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Background to the work 
 
In September 06 Home Farm Trust (HFT’s) Family Carer Support Service 
(FCSS) was invited to attend a ‘Reaching Families from Minority Ethnic 
Communities’ Design Day organised by Christine Burke and Ali Mohammed who 
were both then members of the Valuing People Family Leadership Team. 
Representatives from Partners in Policy Making, The Ethnicity Network, EHSAS 
Family Carers, a dedicated service in Walthamstow and others attended. 
 
The stated aim of the day (see original flyer) was to explore ways of reaching out 
to families from minority ethnic communities in a way that would be most useful 
to them. Participants were invited to outline their models of working with family 
carers in order to assist Ali and Christine to develop and shape a programme that 
would appeal and that could be rolled out later in a wider way. 
 
The FCSS outlined the work that we do. This includes running free workshops for 
family carers with adult relatives who have a learning disability. It was explained 
that we do not regard or describe this as ‘training’. 
 
Our model was favoured and as a result we were invited to run a course of our   
Valuing Families Workshops for a group of family carers from the South Asian 
community who have relatives with a learning disability and attend EHSAS 
Carers. 
 
About the Family Carer Support Service (FCSS) 
 
The FCSS is part of HFT, a charitable trust and national organisation that 
supports adults with learning difficulties. 
 
FCSS has been in existence for fourteen years. We work nationally with family 
carers who have relatives with a learning disability. This includes young people in 
transition and we have been involved in a number of projects and produced 
publications around this issue. Anyone wishing to access the FCSS does not 
need to have a relative in HFT’S other services. We get enquiries from all over 
the country and from all sections of the community.  
 
We provide written, telephone and E mail support and produce twice yearly News 
Digests and an annual holiday information booklet. We have also produced a 
DVD ‘Getting in Control: individualised funding and self-directed support from a 
family carer’s perspective’ (Copies of this have been purchased by Dudley Adult 
Learning Disability Services who are a part of the ‘In Control’ pilot.) 
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More recently through a Section 64 project, FCSS initiated the National Family 
Carer Network (NFCN) which links organisations and groups that support 
families which include an adult with learning disabilities. NFCN is becoming a 
separate charity. 
 
Diversity Work – FCSS 
 
As a team we are committed to expanding the range and scope of our Diversity 
work and will be running one of the four sets of workshops that we do each year 
for family carers from minority ethnic communities. 
 
Recent Diversity related work 

·  We are members of the National Advisory Group for Learning Disabilities 
& Ethnicity (NAGLDE) 

·  December 07 FCSS contributed to the Valuing People Ethnicity 
Newsletter  

·  May 07 Making Sense (Getting our translation together) Day attended by 
one of our team 

·  2007 Workshops for family carers at EHSAS in Dudley 
·  2007- Work with Bangladeshi Carer Support staff on learning disability 

awareness in Bristol 
·   Learning Disability awareness session for family carers from Bangladeshi 

Community in Bristol 
·  2006 - Workshops for family carers in Lambeth. Although not specifically 

targeted at a particular group the profile of the local population meant that 
a culturally diverse group of family carers attended. This included 
members of the African, Afro Caribbean and Asian communities  

 
HFT– Diversity – What we do as an organisation. 
 

·  HFT has made a firm commitment to developing diversity practice across 
all its activities. 

·  It has a diversity policy and action plan 
·  A diversity group meets at intervals through the year (we are a member of 

this) 
·  Service development – HFT is committed to developing long term services 

within BME communities and is undertaking research on this 
 
Dudley- Preparatory Work: 
 

·  September 06 – Dudley Design Day 
·  December 06 Meeting in Dudley with Ali Mohammed and other members 

of his team to discuss plans to run a series of workshop sessions for Asian 
Family Carers in the New Year 

·  January 14th 07 Eid Celebrations attended in Dudley 
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Further Background – EAST & EHSAS 
 
As well as previously being part of the Family Leadership team Ali Mohammed is 
Senior Care Co-ordinator of ‘EAST’ – Equal Access and Support Team, which is  
part of the Adult Social Care Team in Dudley. Together with Qudsia Khan 
(Development Worker also based at EAST) he supports two other projects, the 
APNA Group (run by Development Worker Tariq Khalek) which is a self-
advocacy project that supports people with learning disabilities over the age of 
eighteen, and EHSAS, a family carer led support group for families who have 
children with special needs and adult relatives with a learning disability. Tasneem 
Aamir is a Carer Support Worker funded by Barnados to help families known to 
EHSAS Carers, especially those with English as a second language (or no 
English) She also does outreach work with families who are isolated and in need 
of support.  
 
Issues raised by the EAST & EHSAS team at December 06 meeting: 
 

·  The team reported that they had experienced difficulties in getting many of 
the women to actively participate in group sessions. They said that they 
(the family carers) were not used to expressing their opinions or confident 
to do so. This presented a problem since there was an expectation that 
they would deal with difficulties on behalf of the family. At the same time 
there was reluctance on the part of some male members of the household 
to take responsibility for this even though they were often the people with 
the language skills.  

·  Some awareness raising of learning disability needed to take place in 
order to establish a common understanding of the term. Some people still 
thought it was an illness that you could get better from. 

·  The team said it was sometimes difficult to refuse requests that had little 
relevance to their role. There was an over reliance on them to sort out 
difficulties and unrealistic expectations of what they could provide. 

·  Families wanted to know how to better communicate with their relatives.  
·  The issue of arranged marriages for people with learning disabilities was 

mentioned. 
 
