample sees itself as being relatively healthy, with the majority claiming to have no disability. However, this belies the fact many respondents are physically frail and suffering from a number of illnesses. Also, there are major differences in understanding of what constitutes disability.

Culturally, because men have the role of provider and protector, it is more difficult for them to admit to disability. Also, this would be another issue in their self-image, which may already be suffering because of their lack of a clear role and status.

Section B: Interview data

Question 1 asked, “Do you have peace of mind?” 
The respondents could over half of the male respondents (56%) but only 16% of women said “yes” whereas over three quarters (79%) women answered “no” to the question. This may be due to people not understanding what is meant by “peace of mind”, or not being aware of their suffering and what may have contributed to this.

This was helped, at least in part, by reinforcing the phrase ‘peace of mind’ with the word ‘sakoon’.  However, a large proportion of the male research sample did not answer the question. As discussed earlier, this may well have been as much for reasons of self-image or losing face as for not understanding. This may affect their willingness to seek help and therefore the ways in which such support may best be offered.

It was only after this issue had been resolved while preparing the questionnaire that it became fully clear to the research team – all people who had a grasp of the issue - how difficult it would be for people who have no concept of mental health to understand what they were being asked, let alone talk about it, let alone seek appropriate help and support.

When asked (in Question 2), how does this make you feel? Over a third (38%) of responses from male respondents and 12% of responses from women were that they were “OK”. Over half (53%) of male respondents and over three quarters (79%) of women said they felt ‘worried’, ‘bad’, ‘depressed’, ‘not well’, ‘low’, and ‘stressed’. In some cases it was apparent that “tension” was used as alternative to “stress” – another pointer towards the need to use language that identify with.

 We find that the first generation South Asians use a combination of interchangeable terms or ‘buzz words’ to describe how they may be feeling or the condition that they may be suffering. Occasionally, there is no precise equivalent word/term to describe a condition. In these cases a combination of words may be used to describe a condition. 

Almost a quarter of female respondents (24%) and 7% of male responses felt ‘angry’, ‘isolated’, ‘no one cares about me’ and ‘ better off on my own’.

Consistently women were more willing to acknowledge their problem(s) and prepared to talk about their conditions. It is apparent from the responses that women had a wider vocabulary with which to articulate their feelings. The reasons for this are that in traditional families for South Asian communities, men are encouraged to see themselves as the providers and protectors of their families. They are not encouraged to discuss their family business in public. They therefore feel a need to project themselves as calm and strong, not showing any sign of weakness, either physically or in their character. As a result they are reticent to acknowledge personal and emotional difficulties.

Quite clearly, this has implications for the way that help and support should be offered to them if it is to be effective.

Question 3 asked respondents to state whether they had been affected by any of a number of conditions. Although less than half the size of the male group of respondents, the female respondents gave a larger number and a wider range of responses than the male group, with none giving no answer. 

The issues reported were similar, with the majority of respondents admitting suffering from a combination of conditions including ‘depression’, ‘stress’, ‘pressure on mind’, ‘anxiety’ and ‘tension’.

It became clear that these buzzwords were being used indiscriminately to describe multiple conditions with little real understanding of any of the conditions mentioned. When encouraged to explain, some participants were better able to describe their condition in terms of symptoms they had felt at the time, for example, anger, suicidal thoughts, worry, eating disorder, mood swings, panic attacks and fear.

This finding underlines the need for service providers not only to provide services in community languages if service users are going to benefit fully, but also to describe concepts, ideas and symptoms from their culture using words from their language that they understand. 

Of the issues they were asked about, 4 women admitted to having suicidal thoughts, for the researchers this was a difficult topic to probe as the Islamic faith is against suicide and suicidal thoughts and so by gently probing the researchers did gain this finding.

Anger was the most common symptom that was mentioned by both men and women. The symptom mentioned most by women but not men was worry and tension (by tension they meant stress).

Nearly a quarter of interviewees cited ‘family problems’ as a major contributory factor to people not being well. ‘Bereavement’ was mentioned by several respondents in this context.

Although less than half the size of the male group of respondents, the female respondents gave a larger number of responses than the male group, with none giving no answer. However, the most striking feature of the responses to this question is that almost two thirds of the male respondents chose not to respond to this question. Of those who did respond, the number of responses per respondent was similar to that of the female interview sample. The question asked whether respondents were affected by any of the issues referred to. The responses indicate that either the women respondents are more affected by these issues than the men, or that the men did not wish, or did not feel able to admit to, being affected.

No indication in this question was sought about how men and women managed the issues affecting them, but the fact that more than half the male respondents chose not to respond raises questions about the way that they deal with stressful issues and the symptoms they generate.  

Nearly a quarter of interviewees cited ‘family problems’ as a major contributory factor to people not being well. ‘Bereavement’ was mentioned by several respondents in this context. 
‘Family problems’ encompassed a wide range of problems including:-

· Financial difficulties

· divided families

· worries about children

· breakdown of relations with members of families

· being betrayed by children or relatives (and in many cases by both)

· loss of status

· marriage breakdowns involving children and close relatives boycotting relations

· isolation and embarrassment in bradary (extended family and wider social and tribal networks) 

· loss of worth and respect in the family

· property and land disputes in the family

These situations involve close relatives or members of the extended bradary (extended family and wider social and tribal networks) both in the UK and abroad.

Bereavement can have a direct, long-term impact on the mental well-being of older people, particularly where an immediate member of the family is involved, for example, wife, husband, son, daughter, brother, and sister. The death of a son or a daughter has a long-term effect on parents, particularly if the parents are older and dependent on the deceased for their care and well being. Loss of a partner is also very traumatic particularly where sons and daughters have gone their separate and independent ways and are unable to provide any close and sustained level of emotional and physical support. Most South Asian parents look to their sons and daughters to provide for them and care for them in their old age. This is a generational expectation. When this fails to materialise, even for very good reasons, parents feel let down and betrayed. This can also cause embarrassment and loss of respect within the bradary (extended family and wider social and tribal networks) both for parents and their sons and daughters.

There is a clear lack of culturally appropriate support and counselling in both of these areas. Given the cultural significance of the family, support for people experiencing these problems is desperately needed; the scale of the problem among the respondents highlights the lack of support services in this area, particularly when contrasted with the availability of relationship counselling agencies such as “Relate” to members of English-speaking communities, which complements the limited counselling services available on the NHS.
Question 4 asked, how do you cope with the issues that affect you? Almost half of male respondents (48%) gave no answer as did just over a third (37%) of women. However, those who did respond gave the key avenues of help as:- 

· Faith and prayers – for women especially (62%) 

· GPs for both men and women (12%).

· Family; women especially look to members of the family for help and support (20%).

· Friends; men especially use socialising as a safety valve (8%) although for some women socialising is important too. Venues include Khidmat Centre, and Mosque, accessing practical help, making friends, socialising, networking and receiving information through other attendees including Khidmat Centre and Mosque.

