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The CSIP/UCLAN Community Engagement Model

· The research that is described in this report is a Community Engagement Project and was commissioned by National Institute for Mental Health England (NIMHE) and University of Central Lancashire (UCLAN) in 2006 as part of the Delivering Race Equality in Mental Health Care (DRE) strategy.  DRE is an action point for action plan for achieving equality and tackling discrimination in mental health services.

The UCLAN Centre for Ethnicity and Health model describes how a Community Engagement project must have the community as its very heart.  There are three principle features:
· It is essential to work through a host community organization (in our case Future Health Social Care)

· The host organisation must have good links to the target community (in our case the Black Minority Ethnic community in the Heart of Birmingham)

· The research project should involve members of the local community in carrying out the research project (in our case this was two carers from Black Minority Ethnic backgrounds).

Forward
There can be no more devastating impact than learning that a loved one is entering a journey that you as a Carer cannot follow. A journey that recalls long held memories, but cannot oftentimes identify family, friend or acquaintance. A journey which does not lead to recovery but relies upon the role of Carer continuing to provide the Cared for, with care and commitment.  Whilst often operating in isolation and a lack of knowledge as to what is available. This report is privileged to bring you some of the voices of those Carers who day in and day out provide care for those with Dementia.

The past twelve months have also provided the team of Community Research Workers with a valuable opportunity for personal growth and development in the experiences they gained engaging with wider community issues beyond their day to day responsibilities.  This has served to mature them in their approach to engagement of diverse communities and to broaden their understanding of the forthcoming challenges that will test statutory, voluntary and community organisations alike in meeting the projected demand for Dementia related services in years to come. This report is ambitious in its objectives aiming to raise awareness of Dementia, but to also encourage communities to influence service design and delivery through the DRE programme and to provide an opportunity for engagement with statutory organisations in seeking to effect change.

Sharon Annakie – Deputy Chief Executive, Future Health Social Care

Background
Historically Ladywood has always been a deprived area, there was a large concentration of back to back city slums, which were demolished in the 1960’s, replaced by council houses, maisonettes and high rise flats, and In recent years the Ladywood ward has again undergone another dramatic urban change, with private investments in housing and leisure facilities.   Successive studies have shown that people from BME groups experience relatively higher levels of mental illness than the White British population some of which may be attributed to socio-economic factors such as the experience of racism, unemployment, homelessness, social exclusion, poor physical health and living in deprived areas (Weich and McManus 2002, Social Exclusion Unit, 2004, NIMHE 2004a).  
There has been little or no research into the needs of Black Minority Ethnic (BME) carers of people who suffer with Dementia in the Ladywood Ward.  

Summary
The research in this report was carried out by a group of community researchers in the West Midlands who were supported by the NIMHE/UCLAN ‘Community Engagement Programme’.  The  project was driven by an overall aim to engage with carers from the Black Minority Ethnic (BME) community who cared for someone with dementia in and around Ladywood, Birmingham. The research identified the needs of these carers via this research and It is anticipated that the final outcome of this research will raise awareness of the experiences of the carers in the hope that there will be service improvement for this group.  The project was one of the 40 community projects who took part in the NIMHE/UCLAN programme 2007/08.

Methodology

A research team of one project manager, two carers and two carer support workers were recruited to carry out the research.  The project team took part in some training offered by Uclan, this training equipped the team with knowledge on mental health and how to conduct a piece of research and helped them to undertake this piece of work.  They also had the opportunity to undertake a qualification and three members of the team successfully gained a university qualification.  
Two methods were used, 50 questionnaires were carried out on a one to one basis with carers and three focus groups were carried out, in which a total of 28 carers participated.  These methods allowed the team to gather quantitative and qualitative data which allowed the team to obtain valuable information from the BME community on their views, experiences and concerns they had as carers.  All participants were assured of confidentiality.
The research team decided that the best form of obtaining valuable information from the BME community would be to talk to them on a one-to-one basis. Therefore the primary method adopted was a questionnaire to gather qualitative and quantitative data. Information was also gathered from three specific focus groups, to share their views, practices, experiences and concerns. All participants were assured of confidentiality.
The findings were then presented to the members of the steering group to discuss and make recommendations according to the community’s response. 
Findings - Questionnaire
The questionnaire focused mainly on the carers information, experience of services, further needs and reflections, respite, carer groups, training development and educational courses and planning for the future.


The daily challenges for carers were:
Forgetfulness – as the cared for was unable to do simple things like put their socks and shoes on and doesn’t remember much apart from the past.