Publicity for the Workshops 
 
Ali Mohammed and his team elected to be responsible for this. The flyer that was 
subsequently produced and handed out at the Eid Celebration Day (in English) 
unfortunately linked the Family Carer Support Service workshops to part of a 
wider programme being planned by EAST & EHSAS. From our perspective this 
was problematic for a number of reasons and it was necessary to clarify that we 
do not offer ‘training’ to family carers, there is no certificate to be gained by 
attending our workshops and we can only pay for actual costs i.e. we cannot pay 
people to attend although we can and do assist with expenses such as mileage, 
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bus fares & parking expenses that are incurred when receipts are provided. We 
do pay for and provide refreshments and lunches and can help with care costs. 
 
A further ‘enhanced’ flyer was devised and sent out by the team in Urdu to twenty 
family carers identified by them from the Ehsas database, the expectation being 
that approximately 10 family carers would attend. 
 
Participants 
 
Information regarding participants was made available to me on the day of my 
travel to Dudley and because of this I had limited time to study the profile of the 
group. This meant that as far as I could see there would be one person whose 
relatives did not in fact have a learning disability and others for whom our 
workshops were not really of relevance i.e. because they had young school age 
children and the information we had to give would not necessarily be of 
relevance to them yet. Some of those identified appeared to have special 
educational needs rather that a learning disability.  
 
Our workshops are aimed at those family carers who have adult relatives with a 
learning disability or young people in transition and our focus is on Adult rather 
than Children’s Services. The brief information given before the session identified 
one person as having a relative with autism, and one other who had a relative 
with Downs Syndrome. Some families had more than one relative with a learning 
disability. Learning disabilities as described ranged from moderate to severe.  
Ages of those identified ranged from four to twenty two although as people joined 
the sessions later the age range was extended. Some people had physical 
disabilities, also health needs such as epilepsy were identified.  
  
In the event twenty South Asian family carers attended the FCSS workshops. 
Sixteen of the group were women and four were men. I was told that all came 
from a rural area of Pakistan where the community language of Mirpuri is 
spoken. Although this was their first language many of the group could either 
converse in or understand Urdu. Many of the group were illiterate. 
 
Interpreting 
 
There was some discussion around this issue. I was keen to establish and have 
a firm commitment that there would be adequate language support available, 
particularly because of the size of the group. In order to ensure and secure this I 
agreed to bring the workshops forward by two weeks so that we could utilise the 
skills of a staff member who was trilingual and who would otherwise, have been 
on holiday. 
 
A Development Officer for Communications from DACHS (Directorate of Adult 
Community and Housing Services) initially attended. She explained that she 
worked across agencies and over the borough of Dudley. She spoke Urdu to the 
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group and translated this into English for me. Staff from EAST and EHSAS 
offered additional language support to those workshop participants whose 
language of choice was Mirpuri. 
 
Although nothing was said to me at the time I was surprised to learn later that 
alternative language support had been arranged. It was felt, and families had 
apparently said privately, that the level of Urdu used at the first session had been 
too complex for them to understand. An alternative person who was herself a 
family carer and who came from the community in question was subsequently 
recruited by the team to provide this support.  
 
Over the course of the workshops therefore we were supported by five 
interpreters, three on a regular basis with two joining on a sessional basis.   
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Workshop Dates: January 31st, February 21st, February 28th, March 7th, 
March 21st. Sessions ran from 10.00 – 2.30 
 
The first session is described in some depth in order to give a feel for the issues 
encountered and the flexibility of approach that can be required in working with 
family carers. Later workshops are reported more briefly. These include a 
session run by two external trainers commissioned by HFT to cover ‘Challenging 
Behaviour’. The conclusion covers some lessons learnt and key suggestions for 
future work.   
 
January 31st - Session 1 
 
This session was well attended by twenty family carers including some fathers. 
One family brought along a young child who had to attend a hospital appointment 
later and the learning disabled relative of another participant was unexpectedly 
also present. This number of people, together with three interpreters, myself and 
for the first hour Ali Mohammed made it a very big group. A lot of flexibility was 
needed and extra time allowed for interpreting. 
 
We waited until everyone was present for introductions. Past experience has 
shown that although time consuming this is an important part of establishing a 
group and if done successfully leads to strong bonds being formed and a greater 
confidence and trust in sharing information and support. Feeling comfortable was 
key to encouraging the women in the group to begin to actively participate.  
 
Ali Mohammed spoke about his role both nationally and locally. He clarified what 
he and his team could provide in terms of support and information, importantly 
since the team said there were sometimes difficulties in this area. He also 
reminded everyone of how EHSAS started i.e. from small beginnings at a parents 
school coffee morning resulting in the Carer led group it is today and spoke about 
the other groups supported by EAST.  
 
After the break families commented with some cynicism that they had had a lot of 
information sessions previously and what they were really interested in was 
finding solutions to what they described as long term problems. One family carer  
mentioned the need for emotional support, particularly because of the way that 
learning disability was perceived within her community and the stigma attached 
to having a relative with a learning disability. She and others felt keenly the 
disapproval of some members of their community who were not always 
sympathetic to their efforts to include their relative. In organising later sessions I 
was very mindful of this and wanted to offer sessions that would be of practical 
help. 
 
After a brief account of the work of the Family Carer Support Service, with the 
help of the group, ground rules were set.  Participants hadn’t been asked to bring 
a photograph of their learning disabled relative to the session so were asked to 
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do this for next time. This is a good ice breaker as it offers the opportunity for 
discussion and can also be the first time that many families have been 
encouraged to celebrate and speak positively about their relative. The group was 
asked to divide into pairs, preferably of people who did not already know each 
other. They were then given five minutes each to find out about the other person 
and another five minutes to feed back to the group at the end. There was a lot of 
chatter and some humorous introductions. People were encouraged to speak 
and everyone had a chance to describe their situations. 
 