The responses from male and female respondents differed significantly.

Faith continues to play an important part in the daily life of the older people from the Asian communities. For most, faith is their way of life. It provides the framework for interpreting, understanding and managing their situations and predicaments in time of need and what came out strongly from the one to one interviews and the focus groups was that older people wanted help that sat along their religious beliefs as this was something they could understand and work with.

For men, it appears to be their place of worship that plays the important support role. and interestingly the Khidmat Centres were cited as often social workers for support - twice for men (Khidmat Centres) and twice for women (social workers). While a small number of responses, they do highlight the different ways that men and women seek support, with men struggling to approach people who they did not know to confide in regarding matters about mental health. They therefore turn to their friends to help them. This is perhaps because they do not wish family members to think that they were showing signs of weakness in not coping – another indication of the strong image that they feel constrained to project.

GPs were highlighted as an important avenue of help for men and even more so for women indicating a level of contact, knowledge and trust which is absent from dealings with other sources of mental health support Women appear to confide more easily in their GP’s and other people who they are close to. While these avenues of support look healthy and appropriate, much depends on their being available, accessible and seen to be acceptable.

A number of female respondents admitted to ‘not coping’ as compared with no men acknowledging this. More women were willing to acknowledge that they have a problem; even so the large proportion of both male and female respondents who gave no answer gives some scope for considering what the response might have been had they chosen to answer. It suggests that the majority of members of South Asian Communities either:-

· do not seek or find support

· Or they are not comfortable identifying sources of any support, even in a survey that they have agreed to participate in, and where confidentiality has been guaranteed.

The reluctance of men to admit to “not coping” has to be seen in the light of their need to be seen to be functioning effectively, and in the light of the wider range of social networks culturally available to them. However, because of the need for them to appear to be coping, many appear not address the issue. Almost half of respondents chose to give no answer to the question. 

Women from South Asian communities have fewer constraints on their public image (on this issue), so are able to seek support more effectively. Anecdotal reports indicate that in general they are able to be more open about their problems than South Asian men. However, given the social and familial constraints which require families to provide all necessary support and lack of knowledge about support services it may be that they are not able to access other help and support.

The next question has to be “How do they find support?” Although this was not said, the inference is that they do not find support until circumstances deteriorate to the point where they or their carers have to seek crisis support.

Question 5 asked how you feel at present. The responses are somewhat equivocal. Again there is a difference in the responses of male and female respondents. A small proportion of males and females felt happy, while 58% of males felt ‘good’ or ‘alright’. The remainder were less so, while over a quarter of women (29%) were ‘not happy’, while others were worried, stressed and depressed. This raises again the issue of whether these are differences in experience, of permission to be candid or how feelings are reported. 

When asked (Question 6) whether respondents needed support in the last two years to maintain peace of mind, 45% respondents said they had needed support, while 44% said not. 11% did not respond.

This response shows that the need for support being available is clear. When the issue of the need to maintain the façade of being able to cope is raised, this result becomes more questionable as it becomes clearer that there may be constraints on the number of people who can admit to needing support. – Especially when the 11% who chose not to answer is included.

Question 7 asked what support respondents received. Over half of the male respondents gave no answer. The only NHS support cited came from GPs and medication (24%), followed by family, friend and social support. Counselling and advice, social support and medication also feature as they did in the coping mechanisms question above. This response continues the thread of women talking more easily to people they don’t know, whilst men are more hesitant in volunteering information to those they perceive as strangers.

Question 8 asked whether participants were given a choice of support. Two thirds of male respondents (66%) and over one third of female respondents (37%) felt that they had not been given a choice of support. A further 37% of female respondents gave no response, as did 18% of males.
Whether or not a choice was available or offered, it is clear that effectively there was no choice of support. If the choice were available, it appears that respondents had no knowledge of it, so would not have been able to make an informed decision.

It is therefore questionable whether information about help and support available is reaching older people and their carers, even through GPs, the NHS agency most known and used in times of medical need. Neither is that information available through those other primary sources of support - family, friends, local community centres and places of worship.

The inference again is that support is not found until circumstances deteriorate to the point where service users or their carers have to seek crisis support.

Question 9 asked whether the support received was right for the respondent. Almost three quarters of male respondents (73%) gave no answer, while 11% were clear that it wasn’t. Over half of female respondents (57%) gave no answer or felt that their support was not right for them. However, 41% did feel it was right for them. While the finding indicates that most respondents were not sure what would be right for them, the number of women respondents feeling that their support was right for them supports the inference made in the discussion of question 7 above that older women are better able to discuss their needs at this point. 

Question 10 asked why the support received was right for the respondent. Over a third of male respondents did not respond, but half (50%) cited their day centre being right for them as did 8% of women. The majority of answers from female respondents (48%) also demonstrated at least some degree of contact and communication – Day centre, Doctor was good, shared problem with family and understood my culture and religious needs, social worker helped with recovery - while even the women whose depression tablets helped them to sleep indicates a measure of communication to achieve such a positive result. However, it also demonstrates that the communication needed is gender-variable.

Question 11 asked why the support received was not right for the respondent.

This question had a smaller response – well over three quarters (88%) of male respondents and 79% of women did not respond, while 9% of men and 4% of women just said ‘no’. This overwhelming majority either could comment or were just not happy with their support. It may be that low response rate to these questions was due to a lack of knowledge of other services. If so respondents could not compare and comment on the quality of services they received.

Three women articulated that the GP they saw did not know of the service they used, while medication was also an issue. 

Question 12 asked what mental health services in Bradford respondents knew of. Half of both male respondents (51%) and females (50%) knew of GPs. This question clearly demonstrates that there is a lack of awareness about mental health services within Bradford for the older South Asian communities. Over a third of male respondents (38%) and females (75%) identified Khidmat Centres as a source mental health support. Similarly 5% of male respondents saw Citizens Advice as a mental health support agency (men 15% as did 8% of women. Sharing Voices was the best known voluntary sector mental health agency, it was said this was due to the way it was linking in within the communities and letting them know what was available. Other responses Horton Park Centre, Mind, Samaritans, and Bradford Health were also mentioned. People remembered using and having benefited from these services for a variety of other needs, but not necessarily for mental health wellbeing.

Several agencies specifically aiming to provide mental health support were not recognised at all
5% of male respondents did not respond indicating no knowledge of mental health services available in Bradford... 

Question 13 asked if respondents had used any of the services listed in question 12. Almost a third of male respondents (31%) had used services while only 4% of women had. However, when asked more specifically about services used, a 13% of male respondents and 41% of females said they had seen a GP, while 13% of male respondents and 20% of females had used Khidmat Centres. Khidmat Centres, Sharing Voices and Lynfield Mount were also said to have been used.

39% of male respondents and 29% of women had not or were not sure whether they had used any of the services.