Communication with the cared for - one respondent stated “dementia can present many challenges, however the biggest challenge for me is when they forgot their language skills, which can be frustrating for both parties.  The person I care for has difficulty finding the right word or finishing a sentence”. (female carer aged 33)

“Frustration of getting cared for ready in the morning on a daily basis and feeding them”. (female carer, aged 53)
· Many carers identified their GP as their first point of contact for support.  Only two GP’s had brought to their attention the support services that were available in the local area.  However, three carers also said “that they did not think their GP was aware that they were a carer.”  (3 female carers, aged 21, 43 and 47)
· 78% respondents know about a carers assessments, of which only 13% had received a carers assessment.  74% respondents were never offered a carers assessment.   Carers that were offered carers assessment 9% were told to complete it themselves and did not have the time, 15% were not informed of the benefit of having one and 2% did not know, unless her friend told her.  
· When asked what was the outcome of the carer’s assessment, one carer stated “I have a regular break from caring, but can also ring up in an emergency.  I have day care three times a week as well”. (female carer, aged 45)
Findings – Focus group

· The data gathered from the three focus groups comprised of 39% males and 61% females, aged 18 years and over. 
· Some participants from the focus groups were very resistant in sharing their experience as they felt threatened, that this information may affect the service that they are currently receiving.  They were reassured that no names would be disclosed in the report, due to confidentiality and they would not be identified in any way.
· GP’s had a lack of understanding of BME carer issues and or no recognition of the role of a carer.   “Other professionals thought my mother-in-law had vascular dementia but my GP was very resistant about giving my mother-in-law a diagnosis.  She’s been given medication for blood pressure, cholesterol and stroke.  I wanted to know what the problem was and how to solve it, that’s why I wanted a diagnosis so that it would take some of the pressure off me and our GP wrote to me stating, “there is no treatment for dementia.” (Female carer, aged 33)
Recommendations

· Information/Communication – Information leaflet/directory on statutory and voluntary support services for carers is needed.  The leaflet would detail who to contact and how to access services.  It would need to use language that was easily understood.  Images could be used to relay the message of the leaflet.  This would make information more accessible to BME carers who may struggle with written English.  



“basic information of what services are available for carers, needs to be promoted in supermarkets, community shops, libraries, 
mosques, hospital 
and 
GP surgeries, where carers go on a regular basis, so that people know what’s available to them” *(female 
Asian Pakistani carer, aged 21)



Services - need to be improved to become more culturally sensitive to understand and meet the specific needs of the BME community. 
We recommend the establishment of a ‘One Stop Mental Health Advice Shop’, a centre situated 
locally, run by multi-lingual, culturally 
aware and appropriately trained staff, from within the community and who are able to cater for all cultural aspects of the 
community. 

· 
Carers Assessments – Health & Social Care need to promote the purpose and benefits of the Carers Assessment.  Many of those 
interviewed assumed a 
Carers Assessment was used to access benefits i.e. the Carers Allowance. A lot 
of the carers know 
about carers assessment, but did not have one because 
it was never offered to them.

“if I was offered carers assessment I would have accepted it, because a lot of services ask for a carers assessment, before they can 
offer me any support, but I 
have to suffer in silence because the focus goes on the service user.” (Female Bangladeshi carer, 
aged 43)
· Direct Payments – Both short break reviews highlighted the need to continue working towards the increase in the take up of Direct Payments.   This should provide a means of providing greater flexibility and choice.
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Personal reflections from the research team:
“My concern was that I did not have any previous experience so did not know what to expect. I had never presented to an audience before or conducted an interview, so this was a new learning experience. This project allowed me to do all this and much more. It enabled me to build my confidence, self-esteem and take time away from my busy lifestyle as a carer.  I have now realized as a carer, that we are all in the same boat.  I would like to become involved in the mental health sector and engage with community work.”  

“Dividing time between my work, family and this project was an obstacle for me. Some of the fears I initially had were not being able to deal with the carers and hence not completing my given tasks. However, as the project progressed, it built my confidence and support from the team helped me overcome my fears. I am now more aware of issues affecting BME carers who care for those with Dementia.” 

“At the start of the research project I had my reservations in regards to time taken up attending work shops doing the research and doing the mental health qualifications and conducting interview’s and focus group’s.

But once I got involved in this valuable piece of research, it as given me knowledge and insight into the different types of research and how to implement them into the research project and I have also attained a merit in the University research and mental health qualification’s, this as ignited a thirst for more knowledge in regards to the needs of all carers and finding ways of how to access them e.g. learning to use all the Microsoft office software to designing posters and doing presentations and following tasks from  start to finish. 

All this knowledge I intend to use in my role as a care support worker to educate and provide a more sensitive and responsive service to carers.” 
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About Future Health Social Care (FHSC)

FHSC works in partnerships with Heart of Birmingham Primary Care Trust (HOBtPCT) established the carer support service as part of a response to the Government’s National Strategy for Carers published in 1999.  

Our Carers Services aims to:

· Raise awareness of the carer’s role in society;

· Identify and support ways that enable carers to be involved in the development and planning of services that affect them;

· Encourage the involvement of Carers in the provision and planning of services to meet their needs;

The objectives of the Carers Service are to:

· Enable carers to take a short break during the day

· Offer Carers the opportunity for time away from their caring responsibility

· Provide a time limited service for service users

· Provide a culturally sensitive service to the individual Carer and Service User

We place the people who use our services at the centre of our service delivery.  We provide high quality services that are carefully planned, managed and monitored and we support the people who use our services towards achieving their potential.