Unusually one of the older male members of the group who I was told had some 
standing in his community teamed up with one of the women in the group and 
introduced her in a very formal way to us all. The interpreter indicated that 
although this mixing of the sexes was unusual it demonstrated that the family 
carers in question were comfortable in the group and it was helpful for me to 
know this.  This participative approach was continued throughout subsequent 
workshops. 
 
Many family carers who spoke about their relatives highlighted that they had 
health needs of their own. One person did not want to describe her relative as 
having a learning disability. A discussion of the pros and cons of labels and 
diagnoses ensued and it was agreed that a diagnosis can in some circumstances 
be helpful e.g. in order to access services. It was acknowledged that advocacy 
organisations such as ‘People First’ might resist the term ‘learning disability’ if it 
was used in such a way that it defined the person rather than the difficulty. 
 
The group was asked if they knew what a learning disability was and various 
definitions and statistics from different sources including the Foundation for 
People with Learning Disabilities, were given. It was emphasised that it is not an 
illness that you get better from, although this was delicate since one of the 
participants who had a relative with a learning disability who was recently married 
had in the introductions said that they were on holiday in Pakistan, very happy 
and ‘better now’.  This served to re-inforce the importance of and necessity for 
learning disability awareness training. 
 
‘Valuing People’ was touched on very briefly i.e. family carers were made aware 
that there is a government plan for learning disability.  Translated copies of the 
Executive document together with CD’s in Urdu were offered to those in the 
group who were interested. They said they would read and/or listen to these for 
next time. Two members of staff asked for copies for their own resources.   
 
Topics for future sessions were discussed and agreed. Sessions on Health and 
Challenging Behaviour were suggested as possibilities and the group asked to 
have a session on the Disabled Facilities Grant and Aids and Adaptations which 
it was suggested could come under the heading of ‘Housing’ 
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Wednesday 21st February - Session 2 
 
Morning Session - Benefits – Guest Speaker Lynne Marks, Assistant Manager, 
Benefits Shop 
 
Lynne came to speak to the group about benefits for Carers and ran a short 
session in the morning covering some of the main benefits for Carer’s and their 
relatives such as the Carer’s Allowance and Disability Living Allowance. She 
outlined the qualifying rules for claimants of Carer’s Allowance i.e. the person 
doing the caring must be providing at least thirty five hours of care a week to  
their relative who should be in receipt of the middle/higher rate of Disability Living 
Allowance.  Families asked how other benefits such as Incapacity benefit and 
Pension Credit might affect the Carer’s Allowance. 
 
Lynne spoke of the advantages of applying for the Carer’s Premium in addition to 
the Carer’s Allowance because it can be added in to other benefits without them 
being affected. In addition those in receipt of Carer’s Allowance can also claim 
for other dependants in their household who must however not earn more than 
£28.05 a week. 
 
She went on to explain Disability Living allowance in some detail i.e. that it is paid 
to the person with a learning disability and includes two separate components, a 
care component, for those that need help with personal care, and a mobility 
component, which is a lower rate paid to those with a learning disability who 
need support to get around. The components are paid at different rates 
according to people’s level of needs. It is important to check that people are 
getting the correct level of DLA according to their needs as the rates vary 
significantly. This matters as it can result in additional money i.e. the higher the 
rate of DLA care the more Income Support people receive.  
 
The three rates of DLA i.e. higher, middle and lower were described as follows: 
 
Lower Rate – payable to those needing help with personal care e.g. washing and 
or dressing in the morning (but not to those needing help during the rest of the 
day) Someone unable to cook a meal for themselves for example (and this would 
not include being able to microwave a meal), could be entitled to the lower rate of 
DLA. 
 
The middle rate of DLA is payable if a person needs help during the day e.g. with 
continence issues or to adjust their clothes.  
 
The higher rate is payable to those who need help at least two or three times 
during the night. Needing help once e.g. for five minutes, would not qualify them 
for the higher rate. People claiming DLA need to show that the help that they 
need is a ‘reasonable requirement’ i.e. that life would be easier if they had that 
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help. They might for example not have anyone living with them and therefore 
need additional support. 
 
DLA is not deducted when working out other benefits e.g. Income support, 
Housing Benefit or Council Tax Benefit. However it is sometimes taken into 
account by local authorities if they are taking a client contribution (for living 
expenses.) 
 
Lynne encouraged participants to visit the benefits shop which is located very 
close to Jinnah Hall where families meet regularly. She explained how to access 
language support i.e. via the Communications Team. 
 
A benefits surgery was offered at the end of the session which a number of 
people took advantage of. A separate space was provided for this and family 
carer’s with specific questions had been advised that they would need to know 
incomes coming into their household including income from benefits such as 
Housing Benefit, Income Support, Pensions, and Carer’s Allowance in order to 
establish that they were receiving their correct entitlements. They also needed to 
know the level of Disability Living Allowance that their relative was receiving. 
 
After the surgery Lynne indicated that a number of people were not receiving 
their correct entitlements. Some families did subsequently visit the Benefits Shop 
to get further advice and Carer Support Staff have also contacted with queries. 
 
Carer’s Issues 
 
In the second part of the session we looked at Carer’s Assessments starting with 
a definition of a Carer i.e. someone who is not paid in a professional capacity to 
take on this role and who may be a family member, this includes extended family 
such as grandparents, aunts and uncles or siblings. This is an important starting 
point because the word ‘Carer’ has no equivalent in many languages. The job of 
caring is seen as a family responsibility or duty. This can put a huge strain on the 
person who has been allocated this role particularly if it is frowned upon to seek 
support from outside the family. It has also been reported by some family carers 
that if as a result of having an assessment they do receive monies this can result 
in the withdrawal of support from other family members because being paid to 
help family is not seen as acceptable. 
 
