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Request	  to	  the	  providers	  of	  the	  learning	  disability	  services	  
in	  the	  Black	  Country	  area	  


	  
Here	  to	  Stay:	  people	  with	  learning	  disabilities	  from	  new	  migrant	  communities	  


	  
We	  need	  to	  increase	  our	  knowledge	  of	  people	  with	  learning	  disabilities	  from	  
ethnic	   minority	   communities	   including	   new	   migrant	   communities	   in	  
England.	   	  The	   Here	   to	   Stay	   project	   addresses	   this	   problem;	   please	   see	   press	  
release.	  The	  Big	  Lottery	  Fund	  has	  commissioned	  researchers	  from	  the	  University	  
of	  Wolverhampton	  to	   find	  out	  more	  about	   the	  extent	  of	  help	  that	   is	  needed	  for	  
people	  with	   learning	  disability	  and	  what	   is	  available.	  As	  a	   result	  of	   this	  we	  are	  
collecting	  data	  from	  the	  public	  and	  voluntary	  sectors	  in	  the	  Black	  Country.	  But	  so	  
far,	  some	  of	  the	  information	  we	  collected	  is	  too	  general	  and	  incomplete.	  We	  are	  
therefore	   asking	   practitioners	   who	   work	   directly	   with	   people	   with	   learning	  
disabilities	  to	  support	  us	  to	  improve	  the	  reliability	  of	  the	  information	  we	  have.	  
	  
What	  do	  we	  mean	  by	  New	  Migrants?	  
New	   migrants	   are	   defined	   as	   individuals	   who	   are	   not	   British	   citizens	   but	  
resident	   permanently	   or	   temporarily	   in	  England;	   this	   includes	   asylum	   seekers,	  
refugees,	   seasonal	   workers	   and	   travellers,	   from	   all	   ethnic	   groups	   from	  within	  
and	  outside	  of	  the	  European	  Union.	  	  	  
	  
What	  do	  we	  mean	  by	  Learning	  Disability?	  
Learning	  disability	  includes	  the	  presence	  of:	  


• a	  significantly	  reduced	  ability	  to	  understand	  new	  or	  complex	  information,	  
to	  learn	  new	  skills	  (impaired	  intelligence),	  with;	  


• a	  reduced	  ability	  to	  cope	  independently	  (impaired	  social	  functioning);	  
• which	  started	  before	  adulthood,	  with	  a	  lasting	  effect	  on	  development.	  	  


	  
We	  need	  your	  help	  to	  make	  this	  research	  a	  worthwhile	  undertaking.	  We	  would	  
like	  you	   to	  complete	   the	   short	  questionnaire	  overleaf	  and	  return	   it	   in	   the	  
enclosed	  stamped	  addressed	  envelope	  before	  …	  .	  	  
	  
We	  will	  be	  in	  touch	  after	  this	  date	  to	  explain	  the	  research	  further	  should	  we	  not	  
hear	  from	  you.	  	  
	  
I	  look	  forward	  to	  hearing	  from	  you.	  


Yours	  sincerely	  
Professor	  David	  Sallah	  
Principal	  Investigator	  
	  
Please	  contact	  	  
Dr	  Olga	  Kozlowska	  
Researcher	  
	  
E-‐mail:	  o.kozlowska@wlv.ac.uk	  	  
Tel.	  01902	  32	  1742	  
Mobile:	  07817588300	  
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Area:	  
Name	  of	  the	  Provider:	  	  


Questionnaire	  
Here	  to	  Stay	  	  


	  
Our	  question	   Your	  answer	  
Total	  number	  of	  
people	  with	  
learning	  
disabilities	  you	  
provide	  service	  
for?	  


	  


How	  many	  of	  
them	  are	  not	  
white-‐British?	  


	  


Please	   tell	   us	   the	  
ethnicity,	  
nationality,	  
language,	  	  
religion,	  	  
age	  and	  gender	  	  
of	  each	  of	  	  
non-‐white-‐
British	  	  
service	  users.	  	  
	  
As	   an	   example	  
please	   see	   Service	  
User	   0	   in	   the	   grid	  
on	  the	  right.	  
	  
[If	   you	   run	   out	   of	  
space	   please	   use	  
an	   extra	   sheet	   of	  
paper]	  
	  
	  
	  
	  
	  


	   Preferred	  
ethnicity	  


Nationality	   Country	  of	  
birth	  


Preferred	  
language	  for	  
communication	  


Religion	   Age	   Gender	   Place	  of	  
residence	  


0	   Polish	   Polish	   Poland	   Polish	   Christian	   54	   F	   Sandwell	  


1	   	   	   	   	   	   	   	   	  


2	   	   	   	   	   	   	   	   	  


3	   	   	   	   	   	   	   	   	  


4	   	   	   	   	   	   	   	   	  


5	   	   	   	   	   	   	   	   	  


6	   	   	   	   	   	   	   	   	  


7	   	   	   	   	   	   	   	   	  


8	   	   	   	   	   	   	   	   	  


9	   	   	   	   	   	   	   	   	  


10	   	   	   	   	   	   	   	   	  


11	   	   	   	   	   	   	   	   	  


12	   	   	   	   	   	   	   	   	  


13	   	   	   	   	   	   	   	   	  


14	   	   	   	   	   	   	   	   	  


15	   	   	   	   	   	   	   	   	  
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Request	  to	  the	  General	  Practitioners	  
in	  the	  …	  area	  


	  
Here	  to	  Stay:	  people	  with	  learning	  disabilities	  from	  ethnic	  minority	  communities	  


including	  new	  migrants	  
	  
We	  need	  to	  increase	  our	  knowledge	  of	  people	  with	  learning	  disabilities	  from	  
ethnic	   minority	   communities	   including	   new	   migrant	   communities	   in	  
England.	   	   The	   Here	   to	   Stay	   project	   addresses	   this	   problem;	   please	   see	   the	  
attached	   press	   release.	   The	   Big	   Lottery	   Fund	   has	   commissioned	   researchers	  
from	  the	  University	  of	  Wolverhampton	  to	  find	  out	  more	  about	  the	  extent	  of	  help	  
that	   is	   needed	   for	   people	   with	   learning	   disability	   and	   what	   is	   available.	   As	   a	  
result	  of	  this	  we	  are	  collecting	  data	  from	  the	  public	  and	  voluntary	  sectors	  in	  the	  
Black	   Country.	   But	   so	   far,	   information	   we	   collected	   is	   too	   general	   and	  
incomplete.	  We	  are	  therefore	  asking	  practitioners	  who	  work	  directly	  with	  people	  
with	  learning	  disabilities	  to	  support	  us	  with	  more	  informative	  data.	  
	  
Our	  Request	  
I	  am	  writing	   for	  your	  assistance	  to	  enable	  us	   to	  describe	  the	  population	   in	  our	  
region	   better.	   Your	   participation	   is	   very	   important	   because	   we	   would	   like	   to	  
collect	  data	  from	  all	  GP	  surgeries	  in	  Wolverhampton	  City,	  Dudley,	  Sandwell	  and	  
Walsall	  PCTs	  catchment	  area.	  We	  are	  interested	  in	  numerical	  and	  demographic	  
information	   about	   those	   of	   your	  patients	  who	  were	  diagnosed	  with	   a	   learning	  
disability	  condition.	   
 
In	  order	  for	  us	  to	  meet	  our	  objectives	  with	  our	  research	  commissioner	  I	  would	  
be	   delighted	   if	   you	   could	   complete	   the	   attached	   short	   questionnaire	   and	  
send	  it	  in	  the	  enclosed	  stamped	  addressed	  envelope	  before	  ….	  
	  
I	  look	  forward	  to	  hearing	  from	  you.	  


	  
Yours	  sincerely	  
Dr	  Olga	  Kozlowska	  
Researcher	  
	  
E-‐mail:	  o.kozlowska@wlv.ac.uk	  	  
Tel.	  01902	  32	  1742	  
Mobile:	  07817588300	  
	  
	  


	  
	  


	  
	  
	  
	  
	  
	  
	  


	  







Area:	  	  	  
Name	  of	  the	  GP	  practice:	  	  
	  
	  


Questionnaire	  
Here	  to	  Stay	  	  


	  
Our	  question	   Your	  answer	  
What	  is	  a	  total	  number	  of	  
patients	  on	  your	  register	  
of	  patients	  with	  learning	  
disabilities?	  


	  


How	  many	  of	  them	  are	  not	  
white-‐British?	  


	  


Please	  tell	  us	  the	  ethnicity,	  
nationality,	   language	   and	  
religion	   of	   each	   of	   your	  
non-‐white-‐British	  
patients.	   As	   an	   example	  
please	  see	  Patient	  0	  in	  the	  
grid	  on	  the	  right.	  
	  
[If	   you	   run	   out	   of	   space	   please	  
use	  an	  extra	  sheet	  of	  paper]	  
	  
	  
	  
	  
	  
	  


	   Preferred	  
ethnicity	  


Nationality	   Preferred	  
language	  for	  
communication	  


Religion	   Age	   Gender	  


0	   Polish	   Polish	   Polish	  	   Christian	   54	   F	  


1	   	   	   	   	   	   	  


2	   	   	   	   	   	   	  


3	   	   	   	   	   	   	  


4	   	   	   	   	   	   	  


5	   	   	   	   	   	   	  


6	   	   	   	   	   	   	  


7	   	   	   	   	   	   	  


8	   	   	   	   	   	   	  


9	   	   	   	   	   	   	  


10	   	   	   	   	   	   	  


11	   	   	   	   	   	   	  


12	   	   	   	   	   	   	  


13	   	   	   	   	   	   	  


14	   	   	   	   	   	   	  


15	   	   	   	   	   	   	  


	  
	  