Khidmat Centres has featured in the answers to several questions. While it does not pretend to offer specific mental health services at present, it is clear that the services it provides are recognised as being helpful in promoting peace of mind and mental well being. These services included weekly lunches, and during the summer day excursions. It should be recognised this is likely to be the case with other centres offering opportunities for older people to meet.

Question 14 asked what respondents thought of the services they used when receiving support. 

Almost a third (31%) of male respondents gave no answer to this question. Of specific services, 25% of female respondents thought GPs gave good advice, although one female felt that the GP she saw did “not understand”. Khidmat Centres was thought “good” by 5% of male respondents and 25% of women. Generally though, over half of male respondents (54%) but only 12% of women felt that the services were OK. However, no reasons were given for this; it may have something to do with the nature of some members of the South Asian community who see complaining or advising on how things could be improved as a bad thing.

Question 15 asked about barriers preventing respondents using services. Over three quarters (81%) of male respondents and 75% of female respondents gave no answer. A quarter of female respondents (25%) and 8% of men indicated that they were not aware of services, highlighting again the need for information targeted at this group, the main barriers listed by those that answered was complete lack of awareness of services, how they operate on a daily basis, where they are situated and how a person can access them.

Question 16 asked if respondents thought that current mental health services in Bradford met the care and support needs of South Asian elders. Almost a quarter (23 %) of men and 8% of women indicated that they found GPs to be helpful. Over half (53%) of male respondents and 28% of women either did not know or gave no answer. 36% of male respondents thought services were OK or average.

This response again has to be seen in the context of cultural inhibitions in giving a clear, uninhibited response to this question. However, while one male thought South Asian elders’ needs were not being met, half (50%) of the female respondents were clear that they were not being met.

No reason was given for this, but as women are usually cast in the role of the carer, they may well have been more motivated to speak their mind. However, 12% of women respondents and 5% of men felt that Khidmat Centre helped as did GPs (23% male respondents, 8% of women).

Question 17 asked if respondents understood what was happening to them when they accessed mental health services. Nearly a quarter (23%) of male respondents and 41% of women indicated they did. However, 43% of male respondents and 36% of women either did not know or were not told what was happening to them. 6% of males were told by their family or GP – the only NHS source of information. A quarter (25%) of male respondents gave no answer.

Question 18 asked how respondents found out the services they used. Over half (54%) of female respondents and over a third (38%) of males found out from their GPs. Word of mouth was the next most cited source, which when added to family and friends accounted for over half of the male respondents and 8% of women. 20% of women respondents 15% of males got their information from the Mosque and Khidmat Centre. The media was not cited at all, but 10% of male respondents got information from their local library.

This source would not have been accessed by women respondents because they would not have used the library either socially or for information in the way that men from South Asian communities are accustomed to do.

The question allowed for no formal follow-up to the question. However, the lack of any spontaneous replies about other agencies suggests that more effective information distribution would be valuable for potential service users and carers.

Question 19 asked who was most influential in respondents’ recovery. Over half of male respondents (55%) cited support from their family as did 79% of women Almost half (48%) of male respondents cited religious support as did over three quarters (79%) of female respondents. 18% of male respondents and 8% of women cited the support of a Hakim (the title given to an herbalist or alternative medical practitioner – physician and healer). One female respondent cited the support of a social worker. None cited any NHS service provider, this importantly highlights the lack of faith older South Asian people have in the NHS.
Family, neighbours and friends play an important and vital role in people’s ability to cope. Quite clearly the two major sources of support throughout members of older South Asian communities lives – their families and their religion - are essential support for mental well-being maintenance and recovery. 
Question 20 asked what three improvements respondents would like to see within Bradford’s Mental Health services. The responses were remarkably consistent. The major improvements sought by respondents were awareness of services, so they are fully able to know what is available, how to access it, with staff that they can communicate with and who are sensitive to their cultural and religious needs, bilingual staff, and information in different languages, and a choice of location for appropriate services.

The responses raise the issue of making information more readily available, choice and cultural and religious sensitivity in delivering services. More information in appropriate languages with better promotion and awareness of choices respectively were sought. This highlighted the fact that some at least were sufficiently aware of what information they did not have to be able to ask for it.

This issue would include:-

· the information itself

· the distribution networks used

· the languages, concepts and contexts used

· the choice of media – different communities access different radio, television, press, community venues etc

However, cultural and religious issues were the issues raised most. Language was raised as an issue in the shape of bilingual workers and in choice of staff with regard to language. Choice of staff with regard to religion, gender and age was important. Choice of location and more information about choices available in terms of alternative treatment was also sought.

Choice of location for delivering service would include:-

· home visits

· use of community and religious venues

· Sensitivity to cultural and religious values in sitting NHS premises and the services within the premises.

· Appropriate transport, confidentiality and support availability

It was noticeable that as a group consistently more women respondents articulated what improvements they wanted than men.

Question 21 asked what kind of mental health services respondents think should be provided for older people over the next three years. The responses were unequivocal:-

Over a third (36%) of male respondents and almost two thirds (62%) of women asked for out of hours support 36%.

Over a third (35%) of male respondents over three quarters (83%) of women asked for home visits 

Nearly half (46%) of male respondents and 41% of women asked for specialist memory services

Many older respondents are physically frail and not very mobile. In many cases their partners are in a similar condition. In the absence of support from within the family they become very dependent on help and support. In cases where support is forthcoming, they are reluctant to accept it for the fear of compromising their independence and dignity. Other factors such as need for language support and concerns for religious and cultural sensitivities make them feel that their home is the best place to be. In some cases older people feel isolated and cut off. Home visits are therefore seen as being vital.

Older people who are physically well and mobile don’t wish to be confined to their homes. However, it is apparent that they do value the courtesy of respect for their culture and religion which would be given without question were they to be visited in their own homes rather than services which they make their own way to. 

In cases where support is forthcoming, they are reluctant to accept it for the fear of compromising their independence and dignity. Other factors such as need for language support and concerns for religious and cultural sensitivities make them feel that their home is the best place to be. In some cases older people feel isolated and cut off. Home visits are therefore seen as being vital.

Culturally, support for older people and their carers would be expected to be delivered in their own homes. The need to access this elsewhere – and for it to be seen to be accessed elsewhere – is likely to add to the impact of relative strangers providing support which could affect their well-being. A modicum of discretion in this support will be invaluable.

Question 22 asked respondents to name a positive experience that has helped them to achieve peace of mind. The majority of older people were still seeking peace of mind. It is telling that not one identified any NHS service which helped them. 18% of male responses and 50% of female responses cited family and friends being most important, followed by 10% male respondents and 33% of female stated that religion to be important. Chillingly, 3 men and 2 women found no positive experience, which could help them, achieve peace of mind. None gave any reason for this...

Question 23 asked respondents whether there are any other questions they would have liked to have been asked in relation to provision for mental well-being that have not been included. 15% of male respondents and 12% of women commented that they didn’t feel welcomed in community centres – a telling reminder of the value of places where they could meet other people.
Feedback from the two Elderly service user focus groups: –one for men and one for women.