Although many Family Carers in the group had specific health needs and some 
were caring for more than one relative with a learning disability very few seemed 
to have had a Carer’s Assessment. 
 
It was stressed that although having a Carer’s Assessment might not lead to 
extra money it could result in the carer or their relative being allocated services. 
An example was given from the booklet on ‘Carer’s Assessments’ produced in 
the Summer of 2006 by the Valuing People Support Team and the Foundation 
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for People with Learning Disabilities. Fatima (75) and her daughter Zanib were 
given as an example of a family who had received support in the form of a short 
break as a result of having their needs assessed. I explained that assessments 
could be done separately or jointly and emphasised that a Carer’s Assessment 
was not in any way designed to judge a person’s ability to care. 
 
A very lively discussion ensued regarding accessing short breaks and services. 
One family carer who had a young child told the group that they had been a life 
saver for her and she had seen how much her daughter had enjoyed and 
benefited from being included in trips away with others of her age. Other 
members of the group had opposing views. One person said she would not use 
local authority services and had withdrawn her daughter from an allocated 
provision because it was not single sex. Another person had withdrawn his 
relative from day services because he felt there had been insufficient supervision 
(which in this case they said, had resulted in that person sustaining an injury). 
Subsequent investigation had not restored his confidence in the service being 
offered. Families also said that they had provided halal meals and were not 
convinced that their relatives were getting them. Others cited the well 
documented examples in the press of abuse and said that they would not take 
the risk.  
 
I asked the group what would help them feel confident to use services. Some 
people went so far as to suggest CCTV cameras. 
 
It was easier for those attending to say what they didn’t want rather than what 
they did want, in part this was due to a lack of knowledge of services and the way 
in which they might be provided. I outlined work being done in other authorities 
for example via dedicated services. Participants expressed an interest in hearing 
more about this from the groups concerned and this idea was fed back to Ali 
Mohammed and Christine Rowley, Carer’s Co-ordinator. Further work needs to 
be done on this. 
 
The group was offered the opportunity to feed back some of their views via the 
Carer’s Break Survey being undertaken by Christine. The questionnaire was 
handed out during the workshop session and people were supported to fill them 
in. The responses were sent to Christine and Ali and I hope will stimulate further 
discussion. 
 
At the time of writing work was underway on a pilot pre-assessment tool. 
However there was no standardised Carers assessment form within the local 
authority, there being one for Transition another for Children’s Services and an 
additional one for Adult Services. I understand that local authority workers had 
had training in undertaking assessments and the sorts of questions that needed 
to be asked as well as information that needs to be gathered but it was not clear 
how many people from EHSAS had been put forward for assessment. I think it 
would be helpful to measure and record this information.  
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An additional pre-assessment tool that can be used by Family Carers (with 
support) is the Carer’s Checklist contained in the booklet on Carers Assessments 
produced by the Valuing People Support Team. (see above)  
 
At the end of the session volunteers in the group were given tapes of ‘Information 
for Carers’ in Urdu to take home and listen to as homework and were asked to 
feed back at the next session.        
 
Wednesday 28th February - Session 3 
 
Challenging Behaviour - Training session run by Sharon Paley & Associates 
 
Families had said in previous consultations that they would like to know how to 
better deal with some of the behaviours of their relatives that they found difficult. 
They also wanted to be able to communicate with them more effectively. Prior to 
this session it felt important to highlight a way to describe difficult behaviours and 
to give families the term ‘Challenging Behaviour’ to hang this on, particularly as 
this might be a term used by professionals although few families seemed to have 
contact with or knowledge of the Challenging Behaviour team and the sorts of 
help they might offer.  
Families were made aware that there are a range of reasons why people with 
learning disabilities exhibit difficult behaviours some of which can be caused by 
frustration and difficulties with communication and making their wishes known. 
  
The FCSS team is always adapting its way of working and in order to meet the 
very practical needs of this group it was decided that expertise available to HFT 
via it’s ‘Challenging Behaviour Network’ would be commissioned and paid for as 
a ‘one off’ by HFT. It was emphasised to members of the EHSAS/EAST team 
that the group should still be linked in to the relevant local teams at a later date, 
when the wider programme that Ali Mohammed was organising with Sarah Roper 
(of the training team) took place.  
 
Because the group was so large Sharon co-facilitated with her associate Mark 
Wakefield, which gave the added benefit of having a male worker with whom the 
fathers in the group could discuss more sensitive issues relating to their male 
relatives. For part of the first half of the session they were taken aside in a 
separate group and given this opportunity. 
 
Many of the families present seemed to lack a diagnosis and / or knowledge of 
specific conditions. One person had not been told that her relative had a learning 
disability. Although aware of their physical disability she had no understanding of 
how their particular condition would limit future cognitive growth. 
 
In the second part of the session the group was split into those who appeared to 
have relatives with a medical condition and those experiencing problems with 
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behaviour which could be identified as autistic. I sat in on this group. For many of 
the women it was the first time that anyone had spoken about behaviours which 
they were encountering and could relate to such as face slapping, eating net 
curtains, biting, clicking, running away, smelling everything and touching  
surroundings in a way that they found strange. Sharon explained possible 
reasons for the behaviours, some of which were associated with sensory 
perception and sensory overload. This meant families could better understand 
why their relatives might behave the way they do.  
 
The intention had been to cover practical strategies for dealing with challenging 
behaviours in this session but because of the material that needed to be covered 
and the extra time needed to interpret this was not possible. Families were asked 
by FCSS if they would like a follow up session which was subsequently arranged 
and took place at a later date.  
 
Families found the second session helpful and further work resulted which was 
offered to the group free of charge by Sharon and Mark, with the help of Qudsia 
produced some materials on Challenging behaviour. These were subsequently 
translated for the use of families who had attended the group.   
 