List	  of	  appendices	  


1. Participant	  information	  sheet	  -‐	  focus	  group	  with	  family	  carers	  
2. Letter	  to	  the	  participants	  –	  focus	  group	  with	  family	  carers	  
3. Consent	  form	  –	  focus	  group	  with	  family	  carers	  
4. Focus	  group	  questions	  –	  family	  carers	  
5. Survey	  for	  family	  carers	  
6. Participant	  information	  sheet	  –	  interview	  with	  people	  with	  intellectual	  disability	  
7. Participant	  information	  sheet	  –	  interview	  with	  family	  carers	  
8. Letter	  to	  the	  participants	  -‐	  interview	  with	  people	  with	  intellectual	  disability	  
9. Letter	  to	  the	  participants	  -‐	  interview	  with	  family	  carers	  
10. Consent	  form	  -‐	  interview	  with	  people	  with	  intellectual	  disability	  
11. Consent	  form	  -‐	  interview	  with	  family	  carers	  
12. Interview	  schedule	  -‐	  interview	  with	  people	  with	  intellectual	  disability	  
13. Cards	  for	  interview	  schedule	  -‐	  interview	  with	  people	  with	  intellectual	  disability	  
14. Weekly	  schedule	  -‐	  interview	  with	  people	  with	  intellectual	  disability	  
15. Interview	  schedule	  -‐	  interview	  with	  family	  carers	  
16. Cards	  for	  interview	  schedule	  -‐	  interview	  with	  family	  carers	  
17. Weekly	  schedule	  -‐	  interview	  with	  family	  carers	  
18. Letter	  of	  request	  to	  service	  providers	  
19. Survey	  for	  practitioners	  
20. Research	  approvals	  
21. Here	  to	  Stay	  promotional	  poster	  
22. Promotion	  in	  newspapers	  -‐	  collage	  of	  research	  promoting	  adverts	  published	  in	  


newspapers	  for	  people	  from	  ethnic	  minority	  communities	  living	  in	  England	  	  
23. Leaflet	  promoting	  local	  engagement	  event	  	  
24. Research	  poster	  A	  –	  research	  questions,	  methodology	  and	  emerging	  issues	  
25. Research	  poster	  B	  –	  barriers	  faced	  during	  research	  	  
26. Research	  poster	  C	  –	  model	  of	  engagement	  and	  resilience	  building	  (Mental	  Health	  


and	  Learning	  Disabilities	  Research	  Conference)	  	  
27. Research	  poster	  D	  –	  Barriers	  to	  timely	  and	  accurate	  diagnosis	  (British	  


Psychological	  Society	  Faculty	  for	  People	  with	  Intellectual	  Disabilities	  Annual	  
Conference)	  	  


28. Research	  poster	  E	  –	  People	  with	  learning	  disabilities	  from	  ethnic	  minority	  
communities,	  including	  new	  migrants,	  living	  in	  England:	  improving	  access,	  
experiences	  and	  outcomes	  (Faculty	  of	  Intellectual	  Disability,	  Royal	  College	  of	  
Psychiatrists	  Spring	  Conference)	  	  


29. Research	  poster	  F	  –	  What’s	  in	  a	  name?	  Critical	  discourse	  analysis	  of	  
practitioners’	  perceptions	  of	  understanding	  of	  learning	  disability	  by	  people	  from	  
migrant	  communities	  living	  in	  England,	  UK	  (Nordic	  Network	  on	  Disability	  
Research)	  


30. Focus	  group/individual	  interview	  questions	  –	  practitioners	  
31. Consent	  form	  –	  interview	  with	  practitioners	  
32. Invitation	  to	  participate	  in	  a	  focus	  group	  –	  practitioners	  
33. Invitation	  to	  participate	  in	  n	  interview	  –	  practitioners	  
34. Information	  sheet	  for	  service	  providers	  for	  data	  extraction	  
35. Information	  sheet	  for	  general	  practitioners	  for	  data	  extraction	  







36. Press	  release	  
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Participant Information Sheet 


 


Project: Here to Stay: people with learning disabilities from new 


migrant communities 


 


What is our study about?  
 


Researchers from the University of Wolverhampton working with 


the Association for Real Change are trying to learn more about 


people with learning disabilities from ethnic minority communities, 


particularly new migrants.  


 


For example, we would like to know: 


1. What services do people use at times of need? 


2. Are people who use these services satisfied?  


3. If not satisfied, what else should be done to improve 


services.  


 


Why is our study important? 
 


This study will help to make learning disability services more 


visible and appropriate to people from ethnic minority communities, 


particularly new migrants.  


 


What we would like you to do for us?   


 


We would like to ask you to participate in a group discussion with 


people in a similar situation to yours.  
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Why do we want to ask you questions? 
 


We want to know about your experiences of caring for people with 


a learning disability. We also want to know what else should be 


done to improve services, if you are not satisfied with it.  


 


How should you answer the questions?  
 


Tell us what you think. Listen to what other people say and 


comment on it if you wish. It is not a test and there are no good or 


bad answers.  


 


Why do we want to record our meeting? 


 


We are recording what is said during our meeting to make sure 


that nothing that you say is missed.  


 


How long is this meeting going to take?  


 


Time you will commit to us is no more than 60 minutes.  


 


What are we going to do with what you tell us? 
 


We will write down our conversation. You can have a copy if you 


wish.  


 


We will then consider what you say with what other people tell us.   


 


We will write a report based on this. Your name will not be 


mentioned.  
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Any criticism of services will have no effect upon the services 


provided to a person you care for.  


 


Everything you say/report is confidential unless you tell us 


something that indicates that you or someone else is at risk of 


harm. We would discuss this with you before telling anyone else.  


 


If you would like to discuss anything or have a concern about any 


aspect of this study, please contact Dr Olga Kozlowska, a 


researcher to the project: 


 
Olga Kozlowska 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   


 


If you would like to complain about any aspects of this project, 


please contact:  
Professor Linda Lang 


Dean, School of Health and Wellbeing  


MH024, Mary Seacole Building 


University of Wolverhampton 


Tel. 01902 51 8624 


E-mail: L.Lang@wlv.ac.uk  








Press release Press Release Press Release Press Release 
 
“Here to Stay” is a major 5 year research grant awarded to examine the needs of people with 
learning disabilities from recently arrived migrant communities (New Migrants). 
 
The Big Lottery Fund announced on the 2nd of December 2009 a grant of £478,099 for a  learning disability 
research project for the Association for Real Change (ARC) and the Centre for Health & Social Care 
Improvement at the School of Health & Wellbeing, University of Wolverhampton. 
  
ARC is the national umbrella charity for community care providers of services to people with learning 
disabilities.  ARC’s members provide more than 15,000 residential places nationwide, plus a similar 
number of day care, educational and training places. 
 
This project aims to answer questions relating to the number of migrants in England who need support from 
learning disability services. It also seeks to show how the voluntary sector can engage better with migrants 
who have a learning disability in order to promote well-being and improve their life chances. 
 
This research will lead to the design and implementation of a national set of guidelines, which highlight 
best practice for providing improved services for migrants with a learning disability. In particular the 
research will focus on proving answers to the following questions: 
 


• What are the current and projected numbers of people from new communities in England requiring 


support from learning disability services?  


• How can the learning disability, voluntary and community sector engage with New Migrants to 


promote well-being and improve their life chances? 


 
The term ‘New Migrants’ is defined as individuals who do not currently hold British Citizenship but who 
have come to reside either permanently or temporarily in England since 1997. This includes asylum seekers 
or refugees, seasonal workers, or travellers, from any ethnic group both from within and outside of the 
European Union. 
 
It is estimated that this research will benefit around 2,000 voluntary/third sector organisations delivering 
learning disability services and about 70,000 people in the recently arrived migrant communities who have 
or support someone with a learning disability. 
 
 
This significant grant presents an important opportunity not only to establish the facts of how many people 
with learning disabilities there are in recently arrived migrant communities but also to find out how best to 
help them.   
 
Contact details: 
 
For more information on the methodology and detailed academic research plans contact Professor David 
Sallah, Dean of the Leicestershire Partnership Trust Academy and Emeritus Professor, Centre for Health & 
Social Care Improvement at the University of Wolverhampton tel. 0116 255 3673 or Dr Olga Kozlowska 
(researcher) at Centre for Health and Social Care Improvement, School of Health and Wellbeing, 
University of Wolverhampton. Deanery Row, off Molineux Street, Wolverhampton WV1 1DT. email: 
o.kozlowska@wlv.ac.uk, tel. 01902 32 1742, mobile: 07817588300.  
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Letter to Participants 


 


Dear [name] 


 


Who are we?  


We are researchers from the University of Wolverhampton working 


with the Association for Real Change. We talk to people with a 


similar experience of caring for a person with a learning disability. 


We would like to invite you to participate in a discussion group and 


share your experience. 


 


Why did you receive this letter?  


We found you thanks to people who also take care of people with 


learning disabilities.  


 


Participant Information Sheet 
We have attached Participant Information Sheet with more details 


about what we want you to do for us and why. Please read it 


carefully.  


 


What will happen next?  
We will call you to ask if you wish to take part. We will tell you on 


the phone what day and what time we will have a meeting. We 


will also tell you where the meeting will take place.  


 


 


 
 







Focus	  group	  with	  family	  carers,	  31.10.2012,	  Version	  2	  	   	  
	  


Page	  2	  


Who do you contact if you want to know more about this 


discussion group?   
 


You can contact:  


 


Dr Olga Kozlowska 
 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   
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Consent form 


 
Project:     Here to Stay: people with learning 


disabilities from new migrant communities 
 


                                                                                           PLEASE TICK 


1. I understand information in the Participant Information Sheet.  YES □ NO □ 
2. I asked the questions I wanted to ask.     YES □NO □ 
3. I understand that I don’t have to answer the questions.   YES □NO □  
4. I understand that I can leave the meeting at any time.   YES □NO □ 


5. I agree to participate in a discussion group.    YES □NO □ 
6. I agree for the information I give to be used in the study.  YES □NO □         


7. I agree for our conversation to be recorded. The only people  YES □NO□ 
who will listen to the tape are Dr Olga Kozlowska and    
Professor David Sallah                   


8. I would like to receive a summary of the study findings.   YES □NO □ 
 
If you would like to receive a summary of the study findings,  
please write your email or postal address below: 
 


 
 
 


………………………..  ………………………..  ……………………….. 
Your name    Date      Signature 
 
      
………………………..  ………………………..  ……………………….. 
Researcher   Date      Signature 
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Focus group guide with the family carers  


 
I. Understanding of a learning disability 
First, we would like to talk to you about what a learning disability is.  
 
1. Do you agree with our definition of a learning disability?  
[Presenting the definition of the learning disability used in the study (definition 
used by the Valuing People accepted by the Department of Health)] 
 If you do not agree with our definition, please tell us why.  
   