Awareness of mental health services

The people interviewed had little or no awareness of mental health services in Bradford. Many of them used their local GP as their first point of contact for mental health issues. They felt their GP didn’t help them or they were only offered prescribed medicine when suffering from depression. Other mental health services e.g. counselling or seeing a psychiatrist were not mentioned to them by their GP. Generally they had no prior knowledge of these services, and would have appreciated more choice in their recovery.  

Below are some quotes taken from the focus group recordings made by the elderly interviewees.

“We don’t know who can help us - whoever you think is best.” 

“Not aware on how to comment about improving services, don’t have understanding of services.”

“When we go to see a doctor all the doctor does is gives a pill and instructs us to rest and get plenty of sleep.”

“Do not know of any other mental health services.”

Language and cultural support

When using services, the elderly felt there should be interpreters with the correct language skills, and mental health training and also they felt older interprets may be able to understand more about their situation. Other barriers which they faced when using services were not being listened to and not having the right gender staff there to help them.  

“We want a service where the workers understand our language and not have an interpreter. We want to be able to explain our own problems.”

Local, community based provision and appropriate environment

Community centres proved to be a place where the elderly felt comfortable. Their burdens were lifted by talking to other clients who they referred to as their sisters or brothers.  They looked forward to meeting other elderly members, socialising with them, talking to them about their problems, enjoying their company and occasionally going on outings.    

“We come to socialise at the centre for one day and it makes us feel good. There should be more days for us to socialise. We don’t like sitting at home.”

“Khidmat Centre very good, talks to other ladies about difficulties and happiness which helps her burden to be lifted.”

The feedback from the Focus Groups has brought together the major areas of concern very succinctly, and comment from the project team can add very little.

The key concerns arising from the research are highlighted in the recommendations laid out in the next section.

Using a GP as a primary source of information assumes a) that the enquirer knows what to ask for and b) that the GP knows enough to signpost the service user or carer effectively. The question did not go on to enquire how effective any of these sources were in providing or obtaining the information required. This suggests a need for a broader, well resourced strategy for networking information about mental services. 

The majority of older participants spoke no or very little English. They feel confident and at ease when speaking their mother tongues. This influences their choice of help when consulting a GP about which community facility they may make use of. Religious and cultural sensitivities also play an important role in their choice of using facilities. They are deterred from places and facilities which they perceive as being hostile or indifferent to their religious needs. Older people at the Khidmat Centres and the Hindu Temple place a high value on respect for their religious needs – a courtesy which costs little. The fact that both Khidmat Centres are with an easy access to Mosques is an important consideration for older people. Older people, at the Hindu Temple value being in the temple, where they can socialise and meet their religious needs without comment from other people.

 Reflection on findings:

C1: Terminology:

There is a clash of cultures and terminology in discussing and unpacking mental health issues in the Asian community. Hence, there needs to be a greater clarification of terms and concepts and understanding of cultural contexts on part of providers. At the same time, there is a need to incorporate terms and concepts from the languages and cultures of beneficiaries in all communication strategies, one to one meetings and group interactions. This was underlined by the experience of community researchers. In many instants, the quality of responses significantly improved whenever terms from the appropriate community language were used to explain and clarify key concepts.

In the course of the research it became more apparent that the mental health as a concept was not well understood by the respondents. Mental Health has a number of associations in the Asian cultures. Being ‘mental’ it is taken to mean ‘ Paghal’ which in Urdu, Hindi, and  Punjabi languages  refers to being dim, stupid, unintelligent, slow, brainless, thick, no sense and dangerous. Because of these negative connotations individual and their families are extremely reluctant to acknowledge mental health conditions. Traditionally, being ‘Paghal’ is perceived as being hereditary and therefore families go at length to deny the condition for fear of rejection, embarrassment and being ostracised.

The researchers and their support staff spent a long time while working on the questionnaire trying to find the right words in English for mental health and peace of mind. The issue was only resolved by exploring how community languages would express the concept; “peace of mind” was the nearest that the group compiling the questionnaire could get to communicating the issue in English. The word “Sakoon” came closest, and in pilot interviews, helped communicate the issue, and also began to establish the necessary rapport for interviews to bring out the information sought. It was only after this issue had been resolved that it became fully clear to the research team – all people who had a grasp of the issue - how difficult it would be for people who have no concept of mental health to understand what they were being asked, let alone talk about it.

Hence, there needs to be a greater clarification of terms and concepts and understanding of cultural contexts on part of providers. At the same time, there is need to incorporate terms/ concepts from the languages and cultures of beneficiaries in all communication strategies/ one to one / group interactions. This was underlined by the experience of community researchers. In many instants, the quality of responses significantly improved whenever terms from the appropriate community language was to explain/ clarify key concepts
It became clear that these buzzwords were being used indiscriminately to describe multiple conditions with little real understanding of any of the conditions mentioned. When encouraged to explain, some participants were better able to describe their condition in terms of symptoms they had felt at the time, for example, anger, suicidal thoughts, worry, eating disorder, mood swings, panic attacks and fear.

C2: Family 

‘Family problems’ encompassed a wide range of issues. Some of the issues that were consistently mentioned by respondents during one to one interviews and the focus group discussions included:

· Financial difficulties

· Divided families

· Worries about children

· Breakdown of relations with members of families

· Being betrayed by children or relatives (and in many cases by both)

· loss of status

· Marriage breakdowns involving children and close relatives boycotting relations

· Isolation and embarrassment in bradary (extended family and wider social and tribal networks). Bradary is a social unit, a political unit, an economic unit and a power base. Being ostracised from bradary carries serious consequences.

· Loss of worth and respect in the family

· Property and land disputes in the family

These situations involve close relatives or members of the extended bradary both in the UK and abroad at the same time.

For respondents family continues to be very important for locating the problem as well sourcing the support. 

C3: Sourcing of support:

 The responses indicate that men and women derive support in different ways. It is important for men to meet their friends; this in itself provides support – they can meet their peers, exchange information and reassure themselves of their status within their community. Women, on the other hand have fewer opportunities to go out and met friends. Their support systems are much more strongly based in and around the home and family, both immediate and extended. This is not to say that men do not value these supports as well, but they have different relative values.

C4: Religion

Religion features strongly for both men and women. It provides a structure, philosophy and ethos for life, as well as a network for contact with peers and the community. For most respondents, religion is a way of life and features strongly in how they cope and interpret their situations.

C5: Recruitment of researchers:

The recruitment of researchers with age, gender and language mix proved very beneficial and certainly was plus for the project. We simply could not have coped without this diversity of background and skills. 

The appointment of researchers from the local community was equally beneficial. It helped to facilitate trust, rapport and interaction with respondents.

The researchers have also gained new skills, qualification, and opportunity for sustained involvement in the community.