Wednesday 7th March - Session 4 
 
Housing - Guest Speakers Eddie Langley, Environmental Health Officer, & Deb 
Morton, Occupational Therapist 
 
Families had asked for a speaker to talk about the Disabled Facilities Grant 
which some of them had applied for with limited or no success.  
 
Eddie told the group that in spite of his title he takes the lead on Housing and 
Disability issues at Private Sector Housing (PSH) and works very closely with 
Occupational Therapy. He described the process of applying for a Disabled 
Facilities Grant and explained that the first part of the assessment process is the 
OT’s responsibility.  
 
Occupational Therapy assess the client’s disability and refer those needing 
adaptations on to Housing. PSH assesses the client’s financial circumstances 
and notifies the OT of the outcome i.e. if they will be awarded a Disabled 
Facilities Grant or DFG. PSH then invites quotes from builders, oversees the 
building work and liaises with Occupational Therapy whilst the work is taking 
place. Eddie said that the previous year a national consultation on the Disabled 
Facilities Grant Programme had taken place, details of which should be available 
on the Communities and Local Government website. He said that Dudley had 
made more DFG awards than other authorities in similar areas. Families 
disagreed with this citing the amount of time they had waited to try and get very 
basic work done. They also complained about the length of time they had to wait 
for aids and Deb Morton gave information on the waiting times.  
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What these disagreements illustrated was that there were different cultural 
perceptions of ‘making best use of available space’. Muslim families wanted 
separate space for men and women downstairs whilst the availability of such 
space was viewed as a viable alternative in which to locate their learning 
disabled relative. This mixing of spaces or lack of clearly defined space led to 
family tensions and overcrowding and was perceived by some as a lack of 
sensitivity to cultural needs. Housing however said that they had to balance the 
needs of all sections of the community and did not want to appear to act unfairly. 
Clearly tensions in this area exist.  
 
Wednesday 14th March - Session 5 
 
Health 
  
I had planned and agreed a Health session to take place earlier on in the 
workshops and made suggestions as to the content. Because the areas that 
could be covered are so wide ranging it was felt that it would be beneficial for the 
health facilitation team to attend. In the event because of prior commitments and 
availability of staff to attend on the day it was necessary to re-arrange this 
session for another time. 
 
Suggestions were made regarding the areas they might cover. These included 
the importance of Health Screening for people with learning disabilities, personal 
hygiene – this was reported by some families as a problematic area, particularly 
in relation to religious practices. A new incontinence clinic had opened and it was 
felt that families would benefit from knowing more about this. Sleep issues, 
weight issues and the availability of specialist services such as dentistry as well 
as Heath Action Plans and the role of the Learning Disability Nurse were 
mentioned.  Meanwhile because some families in the group had relatives with 
epilepsy the specialist epilepsy nurse, Louise Palmer was invited to come and 
speak to the group. She said that she was the only specialist epilepsy nurse in 
the area and had to cover the whole of the borough of Dudley. She spoke about 
the different types of medication available to control epilepsy. Two types were 
mentioned one of which can lead to people putting on weight. Families reported 
that this was an issue for some of their relatives. Louise explained that of the two 
drugs, one did not have this consequence but was not suitable for everyone to 
take. She was careful to emphasise that it is no ones fault that someone has 
epilepsy, which since some families saw having a learning disabled relative as a 
punishment from God, was an important point to mention.   
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Concluding comments and suggestions for future work 
 
I was asked during the course of workshops run by FCSS to meet with Sarah 
Roper from the training department to outline the work taking place, and offer 
suggestions as to the possible content of future sessions. She attended at the 
end of one of the sessions to do this. Suggestions were also given to Ali 
Mohammed who attended during a lunchtime break although I was unable to 
help with his request for lesson plans since the workshops we run are facilitative 
and are not designed in this way. However information on planned topics and 
possible content were given in order to avoid replication of work 
 
Partnership Working 
 

·  Closer links could be made with national organisations operating 
locally e.g. the National Autistic Society and the Downs Syndrome 
Association. 
There were families attending the workshops that had relatives with these                          
conditions but lacked knowledge of these groups. The National Autistic 
Society does provide information in other languages and has a lot of 
expertise to share. They will come and talk to groups and as many of the 
workshop participants do apparently have relatives with autism (even if 
they lack a diagnosis), if this link is developed and maintained they can 
benefit. NAS also run support groups, though when I investigated this I 
found that the one local to EHSAS took place in a pub in the evenings and 
in English. For all sections of the community to participate and benefit 
from support, alternatives need to be offered together with adequate 
language support in culturally acceptable venues.  
 

·  Closer links need to be made with community teams such as the 
Challenging Behaviour Team. Some family carers disclosed that they had 
been subject to physical damage from their relatives. If they had known of 
the existence of constructive help close at hand they might have utilised 
that support and expertise.  

 
·  Using local authority services. When the group were asked what would 

encourage them to use respite services and they said CCTV cameras, it 
suggested that a whole area of work needed to be done. 

 
Families need to know about the existence and role of the Vulnerable 
Adults Team, local authority protocols for dealing with allegations of 
abuse, Risk Assessment procedures and the reporting of accidents and 
injuries, together with other systems in place for the safeguarding of 
vulnerable adults e.g. checks on staff employed to work with this group.  
When things go wrong they need to feel confident that any concerns they 
have will be listened to and addressed in line with local authority policies 
and procedures. If there are protocols in place they need to be aware of 
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them, to have knowledge of how to make a complaint and the support 
available to do so. Families also need to be aware of the sorts of care 
standards they can expect as a minimum and how these are checked and 
monitored and the availability of reports in plain English and other 
languages.  