II. Access to services  
Now we would like to talk about services that the person you care for receives. 
By services we mean any support that comes from people who are not family 
members or friends. These are services that are for people who have a learning 
disability.  
 
2. Is it easy to find support needed?  


Please tell us is it easy to find services provided by the public sector, private 
sector and voluntary sector.  


 
3. Is it easy to use services?  


[prompt: accommodation, help at home, support at school, help to get a job, 
health checks, day services, transport, financial support)]  


 
4. Overall, is this support enough?  
 
III. Quality of care 
5. Are you happy with services that your relative receives?  
 What do you like about it? 
 Is there anything that you do not like about it? How could it be improved? 
 
IV. Advocacy 
6. What happens when you are not happy with the services?  


Do you find it easy to tell staff if you are not happy with the services?  
 
7. Do you feel that your concerns are listened to?  
 Do things change after you communicate your concerns? 
 
V. Closing questions 
8. Do you have any other comments you would like to say?  
 
9. Is there anything else that would help us to understand the situation of people 
with learning disability from your communities? 








People with learning disabilities 
from ethnic minority communities including new 


migrants  


                    


Survey for family carers 
for the 'Here to Stay' project


The ‘HERE TO STAY’ project addresses the need to increase our knowledge 
about people with learning disabilities from ethnic minority and new migrant 
communities, living in England. We believe that better information about them 
and their needs will result in a better service delivery.


If you are a family carer of a person with a learning disability , and the person 
is from an ethnic minority * or a new migrant community **, we would like to 
ask you to complete this survey. A family carer is a person who is not paid to 
have a personal, continuous relationship with a person with a learning 
disability.


The survey will take about 20 minutes to complete. 
No personal data will be collected unless you wish to stay in contact with us. 
Our study has ethical approval. 
If you are a volunteer, a support worker or a professional, please click <here> 
to complete another survey.


*By ethnic minority communities we mean groups other than White British.
**By new migrants we mean people who are not British citizens but resident permanently or temporarily in
England; this includes asylum seekers, refugees, seasonal workers and travellers, from all ethnic groups from
within and outside of the European Union.


If you prefer to have the questionnaire printed or translated into another language, please 
contact Ms Bridget Fisher: heretostay@arcuk.org.uk or 01246 555 043.







                                  What do we mean by a learning disability? 


A learning disability includes the presence of:
• • • • a significantly reduced ability to understand new or complex information, to 
learn new skills (impaired intelligence), with;
• • • • a reduced ability to cope independently (impaired social functioning) ;;;;
• • • • which started before adulthood, with a lasting effect on development. 
(Valuing People Now, Department of Health, 2001)


A learning disability is caused by the way the brain develops. There are many 
different types and most develop before a baby is born, during birth or 
because of a serious illness in early childhood. 


People with a learning disability find it harder than others to learn, understand 
and communicate. 


A learning disability is not  mental illness or dyslexia.


If you would like to watch a clip about lives of four people with learning 
disabilities, please click here







     ABOUT YOU


How old are you?


What is your sex?


nmlkj female


nmlkj male


What is your nationality?


What country were you born in?


If you were not born in England, when did you come to live in England?


What language or dialect do you prefer to communicate in?


Do you need someone to help you to communicate in English?


gfedc yes


gfedc no


What is your religion?


gfedc Christianity


gfedc Buddhism


gfedc Hinduism


gfedc Judaism


gfedc Islam


gfedc Sikhism


gfedc Shinto


gfedc Bahai


gfedc Taoism


gfedc No religion
Any other religion, please write in:







                   Please state your ethnicity background:


A. White


nmlkj British


nmlkj Irish
Any other White background, please write in


B. Mixed


nmlkj White and Black Caribbean


nmlkj White and Black African


nmlkj White and Asian
Any other Mixed background, please write in


C. Asian or Asian British


nmlkj Indian


nmlkj Pakistani


nmlkj Bangladeshi
Any other Asian background, please write in 


D. Black or Black British


nmlkj Caribbean


nmlkj African
Any other Black background, please write in


E. Chinese or other ethnic group


nmlkj Chinese
Any other ethnic group, please write in







ABOUT THE PERSON WITH A LEARNING DISABILITY THAT YOU CARE FOR


Is it your:


gfedc child


gfedc sibling


gfedc parent


gfedc grandparent


gfedc other member of your family


gfedc friend


gfedc neighbour
If you care for anybody else, please write in: 


Are you this person's main carer? Is it you who is mostly responsible 
for care of this person?


gfedc yes


gfedc no


For how long have you been caring for this person?


How old is this person?


What is this person's sex?


gfedc female


gfedc male







What is this person's nationality?


What country was this person born in?


If this person was not born in England, when did she or he come to live 
in England?


How does this person communicate?


gfedc speech


gfedc sign language


gfedc pictures/photgraphs/symbols
If a person communicates in a different way, please write in: 


What language or dialect does this person prefer to communicate in?


Does this person need someone to help to communicate in English?


gfedc yes


gfedc no


What is this person's religion?


gfedc Christianity


gfedc Buddhism


gfedc Hinduism


gfedc Judaism


gfedc Islam


gfedc Sikhism


gfedc Shinto


gfedc Bahai


gfedc Taoism


gfedc No religion
Any other religion, please write in:







                  Please state this person's ethnicity background:


A. White


nmlkj British


nmlkj Irish
Any other White background, please write in


B. Mixed


nmlkj White and Black Caribbean


nmlkj White and Black African


nmlkj White and Asian
Any other Mixed background, please write in


C. Asian or Asian British


nmlkj Indian


nmlkj Pakistani


nmlkj Bangladeshi
Any other Asian background, please write in 


D. Black or Black British


nmlkj Caribbean


nmlkj African
Any other Black background, please write in


E. Chinese or other ethnic group


nmlkj Chinese
Any other ethnic group, please write in







ABOUT A LEARNING DISABILITY


We would like to know more about your understanding of a learning disability. 
Please read once again our definition of a learning disability.


A learning disability includes the presence of:
• • • • a significantly reduced ability to understand new or complex information, to learn 
new skills (impaired intelligence), with;
• • • • a reduced ability to cope independently (impaired social functioning) ;;;;
• • • • which started before adulthood, with a lasting effect on development. 
(Valuing People Now, Department of Health, 2001)


Do you understand a learning disability as we have described it?


nmlkj yes


nmlkj no


If you understand a learning disability in a different way, please tell us about 
it:







How did you find out that the person you care for has a learning 
disability?


How did you feel about the way you found out?







Is the person you care for able to cope independently or does she or he 
needs someone's help?


gfedc yes


gfedc no


If the person you care for needs help, what does she or he need support 
with?


Who is providing this support?


Is this support enough?







ACCESS TO SERVICES


We would like to ask you about the services used by the person you care for.


By services we mean any paid support that the person receives 
because of having a learning disability. 


Is it easy to find the services needed?


nmlkj always


nmlkj very often


nmlkj sometimes


nmlkj rarely


nmlkj never


Please tell us more about it:


Is it easy to use the services?


gfedc yes


gfedc no


Please tell us more about it:







Does the person you care for receive enough support from the 
services?


nmlkj yes


nmlkj no


Please tell us more about it:


Are you satisfied with the services that the person you care for 
receives?


gfedc yes


gfedc no


Please tell us more about what do you like and what you do not like 
about the services: 







Do you have any other comments you would like to make? 







If you feel upset after sharing your experiences with us please contact 
Ms Bridget Fisher for advice and guidance.


You can send an email to heretostay@arcuk.org.uk or ring 01246 555 043. 







Following this survey, we will be developing national guidelines how to make the
learning disability services more visible and accessible to people with learning
disabilities from ethnic minority communities and new migrants. We will invite
carers to participate in a consultation process. It will involve considering other
experts' opinions and commenting on them with an opportunity to change your own
opinion. This consultancy will give a chance of achieving a consensus. There will be
no need to meet as we will contact you through electronic or mail post. We also
guarantee anonymity in the process with an opportunity to be acknowledged in the
end.


If you consider participating please leave your contact details below or contact Olga 
Kozlowska by writing to o.kozlowska@wlv.ac.uk or calling Olga on 01902 32 1742. 


Your name


Your E-mail address


Your telephone number







If you would like us to send you a summary of our findings, please provide your full 
contact details below.


Your name


Your mailing address:


Your E-mail address: 







Thank you for sharing 
your knowledge and experience


with us








Interview	  with	  people	  with	  a	  learning	  disability,	  31.10.2012,	  Version	  2	  Page	  1	  
	  


Participant Information Sheet	  
 


Project: Here to Stay: people with learning disabilities from new 


migrant communities 


 


What is our study about?  


 


Researchers from the University of Wolverhampton working with 


the Association for Real Change are trying to learn more about 


people with learning disabilities from ethnic minority communities, 


particularly new migrants.  


 


For example we would like to know: 


1. What services do people use at times of need? 


2. Are people who use these services satisfied?  


3. If not satisfied, what else should be done to improve 


services.  


 


Why is our study important? 


 


This study will help to make learning disability services more 


visible and appropriate to people from ethnic minority communities, 


particularly new migrants.  


 


Why do we want to ask you questions? 


 


We want to know about your experiences of learning disability 


services. We also want to know what else should be done to 


improve services if you are not satisfied with it.  
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How should you answer the questions?  


 


Tell us what you think. It is not a test and there are no good or bad 


answers. You may find some of the questions sensitive but you do 


not have to answer them. 


 


Why do we want to record our conversation? 


 


We are recording our conversation to make sure that nothing that 


you say is missed.  


 


How long is this conversation going to take?  


 


Time you will commit to us is about 60 minutes.  


 


What are we going to do with what you tell us? 
 


We will write down our conversation. You can have a copy if you 


wish.  


 


 


We will then consider what you say with what other people tell us.   


 


 


We will write a report based on this. Your name will not be 


mentioned.  
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Everything you say/report is confidential unless you tell us 


something that indicates that you or someone else is at risk of 


harm. We would discuss this with you before telling anyone else.  


 


Any criticism of services will have no effect upon the services 


received.  


 


If you would like to discuss anything or have any concern about 


any aspect of this study, please contact Dr Olga Kozlowska, a 


researcher to the project. 