Recommendations

1. Access and Language Support:

The majority of the elderly who were interviewed had no knowledge of the services other than what their GPs offered or what was available through local centres. This lack of information prevented those accessing services and support from elsewhere. Many could not comment on what was available in terms if facilities, services and support provided else where because they were not aware of them. In answer to questions about mental health services and their views on treatment received, the most frequent answer was “I don’t know”.

One participant was recorded as saying “don’t know of any other services, so can’t use them”.

Information currently being distributed does no reach older people from South Asian communities because:-

Information is not available in community languages. Majority of older Asians have no or very minimum spoken knowledge of English. Therefore written information in English is no use to them.

 Also, the written information by passes some of the essential community networks-Mosques, Temples and Gurdawaras and other social networks in the community. The research findings point to family and friends, local community centres and word of mouth being some of the most important sources of information. 

The Asian TV and radio are very important both in terms of entertainment for older people but also sources of information. There is daily TV and radio broadcast in community languages locally, regionally and nationally and there present tremendous opportunities for passing information.

In both of the focus groups, older people complained about being passed from pillar to post when they need help and support. This say is a symptom of poor coordination and combination between various providers. Older people are generally are not of good physical health and often without transport and adequate English language. Therefore, they do not have resources and/or energy to go from an office to an office.

Recommendations
a. That the providers promote and market their services through community networks and channels to reach out more effectively to individuals and families.

b. Inability to speak and read English amongst the first generation Asian Elders is a major reason for them not accessing facilities, services and help. Providers of services for older people should be required to identify resources as part of their delivery costs to make information available in the appropriate community languages.

c. Quality is of great essence in translation and presentation of the written in community languages. Badly translated and shabbily presented leaflet/ poster projects negative image and does more damage than good.  

d. Culturally trained and linguistically competent staff at point of delivery is essential, however, with a strong note of warning: The Asian community is in its third/ fourth generation development. For many third / fourth generations Asian, English is there first language. More often there knowledge of the Asian community languages is poor. To assume that they will be able effectively community with an elder speaking his pure regional dialect of Punjabi, Mirpuri or Hindko is to ask too much.

e. That providers share information more effectively and co-ordinate support through referrals in order avoid older being passed from agency to another. Adequate resources should be made available to local community organisation to information banks to advise and support older people.

2. Community based facilities and services

· More sustained funding for community centres
· More resources for community centres to extend opening hours
· The community centres provide a lifeline for older people
· Without the centre, they would be confined to their homes and have no social life
· Community centres, whilst providing opportunities for socialising, also help the elderly to have independence
· The issues need to be weaved in more sharply
It has been identified through the questionnaires that the elderly people who were interviewed had no knowledge of services apart from the community centres they use. The elderly received great support and used the centre as a lifeline. The centre is a place where they can socialise with other people in their own age group.

Below are some of the quotes made by individuals;

‘’Khidmat Centre gives me a chance to talk to other people and makes me happy’’

‘’Khidmat Centre is very good, I get a chance to talk to ladies and it 

Cheers me up”

‘’Khidmat Centre is a good way of passing time, and socialising with sisters” (Meaning other ladies)

‘’ I go to Khidmat Centre a lot, as it gives me piece of mind’’

‘’Day Centre really helps’’

Other mental health services were not used by the elderly members who were interviewed because they simply were not aware of the services. Visiting the centre is one of the highlights of their day. They enjoy and take pleasure in meeting other elderly members. 

Recommendations

a. That more services are provided in community based religiously and culturally appropriate facilities.

b. That more opportunities and local facilities are provided for people to socialise and do things together at their pace.

c. That the resources are made available to enable community centres used by Asian Elders stay open longer and have more days where the elderly can socialise with each other, structuring provision to provide more staff support for women. (Note: This recommendation is already being implemented as far as possible in Khidmat Centres, but improvements are still needed)

3. Advocacy and referrals

To use community researchers as ambassadors and the resources not to be wasted.

Resourcing faith institutions

Sakoon after great discussion and thought the participants suggested the word sakoon which describes being at peace. Often the terminology comes in the way of understanding. Without using appropriate terminology you can not expect to fully understand the feelings and mind of the participants.

It has been identified from the research compiled that there is a communication gap between services and users.  A majority of both male/female South Asian Elders turn to friends, family, and people within the community that they can trust, when suffering from mental illness. The majority of South Asian Elders are unaware of any mental health service, so have to be recommended and supported by those few family and friends who do know of services to contact relevant professional mental health services.

What some of the users had to say:-

“I didn’t know of any mental health services and I didn’t know who to turn to, so I asked my family who told me about the Khidmat Centre”

“I found out about the Khidmat Centre through my family”

“My friends neighbour told me about the Khidmat Centre, I enjoy going”

“I don’t know any professional people to ask about these things, my friend told me who to contact”

“My friend told me about where I can go and what I can do when I was depressed”

Recommendations

a. That resources be made available to identify, train and resource ambassadors to bridge the gap between mental health services and South Asian elders. The ambassadors would work alongside services (both statutory and voluntary) and have strong links within the community, thus bridging the gap between them both. Employed from within the community, and being trusted and respected male and female community members, the ambassadors will be bilingual.

b. That greater liaison and better referrals arrangements be implemented between different providers.

4. Faith Institutions

Comments made when asked “Can you tell me about the positive experiences you have had that have helped you to achieve peace of mind i.e. Sakoon. Included:-

a. Praying, reading the Holy Quran, and performing wazaifs, going to and spending time in the Masjid, and attending religious occasions in Masajids. We are able to meet friends.
b. Visits for Hajj and Umrah to Mekkah and the Holy Prophets city of Medina gave dehili sakoon and zahini sakoon and we felt at peace. These visits provided unforgettable moments and experiences and for many represent one off trips of life time. One participant said, “ On arriving at Haram Shareef, as soon as my eyes touched the Kabah, it felt that a huge burden had been lifted off my  shoulders, I felt free and joyous”

c. Being with friends and people of my own age. We have much in common and are able to talk to each other and share experiences frankly. On occasions we are able to learn form each others experiences and the ways in which they have been come over problems and difficulties which are common to all of us.
Recommendations

a. Those resources are made available for Masajids (Mosques) to make arrangements for separate social rooms, where people can sit after performing their Salahs (Namaz) (i.e. religious duties) with their friends and share their problems, and make provision for tea and coffee. Also mental health services to work alongside Mosques to offer a better service, as this is where many of the older people consulted with felt they found Sakoon with what they were experiencing.

b. That support is made available for those who need it to be able to visit such Holy destinations as Mekkah, Medina and Jerusalem. This need not necessarily be financial contributions, but could include support in saving or accessing the funds to do so.

ETHICS FORM

Proforma: for submission to internal ethics committee before research with human subjects begins: examples of how to complete the form are in italics.  This form should not be submitted until the research instruments (questionnaires, focus group themes, etc) have been finalised.