 
Recording 
 
It would be helpful to gather information regarding how many people have        
been put forward for a Carer’s Assessment and how many people have had a 
service as a result, also how many families have registered as a Carer with their 
GP. 
 
It would also be useful to have an easily accessible record of all the agencies 
and organisations that have made visits to EHSAS to speak to family carers. 
Sometimes families said they had not had contact with services e.g. the Parent 
Partnership Service, when in fact they had visited and given a talk.  
 
In spite of this they did not seem to have a clear picture of who they were and 
what they could offer and since many people who attended the workshops did 
have younger relatives with a learning disability in the education system they 
continue to be aware of this resource, particularly in relation to Transition. 
 
Of course language might have been a barrier here but it is necessary for 
families to be aware of how teams that can help them are described as there 
may not always be a dedicated worker available to help them and when there is 
they can’t know everything. 
 
Building Capacity 
 
It’s not clear how much time EAST / EHSAS staff have for training or what 
opportunities they are offered for this. But in building capacity there does need to 
be a balance between policy, development and casework. If staff are continually 
being relied on by families to undertake tasks not relevant to their role this will of 
course take away opportunities for development.     
 
Translations 
 
In addition to written material and CD’s in Urdu, during the course of the 
workshops family carers were given audio cassettes of information from ‘Dudley 
Carers’ to take home and critique. They seemed unaware that information was 
available to them via the local authority in this format and it was reported that 
information delivered in this way had not previously been requested either by or 
on behalf of families.  
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How best to provide information to people from minority groups is a much 
debated and important issue.  It can be assumed that because people present as 
being illiterate in their own language that there is little point in providing 
translated information.  However, it is worth considering and using a range of 
different formats to deliver information in an accessible way e.g. using audio 
cassettes, DVD’s, CD’s and making these available through a range of different 
routes. Community radio can also be used to give information and in some areas 
where homes are linked to the mosque for prayers this route can be used as 
another way of relaying information.   
 
I understand that as a result of the follow up session on Challenging Behaviour 
arranged by HFT’S Family Carer Support Service some translated information on 
this issue was produced for families by Qudsia Khan.  As part of her 
development role she might like to share this information with other groups and / 
or contribute to the national work taking place on translated information.  
 
Translating material needs to be considered, not only when getting information 
out to minority groups but also in the context of getting information back. How are 
families enabled to give feedback and express their views? Are they resorting to 
the fall- back position of using and relying on dedicated workers to advocate on 
their behalf? The danger in this is that they (the staff) may not understand the 
issues they are reporting on. Staff can be overstretched and may not always be 
able or willing to take on this role. There can be an over-dependency on them 
both on the part of families and the local authority to facilitate an exchange of 
information when it is in fact everyone’s responsibility to ensure that 
communication between all parties takes place. There needs to be a proactive 
approach to this. Families will not use alternative formats unless they know of 
their existence and are encouraged to do so.  
 
Housing  
 
It would be useful to have a debate with relevant planning and commissioning 
officers to establish what families’ expectations for the future of their learning 
disabled relatives are.  
Do they see them as continuing to live at home?  If so what are the structures 
that need to be in place to support this? Are cultural practices being taken into 
account when addressing housing needs particularly in terms of ‘best use of 
space’? Families said they had been refused the Disabled Facilities Grant on the 
grounds that they had not been making ‘best use of available space’, this had led 
to overcrowding and family tensions. 

 
Are there different family expectations for men and women i.e. would it be more 
acceptable to families for their male learning disabled relatives to be supported to 
live independently? If the cultural norm is interdependence is the idea of 
independence redundant in this context? 
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Do families know about the range of housing provision available to them? Are 
they aware of specialist service providers or how they might request a dedicated 
service? Are families being encouraged to put their relatives name on the 
housing list? They may fail to see the point of this unless they are made aware 
that this will aid in future planning?  

 
Do the Housing options available to this particular group address their housing 
and cultural needs? How are these needs being mapped and recorded? 

 
Health  

 
During the course of the workshops families were asked if they had minded 
having mixed sessions. Most said they did not but one person said she would like 
single sex sessions to discuss ‘women’s issues’ (e.g. menstruation), relating to 
her learning disabled relative.  Are families aware of how they and their learning 
disabled relative can get advice delivered in a way they can understand about 
sexual health, sex education and contraception? This is particularly important for 
those entering in to arranged marriages. Whilst this might not be a topic open for 
discussion, the rights of a learning disabled person within this relationship should 
be. This links in with personal care and intimate personal care, issues of safety 
and appropriate behaviours. Health is not the only route to debate such matters 
but studies have shown that Health is often a starting point for South Asian 
families when seeking help. 

 
Individual Budgets 
 
How much are families aware of this option? Do they know that Dudley is one of 
the pilot areas for In Control? Has anyone been invited to be a part of this?  
Would greater opportunity for independence be promoted through the use of 
individual budgets so that families could buy in support in a way that they feel is 
appropriate to them. Are there any systems in place to support them with this? 
 
Evaluations 
 
Families were asked to evaluate each session. It was difficult to think of a way 
that families could independently comment in an anonymous way as most of 
them were illiterate.  They were asked in their own language to score with a tick 
on a scale of 1 – 10 on a flip chart the usefulness of the content of each session 
and how much they had enjoyed it. They did this on the way out at the end of 
each session. This system seemed to work and they evaluated positively. 
 
In addition Evaluations took place in the final session. This was very labour 
intensive and time consuming as everyone had to be supported to fill in their 
evaluation sheets. See the Appendix at the end of this report for an aggregated 
evaluation. 
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“ Valuing People Valuing Families”   
Workshops for Family Carers 
Dudley February – March 2007 

 
It would be extremely helpful if you could provide us with 
feedback about the workshops we have run.  This will help us to 
evaluate our work.  
 