 
Olga Kozlowska 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   


 


If you would like to complain about any aspects of this project, 


please contact:  


 
Professor Linda Lang 


Dean, School of Health and Wellbeing  


MH024, Mary Seacole Building 


University of Wolverhampton 


Tel. 01902 51 8624 


E-mail: L.Lang@wlv.ac.uk  
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Participant Information Sheet	  
 


Project: Here to Stay: people with learning disabilities from new 


migrant communities 


 


What is our study about?  


 


Researchers from the University of Wolverhampton working with 


the Association for Real Change are trying to learn more about 


people with learning disabilities from ethnic minority communities, 


particularly new migrants.  


 


For example we would like to know: 


1. What services do people use at times of need? 


2. Are people who use these services satisfied?  


3. If not satisfied, what else should be done to improve 


services.  


 


Why is our study important? 


 


This study will help to make learning disability services more 


visible and appropriate to people from ethnic minority communities, 


particularly new migrants.  


 


Why do we want to ask you questions? 


 


We want to know about your experiences of caring for people with 


a learning disability. We also want to know what else should be 


done to improve services if you are not satisfied with it.  
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How should you answer the questions?  


 


Tell us what you think. It is not a test and there are no good or bad 


answers. You may find some of the questions sensitive but you do 


not have to answer them. 


 


Why do we want to record our conversation? 


 


We are recording our conversation to make sure that nothing that 


you say is missed.  


 


How long is this conversation going to take?  


 


Time you will commit to us – about 60 minutes.  


 


What are we going to do with what you tell us? 
 


We will write down our conversation. You can have a copy if you 


wish.  


 


We will then consider what you say with what other people tell us.  


 


 We will write a report based on this. Your name will not be 


mentioned.  


 


Everything you say/report is confidential unless you tell us 


something that indicates that you or someone else is at risk of 


harm. We would discuss this with you before telling anyone else.  
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Any criticism of services will have no effect upon the services 


provided to the person you care for.  


 


If you would like to discuss anything or have any concern about 


any aspect of this study, please contact Dr Olga Kozlowska, a 


researcher to the project. 


 
Olga Kozlowska 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   


 


If you would like to complain about any aspects of this project, 


please contact:  


 
Professor Linda Lang 


Dean, School of Health and Wellbeing  


MH024, Mary Seacole Building 


University of Wolverhampton 


Tel. 01902 51 8624 


E-mail: L.Lang@wlv.ac.uk  
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Letter to Participants	  
 


Dear [name] 


 


Who are we?  


We are researchers from the University of Wolverhampton working 


with the Association for Real Change. We talk to people with 


similar needs to yours about their lives. We would also like to talk 


to you.  


 


Why did you receive this letter?  
We found you thanks to people with the same needs as yours.  


 


Participant Information Sheet 
We have attached Participant Information Sheet with more details 


about what we want you to do for us and why. Please read it 


carefully.  


 


What will happen next?  
We will call you to ask if you wish to participate. We will agree on 


the phone what day and what time we will meet. We will also 


agree where the meeting will take place.  
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Who do you contact if you want to know more about this 


conversation?   
 


You can contact:  


 


Dr Olga Kozlowska 
 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


City Campus North 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   
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Letter to Participants	  
 


Dear [name] 


 


Who are we?  


We are researchers from the University of Wolverhampton working 


with the Association for Real Change. We talk to people with a 


similar experience of caring for a person with a learning disability. 


We would also like to talk to you.  


 


Why did you receive this letter?  
We found you thanks to people who also take care of people with 


learning disabilities.  


 


Participant Information Sheet 


We have attached Participant Information Sheet with more details 


about what we want you to do for us and why. Please read it 


carefully.  


 
What will happen next?  


We will call you to ask if you wish to participate. We will agree on 


the phone what day and what time we will meet. We will also 


agree where the meeting will take place.  
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Who do you contact if you want to know more about this 


conversation?   
 


You can contact:  


 


Dr Olga Kozlowska 
 


University of Wolverhampton 


School of Health and Wellbeing 


Centre for Health and Social Care Improvement 


ML Building, off Molineux Street, Deanery Row 


City Campus North 


Wolverhampton, WV1 1DT 


 


Tel. 01902 32 1742 


Mobile: 078 17 588 300 


Email: o.kozlowska@wlv.ac.uk   
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Consent form 
 


Project:   Here to Stay: people with learning disabilities  
                from new migrant communities 
 


       PLEASE TICK 


1. I understand information in the Participant Information Sheet. YES□NO□ 
 


 
      


 
 


 


2. I asked the questions I wanted to ask.               YES□NO□ 
 


       
 
 


    


3. I understand that I don’t have to answer the questions.           YES□NO□  
 


      
 


 
 


4. I understand that I can stop the interview at any time.             YES□NO□ 
 


     
 


 
5. I agree to talk to you.                                    YES□NO□ 
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6. I agree for the information I give to be used in the study.       YES□NO□ 
 


       
 
 
 


 


7. I agree for our meeting to be recorded. The only people    YES□NO□  
who will listen to the tape are Dr Olga Kozlowska and   
Professor David Sallah.                   


                                  
 


             


8. I would like to receive a transcript of the interview with me.  YES□ NO□ 
 


     
 
 
 


 


9. I would like to receive a summary of the study findings.        YES□ NO□ 
 
 
 
 
 
 


If you would like to receive a transcript of what you said or a summary of the 
study findings, please write your email or postal address below:   
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……………………….. ……………………….. ……………………….. 
Your name   Date     Signature 


 
……………………….. ……………………….. ……………………….. 
Name of your   Date    Signature 
consultee          
 
……………………….. ……………………….. ……………………….. 


         Researcher              Date     Signature             
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Consent form 


 
Project:  Here to Stay: people with learning  


         disabilities from new migrant communities 
                   
                     PLEASE TICK 


1. I understand information in the Participant Information Sheet.  YES □ NO □ 


2. I asked the questions I wanted to ask.     YES □ NO□ 


3. I understand that I don’t have to answer the questions.   YES □ NO □ 


4. I understand that I can stop the interview at any time.   YES □ NO □  


5. I agree to participate in the interview.     YES □ NO □ 


6. I agree for the information I give to be used in the study.  YES □ NO □           


7. I agree for our conversation to be recorded. The only people    YES □ NO□ 
who will listen to the tape are Dr Olga Kozlowska  
and Professor David Sallah.       


8. I would like to receive a transcript of the interview with me.  YES □  NO □  


9. I would like to receive a summary of the study findings.   YES □  NO □ 
If you would like to receive a transcript of what you said  
or a summary of the study findings, please write your email or postal address 
below:   


 
 
 


………………………..  ………………………..  ……………………….. 
Your name    Date      Signature 


      
 
………………………..  ………………………..  ……………………….. 
Researcher   Date      Signature 
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Interview schedule	  
- 


for interviewing people with learning disabilities 
 
IF A SUPPORT PERSON PRESENT 
What is your relationship to (name of the participant). Are you a... 


• parent  
• partner  
• other family member, please state…… 
• friend 
• paid support worker 
• independent advocate  
• other, please state…… 


 
PART I About you [card 1] 
Before we start, it would be helpful to know just a little more about you.  
1. How old are you?  
2. Code: male / female 
3. Code: name of village/town/city of residence 
4. What is your ethnicity? Are you… [card 2] 
5. How do you describe your nationality?  
    In what way are you …  
6. What is your country of birth? 
7. Is English your main language/dialect?  
 IF YES - q. 11 
 IF NOT - q. 8 
8. What is your main language/dialect? 
9. How well can you speak English? [card 3] 
10. Do you have a religion? If yes, what is your religion? [card 4] 
 
PART II. Understanding a learning disability condition 
1. Can you tell me a little bit about yourself?  
    [prompt] How would you describe yourself?  
2. Do you have … [card 5]  
3. Are you able to cope independently or do you need someone’s help?  
4. Looking at this card ...  do you need help when: [card 6] 
 
PART III. Support received and satisfaction with it [card 7] 
Now, I want us to talk about help you receive and people who help you 
Language  
ASK ONLY IF ANSWERED NO TO Q.7, Part I 
5. You said that English is not your main language.  
    Who helps you to communicate in English?  
 
Access to support  
Let’s think about things that you need help with (like dressing, bathing, 
cooking, washing, spending money, going out, ordering something in a café, 
going to a bank or post office, making an appointment, filling a form) 
6. Is there anybody who helps you apart from members of your family?  
 IF YES – q.7 
 IF NO – q.9 
7. Is your life better or worse since they have started helping you? [card 8] 
8. In what ways is it better/worse?  
 GO TO – q.12 
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9. Would you like someone else to help you?  
10. Why nobody else is helping you?  
 
People who help you  
11. Do you have a support worker or a care manager? [card 9] 
 IF YES – q.12 
 IF NO – q. 16 
12. Do you understand what the social worker/care manager says to you or 
do you need help with understanding what is said to you? [card 10] 
13. Does your social worker/care manager come to visit when you ask? 
14. Does your social worker/care manager listen to what you have to say? 
15. In what ways do you feel that the social worker/care manager 
listens/doesn’t listen to you?  
 
A place you live in [card 11] 
Next, we’re going to talk about where you live.  
16. Where do you live? Do you live in a flat, a house, a mobile house, a room 
in a residential home, or a hospital? [card 12] 
17. Do you like living here? [card 13] 
 IF YES – q. 19 
 IF NOT – q.18 
18. What don’t you like about it? 
19. Do you feel safe when you are at home at night?  
20. And do you feel safe in the area where you live?  
 
Your job [card 14] 
I am now going to ask you some questions about jobs and working. 
21. Do you have a job at the moment?  
 IF YES – q.25 
 IF NO – q. 22 
22. Would you like a job?  
 IF YES – q.23 
 IF NO – q.24 
23. Why don’t you have a job?  
 GO TO - q.26 
24. Why don’t you want a job?  
 GO TO - q.26 
25. Do you like your job? [card 15] Why yes/not?  
 
Your education and training  
School [card 16] 
26. Did you go to a school in England? 
 IF YES – q.27 
 IF NO – q.28 
27. Did you like it at school? [card 17]  
      Why yes/not?  
28. Why didn’t you go to a school in England? 
 