This form should initially be completed by project leads, with assistance from Project Support Workers.   Thereafter the form should be screened by  Senior Support Workers before submission to the Internal Ethics Committee for final approval.

Note: the purpose of this form is to ensure that no one is harmed as a result of participating in the project, either as a researcher or as a respondent, and that the research that is carried out is of good quality.

Section 1:

	Name of Group
	Khidmat Centre

	Address
	36 Spencer Road

Bradford

BD7 2EU

	Name of Support Worker
	Nadia Ahmed

	Date:
	5th September 2007


Section 2:

	What kind of work does the group intend to do as part of this project? 
	Investigate the mental health needs of older people from South Asian communities in Bradford and to discover whether current mental health services meet those needs.

	How do they intend to do this? 
	The group intends to develop a questionnaire for use in one–to-one structured interviews with Khidmat Centre user’s individuals, people who attend local mosques, temples and other centres. Questionnaires will be completed by members of the research team, who will ask questions in appropriate community languages, recording responses to questions as they are given. The group anticipates completing 120 questionnaires.

The group will also invite respondents to participate in one of up to four focus groups. Participants will include but not be exclusively drawn from interviewees who in the course of the questionnaire interview express an interest in taking part in focus groups.

The focus groups will comprise up to 8 participants each; each focus group will be all male and all female. At least one focus group and not more than two will be for male respondents. Similarly, at least one focus group and not more than two will be for female respondents.

	Who will the respondents be?
	South Asian men and women aged over 50 in particular, from Bangladeshi, Pakistani, Indian communities in Bradford, 

	Who will they get to do the work?
	A team of 6 men and women recruited by Khidmat Centres from the community it serves.

	Where they will undertake the work?
	An allocated safe space at the Khidmat Centres or other mutually agreed community venues. Before agreeing to use any proposed venue, the project team will carry out an assessment, ensuring that the setting meets the health and safety needs of the project, and provides complete confidentiality.  

	How will those who are doing the work be supported and supervised?
	· Rehana Kauser, the Group Co-ordinator has day-to-day oversight of the project

· The 6 researchers and the Co-ordinator will attend the UCLAN training workshops 

· The group will have fortnightly meetings with support worker Nadia Ahmed. Between these meetings any member of the group and the Group Co-ordinator can contact the support worker by phone or e-mail

· Steering Group meetings will be held every month to oversee the development of the project and support the project with any problems/ ethical issues... All project staff will attend at least one meeting of the Steering Group

	How they will ensure that participants in the project have given consent?  You should have an information sheet about the project which is read out and given to potential participants which explains to them (a) what the project is about. (b) That participation is voluntary (c) what will happen to the information that they provide (d) that they can stop the interview at any time and (e) that they do not have to answer any questions that they do not want to.

Note: If the research is using more than one method, then we need information sheets and a discussion of the risks for each.  The info sheet and the risks will not be the same for 1:1 interviews and for focus groups, for instance.

Note 2:  Parental (or responsible adult e.g. teacher if the work is happening in school) consent will be required if any subjects to be interviewed are under 16.  Generally speaking, most projects should not be working with under 16’s.
	The group will devise and provide an information sheet, confidentiality statement and consent form for potential participants in interviews and focus groups. The information sheet will state that:-

· participation is voluntary

· how the information gathered will be used

· how the information gathered will be stored

· interviews and focus groups can be stopped at any time

· participants do not have to answer any questions that they don’t want to

· information will not be kept confidential that causes team members to believe that the respondent and/ or someone else, including a child or children, is at risk of serious harm or abuse 

The information sheet and confidentiality statement will be read out to each participant, and understanding confirmed, before the consent form is given to each participant for signature

	Please enclose the information sheet and confirm that it addresses issues (a), (b), (c), (d) and (e) above
	Information sheet enclosed (   X  ) tick to confirm

Issue (a) covered                 ( X    ) tick to confirm

Issue (b) covered                 (  X   ) tick to confirm 

Issue (c) covered                 (   X  ) tick to confirm 

Issue (d) covered                 (  X   ) tick to confirm 

Issue (e) covered                 (   X  ) tick to confirm

	How they will the project ensure confidentiality?

Note: you will not usually need to know (or collect) the names or addresses of respondents.  

If you know them already, or if you are going to ask people their names as a matter of courtesy, these should not be recorded on the questionnaires or the notes that relate to the interview.

Note:  you cannot guarantee confidentiality to anyone taking part in a focus group. You can request that people keep things within the group, but you cannot guarantee that the will.  This must be made clear to people who agree to participate in focus groups.
	General

*No information such as names and addresses will be recorded.

· Contact information will only be required for those people who have stated that they are interested in taking part in focus groups as well. This information will be recorded and kept separately from questionnaire data

· Information will be stored in a locked drawer, separately from questionnaire responses, accessible only to project staff. No details will be forwarded anywhere else

· The confidentiality statement will be provided to participants

· Project staff will sign a confidentiality declaration

· No information from interviews or focus groups will be attributed. All tape recordings, notes etc will be destroyed not more than three months after the final report has been accepted

· Participants will be invited to join a list for a copy of the report and to attend the launch of the report. This list will be stored securely and no indication of the reason for their being included on the list noted.

· Interview arrangements will be made available only to those who legitimately need the information

Questionnaires

· Interview responses will be stored in a locked cabinet

· No information from interviews or focus group participants will be attributed

Focus groups
· Participants will sign a confidentiality declaration before being accepted for participation in a focus group

· The location will be private and not subject to disturbance or interruption

· Project staff wills only book venues for focus groups after assessing that they meet the health and safety and confidentiality needs of the project. To further ensure confidentiality, the nature of the meeting will not be specified, and the booking will be made only in the name of “Khidmat Centre” without specifying the project for which it is required.

· It will be emphasised that although confidentiality will be maintained throughout the project by the research team, focus groups will be held in a group setting and that all members of the group should also abide by the confidentiality statement but that this cannot be guaranteed by the research team.

	How will data generated by the project be handled and stored?
	· Completed questionnaires and notes from focus groups will be stored in a locked cabinet to which only project staff will have access

· Any contact information, only to be taken, if participants who have taken part in a one to one interview then want to take part in a focus group will be given to project staff who will then store the information separately in a locked filing cabinet.

·  Information will be collated and processed on computer. Only designated computers at Khidmat Centres and Family Learning Centre will be used

· Processed data will be stored on CD-Rom, floppy disc or memory stick only. No files will be saved to computer. No attributable information will be communicated by e-mail.

· CD Roms, floppy discs and memory sticks used by the the research team will be stored in a locked cabinet

3 months after the final report has been accepted, all attributable data will be destroyed, unless formally requested to be returned to the person who provided it. In either case, the process will be witnessed.

	What risks are there?  How will risks be identified and managed?

