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THE PROJECT TEAM

The following Community Research Worker’s (CRW), were involved in the delivery and development of this project:

A team of CRW’s were recruited by FHSC from personal caring and professional backgrounds.  

Syma Ali – 31 years old is the manager of this project and is employed by FHSC as Carers Service Manager. Her role includes developing Interview Questionnaires, organising focus groups, supporting a number of volunteers involved in this project and managing the project and its delivery.

Devril May -  42 years old has always been involved in a caring role both within a personal and professional capacity.  Devril has been working passionately as a Care Support Worker for FHSC for the last three years and feels concerned about the fast growing numbers Black Minority Ethnic carers that require adequate support to enable them to fulfill their caring role. 

Devril was pleased to participate in this research focusing on carers in the Ladywood area, due to the fact that he was brought up and still resides in the area. Devril would like to make a difference as he has a vast amount of knowledge in mental health and has had previous research experience in mental health.

Hatem Mohamed – 35 years old is a member of the FHSC Floating Support Team. During his work at FHSC he voluntarily took part in research about the needs of BME Carers for people with Dementia in the Ladywood area of Birmingham, with a view to developing and enhance existing skills such as organisation, leadership, teamwork and knowledge on mental health. He was involved in delivering a number of CEP presentations at the Uffculme Centre. 

His experience of working with vulnerable people from Black and Minority Ethnic groups, has led him to pursue a career in Welfare & Mental Health services.  His Masters degree in Globalization, Identity, Technology, with a special focus on Research Methodology and a University Certificate in Mental Health and Community Research, has broadened his knowledge about the needs of communities.

Mohammed Asghar – 46 years old.  He works in a pine furniture factory.  His interests include reading, keeping fit and helping the local community.  He was very keen in participating in this project as it will benefit the BME carers to identify services to meet their needs.  He has a son who is both mentally ill and physically disabled and he is very concerned that there is lack of awareness in the community about the needs of BME carers.

Rukshana Abdullah – 44 years old carer, has worked with varied age groups from under fives to elderly.  Rukshana was interested in becoming a CRW for this project, as she feels she can contribute from her personal and professional experience, to meet the needs of carers.  It would also be an excellent opportunity to enhance her skills, capacity building, enhance knowledge on BME carer needs and devising the tools for the semi structured interview questionnaire for the research.
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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.
Executive summary

FHSC, was one of 40 community groups who took part in the National Institute for Mental Health in England’s (NIMHE) Community Engagement Programme in 2007/08.  The project was funded by NIMHE and managed and supported by the Centre for Ethnicity and Health, University of central Lancashire.  UCLAN provided training for researchers in mental health awareness and research methods along with a support worker who worked with the team throughout the project.
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.

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.  
A steering group was set up to support the project and support was also given by an allocated support worker from Uclan.  

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.
Being able to communicate in various different languages helped participants to engage in open discussion with the researcher in the interview. However, all information recorded on the questionnaire was in English. The data analysis process was supported by Uclan’s support worker, members of the steering group and the research team. 

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 respondents were 20% males and 80% females, aged 18 years and over.  The respondents were 14% aged between 19-21, 4% aged between 22-24, 2% aged between 25-29, 14% aged between 30-39, 36% aged between 40-49 and 28% 50+.

The respondents ethnicity was 2% White – Irish, 2% Jewish, 2% mixed White and Asian, 14% Black or Black British – Carribean, 6% African, 20% Asian Indian, 50% Asian Pakistani, 4% Bangladeshi.
38% of the respondents stated they had a disability.   79% responded identifying mobility problems due to arthritis, 11% responded dyslexia, 5% responded kidney problems and 5% responded loss of sight.
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 majority of the carers are women and in many cases are 94% relatives by birth (sons and daughters) or marriage (especially daughters in law).  4% friend and 2% neighbour.
· 68% of the respondents were caring for someone over 5 years; long-term carers were accessing more services than those who were caring for someone less than five years;  28% of the carers were caring for someone between 1 and 4 years.
· The main experience of dementia for carers was hard work, isolating, unappreciated, repetitious, changing, washing, feeding, very difficult to cope alone and frustration.
“I need to wash, change and feed my wife within the hour, to get her ready to get picked up to attend the day centre for 9.30am Monday to Friday, this is a very strenuous task, as I have my own physical health problems.  Their home support provider could not offer an hour in the morning to get her ready to attend the day centre, due to the shortage of staff.  If my wife was not ready in time, then she would not be able to attend the day centre.” (male carer aged 50+)


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)
Patience - The biggest challenge for the respondents was to keep hold of their temper.  Carers felt frustrated that the cared for, could not remember even the smallest thing and the carers get very tired.


Coping - The financial constraints of caring and being prepared for coping with the effect that providing full time care is a humongous task, and this can have a impact on marriage and family relationships as a large number of carers were caring for a close relative.  


Keeping safe – The respondents need to be vigilant at all times, to ensure the 
cared for was not going to put themselves or others in danger or walk out the 
house.

· Carers from all BME backgrounds experienced difficulties in accessing a break and often lack knowledge of services and support available locally.  Equally the financial cost of caring and of paying for services is a concern for all carers.  
· There is a desire for more choice and flexibility of service provision and respite which is culturally sensitive and personalised to meet the needs of the cared for.  An area identified for great flexibility and choice is the provision of breaks organised within their local homes.  It was evident that respite services should be provided within their own homes which are desirable for BME carers.  This would minimise disruption for the person they care for.
· A high proportion of people felt that the low uptake of services was due to them not knowing where services were, rather than inadequate service provision.  

· Responses show that there are certain factors that stop or hinder access to mainstream services, however, the most common factors recognised among the BME community were:
Lack of awareness of local services – 26% of the respondents stated they did not receive information on the day the cared for was diagnosed.  Information was subsequently provided through meetings from either the Community Psychiatric Nurse (CPN) or Social Worker (SW)

· GP’s – there was an issue with GP’s not signposting them appropriately to relevant carers support service.  Many of the carers had experienced a poor service and treatment from their GP.  As the GP had stated the cared for was getting old, the GP did not carry out an assessment for the cared for, until two years later and just prescribed sleeping drugs.  The participants suggested that there was a need for GP’s to improve and this could be done by GP’s being interested and having a  caring, supporting and comforting  attitude  and time and predisposition to listen
· 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)
· Very few carers interviewed have experience of respite/short break and the person they cared for as they found them either culturally inappropriate to access or did not know they existed.
· 78% respondents reported the cared for was diagnosed after two years with dementia.  
· 33% of the respondents were satisfied because the carers were pleased the person they were caring for was diagnosed and had an assessment.  The dissatisfied respondent stated because I had no help or information for the first year, I didn’t have a social worker or know that people could help me.  My daughter found out for me through a friend.  (female carer, aged 43)
· The majority of the respondents (66%) did not know what a care plan was, only 34% of the respondents knew what a care plan is.  6% have a care plan and 94% don’t have a care plan.  The respondents that did have a care plan stated that it meets their needs.
· Carers did not know about the services available to them, understanding access criteria and entitlements and actually getting services that were culturally relevant and appropriate to their needs and those of the person with dementia, involving both delivery at home and a variety of respite facilities.

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)
· Poor quality of care received by home care services provided by statutory agencies were also ateal.  Not able to get hold of professionals over the phone for weeks, which can be very distressing and time consuming for the carer.  Cultural Issues - “There’s a dependent mentality in Asian cultures that parents don’t think relying on their children is a problem.  I struggle a lot with juggling as a mother to five children, a wife and a carer for my mother-in-law.  They think it’s my time to pay back as they got me to this stage”.  (Asian female carer, aged 47)
· Physiotherapist - carers were disgruntled with the services they were receiving from physiotherapy stating “they can train the carers to do the exercises with the cared for, but they were not prepared to work with the cared for directly.  This caused distress and burden on the carers, as they felt this was a specialised service and that they did not have the capacity to undertake this duty in addition to everything else i.e. washing, feeding, clothing etc.”

· Language barriers – as carers could not access direct support from GP’s and BSMHT without waiting for two weeks, so that arrangements to be made for an independent interpreter to be present at the same time, for those whose first language was not English.

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.  



Information needs to be distributed in places that BME carers are likely to visit: 
community shops, mosques, gudwaras, churches, community centres, libraries, 
hospital and GP surgeries (this list is not exhaustive).  

“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. 
· Planning – As highlighted by the short breaks, improved emergency planning is needed.  It is essential that care plans include an explanation of how a person’s needs should be met in an emergency.  For example, there should be an action plan available if the carer was admitted into hospital.

“I have been a full time carer for thirteen years and i am desperate for a break 
from my wife, but I cannot plan anything, because I have no one to care for her if 
I go away and I have no choice but to be here 24/7, carers health is vital in order 
for us to carry on doing the job that we do.” (Asian Indian male carer, did not 
want to disclose his age)
· 
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.

· Services – Feasibility of providing respite care within peoples’ own homes for emergencies and improvement for short breaks for people with dementia and their carers. This will enable the cared for and their carers get short breaks services that better meet their needs.

Feasibility of providing Dementia Carer Groups – Consultation with voluntary 
sector organisations to provide a forum in each area, for BME carers to meet.  
For any group to be successful it will need to be advertised and consideration 
given to location.
· Alternative therapies - Is a an approach adopted or preferred by the Black or Black Carribean community, counselling and other alternative therapies should be
made available and accessible to this group of carers. Evidence
· Consultation - We recommend that there should be regular consultation with the community via carer networks and carer support groups to enable better planning and development of services.

· Training and Development - Appropriate staff from within the BME community, need to be trained and appointed, who should be capable of understanding the specific needs of their community. They need to be able to engage effectively with the community, in terms of language and cultural understanding.

· Recruitment, training and continued development of staff are essential for improvement of services.  In addition consideration needs to be given to both the practical day to day needs of people involved in the system and also their cultural, religious and identity needs. 

The Centre for Ethnicity and Health’s Model of community engagement.
Background to the community engagement model

We often hear the following words or phrases:

· Community consultation

· Community representation

· Community involvement/participation

· Community empowerment

· Community development

· Community engagement

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

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

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

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

· Substance misuse

· Criminal justice system

· Policing

· Sexual health

· Mental health

· Regeneration

· Higher education

· Asylum seekers and refugees 

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

· Young people

· People with disabilities

· Service user groups

· Victims of domestic violence

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

· Women

· White deprived communities

· Rural communities

In addition to the DH, key partners have included the Home Office, the National Treatment Agency for Substance Misuse, the Healthcare Commission, the National Institute for Mental Health in England, the Greater London Authority, New Scotland Yard and Aim higher.

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.  In order to achieve this, it is essential to work through a host community organisation.  This may be an existing community group, but it might also be necessary to set up a group for this specific purpose of conducting the community engagement research.  

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

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

The second key ingredient is the research task that the community undertakes.  According to the Centre for Ethnicity and Health model, this must be something that is meaningful, time limited and manageable.  Nearly all of the community engagement projects have involved communities in undertaking a piece of research or a consultation exercise within their own communities.  In some cases there has been an initial resistance to doing ‘yet another piece of research’, but this misses the point.  As in the initial programme run on behalf of the DH, the process and its outcomes have equal importance.  The task or activity is something around which lots of other things will happen over the lifetime of the project.  Individuals will learn and new partnerships will be formed.  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, according to the Centre for Ethnicity and Health’s model, is the provision of appropriate support and guidance.  It is not expected that community groups offer their time and input for free.  Typically a payment in the region of £15-20,000 will be made available to the host organisation.  It is expected that the bulk of this money will be used to pay people from the target community as community researchers
.  A named member of staff from the community engagement team is allocated as a project support worker.  This person will visit the project for at least half a day once a fortnight.  It is their role to support and guide the host organisation and the researchers throughout the project.  The University also provides a package of training, typically in the form of a series of accredited workshops.  

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

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

The community engagement team

The community engagement team comprises of senior support workers, support workers, teaching and learning staff, 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.  

· 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. 

DEMOGRAPHICS

Ladywood Ward includes the city centre of Birmingham, It covers the majority of the old Ladywood ward plus Aston and Nechells, and Soho wards. It has an age profile similar to the City average –  See below. Ladywood Ward Population by Age. 