Training [card 18] 
29. Are you doing any courses or training at the moment? 
 IF YES – q.31 
 IF NO –q.30 
30. Would you like to do a course or training? 
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Your health [card 19] 
I am now going to ask you some questions about your health 
31. How is your health? Is it very good, quite good or not good? [card 20] 
32. Are you registered with a doctor? 
 IF YES – q.33 
 IF NO – q.36 
33. Do you get on well with your doctor? 
34. Do you have health checks? A health check, done annually, can pick up 
on health problems so people can get the right treatment.[card 21] 
35. Do you have a health action plan? [card 22] 
36. Why aren’t you registered with a doctor?  
37. Have you received health advice from a dietitian? [card23] 
38. Are you registered with a dentist? [card24] 
 IF YES – q.39 
 IF NOT – q.40 
39. Do you go to the dentist for checkups?  
 GO TO Q.41 
40. Why aren’t you registered with a dentist?  
41. Do you have your eye sight tested regularly? [card25] 
 IF YES – q.43 
 IF NOT – q.42 
42. Why not?  
43. Do you have your hearing tested regularly? [card26] 
 IF YES – q.44 
 IF NOT – q.45 
44. Why not?  
 
WOMEN ONLY  
45. Have you had a cervical smear test? [card27] 
46. Have you had your breasts checked for lumps by a doctor or nurse? 
[card28] 
 
47. All of us feel a bit unhappy or worried at times. Do you ever feel sad or 
worried? [card 29] 
48. Do you have someone you can ask for help if you are feeling down or 
sad? [card 30] 
 
Your time [card 31] 
Now thinking about what you do.  
49. Usually, what do you do and where do you go on each day of the week? 
[a weekly day schedule-please fill in with the interviewee] 
 
Ask accordingly to each activity:  
50. Do you like going to … ? [card 32]  
      Why yes/no? 
51. Are the staff there nice and polite to you?  
52. Is there anything else that you would like to do in the daytime?  
53. Is there anything else that you would like to do in the evenings?  
 
When you want to get somewhere [card 33] 
I want you to think now about when you want to get somewhere 
54. When you want to get somewhere, do you usually need someone to go 
with you? 
 IF YES – q.55 
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 IF NO – q.56 
55. Is there usually someone around who can help you when you want to go 
somewhere or do you usually have to wait until some other time?  
56. When you want to go somewhere can you usually get there?  
57. If you use public transport, do you ever get problems?  
58. Do you feel safe using public transport? 
 IF YES – q.60 
 IF NO – q.59 
59. In what ways do you feel unsafe?  
60. So, how easy is it for you to use public transport? [card 34] 
61. How helpful do you usually find the staff on public transport? [card 35] 
 
Caring for children [card 36] 
62. Do you have children?  
 IF YES – q.63 
 IF NO – q.70 
63. How many children do you have?  
64. Do you look after your children/child? 
 IF YES – q.65 
 IF NOT – q.69 
65. Does anyone help you to look after them/it?  
66. Who is it? 
67. How happy are you with help you receive? [card 37] 
68. Would you like (more) help looking after your child / children?  
69. Why don’t you look after your children/child?  
 
PART IV Improving access to the services and its appropriateness  
I want you to think about all support you receive.  
70. What is the best thing about help given to you by people who are not 
members of your family? 
71. Is there any bad thing?  
72. Is there anything that would make support you get better? 
73. Are there any services that you would like to use but you don’t?  
 IF YES – q.74 
 IF NO – q.75 
74. Why don’t you use them?  
75. Are there any new services that you would like there to be?  
 
Closing questions:  
76. Is there anything else that you would you like to add to what you said?   
77. Is there anything else that you would like us to talk about?  








	  
	   	   	   	   	   	  About	  you	  
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Card	  1	  







Card	  2	  ,	  q.1	  (part	  I)	  
What	  is	  your	  ethnicity?	  Are	  you…	  


White	  	  
•	  BriGsh	  
•	  Irish	  	  
•	  Other	  White	  …	  
	  
Mixed	  
•	  White	  and	  Black	  Caribbean	  	  
•	  White	  and	  Black	  African	  	  
•	  White	  and	  Asian	  
•	  Other	  Mixed	  …	  


Asian	  or	  Asian	  Bri1sh	  	  
•	  Indian	  	  
•	  Pakistani	  	  
•	  Bangladeshi	  
•	  Other	  Asian	  …	  
	  
Black	  or	  Black	  Bri1sh	  	  
•	  African	  	  
•	  Caribbean	  	  
•	  Other	  Black	  …	  
	  
Chinese	  
	  
Any	  other	  ethnic	  group…	  
	  







Card	  3,	  q.9	  (part	  I)	  
How	  well	  can	  you	  speak	  English?	  	  


•  Very	  well	  
	  
•  Quite	  well	  	  
	  
•  Not	  well	  
	  
•  Not	  at	  all	  







Card	  4,	  q.10	  (part	  I)	  
What	  is	  your	  religion?	  	  


•	  ChrisGanity	  
	  
•	  Buddhism	  
	  
•	  Hinduism	  	  
	  
•	  Judaism	  	  
	  
•	  Islam	  	  


•	  Sikhism	  	  
	  
•	  Shinto	  
	  
•	  Bahai	  
	  
•	  Taoism	  
	  
•	  Other	  religion…	  







	  
	  
Card	  5,	  q.2	  	  (part	  II)	  
Do	  you	  have	  …	  	  
	  


•	  Learning	  disability	  
	  
	  
•	  Learning	  difficulty	  	  
	  
	  
•	  Physical	  disability	  
	  
	  
•	  Difficulty	  seeing	  	  
	  
	  
•	  Difficulty	  hearing	  	  
	  
	  


•	  Difficulty	  speaking	  
	  
	  
•	  Mental	  health	  problem	  
	  	  
	  
•	  Epilepsy	  
	  
	  
•	  AuGsm	  	  







Card	  6,	  q.4	  (part	  II)	  
Do	  you	  need	  help	  to:	  
•	  Get	  dressed	  in	  the	  morning	  	  
	  
	  
•	  Have	  a	  shower	  or	  a	  bath	  
	  	  
	  
•	  Prepare	  something	  to	  eat	  
	  
	  
•	  Eat	  and	  drink	  
	  
•	  Wash	  your	  clothes	  	  


	  
•	  Spend	  your	  money	  	  
	  
•	  Go	  out	  (for	  example	  for	  	  	  	  	  	  	  a	  


walk)	  
	  
•	  Order	  something	  to	  eat	  or	  


drink	  
	  
•	  Go	  to	  a	  bank	  or	  post	  office	  	  
	  
•	  Make	  an	  appointment	  (for	  


example	  to	  see	  a	  doctor)	  	  
	  
•	  Fill	  in	  a	  form	  (for	  example	  


when	  applying	  for	  a	  job)	  	  
	  
	  







Card	  7	  (part	  III)	  
	   	   	  People	  who	  help	  you	  


•  .	  







Card	  8,	  q.7	  (part	  III)	  
Is	  your	  life	  becer	  or	  worse?	  	  
•  Much	  becer	  


•  A	  licle	  bit	  becer	  


•  Nothing	  changed	  


•  Worse	  	  







	  


Card	  9,	  q.12	  (part	  III)	  
Do	  you	  have	  a	  support	  worker	  or	  a	  
care	  manager?	  	  
	  







Card	  10,	  q.	  12	  (part	  III)	  	  
Do	  you	  need	  help	  with	  understanding	  
what	  is	  said	  to	  you?	  	  







Card	  11	  (part	  III)	  
	   	   	   	   	  A	  place	  you	  live	  in	  







Card	  12,	  q.	  16	  (part	  III)	  
Where	  do	  you	  live?	  


A	  flat	   A	  house	  


A	  residenGal	  home	   A	  hospital	  


A	  mobile	  home	  







Card	  13,	  q.17	  (part	  III)	  
Do	  you	  like	  living	  here?	  	  
	  
•  I	  like	  living	  here	  


•  SomeGmes	  I	  do	  and	  	  
	  someGmes	  I	  don’t	  like	  living	  here	  


	  


•  I	  don’t	  like	  living	  here	  







Card	  14	  (part	  III)	  
	   	   	   	   	   	   	  Your	  job	  







Card	  15,	  q.25	  (part	  III)	  
Do	  you	  like	  your	  job?	  	  
	  
•  I	  like	  my	  job	  


•  SomeGmes	  I	  do	  and	  	  
	  someGmes	  I	  don’t	  like	  my	  job	  


	  


•  I	  don’t	  like	  my	  job	  







Card	  16	  (part	  III)	  
	   	   	   	   	   	   	  School	  







Card	  17,	  q.27	  (part	  III)	  
Did	  you	  like	  your	  school?	  
	  
•  I	  liked	  my	  school	  


•  SomeGmes	  I	  did	  and	  	  
	  someGmes	  I	  didn’t	  like	  my	  school	  


	  


•  I	  didn’t	  like	  my	  school	  







Card	  18	  (part	  III)	  
	   	   	   	   	   	   	  Training	  







Card	  19	  (part	  III)	  
	   	   	   	   	   	  Your	  health	  







Card	  20,	  q.31	  (part	  III)	  
How	  is	  your	  health?	  
	  •  very	  good	  
	  
•  quite	  good	  
	  
•  quite	  poor	  	  
	  
•  very	  poor	  	  







Do	  you	  have	  health	  checks?	  	  
Card	  21,	  q.	  34(part	  III)	  
	  







Do	  you	  have	  a	  health	  acGon	  plan?	  	  
	  


Card	  22,	  q.35	  (part	  III)	  
	  







Have	  you	  received	  health	  advice	  from	  
a	  dieGGan?	  	  


Card	  23,	  q.37	  (part	  III)	  
	  







Are	  you	  registered	  with	  a	  denGst?	  	  
Card	  24,	  q.38	  (part	  III)	  
	  







Do	  you	  have	  your	  eye	  sight	  tested	  
regularly?	  	  


Card	  25,	  q.41	  (part	  III)	  
	  







Do	  you	  have	  your	  hearing	  tested	  
regularly?	  


Card	  26,	  q.	  43	  (part	  III)	  
	  







Have	  you	  had	  a	  cervical	  smear	  test?	  	  
Card	  27,	  	  q.	  45	  (part	  III)	  
	  







Have	  you	  had	  your	  breasts	  checked	  for	  
lumps	  by	  a	  doctor	  or	  nurse?	  	  