Note you need to think about risks to researcher and volunteers and risks to participants.  For some people, simply taking part in the research may be a risk (e.g. if the parent of a young Muslim woman finds out that she has been talking to someone about drugs).  For others, particular situations may be risky (e.g. if you are using ex-drug users to work on the project, are you putting them at risk of relapse by asking them to go back into situations where drugs are being sold or used?  If something gets stolen from an office, will they get blamed for it [regardless of whether or not they did it] because everyone knows they are a drug user?).  Are the interviewees particularly vulnerable or frail?  Are interviewers likely to be vulnerable to allegations of misconduct?  

Are the risks of carrying out or participating in individual interviews different form those of taking part or running a focus group?  They probably are, and you need to show that you have thought about and addressed this.

THIS IS ONE OF THE MOST IMPORTANT SECTIONS OF THE FORM.  YOU MUST THINK CAREFULLY ABOUT WHAT THE POSSIBLE RISKS ARE AND ABOUT WHAT STEPS CAN BE TAKEN TO REDUCE AND MANAGE THEM.  THE ETHICS COMMITTEE UNDERSTANDS THAT IT IS USUALLY IMPOSSIBLE TO ERADICATE EVERY RISK, BUT THE ETHICS COMMITTEE MUST BE SATISFIED THAT ANY RISKS ARE REASONABLE, AND THAT STEPS HAVE BEEN TAKEN TO MINIMISE THEM 

It may not  be necessary for every researcher to be police (CRB) cleared, but it will be necessary where interviewers are going to interview young (under 16’s) or vulnerable (e.g. elderly, mental health or drug service users) groups  unless such interviews are going to take place in an environment where the interviewers are appropriately supervised. The fact that a potential interviewer has a conviction should not automatically bar them from taking part in the research as an interviewer, but it may mean that they need additional supervision or that they should not be allowed to carry out interviews with certain groups of people – it will depend on the nature and seriousness of the conviction.
	Distress and possible violence 

· It will be made clear that the participants have control of the interview and can stop if distressed (or for any other reason). If it becomes clear that this is possible during the course of the interview, this will be addressed at the earliest possible stage.

· The interview will not continue if participant is or appears to be becoming distressed

· Project staff will in all circumstances behave in a none-confrontational manner.

· If an interview or focus group appears likely or actually does get out of hand, it will be quietly brought to a close.

· Panic signals will be agreed – put someone outside on the alert.

Project and research participant safety

· Interviews and focus groups will always involve two project staff

· Where the venue for interviews and focus groups will be mutually acceptable

· A risk assessment, privacy assessment and health and safety assessment will be made ; knowing where fire exits are

· Project staff will ensure that another staff member knows when they are scheduled to begin and end interviews and focus groups. They will inform that member of staff immediately before and after they begin and end each one. If this information is not received, the staff will ensure that the staff concerned or contacted immediately to ensure that staff and interviewees/focus group participants are all safe and well.

· All staff will undergo CRB checks because the research will be  potentially working with vulnerable adults

Communication

· Interviews will be conducted in appropriate community languages with appropriate male or female project workers

· Who we interview

· Everyone involved in interviews understands boundaries

· At least 2 project staff will  facilitate focus group discussions, using community languages as appropriate

Facilitators will ensure they are fully briefed before focus group meetings about what  meetings. Any necessary training will be identified and provided

	Please confirm the make up of the steering group
	Shahidur Rahman

Community Involvement Project

Bradford and Airedale Older people Health in Mind Programme
James Drury

Senior Manager Older Adult Services

Bradford Day Care Trust

Gazala

Meri Yaadin Project

Mohammed Shabir

Sharing Voices – Project Manager

Salma Yasmeen

Focused Implementation Site Project Manager 
Bradford and Airedale tPCT
Selina Ullah

Race Equality Lead



	How often does the Steering Group meet?  It needs to meet often enough to both guide the research and keep it on track, and to pick up on any ethical issues that may arise.  Generally we think that steering groups should meet at least once every six weeks, with additional meetings to be held at critical points (e.g. to decide upon the research focus; to comment on questionnaire design; to review early fieldwork progress and feedback; to consider early findings; to help shape report; to consider recommendations; to plan dissemination of findings.) 
	Every four weeks

	Is the Steering Group clear that is has a responsibility for helping to manage the ethical issues that may arise as a result of running this project?
	Yes


Section 3: To Be Completed By UClan internal ethics committee

	Date received:
	

	Reviewed by:
	

	Decision:
	


Khidmat Centres

Bradford South Asian Older Peoples Mental Health Needs

Community Research Project

The Khidmat Centre is completing a piece of research into the mental well-being of older members of the South Asian community in Bradford in order to provide recommendations to key organisations on how service provision can be improved and how best the mental well-being needs of the South Asian elders can be met. The project has been commissioned by the National Institute for Mental Health in England and is managed by the Khidmat Centre with support from the University of Central Lancashire. 

1.1    Age last birthday: 





             FORMCHECKBOX 

1.2    Gender:




Male



 FORMCHECKBOX 

Female 


 FORMCHECKBOX 

Tran gendered


 FORMCHECKBOX 

1.3    Ethnicity:  White


British


             FORMCHECKBOX 

Irish 



 FORMCHECKBOX 

Other (please explain)

 FORMCHECKBOX 

….……………………………

     Mixed


White and Black Caribbean
 FORMCHECKBOX 

White and Black African 
 FORMCHECKBOX 

White and Asian

 FORMCHECKBOX 

Other (please explain)

 FORMCHECKBOX 

….……………………………

Asian or Asian British
Indian



 FORMCHECKBOX 

Pakistani
 

 FORMCHECKBOX 

Bangladeshi


 FORMCHECKBOX 

Other (please explain)

 FORMCHECKBOX 

….……………………………

Black or Black British
Caribbean
 

 FORMCHECKBOX 

African


 FORMCHECKBOX 

Other (please explain)

 FORMCHECKBOX 

….……………………………

Chinese or Other Group
Chinese

 
 FORMCHECKBOX 

Other (please explain)

 FORMCHECKBOX 

….……………………………

1.4    Were you born in the UK:

Yes

 

 FORMCHECKBOX 

No



 FORMCHECKBOX 

….……………………………

         If no, how long have you lived here:
Less than 1 year
             FORMCHECKBOX 

1 – 5 years
 
             FORMCHECKBOX 

6 – 10 years

             FORMCHECKBOX 

11 years or more
              FORMCHECKBOX 

….……………………………
1.5    Are you a:



British Citizen


   FORMCHECKBOX 

Refugee

 
   FORMCHECKBOX 

Asylum Seeker

   FORMCHECKBOX 

Other (please explain)

   FORMCHECKBOX 

….……………………………

1.6    What is your first language?




Spoken or signed:   

….……………………………….……………………………….………………….

Written:

….……………………………….……………………………….………………….

1.7    Which languages are you fluent in?




 Spoken or signed:


….……………………………….……………………………….………………….

  Written:



….……………………………….……………………………….………………….