	Years of Age
	Number of People
	Percentage of Ward Population

	0-4
	813
	5.5

	5-15
	1,522
	10.3

	16-17
	307
	2.1

	18-19
	847
	5.7

	20-24
	1,948
	13.2

	25-44
	4,986
	33.7

	45-59
	2,095
	14.2

	60-74
	1,477
	10.0

	75-84
	600
	4.1

	85 and over
	206
	1.4

	Total
	14,801
	100


   Source: 2001 Census, Crown Copyright/BCC

Ladywood Ward Population by Ethnic Group
	Ethnic Group
	Number of People
	Percentage of Ward Population

	Asian
	1,648
	
	11.0
	

	     Asian – Bangladeshi
	108
	
	0.7
	

	     Asian – Indian
	801
	
	5.3
	

	     Asian – Pakistani
	584
	
	3.9
	

	Black
	2,923
	
	19.4
	

	     Black – Caribbean
	2,349
	
	15.7
	

	Chinese, other
	419
	
	2.8
	

	White 
	9,007
	
	60.0
	

	     White – British
	7,903
	
	52.7
	

	     White – Irish
	621
	
	4.1
	

	Mixed Background
	996
	
	6.6
	


   Source: 2001 Census, Crown Copyright/BCC

The percentage of ethnic minority residents is above the city average. Unemployment is above the city average. 

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.  
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.  

It has been estimated that by 2021, 10,305 people in Birmingham will be suffering from dementia.http://www.olderpeople.bham.nhs.uk/date Dementia ‘must be a key priority’ after years of woeful neglect by the NHS, says the House of Commons Public Accounts Committee (PAC).  http://newsbbc.co.uk/1/hi/health/7204545.stm 11/6/2008
	TISTICS


The focus of this report

Since 2000 over 200-community groups have taken part in one or other of the Centre for Ethnicity and Health’s Community Engagement Programmes. 

Future Health and Social Care’s, BME carers project for Dementia was one of 40 community groups who took part in the National Institute for Mental Health in England’s Community Engagement Programme between 2005 and 2007.   The objectives of the programme were to deliver improved equality of access, experience and outcomes for Black and minority ethnic mental health service users by:

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

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

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

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

· allowing local populations to influence the way services are planned and delivered

· contributing to workforce development, and specifically the recruitment of 500 Community Development Workers.

Introduction

The FHSC project was driven by an overall aim to explore BME carers views in and around the Ladywood area in Birmingham, on Dementia and understand how carers would like appropriate and responsive services to be developed to meet their needs and new pathways for care and recovery.  This could contribute in practical terms to better engagement and improvements in the mental well-being of BME carers.  In addition, the research will facilitate learning about the concerns and views of the community as well as to share in some of their experiences and personal journeys.
It has been reported that some BME groups are less likely to seek help and support if experiencing mental illness.  Celebrating Our Cultures 2006, reported that BME communities have greater problems accessing health services than the white population (NIMHE 2004b).  One of the main reasons for not accessing services is due to mistrust of healthcare professionals but also fear and stigma within communities (Keating and Robertson 2004).  This can in turn lead to delays in accessing and seeking professional help (ODPM, 2004).  Almost all the participants in the research had corroborated that finding.  
Too few people are being diagnosed, or being diagnosed early enough, and early interventions known to be cost-effective are not being made readily available (BBC news/health/call for improved dementia care). July 4th 2007.  Thirty seven participants stated that the person they cared for was diagnosed after two years, which made it difficult for the carer to manage.
The 2001 census confirms that, nationally, the BME population is ageing.  This places greater demands on Social Services, that health service and the social security system to plan, develop and implement strategies that will meet the BME communities growing expectation for high quality services which are culturally sensitive (A tale of two cities – improving services for older people from BME communities in Bradford and Wolverhampton) and Age Concern (Nov 2001).
At least 560,000 people in England have dementia and, because of an ageing population, the number of cases is predicted to rise by over 30 per cent over the next 15 years www.news.bbc.co.uk/1/hi/health/6266122.stm
Dementia accounts directly for three per cent all deaths, but four times as many people die with dementia (Improving services and support for people with dementia), http://www.a2mediagroup.com/?c=140&a=16524. It has suffered historically from poor awareness and understanding; and there is a widely held perception that little can be done and lack of urgency attached to diagnosing and treating the condition.

The UK is in the bottom third of countries in Europe in terms of the percentage of dementia patients receiving anti-dementia drugs, and the average time taken to diagnose patients in the UK is up to twice as long as in some other countries http://www.nao.org.uk/pn/06-06/0607604.htm 
Two thirds of people with dementia live in the community, largely looked after by the 476,000 or so informal carers in England.  http://www.nao.org.uk/pn/06-07/0607604.htm.  Our research will enable us to identify whether this is the case for our respondents.
Since the government introduced the National Service Framework for Mental Health in 1999 and the subsequent “Developing services for carers and families of people with mental illness” (November 2002), increasing attention has been given to carers, for the valuable role they play by Professionals.  
Carer literature http://apt.rcpsych.org/cgi/reprint/10/2/81.pdf, in general highlights the fact that many families feel ignored and unsupported, and the lack of appropriate information to help them in their roles.  This applies to BME carers and families who face the additional discrimination of services that are not geared to meet their culture, social or spiritual needs.  Social Services Inspectorate, Social Care Group, Department of Health (Feb.1998), They look after their own don’t they? Inspection pf community care services for Black and Ethnic Minority Older People. DoH. 
It is anticipated that the final outcome of this research will improve access for the BME carers to mainstream mental health services and to raise awareness of BME carer issues.  
It is crucial that projects such as these engage effectively with BME carers who care for those with dementia.  The project will identify a number of action points to take forward locally to raise awareness and improve service provision for BME carers.

Delivering Race Equality

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

It draws on two key recent publications in particular:

· Inside Outside: Improving Mental Health Services for BME communities in England;

· Delivering Race Equality: A Framework for Action; 
The programme is based on three “building blocks”, first proposed in the consultation version of DRE:

· More appropriate and responsive service – achieved through action to develop organisation and the workforce, to improve clinical services and to improve services for specific groups, such as older people, asylum seekers and refugees and children;

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

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

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

· Less fear of mental health services among BME service users and carers;

· Increased satisfaction with services

· A reduction in the rate  of admission of people from BME communities to psychiatric inpatient units

· Fewer violent incidents that are secondary to inadequate treatment if mental illness;

· A reduction in the use of seclusion in BME groups;

· More BME services users reaching self-reported states of recovery;
· A more balanced range of effective therapies, such as peer support services and psychotherapeutic and counseling treatments, as well as pharmacological interventions that are culturally appropriate and effective;

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

· A workforce and organisation capable of delivering appropriate and responsive mental health services to BME communities.

The five year action plan to address equity of experience and equity of outcome for people from BME communities will only be delivered with both mainstreamed initiatives to improve the cultural competency of mental health services and specific projects targeting individual communities and their own mental health needs, education and empowerment. 

Mental health issues that affect the BME community
Anecdotal experience suggest that all communities face similar difficulties with mental health problems.  However, there are some differences in the issues faced by BME communities compared with white British communities.
The proportion of elderly from BME groups in England and Wales has progressively increased over the last three decades.  The total number of elderly from all BME groups combined was 531,909 in the 2001 population census.  The prevalence of dementia in several BME groups is either small to or higher than the indigenous white British group.  
Dementia is very common.  There are about 700,000 people with dementia in the UK.  Dementia has a big impact on our society.  (National Dementia Strategy Consultation by the Department of Heath.)
Most people with dementia are over 65 years old, but there are at least 15,000 people under 65 who have the illness.  Dementia can affect everyone whatever their gender, ethnicity or class.  People with learning disabilities are at particular risk.  The number of people with dementia in ethnic minority groups is about 15,000 but this figure will rise as populations get older.  (National Dementia Strategy Consultation by the Department of Health.)
Dementia makes the lives of people who have it and the lives of their carers very difficult.  Family carers are often old and frail themselves.  The strain of caring for someone with dementia can also cause physical or mental illness in the carer,    .  National Dementia Strategy Consultation by the Department of Health.
It is estimated that the cost of dementia care is more than for cancer, heart disease and stroke put together.  And costs are rising.

	YEAR
	2008
	2038

	People with dementia
	700,000
	1.4 million

	Estimated cost
	£17 billion
	Over £50 billion


If we invest now the quality of life for people with dementia and their carers we will save money in the future on:
· The cost of hospital care for people with dementia

· The cost of residential care homes  

The Government has identified dementia as a national priority.
Methodology

Recruitment of research team

FHSC informed the community through carers meetings and events, about the research and asked for those interested in becoming a researcher to come forward.  Three carers were interested in being involved in the research.  Potential Community Research Workers were invited to attend a briefing.  This was attended by the support worker from Uclan, a member of the steering group and a representative from the host organisation.  The team was given details of the project and what their involvement would be.  Three independent carers were recruited.  Due to personal reasons one carer needed to drop out, before the fieldwork started.

Two male support workers from FHSC, nominated themselves as they were keen to obtain insight and understanding into the needs of BME carers, who care for those with dementia and the Carers Service Manager, was involved to lead the research. The team were able to speak a range of different languages which would be beneficial when carrying out interviews.  The gender mix of the researchers enabled them to reach males and females equally. 

Training and workshops for researchers:
The necessary training to prepare the research team and enable them to carry out this project was provided by the University of Central Lancashire.    A schedule of workshops were provided which included two workshops on Mental Health and five workshops on Research Methods.  The training was crucial in helping to understand mental health issues and the process of conducting the community research.  This relevant training helped the group plan the whole process of the project and then gave them the confidence to continue with the fieldwork, collect the required data and later analyse and report it.  The research team also had the opportunity to enroll for a qualification, which resulted in three people successfully achieving a university qualification.
What the researchers actually did:

All members of the team were aware that this project was a joint responsibility and they would all be required to support the process with their skills and abilities, which had been enhanced further through the workshops provided.  The group met on a regular basis to discuss issues related to the projects.  Meetings were conducted by the support worker and attended by the Manager and Community Research team. All members assisted in the planning of the project and preparation of the interview questionnaires and focus on group questions that were used in the research.  All members played a vital role from the initial collation of ideas through to the final version of documents used in this project.  Each member then took on the responsibility of conducting the research within the community.  The target of 50 Black Minority Ethnic interviews was met within nine weeks due to their dedication and hard work and willingness of participants to engage in this project.

Having collected the data, some members of the group were selected to assist with the data analysis while others were given the responsibility of report writing.  This process was monitored and assisted by the Project Manager with guidance of the support worker.

How the community was accessed:

An awareness campaign was planned in which we used a poster (see appendix one) to highlight the aims of the project and invite members of the community to participate in the research.  The poster was designed in Urdu (see appendix two), Punjabi, Hindi, Guajarati and Arabic and was displayed throughout the local area in surgeries, health and Leisure centres, supermarkets and other public venues, in and around Ladywood.  The research team was also responsible for introducing the project amongst the community and requesting participation in the research.

The research team were invited and subsequently attended a variety of different meetings to raise the profile of the project i.e. Diwali event at the Millennium Point, Alz Café meeting, Positive Mental Health group media subgroup meeting, Carers Rights Day at the Birmingham Carers Centre provided by Heart of Birmingham Primary Care Trust, Carers Rights Day at the Nishkam Centre, Potential Arts Group and various carer support (mental health) groups within the Heart Of Birmingham locality.

Participants were drawn from carers who were already in contact with carer support organisations i.e. Birmingham Carers Association, Birmingham Citizen Advocacy and various carers meetings.  Attempts were also made to reach ‘hidden carers’ via local voluntary community organisations supporting the BME communities and consequently received twenty seven respondents.

However we struggled to get an equal balance of participants in terms of ethnicity.  We had fourty respondents that were Asian/Asian British background and 10 respondents that were from Black/Black British background.  


The research team encountered difficulties in reading the African Carribean community as they felt that they were researched to death, it was important to ensure that we could obtain the views of this community.  In order to raise the profile of the research amongst this community and get more people to come forward. The research team, made a broadcast on New Style community radio in October and November 2007, to increase the take up of the participants from this ethnic background and were pleased to report one response. 

Being able to communicate in various different languages helped participants to engage in open discussions with the Community Research Workers in the interview.  However, all information recorded on the questionnaire was in English.  

Ethics

At the beginning of the research the team had to consider a number of ethical issues in relation to the research.  This was important as we wanted to conduct our work in line with good practice and research ethics.  This would enable us to have due regard for the safety and well being of all involved in the project, whether as researchers or respondents, and ensuring that no-one is put at risk of harm.   
The team completed an ethics proforma and submitted this to Uclan.  Once ethical approval was received from the Ethics Committee, for the interview to commence, the team proceeded with the fieldwork in the local community
Instructions were given to all researchers with regards to safety, sensitivity and attitude whilst conducting interviews.  An I.D. badge was issued to each member to comply with ethical requirements.

The Steering group:

This was set up at the beginning of the project. The role of the steering group was to provide support, advice and guidance to the research project.  The steering group helped in the preparation of the questionnaire and focus group questions.  Members of the group also identified shadowing opportunities for the researchers.  Their responsibility will continue beyond the completion of the project, specifically with disseminating the findings and recommendations of this report.