Where we have left spaces we would welcome any extra advice! 
 
 

1.  Telling family carers about the workshops. 
 
How did you find out about the workshops?  Please tick which. 
 
EAST Team (Ali Mohammed, Quadsia Khan)  7 
Eid Celebrations      3 
EHSAS Carers (Tasneem Aamir)   3 
From other people      1 
Other                At Eid party and got a letter 
 
a) Do you think this was a satisfactory way to reach you? YES - 14    NO - 0 
 
- Yes I was very pleased with Fazal Bibi who told me to come to the workshops. 
She is a carer. 
- I was pleased that Quadsia contacted me about the workshops. 
- Yes I think it is. 
- Yes because we received a lot of information that we was not aware of and has 
help us a lot and we are very thankful to Sue and the ??? 
- Yes I was very pleased that you contacted me through Ehsas carers. 
 
 
b) How much advanced warning do you think family carers need to have 
about workshops in order to be able to attend? 
 

·  A week       8 
·  A fortnight      3 
·  A month      4 
·  Longer      0 

 
 
 

EVALUATION FORM FEEDBACK 
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c) Why did you decide to come to the workshops? 
 
- Need help for son and support for self. 
- Because I wanted to learn about the benefits related to the work shops. 
- It will help me look after my daughter better. 
- I want to know Government plan for people with learning disabilities and their 
families. 
- I’m coming for my son. For help and information to enable me to take better 
care of my son. 
- I’m coming for my daughter for help and information to enable me to take better 
care for my daughter. 
- So I can learn more about it. 
- To get useful information regarding services available and useful. 
- So I get more information about my child and get some more help and advice. 
- Daughter has a learning disability. 
- My child is disabled so I thought I would get some information as it’s the first 
time for me. 
- Child not well disabled so I though I could get information. 
- To learn about how to care better for own children. 
- My children are epileptic and I was unaware of resources and facilities so I 
needed help. I got more information in 5 weeks than ever before. 
- Because I wanted to learn about the benefits related to the workshops. 
 
2. We said we would inform family carers about government 
plans for people with learning disabilities and their families, look 
at various topics from a family carer’s perspective and let you 
know how you might shape services and support locally.   
 
a) Do you feel we informed you well enough about Valuing People?  

 
VERY WELL   NOT VERY WELL 

 
 
 
 

          

 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

 8 
 

 1     1  
 

 
  

 
 
b) Do you feel we looked at issues that were important to Asian family 
carers ? 
 

VERY  NOT AT ALL 
 
 
 
 

          

 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

 8 
 

 3   2  
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c) Was the information we supplied relevant to you?   
  

ALL OF THE TIME NONE OF THE TIME 
 
 
 
 

          

 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

 6 
 

 5   1  
 

  1 
 

   
 
d) Were we clear enough in our presentations? 
 

ALL OF THE TIME NONE OF THE TIME 
 
 
 
 

          

 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

 8 
 

 3  
 

 
 

 
  

 
 
 
3. Some of you were given taped information in Urdu.  
     
a) Was this useful?  Yes - 8   No - 2 
 
b) Is this something you would ask for in the future? Yes - 9   No - 1 
 
c) Please number in order of preference, other ways that you would like to 
receive information. 
 
12 Leaflets – Urdu    8 Tape - Urdu 
 
 7 Disc – Urdu     7 DVD - Urdu 
 
d) How useful is translated written information to you to keep as a record? 
 
 9 Useful           3 Some Use      1      No Use  
 
e)  In terms of giving you information, how could we have done better?  
 
- Don’t know. Understood what you said. 
- It was fine. 
- It was fine. 
- Just right. 
- It was all very satisfactory. 
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- It was fine how it was. Practically there should be someone to help us. 
- It was good, already learnt a lot. 
- The persons could have come from more wider departments e.g. health and 
social care. 
- It was good in theory, and the visitors gave positive information, but we need 
help practically. 
 
f) Have you used any of the information we gave you?  YES - 7   NO - 0 
    

If so, was it   VERY HELPFUL NO USE 
 
 
 
 
 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

����   To help your own situation   8   3       1 
 

           

 

����   To help the relative you care for   6   2  1     
 

           

 

����   To help an/other carer/s   4   3  2  1   
 

           

 

����   To influence local policy   1   2  1  2  1 
 

  
g) Do you think the information we gave you will be of use in the future?  
  

VERY HELPFUL NO USE 
 
 
 
 
 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

����   To help your own situation  
10  1      1 

 

          
 

 

����   To help the relative you care for  
7  5      1 

 

          
 

 

����   To help an/other carer/s  
2  4  3     

 

          
 

 

����   To influence local policy and the      
   delivery  of services that are culturally      
   appropriate  

 2  3  4    1 
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Please    information you have used already and/or underline 
information you may use in future.  Information about: 

 
·  Valuing People     7 
·  Benefits      9 
·  Housing (Aids and Adaptations, Disabled Facilities Grant)    9 
·  Carers Needs Assessments   12 
·  Health      10 
·  Challenging Behaviour    9 
 

Was there any other information or exercise or videos you found especially 
helpful? 
 
- Challenging Behaviour. Have better understanding of ‘bad’ behaviour. How my son is 
going to ‘cool down’, what can I do for him. 
- I would find a video helpful.  
- By leaflets. 
- I found challenging behaviour very useful because they gave a lot of information about 
how to control your relative. We enjoyed that session would like another session on that 
topic. 
- Yes it was. 
- No. 
- Yes. 
- Mainly information on learning disabilities. 
 
g) Did you feel you were allowed you to join in sufficiently? 
  