Card	  28,	  q.	  46	  (part	  III)	  
	  







Card	  29,	  q.47	  (part	  III)	  
Do	  you	  ever	  feel	  sad	  or	  worried?	  	  
•	  Ofen	  
•	  SomeGmes	  
•	  Never	  







	  
Card	  30,	  q.48(part	  III)	  
Do	  you	  have	  someone	  you	  can	  ask	  for	  help	  if	  
you	  are	  feeling	  a	  bit	  down	  or	  sad?	  	  
	  







Card	  31	  (part	  III)	  
	   	   	   	   	  Your	  free	  Gme	  







Card	  	  32,	  q.50	  (part	  III)	  
Do	  you	  like	  going	  there?	  
	  	  
•  I	  like	  it	  


•  SomeGmes	  I	  do	  and	  	  
	  someGmes	  I	  don’t	  like	  it	  


	  


•  I	  don’t	  like	  it	  







Card	  33	  (part	  III)	  
	  When	  you	  want	  to	  get	  somewhere	  	  
	   	   	   	   	  	  







	  
Card	  34,	  q.60	  (part	  III)	  
How	  easy	  is	  it	  for	  you	  to	  use	  public	  
transport?	  	  
	  •Very	  easy	  
	  
•Quite	  easy	  
	  
•Quite	  difficult	  	  
	  
•Very	  difficult	  







	  


Card	  35,	  q.61(part	  III)	  
How	  helpful	  do	  you	  usually	  find	  the	  
staff	  on	  public	  transport?	  	  
	  •	  Very	  helpful	  	  
	  
•	  Quite	  helpful	  
	  
•	  Quiet	  unhelpful	  
	  
•	  Very	  unhelpful	  







Card	  36	  (part	  III)	  
	   	   	   	   	  Your	  children	  







Card	  37,	  q.67	  (part	  III)	  
How	  happy	  are	  you	  with	  help	  	  
you	  receive?	  	  
	  • 	  Very	  happy	  	  
	  
• 	  Quite	  happy	  
	  
• 	  Quite	  unhappy	  	  
	  
• 	  Very	  unhappy	  
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Usually,	  what	  do	  you	  do	  and	  where	  do	  you	  go	  on	  each	  day	  of	  the	  week?	  	  


	   Monday	   Tuesday	   Wednesday	   Thursday	   Friday	   Saturday	   Sunday	  


M	  
	  
	  
	  
Morning	  


	   	   	   	   	   	   	  


	  
	  
	  
	  
	  
Afternoon	  


	   	   	   	   	   	   	  


	  
	  	  	  
	  


	  
	  


Evening	  
	  
Evening	  	  
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Interview schedule 
- 


for interviewing main family carers of people with learning disabilities 
 
Who are you to the person you care for?  


• parent 
• partner 
• sibling  
• other,  please state…… 


 
PART I About person you care for and about you 
a) About person you care for 
1. How old is …? 
2. Code: sex 
3. Where does … live? (name of the village/town/city)  
4. What type of accommodation does … live in? Is it: 
 • House 


• Flat 
• Mobile home  
• Room in residential home 
• Hospital 


5. About how long has … lived there? 
• Less than 5 years  
• Longer than 5 years  
• Longer than 10 years  
• All her/his life 


6. What is … ethnicity? Is s/he… [card 1] 
7. How would you describe … nationality?  
8. What is … country of birth? 
9. [If not born in the UK] When did … arrive in the UK?  
10.How does this person communicate? 
11. Is English … main language? 
 IF YES – q.14 
 IF NOT – q.12 
12. What is … main language/dialect? 
13. How well can … speak English?  
14. What is … religion? 
 
b) About you 
1. Code: sex 
2. What is your ethnicity? Are you … [card 2] 
3. How would you describe your nationality? 
4. What is your country of birth? 
5. [If not born in the UK] When did you arrive in the UK?  
6. Is English your first language? 
 IF YES – q.9 
 IF NOT – q.7 
7. What is your main language/dialect? 
8. How well can you speak English?  
9. What is your religion? 
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PART II. Understanding a learning disability condition and needs 
assessment 
1. Can you tell me a little bit about …?  
2. Do s/he has a difficulty or difficulties that s/he have had for a long time?  
IF YES What is it?  
[prompt:] 


• Learning disability 
• Learning difficulty 
• Physical disability 
• Difficulty seeing  
• Difficulty hearing  
• Difficulty speaking 
• Mental health problem  
• Epilepsy 
• Autism  
• Other 


3. How did you find out? [prompt:] Was it a doctor, a nurse, a teacher, a social 
worker? 
4. When was it? [how long after coming to the UK] 
5. How did you feel about the way you found out? 
6. Is s/he able to cope independently or does s/he need someone’s help?  
7. I want you to tell me for each thing whether s/he needs help with:  


• Getting dressed in the morning  
• Having a shower or a bath  
• Preparing something to eat 
• Eating and drinking 
• Washing clothes  
• Spending money  
• Going out (for example for a walk) 
• Ordering something to eat or drink 
• Going to a bank or Post Office  
• Making an appointment (for example to see a doctor)  
• Filling in a form (for example when applying for a job)  


 
PART III. Support received  
Language 
8. Does … need help when communicating in English?  


IF YES – go to q.9 
IF NO – go to q.11 


9. Who is helping …? 
10. Is this help satisfactory?  
11. Do you need help when communicating in English? 


IF YES – go to q.12 
IF NO – go to q.14 


12. Who is helping you?  
13. Are you satisfied with this help?  
 
Access to support  
In England, people with difficulties similar to those that … has, may receive 
support to cope better in their everyday lives. I would like us to talk about 
support that s/he needs.  
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14. Has any support been offered?  
 IF YES – go to q. 15 
 IF NOT – go to q. 20 
15. Have you accepted this support? 


IF YES – go to q. 16 
IF NOT – go to q. 19 


16. What support has been offered?  
17. Is … life better or worse since then? 
18. In what ways is it better/worse?  


  GO TO q.21 
19. Why didn’t you accept support offered?  


  GO TO q.21 
20. How do you cope without support? [prompt:] 
 Is anybody else helping you?  
 Would you like help other than of your family?   
  
A support worker/a care manager 
21. Has … ever had a meeting to plan care?  
22. Does … have or had a support worker or a care manager?  
 IF YES – q.23 
 IF NOT – q. 29 
23. For how long has … had the social worker/care manager? / For how long 
…had the social worker/care manager? [prompt]  


•Only a few weeks  
•A few months  
•Up to a year  
•More than a year 


24. How often does s/he see the social worker/care manager? / How often did 
s/he see the social worker/care manager? [prompt] 


• every week  
• a few times a month  
• once a month  
• every couple of months 


25. Does … and you understand  what the social worker/care manager says 
or do you need help with understanding what is said to you? / Does … and 
you understood what the social worker/care manager was saying or did you 
need help with understanding what was said to you?  
26. Does the social worker/care manager come to visit when … or you ask? / 
Did the social worker/care manager come to visit when … or you asked? 
27. Does the social worker/care manager listen to what … or you have to 
say? / Did the social worker/care manager listen to what … or you had to say? 
28. In what ways do you feel that the social worker/care manager 
listens/doesn’t listen to you? In what ways did you feel that the social 
worker/care manager listened/didn’t listen to you? 
 GO TO q.30 
29. Why … does not have a support worker/a care manager anymore?  
 
Where … live 
30. Where and with whom does … live?  
31. Is it a good place to live? Why? 
32. Has there ever been any help needed to find a place to live for …? 
 IF YES – q. 33 
 IF NOT – q.35 
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33. Who found the place for … to live? [prompt] 
• Paid help/professional support person/staff in residential home  
• Friends/family  
• Social Services  
• Housing department/Local Housing Authority 
• Citizens Advice Bureau/Local Advice agency 
• Landlord  
• Other(specify) 


34. Was this help satisfactory?  
 
Money 
I am now going to ask you some questions about money. 
35. Does … receive any benefits?  
 IF YES – q.36  
 IF NOT – q.38 
36. And what benefits does s/he you receive? [prompt] 


• Disability Living Allowance  
• Severe Disability Allowance  
• Income Support  
• Incapacity Benefit 
• Housing Benefit 
• Other 


37. Does s/he have a Personal Budget?  
38. Do you receive a benefit for carers? [prompt] 
 • Earnings replacement benefit (for example carer’s allowance)  
 • Income support  
 • Carers Personal Budget  
EMPLOYMENT 
Job 
I am now going to ask you some questions about … employment. 
39. Does … have a job at the moment?  
 IF YES – q.43 
 IF NOT – q. 40 
40. Would s/he like to have a job?  
 IF YES – q.41 
 IF NOT – q.42 
41. Why doesn’t s/he have a job?  
 GO TO - q.46 
42. Why doesn’t s/he want a job?  
 GO TO - q.46 
43. Is the job good for …?  
44. Did s/he choose the job?  
45. Is s/he paid to do this job?  
 
I am now going to ask you some questions about looking for a job 
46. Has s/he been offered any training to help to take up a job? 
47. Did s/he (does s/he) get any help when looking for a job?  
 IF YES – q.48 
 IF NOT – q.50 
48. Who from? [prompt] 


• Parent  
• Partner  
• Other relative  
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• Friend  
• Paid support person / carer / staff at residential home  
• Social Services  
• Job Centre  
• Other (STATE) 


49. Was this help satisfactory?  
EDUC 
 
Education and training  
I would like us to talk now about … education of 
School 
50. Did … go to a school in England? 
 IF YES – q.51 
 IF NOT – q.54 
51. Did … go to an ordinary school or a special school? 
 IF ORDINARY SCHOOL – q.52 
 IF SPECIAL SCHOOL – q.53 
52. Did … go to a special needs unit at your school, or was s/he in the main 
school? 
 GO TO q. 53 
53. How was school for her/him? 
 GO TO q. 55 
54. Why didn’t … go to a school in England? 
 
Training  
55. Is … doing any courses or training at the moment?  
 IF YES – q.56 
 IF NOT – q.57 
56. Is this at college, at work, at a day centre or somewhere else?  
 GO TO – q.58 
57. Would it be good for … to do a course or training? 
 