The steering group consisted of the following
Samena Rashid – Support Worker, UCLAN.  

Peter Woodhams – Carers in Partnership, CSIP, West Midlands.

Susan Kennedy – African, Caribbean Lead, Solihull Mental Health Trust.

Sharon Annakie - Deputy Chief Executive Officer, Future Health & Social Care Association.

Jayne Ellis - Carers Commissioner. 

Loretta Fuller- Focus Implementation Site, Co-ordinator.

Pauline Miller-Brown - Chief Executive Officer, Birmingham Carers.

Ranjit Senghera- CSIP Race Equality Lead, for the West Midlands.

Raj Joye- Strategic Market Shaper LD, Adults and Communities.
Jacqueline Miller- DRE Project Development Lead CSIP West Midlands.

The Methods used: 

The research team decided that the best form of obtaining valuable information from the BME Carers would be to talk to them on a one-to-one basis and abstract valuable information from their experiences and thoughts about mental health services.  Therefore the method adopted was an interview, to gather in depth information using qualitative and quantitative semi-structured interview questions (please see appendix three). Information was also gathered from three specific focus groups (please see appendix four for focus group schedule.. 

The interviews were to be conducted in English, however, prior to starting the fieldwork, the team met to go through the questionnaire and translate some of the key words that would be used in communicating with those participants that did not speak English.  It was agreed that the same translation will be used by all members to assure true and meaningful response according to particular question and its purpose.  Selected words were translated into Urdu, Punjabi, Arabic, Gujarati and (Mirpuri) dialect.

How the data was recorded and analysed:

The one-to-one interviews were completed with participants in a pre-arranged interview.  All completed interviews were returned to the Project Manager, who was responsible for their safe keeping and confidentiality.

Being able to communicate in various different languages helped participants to engage in open discussion with a researcher in the interview.  However, all information recorded on the questionnaire was in English.

The data analysis process was carried out by the community research team.  All the data was entered in the Excel database and then analysed for quantitative and qualitative results.

Researchers were given the responsibility of locating important themes from within the responses made by participants, which were then discussed in accordance to the aims and focus of the project.  Likewise, the quantitative data was analysed to see common responses and major concerns of the community.  

The findings were then presented to the members of the steering group to discuss and make recommendations according to the community’s responses.

RESULTS/FINDINGS - CORE DATA

These findings are from the 50 interview questionnaires conducted in the community.  All quantitative data will be presented first, followed by all qualitative data.  The interview schedule can be seen in appendix three.

A total of 50 respondents were interviewed. Details are as follows:

1.1  Age last birthday.

	AGE GROUP
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	16-18
	0
	0

	19-21
	7
	14

	22-24
	2
	4

	25-29
	1
	2

	30-39
	7
	14

	40-49
	18
	36

	50+
	14
	28

	No response
	1
	2

	TOTAL
	50
	100


1.2 Gender 

	GENDER
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Males
	10
	20

	Females
	40
	80

	Transgendered
	0
	0

	TOTAL
	50
	100


1.3 Ethnicity

	
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	WHITE
	Irish
	1
	2

	
	Other – Jewish
	1
	2

	Mixed
	White and Asian
	1
	2

	Black or Black British
	Carribean
	7
	14

	
	African
	3
	6

	Asian or Asian British
	Indian
	10
	20

	
	Pakistani
	25
	50

	
	Bangladeshi
	2
	4

	TOTAL
	
	50
	100


1.4 Were you born in the UK:
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Born in UK
	29
	58

	Born outside UK
	21
	42

	TOTAL
	50
	100


Of those born outside UK (21 people), their length of stay in the UK was as follows:

	Category
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Less than 1 year
	0
	0

	1 – 5 years
	1
	5

	6 – 10 years

	2
	9

	11 years or more
	18
	86

	TOTAL
	21
	100


1.5 Citizenship 

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	British Citizen
	48
	96

	Did not disclose
	2
	4

	TOTAL
	50
	100


1.6 What is your first language – spoken or signed?
	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	12
	24

	Urdu
	9
	18

	Mirpuri
	16
	32

	Hindi
	7
	14

	Punjabi
	3
	6

	Patois
	2
	4

	Creole
	1
	2

	TOTAL
	50
	100


1.7 What is your first language – written?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	16
	32

	Urdu
	21
	42

	Hindi
	9
	18

	Punjabi
	3
	6

	Bangla
	1
	2

	TOTAL
	50
	100


1.8 What languages are you fluent in spoken or signed?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	15
	30

	Urdu
	9
	18

	Mirpuri
	16
	32

	Hindi
	7
	14

	Punjabi
	3
	6

	TOTAL
	50
	100


1.9 Which language are you fluent in writing?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	16
	32

	Urdu
	21
	42

	Hindi
	9
	18

	Punjabi
	3
	6

	Bangla
	1
	2

	TOTAL
	50
	100


1.8 Religion

	CATEGORY
	No. OF RESPONDENTS
	% OF RESPONDENTS

	Roman Catholic
	1
	2

	Christianity
	10
	20

	Hinduism
	2
	4

	Judaism
	1
	2

	Islam
	28
	56

	Sikhism
	8
	16

	TOTAL
	50
	100


1.9 Sexuality

	Category
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Lesbian or gay woman
	0
	0

	Homosexual or gay man
	0
	0

	Heterosexual or straight
	38
	76

	Bisexual

	0
	0

	Not wish to answer
	12
	24

	TOTAL
	50
	100


1.10 Do you have a disability?
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Yes
	19
	38

	No
	31
	62

	TOTAL
	50
	100


	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	mobility problems due to arthritis
	15
	79

	Dyslexia
	2
	11

	Kidney problems
	1
	5

	Loss of sight
	1
	5

	TOTAL
	19
	100


Quantitative results 

Section One: Carer Information

In question 1, we asked “who do they care for”?

	
	NO. OF RESPONDENTS
	 %OF RESPONDENTS

	Relative
	47
	94

	Friend
	2
	4

	Neighbour
	1
	2

	TOTAL
	50
	100


In question 2, we asked “how long have you been caring for (name)?

	
	NO. OF RESPONDENTS
	%OF RESPONDENTS

	Under 1 year
	2
	4

	Between 1-5 years
	14
	28

	Over 5 years
	34
	68

	TOTAL
	50
	100


In question 3, we asked “Does your caring role affect you in the following way”? 
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Health, family and work
	32
	64

	health, family, finance, stress and social life
	12
	24

	Work
	6
	12

	TOTAL
	50
	100


In question 6, we asked respondents ‘what did you do, once you noticed (name) was having symptoms of dementia?’ (respondents gave more then one answer)
	
	NO. OF RESPONDENTS
	%OF RESPONDENTS

	Approached their GP to obtain advice and information.
	All 50
	88

	Contacted Alzheimer’s Society  and Birmingham Carers.
	7 of the above 50
	12

	TOTAL
	57
	100


In question 7, we asked respondents who they went to see?  And what was the outcome of this meeting? Most carers had more than one response.
	
	NO. OF RESPONDENTS
	%OF RESPONDENTS

	GP stated it was old age
	7
	9

	Their GP was not interested and did not have a caring attitude, when discussing the matter.
	43
	57

	Their GP did not spend adequate time, to discuss the issue
	13
	17

	Referred to attend an out-patient appointment at QEPH with the cared for – ongoing assessments.
	1
	1

	GP prescribed sleeping tables for the cared for.  
	4
	6

	Alzheimer’s Society provided them with information, which was reassuring.
	3
	4

	Birmingham Carers were very helpful and signposted them appropriately.


	4
	6

	TOTAL
	75
	100


In question 8, we asked respondents ‘when was (name) diagnosed with dementia?’

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Between 1 – 6 months
	1
	2

	Between 7 – 12 months
	6
	12

	Between 1 – 2 years
	7
	14

	Over 2 years
	36
	72

	TOTAL
	50
	100


In question 9, we asked respondents ‘did (name) have an assessment due to their dementia (outpatient/home visit or from the Consultant)?  Yes/No

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Yes
	31
	62

	No
	19
	38

	TOTAL
	50
	100


In question 9a, we asked respondents if Yes, (name) had the assessment (or outpatient or home visit from the consultants) how did you feel about the response of the service?’

	

	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Very satisfied
	0
	0

	Satisfied
	10
	33

	Dissatisfied
	17
	54

	Most dissatisfied
	4
	13

	TOTAL
	31
	100


One satisfied respondent stated “he told me mom has Alzheimer’s and offered me tablets to help her.” (female carer aged 43)
Another satisfied respondent stated “my wife broke her hip and whilst she was in hospital the Dr’s thought she was too forgetful, so referred her to a Psychiatrist. (male Asian carer, did not want to disclose his age)

One dissatisfied respondent stated “because I had no help or information in the first year.  I didn’t have a social worker or know that people could help me.  My daughter found out for me through a friend. (female carer, aged 43)
In question 9b, we asked the respondents ‘In your opinion was the health assessment helpful to (name)’s needs? 

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Yes
	10
	32

	No
	21
	68

	TOTAL
	31
	100


In question 9c, we asked the respondents ‘If No, what would have made it more helpful?’ Some people gave more than one response.
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	To be made to feel apart of the decision making process in formulating the care plan
	10
	32

	To be given useful information and told who could help
	8
	26

	An assessment for both the carer and the cared for should have taken place, so an appropriate care package could be in place, to meet needs of both.  Pressure should not be put on the carer to look after someone with dementia, so that they reach crisis point
	6
	20

	Earlier diagnosis and more information
	5
	16

	Didn’t understand what the Dr was doing and the person I care for, got really upset when the Dr said “she’s got dementia”.
	1
	3

	If the client would be co-operative
	1
	3

	TOTAL
	31
	100


In question 10, we asked respondents ‘do you know about carer’s assessment?

	
	No. of Respondents
	% of respondents

	YES
	39
	78

	NO
	11
	22

	TOTAL
	50
	100


In question 11a, we asked respondents ‘If yes, do you have a current carer’s assessment in place?  

	
	No. of Respondents
	% of Respondents

	Yes
	5
	13

	No
	34
	87

	TOTAL
	39
	100


In question 11b, we asked respondents ‘If No, are you aware you are entitled to a carer’s assessment?  Please explain why you do not have one?

	
	NO. OF RESPONDENTS
	%OF RESPONDENTS

	It was never offered to them.
	25
	74

	Told to complete it themselves and did not have the time to do it.
	3
	9

	Not informed of the benefit of having a carer’s assessment and thought it was a paperwork exercise by their Social Worker
	5
	15

	I do know now, but only because my friend told me – the Consultant did not say anything when he came out.
	1
	2

	TOTAL
	34
	100


 “she would have accepted the carers assessment if it was offered to her (female carer, aged 41) 

In question 11c, we asked what was the outcome of the carer’s assessment?

The five carers that had a carers assessments stated :

“I have regular break from caring, but can also ring up in an emergency.  I have day care three times a week as well”. (female Black Carribean carer, aged 45)
“Just had it done, waiting for a sitting service.” (female Asian Indian carer, aged 53)
“I think I can contact the Social Worker for help when I need to.  I can also have a rest or go on holiday and my husband can go into a home for a while.” (female Black Carribean carer, aged 47)
 “My wife can go into respite, so that I can have a rest.” (male Asian Pakistani carer, aged 47)
“I haven’t bothered to read it, but I know I was told I could ask for help.” (female Asian Pakistani carer aged 63).
In question 12, we asked Do you feel the carer’s assessment reflected your needs?

	
	No. of respondents
	% of respondent

	Yes
	5
	100

	TOTAL
	5
	100


In question 13, we asked Do you know what a care plan is?

	
	No. of respondents
	% of respondents

	Yes
	17
	34

	No
	33
	66

	TOTAL
	50
	100


In question 14, we asked Do you have a care plan?

	
	No. of respondents
	% of respondents

	Yes
	3
	6

	No
	47
	94

	TOTAL
	50
	100


In question 15, we asked Have you received an up to date care plan?

	
	No. of respondents
	% of respondents

	Yes
	2
	67

	No
	1
	33

	TOTAL
	3
	100


In question 16, we asked Do you feel it meets your needs?

All 3 responded Yes

Section Two – Experiences of services

In question 17, we asked the respondents to list the services they have used and their experience? (Majority of the respondents had more than one response)
	Service
	No. of respondents
	% of respondents

	GP
	50
	36

	District nurses
	3
	2

	Community Psychiatric Nurse
	9
	6

	Social Worker
	7
	5

	Birmingham Carers Advocate
	5
	4

	Alzheimers Society
	7
	5

	Age concern
	3
	2

	Social Services
	5
	4

	Psychiatrist
	37
	27

	DISK
	6
	4

	Rethink
	4
	3

	Day care services
	2
	1

	Respite care
	2
	1

	TOTAL
	140
	100


In question 18, we asked do you think these services need to be improved?
	