ALWAYS NEVER 
 
 
 
 

          

 

5 

 

4 
 

3 
 

2 
 

1 
 

           
 

 7   2   2   1   1 
 

 
 
 
h) We had local speakers on Benefits, Challenging Behaviour, Housing – 
Aids and     Adaptations, Disabled Facilities Grant, Health – specialist 
epilepsy nurse. Did you find they gave you the chance to  

·  ask questions     YES - 12   NO - 0 
·  get up to date first hand information  YES - 10   NO - 1 
·  were helpful in other ways,  if yes please explain…   

 
- People gave their time and chance to speak individually. Everyone very helpful, gave 
their time. 
- They gave us a lot of help and information.  
- Generally got a lot of information. 
 

circle 
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4. Interpretation 
 
a) What would you have preferred? 
 

5 Interpretation in Urdu only         2       Interpretation in                
             Mirpuri only  

 
    7 Interpretation in Mirpuri and Urdu 
 
 
b) Was it helpful to have someone from your community to interpret?    
Yes - 11   No - 1 
 
c) Would you have liked someone that you didn’t know to come and 
interpret?  
    Yes - 7   No - 5 
 
 
d) How easy was it to understand the interpreters? Please tick 
 
 14 Easy    Not very easy            Difficult 
 
If you have ticked not very easy or difficult please explain why 
 
 
 
 
 
 
5. Venue  
 
a) Did you like the venue (Jinnah Hall)  Yes - 13  No - 1 
b) Please say why 
 
- Usually come here, we know it - parking a problem. 
- Because all the group was together. 
- Because it’s local. 
- Because you can communicate with other people and you can share stuff with 

the people. 
- Because it is very comfortable and very good to be in and discuss your issues 

and problems. 
- Nice big space. 
- Nice organisation and seating. 
- Big space. 
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c) Was it useful to have a separate room for prayers?  Yes - 10   No - 0 
 - ok not enough space. 
 
d) Is it essential to have a separate room for prayers?  Yes - 12  No - 0 
 
6. How did male members of the group feel about being in a mixed group? 

Was this a problem and if so, why? 
 
- I was a bit shy. Liked having two other men in the group. Would like to have an 
all male group in future. Usually not mixing. 
- No problem. 
- No problem. 
- I don’t think we have problem. 
- No. 
- No because they had their own problems that’s why they came to share it with 
other people. 
- Not an issue. 
 
a) How did female members of the group feel about being in a mixed 

group? Was this a problem and if so, why? 
 
- I would have liked it to be only women. 
- No, no problem. 
- There’s no problem between mixed groups. 
- No problem. 
- No problem. 
- I don’t think we have problems. 
- No. 
- It was no problem because they are here to share they problems as well. 
- No problem. 
- Not a problem. 
- No difference. 
- Not really. 
 
b) Did you gain what you hoped by coming to the workshops? (eg some 

carers hope to feel less isolated or confused as a result of attending.) 
 
- Feeling less anxious. Helpful to talk to others and feel listened to. 
- Very happy. 
- Yes. 
- It was good. 
- I really like it because it helps me a lot. I get help from the staff. I feel good.  
- It was really good to attend workshops, getting together, shared views. 
- Yes we have gained a lot of information and very useful things that we did not 
know about. 
- New information gained so was helpful practically. 
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- Yes very useful. Nice to be out. 
- Yes. 
- More than what was expected. 
- Personally very good for me. 
 
c) Would you have liked more sessions?   YES - 11   NO - 1 
 
If someone asked you about this course of workshops what 
would you say about them? 
 
- Having more time to express how I’m feeling has helped me to cope and 
reduced my stress levels. 
- The information was very helpful. I could pass the information on and let other 
people know. 
- I think I got a lot information from these workshops - got up to date information 
useful for carers. 
- It was helpful. 
- Very good. 
- I would tell them it’s really good, they help you with loads of things like family 
problems, relationships etc. 
- It was good and important. 
- I really liked the sessions and would like more sessions and it has been very 
helpful. 
- Good way to learn. 
- Liked them, good information learnt. 
- It was very useful. Got a lot of info from the speakers. 
- 100% satisfied and their should be more. 
- Beneficial for carers and information not really for training purposes. 
 
Many thanks for participating in the workshops and giving us your 
feedback! 
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PLEASE NOTE THESE QUESTIONS ARE OPTIONAL! 
 
The Carer Support is funded by the Big Lottery Fund which aims to assist the 
“most disadvantaged”. 
 
1. Do you feel you are “ disadvantaged” ?  If so, how 

 

- Yes we are. Yes can’t go anywhere. All the time I’m with my son , weekends 
and holidays. 
- No. 
- No not really. 
- Being there for them provide useful information regarding medical and other 
needs. 
- We have been very happy with the sessions. 
- Yes I feel ignored, they do not try and understand. 
 
2. Would you say your households outgoings are affected by 

having a learning disabled relative? If so, how 
   

- Have big heating bills. £300 a quarter. Damp house. 
- Yes e.g. He can not go into garden because it is too steep. 
- Yes. 
- No. 
- Because I am single mother with disabled daughter. She suffers from health 

problems, out patient appointment.  
- Yes because you have to pay more attendtions and start taking care of them. 
- Yes e.g. If they cannot travel by bus I have to take them in a taxi. 
 

We would like to know that we are reaching all groups in the 
community.  Please indicate how you identify yourself: 

 
White  Asian or Asian British - 3                                       
British  Indian  

Irish living in GB  Pakistani - 5  

Irish travellers  Bangladeshi - 1  

Any other white group – please give details  Any other Asian group – please give details  

  British Pakistani - 1  
    

Black or Black British  Chinese or Chinese British  

Black Caribbean  Mixed ethnic group  

Black African  Mixed race  

Any other black group – Please give details  Any other ethnic group – please give details  

 