Health  
I am now going to ask you some questions about … health  
58. How is …. health?  
59. Is … registered with a doctor? 
 IF YES – q.60 
 IF NOT – q.64 
60. Does … get on well with the doctor? 
61. Does … have health checks? A health check, done annually, can pick up 
on health problems so people can get the right treatment. 
62. Does s/he have a health action plan?  
63. Why isn’t … registered with a doctor?  
64. Has s/he received health advice from a dietitian?  
65. Is s/he registered with a dentist?  
 IF YES – q.66 
 IF NOT – q.67 
66. Does s/he go to the dentist for checkups?  
 GO TO Q.68 
67. Why isn’t … registered with a dentist?  
68. Does s/he have her/his eye sight tested regularly?  
 IF YES – q.70 
 IF NOT – q.69 







Interview	  with	  family	  carers,	  1.06.2012,	  Version1	   Page	  6	  
	  


69. Why not?  
70. Does … have her/his hearing tested regularly? 
 IF YES – q.72 
 IF NOT – q.71 
71. Why not?  
72. Does … ever feel sad or worried? 
 
WOMEN ONLY  
73. Has she had a cervical smear test?  
74. Has she had her breasts checked for lumps by a doctor or nurse?  
 
Day opportunities 
Now thinking about what s/he does during daytime.  
75. Usually, what does s/he do and where does s/he go on each day of the 
week? [a weekly day schedule-please fill in] 
 
Ask accordingly for each activity:  
76. Does …  like going there?  
77. Are the staff nice and polite there?  
 
78. What else, if anything, would be good for … to do?  
 
Travelling 
I want you to think now about when … want to get somewhere 
79. When … wants to go somewhere, does s/he usually need someone to go 
with her/him? 
 IF YES – q.80 
 IF NOT – q.81 
80. Is there usually someone around who can help her/him when you want to 
go somewhere or does s/he usually have to wait until some other time?  
 GO TO q.82 
81. When … want to go somewhere can s/he usually get there?  
82. If … uses public transport, does s/he ever get problems?  
83. Is it safe for … to use public transport? 
 IF YES – q.85 
 IF NOT – q.84 
84. In what ways it is unsafe?  
85. So, how easy is it for … to use public transport?  
86. How helpful is the staff on public transport?  
87. Has … had training in using public transport?  
 IF YES – q.89 
 IF NOT – q.88 
88. Would it be good for … to have training? 
 
Caring for children 
 
89. Does s/he have children?  
 IF YES – q.90 
 IF NOT – q.97 
90. How many?  
91. Does s/he look after the children/ child? 
 IF YES – q.92 
 IF NOT – q.96 
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92. Does anyone help her/him to look after them/it?  
 IF YES – q.93 
 IF NOT – q.95 
93. Who is it? 
94. Is this help suitable?  
95. Is there more help needed to look after the child / children?  
 GO TO Q. 97 
96. Why isn’t s/he looking after her/his children?  
 
Interaction with other people 
97. How is … life in the community? 
98. Have people been rude or nasty to … because of learning disability?  
 IF YES – q.99 
 IF NOT – q.100 
99. Who was rude or nasty to …? [prompt] 


• Paid support worker/carer/staff at residential home 
• Someone they live with (not support worker) 
• Someone at day centre (not support worker)  
• Someone they work with 
• Someone at school  
• A stranger/someone they did not know  
• Other, please specify 


 
Having your say  
100. Is there a person or a group who helps you to speak up about the 
services need for … and for you as a carer? This is called self-advocacy.  
 
PART IV Improving access to the services and its appropriateness  
101. Thinking about the needs … has, are all of them satisfied?  
 IF YES – q.103 
 IF NO – q. 102 
102. What are the needs and why are they not satisfied?  
103. What is the best thing about support that … receives?  
104. Is there any bad thing about this support?  
105. Is there anything that would make this support get better? 
 
PART V ASSESSING CARER’S NEEDS  
1. What does your life as a carer look like? 
2. In what way has caring for … affected your life?  
 2a. your employment  
 2b. your health 
 2c. your relationships with others 
 2d. your wellbeing (e.g. time for yourself) 
3. Do you get enough support in caring for… 
 IF NOT What other support would help you?  
 
Closing questions:  
 
Is there anything else that you would you like to add to what you said?   
Is there anything else that you would like to talk to me about that would help 
us to understand the situation of people with needs similar to those of … and 
their carers?  
 








	  	  
Card	  1	  ,	  q.6	  (part	  Ia)	  
What	  is	  …	  ethnicity?	  Is	  s/he…	  


White	  	  
•	  Bri=sh	  
•	  Irish	  	  
•	  Other	  White	  …	  
	  
Mixed	  
•	  White	  and	  Black	  Caribbean	  	  
•	  White	  and	  Black	  African	  	  
•	  White	  and	  Asian	  
•	  Other	  Mixed	  …	  


Asian	  or	  Asian	  Bri1sh	  	  
•	  Indian	  	  
•	  Pakistani	  	  
•	  Bangladeshi	  
•	  Other	  Asian	  …	  
	  
Black	  or	  Black	  Bri1sh	  	  
•	  African	  	  
•	  Caribbean	  	  
•	  Other	  Black	  …	  
	  
Chinese	  
	  
Any	  other	  ethnic	  group…	  
	  Interview	  with	  family	  carers,	  1.06.2012,	  Version1	  







Card	  2	  ,	  q.	  2	  (Part	  Ib)	  
What	  is	  your	  ethnicity?	  Are	  you…	  


White	  	  
•	  Bri=sh	  
•	  Irish	  	  
•	  Other	  White	  …	  
	  
Mixed	  
•	  White	  and	  Black	  Caribbean	  	  
•	  White	  and	  Black	  African	  	  
•	  White	  and	  Asian	  
•	  Other	  Mixed	  …	  


Asian	  or	  Asian	  Bri1sh	  	  
•	  Indian	  	  
•	  Pakistani	  	  
•	  Bangladeshi	  
•	  Other	  Asian	  …	  
	  
Black	  or	  Black	  Bri1sh	  	  
•	  African	  	  
•	  Caribbean	  	  
•	  Other	  Black	  …	  
	  
Chinese	  
	  
Any	  other	  ethnic	  group…	  
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Usually,	  what	  does	  the	  person	  you	  care	  for	  do	  and	  where	  does	  she	  or	  he	  go	  on	  each	  day	  of	  the	  week?	  	  


	   Monday	   Tuesday	   Wednesday	   Thursday	   Friday	   Saturday	   Sunday	  


M	  
	  
	  
	  
Morning	  


	   	   	   	   	   	   	  


	  
	  
	  
	  
	  
Afternoon	  


	   	   	   	   	   	   	  


	  
	  	  	  
	  


	  
	  


Evening	  
	  
Evening	  	  
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Request	  to	  the	  service	  providers	  


	  
Here	  to	  Stay:	  people	  with	  learning	  disabilities	  from	  new	  migrant	  communities	  


	  
There	  is	  a	  need	  to	  increase	  our	  knowledge	  of	  the	  numbers	  and	  needs	  of	  people	  
with	   learning	   disabilities	   from	   ethnic	   minority	   communities,	   particularly	   new	  
migrants,	   in	   England.	   	   The	   ‘Here	   to	   Stay’	   project,	   which	   is	   funded	   by	   The	   Big	  
Lottery,	   aims	   to	   increase	   this	   knowledge	   base.	   Under	   this	   funding	   stream,	  
researchers	  from	  the	  University	  of	  Wolverhampton	  are	  working	  to	  find	  out	  more	  
about	  the	  extent	  of	  help	  that	  is	  needed	  to	  support	  people	  with	  learning	  disability,	  
effectively.	  Our	   focus	   is	   to	   interview	  people	  with	   learning	  disabilities	  and	   their	  
carers.	  We	  are	  therefore	  asking	  practitioners	  who	  work	  directly	  with	  this	  patient	  
group	  to	  support	  us	  by	  acting	  on	  our	  behalf	  and	   inviting	  their	  clients	  and	  their	  
carers	  to	  participate	  in	  our	  study.	  
	  
Our	  Request	  
I	   am	   writing	   to	   ask	   for	   your	   permission	   and	   assistance	   in	   contacting	   and	  
involving	  people	  with	   learning	  disabilities	   from	  new	  migrant	  communities	  and	  
their	   carers	   into	  our	   study.	  To	  protect	   the	  prospective	  participants	  anonymity,	  
we	  would	   like	  you	  or	   your	  delegated	   staff	   to	   approach	   service	  users	   and	   their	  
carers	   on	   our	   behalf,	   provide	   them	   with	   information	   about	   the	   project	   and	  
recruit	   them	   into	   our	   study.	  We	   attach	   further	   information	   for	   distribution	   to	  
service	  users	  and	  their	  carers.	  
	  
What	  do	  we	  mean	  by	  New	  Migrants?	  
New	  migrants	  are	  defined	  as	  individuals	  who	  are	  not	  British	  citizens	  but	  resident	  
permanently	  or	  temporarily	   in	  England;	   this	   includes	  asylum	  seekers,	  refugees,	  
seasonal	  workers	  and	  travellers,	  from	  all	  ethnic	  groups	  from	  within	  and	  outside	  
of	  the	  European	  Union.	  	  	  
	  
What	  do	  we	  mean	  by	  Learning	  Disability?	  
Learning	  disability	  includes	  the	  presence	  of:	  
• a	  significantly	  reduced	  ability	  to	  understand	  new	  or	  complex	  information,	  to	  


learn	  new	  skills	  (impaired	  intelligence),	  with;	  
• a	  reduced	  ability	  to	  cope	  independently	  (impaired	  social	  functioning);	  
• which	   started	   before	   adulthood,	   with	   a	   lasting	   effect	   on	   development.	  


(Valuing	  People	  Now,	  Department	  of	  Health,	  2001)	  
 
In	  order	  for	  us	  to	  meet	  our	  objectives	  with	  our	  research	  commissioner	  we	  would	  
be	  delighted	  if	  you	  could	  support	  us.	   	  We	  will	  be	  in	  touch	  with	  you	  to	  discuss	  a	  
possibility	  of	  your	  support	  further.	  	  
	  