	No. of respondents
	% of respondents

	Yes
	39
	78

	No
	11
	22

	TOTAL
	50
	100


In question 19, we asked Are you aware of any of the following support services for carers? Respondents were able to choose more then one response

	
	No. of respondents
	% of respondents

	Equipment
	36
	24

	Holiday Grant
	33
	21

	Benefits
	34
	22

	Carer Break
	13
	9

	Disability parking Badge
	20
	13

	Carers Allowance
	16
	11

	TOTAL
	152
	100


In question 20, we asked which of the above services you have accessed? Respondents were able to choose more then one response
	
	No. of respondents
	% of respondents

	Equipment
	35
	25

	Holiday Grant
	32
	23

	Benefits
	28
	20

	Carer Break
	11
	8

	Disability Parking Badge
	20
	14

	Carers Allowance
	15
	10

	TOTAL
	141
	100


In question 21, we asked are they accessible?
	
	No. of respondents
	% of respondents

	Yes
	43
	86

	No
	7
	14

	TOTAL
	50
	100


In question 21a, we asked If No, please explain how this can be made accessible? 

The seven respondents stated:

 “because I go to work, I cannot claim carers allowance as it is means tested.” (male carer, aged 47)
“I cannot claim carers allowance, as I go to work part time. (female carer, aged 49)
 “the benefit forms are too long, so I have not made a claim, because of the lengthy process, they need to shorten the forms.” (female carer, aged 51)

“Im unable to apply for carers allowance, unless the person I care for is receiving Disability Living Allowance (DLA), but because of his mental state, he does not want to apply for DLA and so I miss out on carers allowance” (female carer, aged 54)

 “the person I cared for does not want to appeal against her low rate DLA, so I cannot get carers allowance” (female carer, aged 47)

Sixth respondent stated “it means tested, I don’t want to loose what I am already getting”. (male carer, aged 57) 

 “I don’t know how to apply for carers allowance”. (female carer, aged 53)

Section Three:  Further needs and reflections

In question 22, we asked have you had a break from your caring role?

	
	No. of respondents
	% of respondents

	Yes
	12
	24

	No
	38
	76

	TOTAL
	50
	100


In question 22a, we asked If Yes, how long was your break?
	
	No. of respondents
	% of respondents
	Comment

	Weekend
	2
	15
	“I accessed the Buddhist Centre for a weekend break, once every two years for free”.

	Between 3 and 10 days 
	6
	47
	“Desperate for a break as we were reaching crisis point, but we could not access a gender culturally sensitive service, so we accessed a mixed respite service, to give us a break.”

One carer was caring for two people within the same family, so she felt she did not get much of a break, when only one of them was accepted for respite

	1 weeks
	3
	22
	“I get a regular weeks break after every eight weeks.  To re-charge my batteries.”
“I get a regular break for a week after every couple of months.”

	1 month
	1
	8
	“Daughter-in-law cared for my wife during this period, as we could not find a cultural appropriate service.”

	12 weeks
	1
	8
	One carer had a break after 5 years, when the cared for was admitted into hospital

	TOTAL
	13
	100
	


Section Four – Financial Support

In question 23, we asked Are you a paid carer?

	
	No. of respondents
	% of respondents

	Yes
	3
	6

	No
	47
	94

	TOTAL
	50
	100


In question 24, we asked How do you feel the government should support you as a carer? Some carers gave more than one response.
	
	No. of respondents
	% of respondents

	Financial support – increase in benefits
	47
	69

	Would like to feel valued and appreciated
	11
	16

	Would like resources made readily available to access i.e. BME workforce to reflect the client population and less reliance on interpreters.
	3
	4

	Each local authority needs to compile and publish a directory of BME services available in their locality.  This would ensure that relevant information is made available in places that BME carers access – community shops, mosques, temple, churches, community centre, libraries and GP surgeries
	3
	4

	Fund and enable the BME voluntary sector to adequately provide services.
	3
	4

	Ensure that all existing staff undertake training on work with black carers from an anti-social perspective.  This training is essential as this impacts on black communities on a daily basis.
	2
	3

	TOTAL
	69
	100


 “carers allowance should be paid to reflect the 24 hours I put in each day, 365 days of the year, and I should be made to feel valued and appreciated that we are saving Health & Social Care a fortune by caring for our own. (female carer, aged 31)
“increase in Government funding towards the development of services to meet the needs of BME carers, caring for those with Dementia. (male carer, aged 42)
“I think the Government should support carers, because it can be a very demanding role for a relative.  Training and support should be provided to carers.” (male carer, aged 42)
“I pay my national insurance, I want a fair wage for the hours I do and a fair pension and a sitting service to enable me to have a social life.” (female carer, aged 43)
In question 25, we asked Have you heard of direct payments?

	
	No. of respondents
	% of respondents

	Yes
	34
	68

	No
	16
	32

	TOTAL
	50
	100


In question 26a, we asked If Yes, do you get it?

	
	No. of respondents
	% of respondents

	Yes
	4
	12

	No
	30
	88

	TOTAL
	34
	100


In question 26b, we asked If No, please explain why you don’t get it?

	
	No. of respondents
	% of respondents

	Advised by Social worker not appropriate
	17
	37

	Wanted detailed breakdown of what it can be used for
	10
	22

	Clear defined direct payment website
	7
	15

	Wanted the entire process from the assessment stage onward totally open and transparent.
	7
	15

	Were not offered direct payments and they did not know what the process was to apply for it.
	2
	4

	Respondents tried to apply, but the staff never rang back when they said they will.
	3
	7

	TOTAL
	46
	100


Section Five – Respite

In question 27, we asked Do you know what ‘respite care’ is?

	
	No. of respondents
	% of respondents

	Yes
	33
	66

	No
	17
	34

	TOTAL
	50
	100


In question 28, we asked “As a carer, do you access respite care?”

	
	No. of respondents
	% of respondents

	Yes
	10
	20

	No
	40
	80

	TOTAL
	50
	100


In question 29a, If yes, how was this beneficial?”

	
	No. of respondents
	% of respondents

	They had opportunity to re-charge their batteries and have some time for themselves.
	7
	70

	Gives me time to catch up on myself
	1
	10

	Gives me a break and allows me to go on holiday”
	2
	20

	TOTAL
	10
	100


In question 30, we asked What are your views about carer’s role for your community?

	
	No. of respondents
	% of respondents

	Feel socially isolated
	21
	42

	We just have to get on with it, because we have to.
	19
	38

	Do not feel appreciated – culturally expected to get on with it 
	7
	14

	Do not feel valued – feel that we are used as unpaid nurses
	3
	6

	TOTAL
	50
	100


· One of the above carers also stated “I am only doing this because she has been my neighbour for years and years.  I do not think I will be able to care for her as she gets worse because I don’t have the patience.” (female carer, aged 43)
Section Six – Carer Groups

In question 31, have you ever attended a carer group?  
	
	No. of respondents
	% of respondents

	Yes
	7
	14

	No
	43
	86

	TOTAL
	50
	100


All 7 respondents that attended the carers group, stated they had a negative experience.
In question 31a, If negative what would you have wanted from this carer group?
	
	No. of respondents
	% of respondents

	Information on local services
	3
	43

	Positive advice about where to get help
	1
	14

	Unable to access ring and ride and no one spoke my community language
	1
	14

	How to look after myself
	2
	29

	TOTAL
	7
	100


In question 32, we asked Do you feel you would like to attend a BME carer group?

	
	No. of respondents
	% of respondents

	Yes
	28
	56

	No
	22
	44

	TOTAL
	50
	100


In question 33a, we asked If No, please explain?

	
	No. of respondents
	% of respondents

	Lone carers – no one to care for the cared for in their absence 
	11
	50

	Don’t have time - think it will be depressing
	7
	32

	They don’t want to.
	3
	13

	I don’t want to listen to horror stories
	1
	5

	TOTAL
	22
	100


In question 34, we asked Do you feel you would like to attend a dementia carer group?

	
	No. of respondents
	% of respondents

	Yes
	42
	84

	No
	8
	16

	TOTAL
	50
	100


In question 34a, If Yes, what would you like to be covered in this Dementia group?

	
	No. of respondents
	% of respondents

	Dementia awareness training
	19
	45

	Coping strategies
	7
	17

	Up to date Resource directory of what services are available to carers caring for those with dementia 
	6
	14

	Advice and training for carer’s and how to cope with aggressive behaviour and difficult situations
	3
	8

	Share good practice, information and network
	2
	5

	Develop practical skills
	2
	5

	Encourage confidence building, self-esteem and empowerment
	1
	2

	Basic information made readily available – possibly in different languages and formats for family members to read
	1
	2

	Good knowledge of services so they can signpost people on
	1
	2

	TOTAL
	42
	100


In question 35 we asked “Do you think there are adequate provisions for your carers in your local community?”

	
	No. of respondents
	% of respondents

	Yes
	7
	14

	No
	43
	86

	TOTAL
	50
	100


In question 35a, If No, please explain? Some carers gave more than one response.
	
	No. of respondents
	% of respondents

	We need more crisis support after 5pm Monday to Friday and weekends and see a better response because social services are too slow.
	31
	67

	Funding should be made available to the BME sector to enable this sector adequately provide services.
	7
	16

	Services supporting carers should be promoting themselves in local community e.g. radio, schools, colleges, libraries, supermarkets etc – where carers access, so that they know what’s available.
	3
	7

	BME organisations need to be more interactive – not just involved in paperwork
	2
	4

	Not much choice of help with some professionals are not very helpful but we have got to put up with it or go without help
	1
	2

	Difficulty getting hold of  social worker and when duty team informed, nobody passes on the messages
	1
	2

	No, because all carers do is help to care for their relative – there is no befriending service to cover my area.
	1
	2

	TOTAL
	46
	100


Section Seven – Training Development & Educational Course

In question 36, we asked have you received any form of training or education, to help you in your caring role?

	
	No. of respondents
	% of respondents

	Yes
	4
	8

	No
	46
	92

	TOTAL
	50
	100


In question 36a, we asked If Yes, please explain which course or training you have done? 

The 4 respondents had received the following training:

“Some education course at the Queen Elizabeth Psychiatric Hospital” (female Black or Black British carer, aged 41)
“Dementia training from DISK” (female Asian or Asian British carer, aged 36)
“Mental health legislation training” (female Jewish carer, aged 47)
“Alzheimer’s gave me training about Dementia and how to distract him etc” (male Irish carer aged 52)
In question 36b, we asked If No, would you be interested in training e.g. qualification in caring, manual handling, basic first aid etc?
	
	No. of respondents
	% of respondents

	Yes
	35
	76

	No
	11
	24

	TOTAL
	46
	100


In question 36c, we asked If Yes, what kind of training would you be interested in? some responded with more than one response:
	
	No. of respondents
	% of respondents

	Understanding dementia
	43
	36

	Knowledge on services and how to access them
	27
	23

	Education courses in dementia care – memory & behaviour techniques
	17
	14

	Self esteem and confidence building
	13
	11

	Supportive carer training
	7
	6

	Practical skills and feel empowered to deal with difficulties
	7
	6

	Learn English to engage with professionals
	3
	3.15

	NVQ in care.
	1
	0.85

	TOTAL
	118
	100


In question 36d, we asked If No, please explain why not?

	
	No. of respondents
	% of respondents

	They did not feel the cared for would be safe and cared for properly, in their absence.
	7
	47

	Not interested in training 
	4
	27

	Have not got the time
	2
	12

	I come from a nursing background and any other help I will ask professionals.
	1
	7

	At my age qualification is not important, it is important to look after my wife and making sure she is happy.
	1
	7

	TOTAL
	15
	100


QUALITATIVE RESULTS
In question 4, we asked respondents ‘what is your experience of Dementia?’

Participants had various experiences, these have been put into themes below:
Hard work/Tiring – Respondents reported how they experience hard work, the caring role is very demanding and they are working against the clock in isolation, in order to meet the needs of the person they care for.  Some of the carers themselves had physical health problems which made this task even harder..