1.8    What is your religion:


None



 FORMCHECKBOX 

Christianity 


 FORMCHECKBOX 

Buddhism


 FORMCHECKBOX 

Hinduism


 FORMCHECKBOX 






Judaism


 FORMCHECKBOX 

Islam



 FORMCHECKBOX 

Sikhism


 FORMCHECKBOX 

Other (please explain)           
 FORMCHECKBOX 

….……………………………

1.9    Sexuality:



Lesbian or gay woman
 FORMCHECKBOX 

Homosexual or gay man 
 FORMCHECKBOX 

Heterosexual or straight
 FORMCHECKBOX 

Bisexual


 FORMCHECKBOX 

Do not wish to answer
             FORMCHECKBOX 

Other (please explain) 
 FORMCHECKBOX 

….……………………………

1.10  Do you have a disability:

Yes (please explain)

 FORMCHECKBOX 







….……………………………

No
 


 FORMCHECKBOX 

Personal Experience
	1.
	Do you have peace of mind?



	2.
	How does this make you feel?



	3. 
	Have you been affected by any of the below?



	
	· Give up something you enjoy

· Stress

· Pressure on the mind

· Anxiety

· Racial abuse

· Sleeping problems and nightmares

· Eating problems

· Family problems

· Mood swings

· Bereavement or loss of loved one


	· Give up praying

· Worry

· Depression

· Panic Attacks

· Isolation

· Emotional aches and pains

· Anger

· Fear

· Suicidal thoughts

· Other (please state) 

· Tension



	4.
	If yes how did you cope with these?



	5.
	How do you feel at present?


Awareness, Access and Experience of Services

	6.
	As a South Asian elder, have you needed support in the past two years to maintain peace of mind? (if no please move on to question 12)



	7.
	What support did you receive?



	8.


	Were you given a choice of support?



	9.
	Was this support right for you?

· Location

· Appropriate interpreter to meet your needs



	10.
	If Yes why?



	11.
	If No why not?



	12.
	What Mental Health Support Services in Bradford do you know of?



	
	· Sharing Voices

· Bradford Mental Health Advocacy Group

· GP/ Local Health Centre

· Citizens Advice Bureau

· Counselling Services

· Mind

· Samaritans 

· Khidmat Centre

· Bradford and Airedale Older People’s Health in Mind


	· Horton Park Centre

· City Community Mental Health Team 

· Thackley Grange

· Woodward Court

· Harbourne House( North Bradford Community Mental Health Team for older People)

· Duchy Court

· Chellow Lodge

· Other (please state)

	13
	Have you used any of the services listed above for your mental well-being? (Please state which) 



	14
	What did you think of the services you used?



	15.
	If No, has anything stopped you from accessing mental health services in Bradford? 



	16.
	Do you think the current mental health services in Bradford meet the care and support needs of South Asian elders? 



	17
	Did you understand what was happening to you?

· Was an explanation given appropriately to you?



	18.
	How did you find out about the service(s)?

(Prompts)

1. Khidmat Centre

2. Other Community Centres

3. Mosque

4. Media

5. Local library

6. Word of mouth

7. Friends

8. Family

9. GP 

10. Other (please state)

	19
	Who or what would you say has been most influential in your recovery?

· Support from family

· Religion

· Spiritual Leader (Peer)

· Hakim (Herbal  Doctor)

· Other




Recommendations

	20
	What 3 improvements would you most like to see within services?

(Prompts)

1. More readily available information in appropriate languages

2. Proactive promotion about mental health

3. Bilingual workers

4. Choice of treatments

5. Choice of staff who will work with you e.g.

· Age

· Gender

· Language

· Religion

     6.   Choice of location

     7.   Awareness of choices



	21
	What kind of mental health services do you think should be provided for older people over the next three years?

· Out of hours support in a crisis

· Home visiting services

· Specialist memory services



	22
	Can you tell me about a positive experience you have had, that has helped you to achieve peace of mind?



	23.
	Are there any questions you would liked me to have asked you in relation to provision for mental well-being that have not been included?




Khidmat Centres

Bradford South Asian older peoples Mental Health Needs Community Research Project.

Consent Form

The purpose of this research is to look at the access, quality and barriers to Mental Health services for older people from communities of South Asian origin in Bradford and how they might be improved.

The research methodology meets the necessary ethical and confidentiality requirements. This means that:

· The information you give will be used in the strictest confidence, and only for the research purposes stated.

· Your personal information will not be passed on to anyone else.

· Interviews will be conducted in a confidential environment.

· All questionnaires, recorded information and other data will be stored under lock and key within the project office.

· You are not required to provide any personal information.

The research is funded via CSIP, supported b the University of Central Lancaster and managed by Khidmat Centres. It is understood that:

· All information given in the course of the interview and focus group, if attended, is confidential unless potential harm or abuse is identified to the participant or another person or child.

· The information will contribute to the production of a report which will be distributed locally and which will in turn contributed to national reports

· Your participation is voluntary

· You can stop the interviews at any time

· You do not have to answer any question that you do not wish to

· No names or addresses will be given or included in any report.

We would be grateful if you would answer all our questions

Declaration

I understand the contents of the Confidentiality Statement and Information Sheet attached, which I have read or have had read to me. I have discussed with the researcher any parts of it, which I wished to have clarified. I am willing to participate in the research by being interviewed.
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Tick Box                                                                     date

I am also willing to participate in focus group. I understand that the time and place will be arranged shortly. 
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Khidmat Centres

Bradford South Asian Older peoples Mental Health Needs

Community Research Project

Confidentiality Statement and Information sheet – one to one interviews

Khidmat Centres is working with the University of Central Lancashire (UCLAN) to research how older people from communities of South Asian origin in Bradford with mental health needs access services and support, and any barriers they encounter in doing so.

The research is funded by CSIP, supported by UCLAN and managed by Khidmat Centres.

The research will be carried out by means of individual questionnaires and focus groups – that is, people with similar interests meeting to discuss the questions raised in the interviews. All participation in this research is voluntary. You and all other participants are not required to answer any question or give any information that you do not wish to. You may leave the interview at any time.

The information gathered will be used to produce a report to make recommendations about how mental health services for older people from communities of South Asian origin in Bradford, and access to them, could be improved. Everyone who wants a copy of the report will get one. To do this your name and address will be needed so that the report can be sent to you but this will be collected separately. Please tick the box below if you want a copy of the final report.

The members of the research team all understand and are committed to respecting the need for confidentiality of information provided by everyone contributing to the research. Confidentiality will only be broken in exceptional circumstances where a team member is given information which leads to the belief that you or someone else is at risk of serious harm, including child abuse.

All information will be kept completely confidential, and no-one will be identified in the report as having contributed, directly or indirectly. All information will be stored safely; only the research team will be able to see it. Three months after the report has been accepted, the original information will be destroyed, unless you ask for yours to be returned to you within two weeks of the interview.


























































































































































































































































































































































� 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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