“I find the task of washing, changing and feeding my wife within the hour, to get her ready to get picked up to attend the day centre for 9.30am Monday to Friday, this is very strenuous task and hard work, as I have my own physical health problems.  Careline could not offer an hour in the morning to get her ready to attend the day centre, due to the shortage of staff.  If my wife is not ready in time, then she would not be able to attend the day centre.” (male carer aged, 50+)
Some respondents have felt their hard work is not recognised or appreciated, as the person they care for, does not recall who they are and do not appreciate what they are doing for them.  “My husband does not communicate with me or recognise who I am and he can becomes quite physically aggressive when he needs to be fed”. (female carer, aged 60)
Frustrating 
Due to the nature of dementia, carers felt frustrated that the cared for, could not remember even the smallest thing and the carers get very tired if this and at times found it a challenge to keep hold of their temper.  
Respondents have found it frustrating watching the person they care loose their memory and forget how to do basic things, like put their socks own on.
“It is the most difficult thing I have ever done and is at times very frustrating and painful” (female carer, aged 41)
Isolating/very difficult to cope alone.  
Carers need to get continued support and advice throughout the illness, so they know where to go for help and get good quality information, to inform them of what services are available throughout their care.

“My mother relies on me for 24 hours a day for support, like a child relying on her parent for support.  I am her only carer and feel very isolated, that I cannot do anything that I would like to do, because I need to be around for my mom” (female carer, aged 40)
Unappreciated – Some respondents have felt their hard work is not recognised or appreciated, as the person they care for, does not recall who they are and do not appreciate what they are doing for them.  “My husband does not communicate with me or recognise who I am and he can becomes quite physically aggressive when he needs to be fed”. (female carer, aged 60)
In Question 5, we asked respondents ‘How would you describe the daily challenges for (name) with dementia?’ 

The main challenges described by participants were:
Communication – This was one of the main concerns for all the carers, as they were unable to engage with the cared for.  

“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)
“I find it difficult to catch and hold the attention of the person they care for, so that I can start communicating with her”. (female carer, aged 41)
Recognise – The fact that the cared for does not recognise the carer - who is a close relative, can cause immense emotional distress for the carer, which can be a big challenge for them, to continue in their caring role.

“He sometimes does not recognise me and is aggressive towards me, when I try and change him when he’s incontinent, but I have to motivate myself to carry on, because I know he is my husband” (female carer, aged 53)
Section Two – Experiences of services

In question 17, we asked the respondents to list the services they have used and their experience?
AWARENESS OF SERVICES -
Most of the BME carers did not know about the services available to them, did not understand the access criteria and entitlements and actually getting services that were culturally relevant and appropriate to their needs and those of the person with dementia, involving both delivery at home and a variety of respite facilities.  Many also thought they wouldn’t be entitled to it.

Many carers identified their GP as their first point of contact for support.  However, one carer also said “that she did not think her GP was aware that she was a carer.”  (female carers, aged 21)
Thirteen respondents stated they did not receive information on the day the cared for was diagnosed.  Information was subsequently provided through meetings from either the Community Psychiatric Nurse (CPN) or Social Worker (SW).
GP’S - 
Most respondents at initial intervention with their GP’s experienced a bad service and treatment.  Respondents stated how GP’s:
· Did not carry out an assessment for the cared for, until two years later

· Prescribed sleeping drugs

· Did not give the carer adequate time to discuss issue with GP

· Felt unsupported and frustrated

· Carers felt they were not referred by their GP to a Specialist Centre such as 
Neuro Psychological Centre or a Memory Clinic, which consequently led to 
late detection of dementia.

Respondents suggested that GP’s need to improve in the following way:

· Having an interested, caring, supportive and comforting attitude towards 
them
· Time and predisposition to listen

· Willingness to see beyond stereotypes

· Responding to carers issues and concerns with information

· Timely medication and treatment and 

· Ensuring access to relevant services
“I would like my GP to listen to me and give me information about what services can help me as a carer, so that I can continue caring” (female carer, aged 41)

Language -
Most of the respondents felt there was a lack of information about services in community languages, particularly within the Asian community. In particular with Alzheimer’s Society and Age Concern.  This resulted in a poor uptake of services by BME carers, due to lack of information and knowledge of what services are available to BME carers. 
“I cannot read English, so I don’t know what the information given to me says, why cant they produce the information in Urdu or have someone from the Asian community to inform the carers, who cannot speak English, so that they know about what services exist for carers and where to go for help, because I was struggling on my own for the past 5 years” (female carer, aged 36)
Written English was recognised as a difficulty for many BME carers.  Reading documents and form filling was often identified as a problem.  However, most had a good command of spoken English.  Many BME carers did not appear to be aware that they could ask for documents in other formats.  They identified the need for more information to be available in their first language.
Services – 
Many carers did not know that help was available to support them and thought they wouldn’t be entitled to it.

Respondents felt that Interpreters needed to made accessible in hospitals and the community sector needs to address the need for access to appropriately trained oral and written interpreting services.

“Big organisations like the Birmingham Solihull Mental Health Trust, need to have more people from the Asian background, so they can speak to carers directly or have independent interpreters on site, so that they don’t need to wait for weeks to be spoken to “ (female carer, aged 36)
In question 18, we asked do you think these services need to be improved?

Thirty-nine respondents had said they felt the services needed to be improved (see quantitative analysis, page 40).  The details on how they can be improved are as follows:
More bilingual staff - Services like Birmingham Solihull Mental Health Trust, can be improved by employing more bilingual staff to reflect the community population.  So that they can engage with their service users and carers accessibly, without the reliance of waiting for an interpreter. 

Disability access – Respondents stated they would like easier access to services and premises due to their mobility problems.  “Service provision needs to be made available for carers with physical disabilities i.e. scooter”. (female carer aged 53)
Training - 
Participants stated that they would like workers within the care sector to be trained to respond to the cultural diversity of BME carers, their cared for and to provide a competent service.  The training needs to incorporate staff listening to the views of BME carers.
“Carers are experts as we know what caring involves and therefore we should be involved in giving training to staff who don’t know how demanding our role is, so that they can listen to our concerns and help us address them”. (female carer, aged 40)
Regular Dementia training awareness for carers and professionals should be undertaken.

Easy access to carers assessment -

Many BME carers appeared to be unclear about the purpose and benefit of having an individual Carer’s Assessment and just heard of the term being used before.

Those carers that knew about carers assessment, identified that it was difficult to access a carers assessment.  They recommend that method of access should be advertised widely and made available in places that BME carers use – community shops, mosques, temples, churches, community centres, libraries, hospitals, and GP surgeries.  They also expressed how carers’ assessment and care support should be treated as a ‘partner in care’.  
All information issued to carers should be consistent and kept clear – without the jargon.
Those that had a carers assessment wanted flexibility and choice as part of the assessment process.

Assessments should also explore alternative therapies as appose to drugs, to be made available to the cared for.
“I would like my carers assessment to offer me therapy like reflexology or Reiki, so that I feel valued, by having some pampering, to re-charge my batteries” .(female carer, aged 41) 

Directory of services –
Participants stated how each local authority needs to publish a directory of BME services available in their locality, as this would ensure that relevant information is made available in places that BME carers access – community shops, mosques, temple, churches, community centre, libraries and GP surgeries.
“If I can have a directory of what services are available in my area, that would be good – so I know where to go for help when I need it and don’t need to rely on carer support workers, as they don’t even know half the stuff, half the time ” (female carer, aged 53)
Section Eight – Planning for the future

In question 37, we asked What improvements would you like to see, to support people with dementia and their carers?
Improvements desired by the carers, either from scratch, or in terms of expansion or alteration, were:
Financial Support

Carers stated how they were faced with financial hardship due to lack of awareness about benefits.  Financial Support was the most frequently reported need identified by carers.  All carers raised this as a need to carry their role more effectively.  Those receiving Carers Allowance felt that the amount awarded did not reflect the time they were spending completing tasks.  Carers felt resources should be made available directly to carers.  So that they could purchase their own chosen short break.

  “Im not aware of what my welfare rights are as a carer.” (Black Afro-Carribean carer, aged 43)
“They should pay us the money we would lose by giving up work, because carers allowance isn’t enough to live on.” (Asian Indian, female carer, aged 49)

 “I am desperate for a break, but I have no money to pay the person I want as a carer, who can care for my mom, when I am not there”. (female Asian carer, aged 20)

 “Increase in Government funding towards the development of services to meet the needs of BME carers, caring for those with Dementia. (male carer, aged 42)
Carers need financial incentives and support to assist them to gain employment. Some BME carers care for more than one person and they felt that carers allowance should reflect the amount of people being cared for.

 ‘If you need to give up work, you need to have a descent amount of benefits, so that I can pay for my mortgage.  We save the Government a fortune for caring for our own and we cannot survive on the Carers Allowance’.  (female carer, aged  40)
 “I made an attempt to get support for the cost of running my car.  I needed to provide transport for my mother-in-law who has dementia to attend the day centre.  I was unsuccessful in getting financial assistance and I needed to make a regular contribution towards the travel and lunch out of my own pocket.  (female carer, aged 21)
EDUCATION/TRAINING 

· Community education on mental health issues (to include Dementia) – to increase public and professional awareness of dementia, so that people can understand dementia better.  This will help remove the stigma and help people understand the benefits of early diagnosis.
· For carers to have the opportunity to be involved in education, training courses (training should be a two way process) and receive payment for using their expertise as they are the experts, because we know what works well for carers who care for those with dementia and professionals should listen to their views

“People with dementia shouldn’t be treated like their stupid – professionals need to have more education and understanding of the illness, so that they are more sympathetic to service users and carers.” (female carer, aged 36)
SERVICES

· More home help to assist with chores of caring and keeping a 
house going
· Carers support groups
· Catering for African-Caribbean cuisine through a meals on wheels service
· One stop shops
· Access to specialist dementia services or centres
· Better access for 24 hours carers crisis support
· An Independent Advocacy organisation needs to be established to support Black carers in health and community care

· Alternative therapies should be explored and made available to the Black community rather than over reliance on medication
· Improved use of GP surgeries
“I don’t know who could help me in a crisis if I needed someone to look after mom in an  emergency” (female Asian Pakistani carer, aged 26)
STAFF
· Counselling staff being able to deal with spiritual, social and cultural needs of carers as well as people with dementia
· Community based staff for managing and providing communications
“I feel invisible being an ethnic minority, because of the very name Black Minority Ethnic, I don’t fit in because of my skin colour”.  (Irish male carer aged 52)

Many carers stated that they find it hard to ask for help due to their culture and only ask when reaching breaking point.  
“It feels great to be needed by a close relative, so that we can make a difference and a chance to pay back, but the statutory service do not recognise and value us”. (female carer, aged 45)

These are significant requests that carers require advance knowledge of the support available to feel reassured, carers felt they deserved recognition, consideration and finances that would allow care provision of this kind to be sustained.

The vision of provision and support is that there should be ‘Comprehensive but responsive, culturally appropriate care pathways and support mechanisms’.  

In question 38, we asked Is there anything else that they would like to add, that we haven’t already covered?

The following are points that were raised by participants:

ACCESS

· Single point of contact of where to go for information

· Resource directories made available to both carers and professionals

· Accessible meeting places

· Access to 24 hours carers crisis support

· Specialist dementia services made accessible

TRAINING 

· Cultural awareness training made mandatory for professionals, which is delivered by BME carers 

· Ensure all existing staff undertakes training on work with Black carers and service users from an anti-racist prospective.  Such training is useful to staff at all levels, as their work they do impacts on black communities on a daily basis
FOCUS GROUPS
Please see Appendix Four – Focus Group Schedule.  There were three focus groups altogether.  The first two focus groups had a total of seven participants in each focus group and the third focus group had fourteen participants.  These participants were different from our respondents from the interview questionnaires.  A total of 28 participants took part in the focus group.

CORE DATA – Focus Group
1. Age last birthday.  Below are the numbers of participants in each of the following age bands:

	AGE GROUP
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	16-18
	1
	54

	19-21
	3
	11

	22-24
	0
	0

	25-29
	0
	0

	30-39
	3
	11

	40-49
	6
	21

	50-59
	1
	4

	60-69
	4
	14

	70-79
	10
	36

	TOTAL
	28
	100


1.2 Gender

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Male
	11
	39

	Female
	17
	61

	TOTAL
	28
	100


1.3 Ethnicity

	
	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	WHITE
	Irish
	1
	4

	Mixed
	White and Asian
	1
	4

	Black or Black British
	Caribbean
	14
	50

	Asian or Asian British
	Indian
	4
	13

	
	Pakistani
	8
	29

	TOTAL
	
	28
	100


1.4  Were you born in the UK:

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Born in UK
	6
	21

	Born outside UK
	22
	79

	TOTAL
	28
	100


Of those born outside UK (22 people), their length of stay in the UK was as follows:

	Category
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	less than 1 year
	0
	0

	1 – 5 years
	1
	5

	6 – 10 years

	3
	13

	11 years or more
	18
	82

	TOTAL
	22
	100


5. Citizenship

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	British Citizen
	28
	100

	TOTAL
	28
	100


6. Languages
1.11 What is your first language – spoken or signed?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	15
	53

	Urdu
	3
	11

	Mirpuri
	5
	18

	Punjabi
	5
	18

	TOTAL
	28
	100


7. All languages
What is your first language – written?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	16
	57

	Urdu
	5
	18

	Hindi
	3
	11

	Punjabi
	4
	14

	TOTAL
	28
	100


What languages are you fluent in spoken or signed?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	15
	53

	Urdu
	3
	11

	Mirpuri
	5
	18

	Punjabi
	5
	18

	TOTAL
	28
	100


Which language are you fluent in writing?

	
	TOTAL NO. OF RESPONDENTS
	% OF RESPONDENTS

	English
	11
	39

	Urdu
	5
	18

	Hindi
	3
	11

	Punjabi
	4
	14

	Not fluent in a written language
	5
	18

	TOTAL
	28
	100


8. Religion
	CATEGORY
	No. OF RESPONDENTS
	% OF RESPONDENTS

	Christianity
	15
	54

	Islam
	9
	32

	Sikhism
	4
	14

	TOTAL
	28
	100


9. Sexuality
	Category
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Heterosexual or straight
	27
	96

	Not wish to answer
	1
	4

	TOTAL
	28
	100


10. Disability

	
	NO. OF RESPONDENTS
	% OF RESPONDENTS

	Yes
	6
	21

	No
	22
	79

	TOTAL
	28
	100


6 out of the 28 respondents stated they had arthritis.

FOCUS GROUP ONE FINDINGS – There were seven participants altogether.  Two Asian Indian male carers, one mixed ethnicity – White and Asian female, one Irish female and three Asian Pakistani female carers.
In question 1 we asked the participants if they were aware of support/services for carers?  
All seven carers were aware of the following services: Birmingham Carers, Direct Payments, Birmingham Solihull Mental Health Trust, Crossroads, Birmingham Citizen Advocacy, MIND, Rethink, Age Concern, DISK, Day Centres, Alzheimer’s Society, Birmingham Social Services and sitting services
Birmingham Solihull Mental Health Trust – Three carers have accessed this service and one carer stated “I needed more information, regarding the diagnosis of my mother and they should have arranged for respite, because I needed a rest” (male carer, aged 43)
DISK - Four carers have accessed this service and stated it only covers certain geographical areas, due to limited funding.  However, pleased that they do their own carers assessment, to access carer support agencies, so they do not have to rely on statutory services, as almost all the carers did not have a social worker.

“I am happy that I can speak to a female in Punjabi” (Asian female carer, aged 40)
Alzheimer’s Society - Three carers have accessed this service. One participant stated “I receive regular newsletters from Alzheimer’s Society, but was disappointed that I was not contacted via phone call to see how I was getting on.” (Asian male carer, aged 43)  
Two other participants in the focus group agreed with him, as they were experiencing the same concern. Fortunately all three participants, could read English, however literature was not available in other community languages when requested.

Sikh Community Youth Service.  One participant stated “I got support through the local Sikh Community and Youth Service on Soho Road, very pleased carer information and support was given to me on my doorstep, which was also culturally appropriate and personalised to meet my needs and they passed my details onto relevant Agencies who could also offer me support.”  (Female Asian carer, aged 43)  

Birmingham Carers - Almost all the participants stated they were aware of Birmingham Carers, as participants had engaged with them to obtain holiday grants and or funding for equipment.  Very impressed with the quality of the service and its accessibility.

Carers were aware of the above services, but to date have not accessed them.

Birmingham Social Services and sitting services.

The main theme was GP’s had 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)
Poor quality of care received stet home care services provided through Birmingham City Council.  Not able to get hold of professionals over the phone for weeks, which can be very distressing and time consuming for the carer.  These participants were very resistant in sharing their experience as they felt threatened, they felt information may affect the service that they are currently 
receiving.  I reassured them that no names would be disclosed in the report, due to 
confidentiality.  

In question 2 we asked “What are the issues affecting carers?”

· Cultural Issues – “There’s a dependent mentality in Asian cultures that parents don’t think relying on their children is a problem.  I struggle a lot with juggling as a mother to five children, a wife and a carer for my mother-in-law.  They think it’s my time to pay back as they got me to this stage”.  (Asian female carer)

The main issue was that certain services like Alzheimers Society need to provide 
culturally appropriate services and care, between service users and providers.

· Physiotherapist - carers were disgruntled with the services they were receiving from physiotherapy.) “they can train the carers to do the exercises with the cared for, but they were not prepared to work with the cared for directly”.  (Asian female carer, aged 39)

 This caused distress and burden on the carers, as they felt this was a 
specialised service and that they did not have the capacity to undertake this duty 
in addition to everything else i.e. washing, feeding, clothing etc.”
· Language barriers – as carers could not access direct support from GP’s and BSMHT without waiting for two weeks for appointments, so that arrangements to be made for an independent interpreter to be present at the same time, for those whose first language was not English.

Poor quality of interpreting services being observed within the Birmingham 
Solihull Mental Health Trust.


 “Language also poses another challenge. First generation Elders who have 
learned English as an additional language will 
revert to their first language as 
the dementia progresses.  The need for 
interpretation, as they may be a conflict 
of interest and words can be lost in translation by a family member.”  (female 
Asian carer, aged 42)  
· Training – The main issue was that there was lack of professional knowledge of BME carer issues. Carers would like cultural awareness training for Professionals, delivered by carers as they are the experts and carers would like Dementia awareness training, delivered to carers who care for those with dementia.

Many older women were interested in education, training, volunteering and 
employment but could not attend due to no respite provision in place.

· Information - in appropriate and relevant to specific groups i.e. visual – DVD’s/video and made readily available in different languages.

· Meals on wheels – “I would like to see more flexibility in the times that meals were delivered.  In my relative’s situation , I was woken early for my mom’s breakfast, which was delivered at 6.30am, making it a very long day for her.  “Yes, they provided help at breakfast time, but I had to accept that it was at a time to suit them and not us (6.30am).” (female carer, aged 43)
· User and Carer Involvement - one of the main messages I was getting from the carers, was that professionals need to keep in mind that they need to involve people with dementia and their carers, in all decisions that affect them.  Even if one month the person may not be able to make a particular decision, it should not be assumed that they still won’t be able to at a later date, due to fluctuating mental capacity.

Six out of seven carers had a carers assessment within the last two years.  Those that had the assessment felt it was not satisfactory.  “it was a paperwork exercise, as my Social Worker did not know what to do with the carers assessment after she had completed it.”  (Female Asian carer, aged 33)
“Once my needs were identified, my Care Co-Coordinator was struggling to find something that was suitable, because the resources were not there.” (Male carer, aged 45)  
FOCUS GROUP TWO FINDINGS – There were seven participants altogether.  Two Asian Indian males and one Asian Pakistani male and four Asian Pakistani female carers.
In question 1 we asked the participants if they were aware of support/services for carers?

Crossroads - All 7 carers was aware of this service and all seven participants expressed how satisfied they were accessing Cross Roads respite service.  The provision of respite care was regarded as invaluable for all seven carers who provided full-time care to their spouse or relative.  This service enabled them to rest and in some cases to spend valuable time with other family members such as wife/husband and children.

BIRMINGHAM CARERS - 5 carers were aware of Birmingham Carers – All five participants were content with the carers advocacy service provision that they had accessed from Birmingham carers.

Birmingham Solihull Mental Health Trust - 5 carers were aware of this service.  “BSMHT does not have a diverse workforce, which had a consequence affect on the delayed response, in which I was seen, due to language and cultural barriers.  (Asian female carer, aged 43),  
Age Concern - 1 carer was aware of but they did not access this service.
Support Groups - All the carers were aware of carer support groups within their area.  A number of participants were members of a carer support group.  All of these participants viewed this service as invaluable as it provided them with an opportunity, to meet with other carers and to use this group as a source of information to discover other facilities and services available in their local area and socialise.

GP’s - GP’s are in a prominent position to signpost carers, but unfortunately carers were not signposted to appropriate services for support.  The main theme was that Practitioners need to be sensitive towards their needs and be respectful.
Not aware of services/ lack of awareness of services - Carers who have been caring for someone who has been recently diagnosed with dementia, were not using a large number of services, instead the carer was supporting the cared for on their own as they were not made aware of what services are available to access. 
Although some carers were grateful for the help provided by care workers there were aspects of this service which they felt could be improved such as:

· Increased dementia care training for care workers

· Timing of visits to suit the needs of the individual and carer and not when it suited the service provider
The majority of the carers stated that they were not fully involved during the diagnosis stage for dementia and also felt very excluded and alone in coming to terms with the diagnosis.

“if anything has happened to date, it is because I have pushed it, found out about it.”  (Female carer, aged 32)
The above carer also stated “there is no support for the carer – the emphasis is on the person you are looking after and you feel left out – except for the carers group.

A number of participants were members of a carer support group.  All of these participants viewed this service as invaluable as it provided them with an opportunity, to meet with other carers and to use this group as a source of information to discover other facilities and services available in their local area and socialise.
In question 2 we asked “What are the issues affecting carers?”

The following highlights the main themes: 
· Time - Length of visiting time for carers in inpatient hospitals needs to be extended.  

Inadequate time to discuss issue with GP, and unable to book double 
appointment’s with GP, although some carers have been advised that this is their 
right.

· Early diagnosis – Lack of knowledge and awareness of symptoms of early onset of dementia by GP’s, which consequently resulted in late diagnosis.  Almost all the carers did not trust their GP.


A quick specialist assessment, for an appropriate support package to be put in 
place.  
· Discharge Care Plan - Appropriate discharge care plan needs to be in place before the cared for is discharged, involving the carer throughout this process.

· Information - carers would like less junk mail and more practical good quality information posted out to them on a regular basis, for those with dementia and their carers.  Also if possible in variety of different formats and community languages to share with other members of their family.

· Cultural Issues - some Asian carers felt they would seek support from other cultures (due to small community, carers did not want other people knowing their business)

· Carers assessment – three out of seven participants had a carers assessment in the last two years.  Those that had an assessment felt it did not improve the service provision they received due to lack of funding in their local area.  None of the carers indicated receiving a satisfactory outcome subsequent to completing the carer assessment process.
“I was told to complete it myself and i did and never heard anything thereafter, not even an acknowledgment”. (female carer, aged 45)
Three other participants were made aware of the carers assessment, but it was never offered to them by their Social Worker, CPN or Professional.

This project encompasses the pursuit of personal reasons and experiences and therefore a qualitative approach of semi-structured interviews was undertaken in order to gather the richest forms of data.  This gave BME carers the opportunity to explain their needs and experiences in their own words.
FOCUS GROUP THREE FINDINGS – There were fourteen participants.  Six males and Eight female carers, all from the African Caribbean Community, aged forty six and above.

The focus group was conducted using a tape recorder, with participants consent. Some of the participants were not as vocal as others, but were in agreement when other participants shared their concerns.

In question 1 we asked Are you aware of any support / services for the aged.

Age Concern - Four out of the fourteen carers were aware of Age Concern, 

the outcome was referrals to Social services.

Social Services - All in attendance accessed Social Services in the form of:

Day Care Centres – All  the participants, attended a local day centre set up to cater for elderly Afro-Caribbean’s, spiritual, emotional and dietary needs. 

Home Help - Two female carers said the services provided in the form of home help, was time restricted. 

(female carer) stated “she felt under pressure to sign the carer’s log book. She said  ‘’They are annoying, that when they come they have a ‘little book’ and when they bathed me or if i did it myself, they would put one hour in the book, when in reality they only spent twenty to fifteen minutes in the house’’. She also said they were’’ Nasty and untidy’’ The standard of care and hygiene was not good.

The same person commented that social services sometimes come out to assess the standard of care provided even though she had to pay for the services she felt she was not getting any value for her money. She was not aware of direct payments; the additional funds came from social services to pay for care due to the fact she was recovering from cancer. At present she pays out of her own pocket for a young girl to come in to help with her chores.  

(female carer aged 71) said she was happy with all the services provided by social services

(Male carer aged 75) said even though he was caring for his wife; he was not aware of or accessed any support services in his caring role.
None of the carers were aware of direct payments.

(Female carer aged 46) who cares for her father who is in the early stages of dementia and who also cared for her step mother who had suffered with Alzheimer’s for the past twenty years until her recent death. She said she had seen the effects first hand what Alzheimer’s could do and she said she works full time and feels mentally tired, worrying constantly about her father who suffers with high blood pressure, heart problems and diabetes and due to his memory, sometimes forgets to eat and take his injections, so he constantly falls in and out of hypo. Each time she said it gets harder to revive him.

She thought the services provided by the GP and nurse’s was good despite this the bulk of the work still fell on her shoulders.

She stated that she was not prepared for the emotional stress this cause’s, she said her step mum e.g. phoned up the City Council to do repairs or any one attending pre arranged appointments, but when they arrived she would then ‘run’ them from the house denying she ever contacted them. She also said her step mum would also refuse her help at times.
The carer was not aware of any support services or organisations that could support her as a carer.

When asked what was her long term worry as a carer she stated financial help would go a long way in helping her as a carer and more information to support her as a carer.

In question 2 we asked them what are the issues affecting carers.

The obstacles were:

GP - Most of the people present were in agreement that trying to make an appointment by phone with their GP was a major issue, sometimes taking up to half an hour. They felt that the process should be made easier. One female aged 70 said she overcame this by using a relative who lived near their GP, to book an appointment.

Means Tested - Another female carer aged 76 said she had no problem being referred by her GP to Social Services, to get a walk in shower. The process took Social Services in total four years. Along the way she was advised by her Social Worker that if she applied for home help, the application for a shower would be effected.

Paper Work & Time - Most of the Afro Caribbean carers in attendance were aware of or would like to access certain services, but once they come across certain obstacles i.e. to much paper work, or time it takes to access certain funds or services, they saw it as ‘’too much bother’’ and would rather struggle on with their caring role. 

DISCUSSION OF FINDINGS

14% of the respondents were between the age of 19-21, 4% were between the age of 22-24, 2% between the age of 25-29, 14% between the age of 30-39, 36% between the age of 40-49, 28% were above the age of 50 and 2% did not want to give their age.  80% were females and 20% were males.  The majority of the carers in community sample are women and in many cases are relatives by birth (sons and daughters) or marriage (especially daughters in law). These statistics reflect the current carers population.  
In relation to their ethnicity 2% was Irish and 2% was Jewish, and 2% was mixed white and Asian, 14% Carribean, 6% African, 10% Indian, 25% Pakistani and 2% Bangladeshi.

58% were born in UK and 42% were born outside the UK.  5% have been caring for someone between 1 – 5 years, 9% between 6-10 years, 86% were caring for someone over eleven years.

There was a tendency African-Caribbean individuals  with dementia to be more likely to be living on their own and/or cared for by someone who is a relative, but it is primarily daughters in law in the Asian community who provide the day to day care, though sons are usually the formerly designated carers.  Within the Asian community it is the culture that that the females take on the physical tasks on providing the day to day care and the males take the formal role as the official carers, to escort the cared for to appointments and meetings. 

Two thirds of people with dementia live in the community, largely looked after by the 476,000 or so informal carers are in England -   (http://www.londoncouncils.gov.uk/media/pressreleases/2007mayaug. Our research has confirmed that Informal carers often enable a person with dementia to continue living in their own home but our respondents have stated they often lack the support they need from statutory services, to enable them to continue to play such a vital and cost-effective role.  More needs to be done to raise awareness of dementia amongst health and social care professionals and to improve diagnosis and early intervention.  
Many carers themselves are either suffering from health problems or exhibited symptoms of stress. The changing nature of mental illness can cause sudden crisis, often out of hours, to which the carer may need to respond.  This can be very stressful if immediate professional support is not available.  However, If the carer has knowledge and understanding of a crisis plan, they can contact the relevant person or organisation.

The well-being of the carer can be greatly improved if they can access up-to-date good quality information.  Without this, the carer can feel unable to continue giving the practical and emotional support that is important to the cared for.

We found long term carers, who were caring for someone over two years, were accessing more services than those that were caring for someone less than two years, this was due to lack of knowledge and awareness of services, by those who were caring for someone less than two years.  They felt Professionals did not signpost them appropriately and carers found themselves networking through their own social networks, to establish what services are out there to support them. 

Some of the carers don’t have confidence in the services being provided.  There is lack of communication, and for those people who have accessed services, the majority had negative experiences and were often faced with language barriers and cultural incompetence from certain sectors.  This itself shows the level of awareness, the level of trust in existing services, and the need to improve the local services to meet the specific needs of the BME community, in terms of language, staffing, awareness and cultural appropriateness.  There needs to be a ‘bottom-up’ approach, with an increased level of involvement from statutory and voluntary service providers to disseminate more information and keep the BME carers, informed of their activities and services, so as to encourage access by evidencing their cultural competence, for instance their language provisions. 

“I was told by my GP, that my mother-in-law was getting old and was part of old age.  I felt unsupported, frustrated, about the lack of recognition given to carers and age discrimination, when over the age of 60 and feel that I was made to suffer in silence.” (female carer, did not want to disclose her age)
The financial constraints of caring and being prepared for coping with the effect that providing full time care is a humongous task, and this can have a impact on marriage and family relationships as a large number of carers were caring for a close relative.  Financial hardship was also due to lack of awareness about benefit entitlements.

“They should pay us the money we would lose by giving up work, because carers allowance is not enough to survive on” (female carer, aged 49)
 Carers from all BME backgrounds experienced difficulties in accessing a break and often lack knowledge of services and support available locally.  Equally the financial cost of caring and of paying for services is a concern for all carers.  Generally carers report that organising a holiday and arranging emergency provision is difficult.  There is a desire for more choice and flexibility of service provision and respite which is culturally sensitive and personalised to meet the needs of the cared for.  An area identified for great flexibility and choice is the provision of breaks organised within their local homes.


Very few carers interviewed have experience of respite/short break and the person they cared for as they found them either culturally inappropriate to access or did not know they existed.

All carers can experience problems understanding the systems of Community Care, but for BME carers this can be exacerbated by language difficulties.  The BME carers interviewed indicated that understanding written English can be difficult.   They also reported that misunderstandings can occur because of misinterpretation of dialect and language.


Experience of carers assessment process was generally negative.  
“it was a paperwork exercise, as my Social Worker did not know what to do with the carers assessment after she had completed it.” (female Asian carer, aged 33)
“Once my needs were identified, my Care Co-Coordinator was struggling to find something that was suitable, because the resources were not there.” (male carer, aged 45)
More work needs to be done to ensure BME carers are aware of their rights and how to access a carers assessment.  The purpose and benefit of a Carer’s Assessment should be explained to all Carers.

Identifying the existence of ‘hidden carers’ has been difficult in the short time available.  The BME carers interviewed indicated that it is likely that some BME carers do not feel able to seek help from statutory services.

78% of the respondents were very disheartened about the time it took for the cared for to be diagnosed (over two years).  Carers felt this was due to lack of awareness of dementia from the carers and professionals prospective.  If carers had knowledge of the symptoms of dementia, this could have led to carers advocating for a specialist assessment for the cared for, for an accurate diagnosis and immediate treatment, care and support from the professionals.

Carers expressed frustration as they found their GP was not willing to recognise the possibility of the cared for being affected by dementia – which could have triggered into their late diagnosis and could have been picked up earlier if referred to a memory specialist.
“I was told by my mom’s GP, that my mom was getting old and that’s why she was loosing her memory, he was unsympathetic and prescribed my mom with sleeping drugs”.  (female carer, aged 39)
“I felt rushed when I was talking to the GP, he wouldn’t let me finish off what I had to say and before I knew it, he prescribed my wife antidepressants.  It would have been helpful if my doctor listened to what I had to say and offer me other forms of treatment i.e. complementary therapy, which comes without the side effects.” (male carer, aged 45)
Most of the participants felt that they would like professionals to acknowledge that contrary to the myth BME communities do not necessarily “look after their own” and those who do may require support to do so.  Professionals need to consider whether or not individual carers actually intend to continue their role of carer, or are able to care.

There is a great need within the BME community for the provision of respite and home support facilities to be designed appropriately to reflect their cultural diversity.  Carers would like the funding to be made available to the BME voluntary sector as they are aware of their community needs and to enable them to adequately provide these services.

“People who work in the voluntary sector are passionate about health care and they are good at responding to the diversity of BME carers and service users and provide a competent service” (Male Afro Carribean carer, aged 47)  
“increase in Government funding towards the development of services to meet the needs of BME carers, caring for those with Dementia. (Male carer, aged 42)

“I think the Government should support carers, because it can be a very demanding role for a relative.  Training and support should be provided to carers.” (Male carer, aged 42)
“I pay my national insurance, I want a fair wage for the hours I do and a fair pension and a sitting service to enable me to have a social life.” (female carer, aged 43)

In reference to question 28, resources should be made available directly to carers.  In this way BME carers could purchase their own chosen respite, which would be culturally competent service provision for them to access. 

Those that responded Yes to question 32, promotes a clear message that BME carers would like to attend a BME carer group, as it would be useful to meet with other Black or Minority Ethnic Carers.  They felt that it would be easier to communicate their shared experience with other BME carers and this would provide them with support and encouragement.  They concluded that it would help, to be able to build informal support networks and equip their knowledge of what is available.  BME carers understanding and knowledge of services is minimal and take up is low.  BME needs are exacerbated by low income, poor housing and experience of racism.  Three carers have experienced racism in the past and find it difficult to access current services and would like to attend BME carer group, to enable them to build their confidence and self-esteem.  This clearly shows that BME carers feel more comfortable attending a BME carer group, if they have had a bad experience using mainstream services.
In question 36c, BME carers identified that they would like to have an opportunity to undertake the training , to develop their practical skills and resources to support them in carrying out their role more effectively in the community.  This clearly indicates that this will boost carers self-esteem and empower them, to deal with difficulties and act as an advocate for the cared for.  As they feel certain professionals are incompetent, in doing their job.  BME carers have requested for educational courses in understanding dementia and how it affects people, in several community languages in local venues would be fruitful and education around lifting and handling would also be valuable, so that they can increase their awareness and identify the symptoms of dementia, in addition to enhancing their skills to give the best quality of care. 

From the carers point of view, social workers were widely seen as unhelpful, though this was as much due to patterns of work of the social workers not fitting the community desire for sustained, long term involvement with a social workers is to create a care plan and then withdrawing when the care plan is operative.  Other services were seen as slow and difficult to get, and social services staff were considered to be at worst hostile and at best ignorant of their cultural needs and ways of behaving.  From the results this clearly indicates that Health and Social Care are not accessible for BME carers and for those that are accessing the service, social workers need to be more responsive in returning carers calls and delivering continuous support.  
In reference to the carer literature http://apt.rcpsych.org/cgi/reprint/10/2/81.pdf, in general highlights the fact that many families feel ignored and unsupported, and the lack of appropriate information to help them in their roles.  This applies to BME carers and families who face the additional discrimination of services that are not geared to meet their culture, social or spiritual needs.  Social Services Inspectorate, Social Care Group, Department of Health (Feb.1998),
There also needs to be some kind of cultural awareness training for staff to ensure they can meet the carers cultural needs.  There is a clear message that BME carers lack confidence, which had implications on accessing the service.  Local services should be made accessible to give advice and effective support.  Linked to this the carers experienced a general insufficient ethnic minority community organisations that care for people with dementia and their carers. So this means that BME carers are unable to get advice or support and obtain good quality information they need about dementia and knowledge of what services are available after diagnosis or throughout their care.
This project has been a great learning process and opportunity for capacity building. From the collation of ideas, through preparation of documents, to carrying out the fieldwork and then presenting the findings in this report, has all been a new and skill enhancing experience for the research team. The recognition and appreciation for the project and our efforts among other organisations, professionals and community members has been very encouraging and has highlighted the need for improvement in this field. 

The research team’s expectations were positive. This was due to the fact that such research has not been conducted prior to this, with direct engagement with BME carers who care for those with Dementia.   Hence, there were concerns that how well this research will be received in the community and if so, how responsive will they be in expressing their problems and concerns.   

Reflection

CRW’s developed personal qualities since being involved in the CEP, community development approach with people from different cultural backgrounds, education and knowledge.  How to control their time and manage it in an efficient way by prioritising.


Certain CRW’s have contributed and developed their IT skills in design for the promotional poster, delivered Power Point presentations for quarterly meetings.


All the CRW’s have gained a research qualification in Community Engagement, which ordinarily may not have pursued.  It has given confidence and incite into how to conduct a research project, disseminate raw information and understand the different methods and styles of researching.

CRW’s have thoroughly enjoyed contributing and being involved in this project and have made significant contribution, which helped highlight the needs of BME carers.
The FHSC research team feels that this community engagement project has provided an excellent opportunity to ‘engage’ directly with the ‘BME carers’ on a focused issue that concerns all carers, who care for those with dementia from the BME community.

The team is also pleased to have had the opportunity to learn about mental health issues, learn research skills, boost their confidence and be able to work as a team, experience new skills such as presenting to audiences and conducting interviews, data analysis and report writing. 

Some personal reflections of team members were:

Learning experience, never one done this before.  Realised other carers are in the same boat as myself



 “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.” 

This project has been a great learning process and opportunity for capacity building. From the collation of ideas, through preparation of documents, to carrying out the fieldwork and then presenting the findings in this report, has all been a new and skill enhancing experience for the research team. The recognition and appreciation for the project and our efforts among other organizations, professionals and community members has been very encouraging and has highlighted the need for improvement in this field. 



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.  



Information needs to be distributed in places that BME carers are likely to visit: 
community shops, mosques, gudwaras, churches, community centres, libraries, 
hospital and GP surgeries (this list is not exhaustive).  

“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. 

· Planning – As highlighted by the short breaks, improved emergency planning is needed.  It is essential that care plans include an explanation of how a person’s needs should be met in an emergency.  For example, there should be an action plan available if the carer was admitted into hospital.

“I have been a full time carer for thirteen years and I am desperate for a break 
from my wife, but I cannot plan anything, because I have no one to care for her if 
I go away and I have no choice but to be here 24/7, carers health is vital in order 
for us to carry on doing the job that we do.” (Asian Indian male carer, did not 
want to disclose his age)
· 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.

· Services – Feasibility of providing respite care within peoples’ own homes for emergencies and improvement for short breaks for people with dementia and their carers. This will enable the cared for and their carers get short breaks services that better meet their needs.

Feasibility of providing Dementia Carer Groups – Consultation with voluntary 
sector organisations to provide a forum in each area, for BME carers to meet.  
For any group to be successful it will need to be advertised and consideration 
given to location.
· Alternative therapy - Is a stet preferred by the Black or Black Carribean community, counselling and other alternative therapies should be
made available and accessible to this group of carers.
· Consultation - We recommend that there should be regular consultation with the community via carer networks and carer support groups to enable better planning and development of services.

· Training and Development - Appropriate staff from within the BME community, need to be trained and appointed, who should be capable of understanding the specific needs of their community. They need to be able to engage effectively with the community, in terms of language and cultural understanding.
· Recruitment, training and continued development of staff - essential for improvement of services.  In addition consideration needs to be given to both the practical day to day needs of people involved in the system and also their cultural, religious and identity needs. 

APPENDICES 
Appendix One -  Awareness poster was displayed in all community settings i.e. local supermarkets and GP surgeries within Ladywood, community mental health teams within Heart of Birmingham, Mosques, Gudwaras, churches, community centres, Birmingham Carers, local libraries and shops and other public venues to inform the community and request their participation. 
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Do you want to make a difference fo carers
for people with Dementia?
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«  We are looking for carers from Black Minority Ethnic communities.
« We want to raise awareness of the needs of Carers.

« We hope that the outcome will bring about changes to services for carers.

Your views will be heard because you make a difference.

To participate on this valuable community research, please contact
Syma Ali (Carers Manager) of Future Health And Social Care
Phone: 0121-380 2560 Email: syma.ali@futurehsc.com




Appendix Two -  Awareness poster in urdu.
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Appendix Three 
Community Engagement Programme

Future Health & Social Care Associations C.I.C

Interview



(To be conducted in person by authorised Community 



Research Worker)

Notes for researchers:

1) Read out and explain the contents of the attached cover sheet.

2) Obtain consent to continue with the interview.

3) Complete core data questions at the end of the interview.

4) Leave important contact details and helpline numbers, if necessary.

Section One: Carer Information

1. Who do you care for?



A) Relative

B) Friend

C) Other please specify.

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

2. How long have you been caring for (name)?

A) Under one year 


(       

 )


B) Between 1-5 years

(       

)



C) Over 5 years 


(

)

3. Does your caring role affect you in the following way?

A) Health 







(
)

B) Family life 







(  
)

C) Work  







(
)

D) Other please specify 





(
)

4. Briefly describe what is your experience of Dementia? 

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

5. How would you describe the daily challenges for (name) with dementia (Prompt to give guidance only if needed: Forgetfulness, wandering, do they recognise people sometimes/always, can they remember how to dress etc)

……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………..…………………………………………………………………………………………….

6. What did you do, once you noticed (name) was having symptoms of dementia? 

 
………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………
…………………………………………………….......................................

7.  Did you go and see anyone e.g. G.P, Alzheimer’s society, Age concern etc? 


If Yes - please go to 7a


If No   - please go to 7b

7a. If Yes, who? And what was the outcome of this meeting?


………………………………………………………………………………
…………......................……………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………….  
......................………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………


7b. If No, please explain why?

      
………………………………………………………………………………
…………….....................……………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………….……………………………
………………………………………………………......................………
………………………………………………………………………………

8. When was (name) diagnosed with dementia? (please tick)

A) Between 1-6 months 


(

  )

B) Between 7-12 months


(

  )

C) Between 1-2 years


         (

  )

D) Over 2 years 




(   
            )

9. Did (name) have an assessment due to their Dementia (outpatient/home visit or from the Consultant)?  Yes/No? 

If yes, please go to question 9A


     If No, please got o question 9B


 

9a. If Yes, (name) had that assessment (or outpatient or home visit from the consultant) how do you feel about the response of the service? (Please circle)

 

      
A) Very satisfied       B) Satisfied       C) Dissatisfied          D) Most 
dissatisfied 


Please explain why you have chosen the above response?

 
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
In 
your opinion was the health assessment helpful to (name)’s 
needs? Yes/No 

      
If yes, please go to question 10


If No, please got o question 9b


 

9b. If No, what would have made it more helpful?

 
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………

10. Do you know about carer’s assessment?

If Yes - please go to 11a


If No - please go to 11b

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

11a. If Yes, do you have a current carer’s assessment in place? Yes/No

If Yes – please go to question 11c.

If No – please go to question 11b.

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………..

11b. If No, Are you aware you are entitled to a carer’s assessment? 

Please explain why you do not have one?

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………..

12. Do you feel the carer’s assessment reflected your needs? Yes/No – 

If No, please go to question 12a

 Otherwise please go to question 13.

12a. If No, then please explain why it doesn’t?

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

13.  Do you know what a care plan is? 

Yes
(

 )

No 
(   
     
)


     14.  Do you have a care plan?  

If Yes – please go to question 15.

If No – please go to section 2.

15.  Have you received an up to date care plan? Yes/No

Yes 
(

)

No 
(

)

16. Do you feel it meets your needs? Yes/No – 

If No, please go to question 16a

 Otherwise please go to question 17.

16a. If No, then please explain why

…………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………

Section Two - Experiences of services


       

17. Please list the services you have used and your experience?

	Service
	Experience

	
	

	
	

	
	

	
	


18. Do you think of these services need to be improved?  Yes/No

If yes, please go to question 18a.

If No, please go to question 19.

        
     

18a. If Yes, which service and how can it be improved?   
 

	Service
	Improvement

	
	

	
	

	
	

	
	


19. Are you aware of any of the following support services for carers?

	Equipment                    (           )
	Carers allowance                 (           )

	Holiday grant               (           )
	Other Please Specify         (           )

	Benefits                        (           )
	

	Carer break                  (           )
	

	Disability Parking Badge                                                        (          )
	


20a. Please list which of the above services you have accessed below?

	Equipment                                (           )
	Carers allowance                        (           )

	Holiday grant                            (           )
	Other Please Specify                   (           )

	Benefits                                    (           )
	

	Carer break                             (             )
	

	Disability Parking Badge         (             )
	


Are they accessible? Yes/No.  

If yes, please go to question 22 

If No, please go to question 21a.


21a. If No, please explain how they can be made accessible?


………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………



Section Three: Further needs and reflections
 
 


22.  Have you had a break from your caring role?  Yes/No

If yes, please get to question 22a

If No, please go to question 23

22a. If Yes, how long was your break?

Comment
……………………………………………………………………………….
……………..…………………………………………………………………
………………………………………………………………………………..
………………………………………………………………………………
……………...…………………………………………………………………
…………………………...........................................................................

Section four - Financial Support

23.  Are you a paid carer? 

Yes     (        
  )

No      (       
)

24.  How do you feel the government should support you as a career?


Please explain


………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………
……………………………………………………..…………………………
…………………………………………………………………..……………
………………………………………………………………………………...

25.Have you heard of direct payments? 

Yes 
(

  )

No 
(

  )

If yes, please go to question 26a

If No, please go to question 27

26a. If Yes, do you get it? 

Yes
 ( 
         )

No 
( 
         )

 If yes, please go to question 27 and if No, please go to question 26b.

26b. If No, please explain why you don’t get it?

………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………….......................................
Section Five - Respite
27. Do you know what ‘respite care’ is? 

Yes
 (
 )

No 
(
)

28. As a carer, do you access respite care?  Yes/No

If Yes, please go to question 29

If No, please go to question 30


29. If Yes, how was this beneficial? 

Please explain
………………………………………………………………………………
…………………………………………………………………..……………
…………………………………………………………………………..……
………………………………………………………………………………

30.  What are your views about carer’s role for your community?

………………………………………………………………………………
……………..…………………………………………………………………
………………………….……………………………………………………
………………………………………...………………………………………

Section Six – Carer Groups

31.  Have you ever attended a carer group? If so, what was your 
experience?

………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………
…………………………………………………….......................................
If negative feedback, what would you have wanted from this carer 
group?


………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………

32.  Do you feel you would like to attend a BME carer group? Yes/No

If Yes, please go to question 34

If No, please go to question 33.


33. If No, please explain


………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
34.  Do you feel you would like to attend a dementia carer group? 

Yes/No

If Yes, please go to question 34a

If No, please go to question 35

34a. If Yes, what would you like to be covered in this Dementia 
group?

………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
……………………………………………………………………………..

35.  Do you think there are adequate provisions for your carers in 
your local 
community? Yes/No

If Yes, please go to question 36

If No, please go to question 35a

35a. If No, please explain

………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
………………………………………………………………………………
Section Seven – Training Development & Educational Course

36.  Have you received any form of training or education, to help you in your caring role?  Yes/No 

If Yes, please get to question 36a

If No, please go to question 36b

36a. If Yes, please explain which courses or training you have done?

……………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………………..
36b. If No, would you be interested in training .e.g. qualification in caring, manual handling, basic first aid, etc?  

If Yes, please go to question 36c

If No, please go to question 36 d

36c. If Yes, what kind of training would you be interested in?

………………………………………………………………………………
……………..…………………………………………………………………
……………………….………………………………………………………
……………………………………...…………………………………………

36d. If No, please explain why not?

………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………........................................................

………………………………………………………………………………

Section Eight - Planning for the future

37.  What improvements would you like to see, to support people with dementia and their carers?

………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………

38. Is there anything else that you would like to add, that we haven’t already covered?

………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………
……………………………………………………...…………………………
………………………………………………………………..………………
……………………………………………………………………………..


………………………………………………………………………………

………………………………………………………………………………



………………………………………………………………………………
……………..…………………………………………………………………
…………………………..……………………………………………………
………………………………………...………………………………………


Appendix Four - Focus Group Schedule 
Welcome the participant.

Introduce myself and any other person assisting with note taking etc. 

Explain the purpose of the focus group and the information and consent form.  

Only begin the focus group if the participant has confirmed they are happy to proceed

Ensure you complete the core data questions

1. Are you aware of any support /services for carers? 

2. Have you used any of the above services? If people have ask them about experiences of these services (prompt for negative and positive experiences)
3. What are the issues affecting carers  (when they tell you the issue explore what it is about the issue so for example if they say waiting at the doctors or  carers assessment is an issue you want to highlight exactly what is an issue about carers assessment as sometimes there may be part of something which is an issue, and for doctors why is waiting an issue is it because they don’t like the waiting room its cold etc – you know what I mean
4. AFTER THEY HAVE GIVEN YOU A LIST FROM THAT LIST ASK THEM TO PUT THEM IN PRIORITY ORDER

Posted notes will be given out to carers to get a consensus of what issues there are for BME carers and hopefully carers assessment should come out of that, if carers assessment does not come out of this ask them the question below
5.  (If carers assessment doesn’t come up then ask how many people have had a carer’s assessment? Those that say they haven’t probe and get them to talk to you about this (is it the process of the assessment you want to know about? What the assessment identified? What happened as a result of the assessment?)

6) What do you feel needs to be done in order to deal with these issues? And go through each issue to discuss way forward.
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� The target community may be defined in a number of ways – in many of the community engagement projects it has been defined by ethnicity.  We have also worked with projects where it has been defined by some other criteria, such as age (e.g. young people); gender (e.g. women); sexuality (e.g. gay men); service users (e.g. users of drug services or mental health service users); geography (e.g. within a particular ward or estate) or by some other label that people can identify with (e.g. victims of domestic violence, sex workers).


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











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





PAGE  
1