Yours	  sincerely	  
Professor	  David	  Sallah	  
Principal	  Investigator	  
	  
Please	  contact:	  	   	   E-‐mail:	  o.kozlowska@wlv.ac.uk	  	  
Dr	  Olga	  Kozlowska	   	   Tel.	  01902	  32	  1742	  
Researcher	   	   	   Mobile:	  07817588300	  
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APPENDIX 1. Research approvals  
 
Ethical approvals: 


- the Black Country NHS Research Ethics Committee (March 2011) for stage 
1 and stage 2 (phase 1 and 2) of the project 


- Social Care Research Ethics Committee (23 January 2013)  
- the School of Health and Wellbeing Research Ethics Committee at the 


University of Wolverhampton (June 2010) 
- the Wolverhampton Children and Young People Services – reviewed under 


the Wolverhampton Research Governance Framework (March 2011)  
 
Research approvals:  


- the Association of Directors of Adult Social Services (November 2011) 
- the Association of Directors of Children Services (September 2011)  


 
NHS research sites approvals (stage 1 and 2: phase 1 and 2):  


- Dudley	  PCT	  
- Sandwell	  PCT	  
- Walsall	  PCT	  
- Wolverhampton	  PCT	  
- the	  Black	  Country	  Partnership	  NHS	  Foundation	  Trust	  
- Dudley	  Group	  of	  Hospitals	  NHS	  Trust	  
- Sandwell	  and	  West	  Birmingham	  Hospitals	  NHS	  Trust	  
- Walsall	  Hospitals	  NHS	  Trust	  
- The	  Royal	  Wolverhampton	  Hospitals	  NHS	  Trust	  
- Bradford	  District	  Care	  NHS	  Foundation	  Trust	  	  


 
Research included into the following databases:  


- UKCRN Portfolio database (ID no.10818) 
- Research Register for Social Care (RRSC	  Id:	  115190) 


 
-‐	  ISRCTN	  Register	  (Register	  of	  controlled	  trials)	  	  
Title	  of	  trial:	  Here	  to	  Stay:	  People	  with	  Learning	  Disabilities	  from	  New	  Migrant	  
Communities	  (January	  2012,	  Trial	  Identifier:	  ISRCTN51708145)	  
	  
-‐	  UKCRN	  Portfolio	  database	  	  
Study	  ID:	  10818	  
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What to do when you need help
and have a learning disability? 


FREE
Advice for you and your family


Health checks


Refreshments


Lunch


And some fun with art!


Please come to our event if…


• your child or relative finds it hard to learn 
new life skills, like
-learning new things 
-looking after themselves
-communicating
-managing money
-reading
-writing


• you are a migrant or belong to an ethnic 
minority community 


• you don’t know where to look for help  


• you need advice 


• you would like to share your experiences 
with others


• you would like to tell us how to improve 
services


WHAT TO DO WHEN YOU 
NEED HELP AND HAVE A 
LEARNING DISABILITY? 


16 June 2015 (Tuesday)
10am-3pm


Forest Arts Centre 
Hawbush Road Leamore Walsall WS3 1AG


Free car park 


All are welcome


Interpreter will be available


All are welcome
Interpreter will be available


16 June 2015 (Tuesday)
10am-3pm 


Forest Arts Centre 
Hawbush Road Leamore Walsall WS3 1AG


FREE Car Park


What to do when you need help and have 
a learning disability?


Please come to our event if… 
- your child or relative finds it hard to learn 
 new life skills, like 
  - learning new things 
  - looking after themselves 
  - communicating 
  - managing money 
  - reading 
  - writing 
- you are a migrant or belong to an ethnic
 minority community 
- you don’t know where to look for help 
- you need advice 
- you would like to share your experiences 
 with others 
- you would like to tell us how to improve
 services 


FREE


Advice for you and your family


Health checks


Refreshments


Lunch


And some fun with art!
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- আ
পিন আ


মােদরেক
 বলেত


 চান ক
ীভ
ােব েসবা�েলার u


nিত
 ক
রা যায়


 
 


16
 জ
নু 2015 (ম�লবার) 


 
সক


াল 10টা েথেক
 - িবক


াল 3
টা 


 
ি�


 ক
ার পাকর্ 


 ি�
 


 
- আ


পনার o
 আ


পনার পিরবােরর জ
নয্ পরামশর্ (eয্াড


ভ
াiস) 


 
- sাsয্পরীk


া 
 


- হালক
া চা-নাsা 


 
- দপুুেরর খাবার (লা�


) 
 


- eবং ছিব আঁ
ক
া িনেয় িক


ছু মজ
া 


 
সবাiেক


 sাগত
ম


 
 


েদাভ
ািষর (in


ারিpটার) বয্বsা থাক
েব


 
 


Punjabi
ਜਦ� ਤੁਹਾਨੂੰ ਸਹਾਇਤਾ ਦੀ ਲੋੜ ਹਵੋੇ ਅਤੇ ਲਰਿਨੰਗ ਿਡਸੇਿਬਲਟੀ (ਿਸਿਖਆ


 ਅਸਮਰੱਥਾ) ਪੇਸ਼ ਆ
 ਰਹੀ 


ਹੋਵੇ ਤਾਂ ਕੀ ਕਰਨਾ ਚਾਹੀਦਾ ਹੈ?
 


 ਸਾਡੇ ਸਮਾਗਮ ਿਵਚ ਆ
ਉਣ ਦੀ ਿਕ੍ਰਪਾ ਕਰੋ... 


ਜੇ ਤੁਹਾਡੇ ਬੱਚੇ ਜਾਂ ਿਰਸ਼ਤੇਦਾਰ ਨੂੰ ਨਵ� ਜੀਵਨ ਹੁਨਰ ਿਸੱਖਣ ਿਵਚ ਕਠਨਾਈ ਆ
ਉਂਦੀ ਹੈ, ਿਜਵ� ਿਕ


 


-ਨਵੀਆ
ਂ ਚੀਜ਼ਾਂ ਿਸੱਖਣੀਆ


 ਂ


-ਆ
ਪਣੀ ਸਾਂਭ ਸੰਭਾਲ ਕਰਨੀ 


-ਬਾਤਚੀਤ ਕਰਨੀ 
-ਪੈਸੇ ਧੇਲੇ ਨੂੰ ਮੈਨੇਜ ਕਰਨਾ 
-ਪੜ੍ਹਨਾ 
ਿਲਖਣਾ 


-ਜੇ ਤੁਸ� ਪਰਵਾਸੀ ਹੋ ਜਾਂ ਿਕਸੇ ਘੱਟ ਿਗਣਤੀ ਜਾਤੀ ਕਿਮਊਨਟੀ ਦੇ ਮ�ਬਰ ਹ ੋ
-ਤਹਾਨੂੰ ਪਤਾ ਨਹ� ਿਕ ਮੱਦਦ ਲੈਣ ਵਾਸਤੇ ਿਕੱਥੇ ਜਾਣਾ ਹ ੈ  
-ਤੁਹਾਨੂੰ ਸਲਾਹ ਦੀ ਜ਼ਰਰੂਤ ਹ


 ੈ


-ਤੁਸ� ਆ
ਪਣੇ ਤਜ਼ਰਬੇ ਦੂਸਿਰਆ


ਂ ਨਾਲ ਸਾਂਝੇ ਕਰਨੇ ਚਾਹੁੰਦੇ ਹ
 ੋ


-ਤੁਸ� ਸਾਨੂੰ ਦੱਸਣਾ ਚਾਹੁੰਦੇ ਹੋ ਿਕ ਸੇਵਾਵਾਂ ਿਵਚ ਸੁਧਾਰ ਿਕਵ� ਕੀਤਾ ਜਾ ਸਕਦਾ ਹ
 ੈ


 
16 ਜੂਨ 2015 (ਮੰਗਲਵਾਰ) 


 
10ਵਜੇ ਸਵਰੇ - 3ਵਜੇ ਲੌਢੇ ਵਲੇ੍ਹੇ 


 
ਮੁਫ਼ਤ ਕਾਰ ਪਾਰਕ 


 ਮੁਫ਼ਤ
 -ਤੁਹਾਡੇ ਅਤੇ ਤੁਹਾਡੇ ਪ੍ਰਵਾਰ ਵਾਸਤ ੇਸਲਾਹ ਮਸ਼ਵਰਾ 
-ਸੇਹਤ ਜਾਂਚ


 


-ਜਲਪਾਨ
 


-ਦੁਪਿਹਰ ਦਾ ਭਜੋਨ
 


-ਅਤੇ ਕਲਾ ਰਾਹ� ਕੁੱਝ ਸ਼ੁਗਲ
 


 
ਸਭਨਾ ਨੂੰ ਜੀ ਆ


ਇਆ
 ਂ


 
ਇੰਟਰਪ੍ਰੇਟਰ ਮੌਜਦੂ ਹੋਣਗੇ


 


G
ujarati


�યારે તમને મદદની જ�ર હોય અ
ને તમે નવક�શ�ય ગ્રહણ અ


ક્ષમતા ધરાવો છો 
�યારે શ ુ ંકરવ ુ?ં 
 �પૃા કર�ને અ


મારા કાય��મમા ંઆ
વો જો... 


તમારું બાળક કે સગાસબંધંીને જી
વન સબંિંધત નવા ક�શ�યો શીખવામા ંમ�ુકેલી છે, 


�મ કે નવી ચીજવ��ઓુ
 શીખવી 


તેમની સારસભંાળ રાખવી 
સદંેશા�યવહાર
નાણાન ુ ં�યવ�થાપન


 


વાચંન
 


લેખન
 


તમે પરપ્રાતંીય છો કે જા
તીય લઘમુતી સમદુાય સાથે સબંિંધત છો 


ક્ય
ા ંમદદ મેળવવી તે તમે જા


ણતા નથી 
તમારે સલાહની જ�ર છે


 


તમે અ
�ય લોકો સાથે તમારા અ


નભુવો વહ�ચવા ��છશો 
તમે અ


મને સેવામા ંસધુારો કેવી રીતે કરવો તે જણાવવા ��છશો 
 


16 �ૂન, 2015 (મગંળવાર) 
 


સવાર� 10થી બપોરના 3 
 


કાર પાિકર્ંગ ફ્રી 
 �ન���ુક 


તમારા અ
ને તમારા �ુ�ુંબ માટ� સલાહ 


�વા��યની ચકાસણી 
અ
�પાહાર અ


ને જલપાન
 


લચં
 


અ
ને કળા સાથે થો�ું મનોરંજન


! 
 


તમામ લોકો આ
વકાય� છે


 
 


દુભાિષયા �પલ�ધ હશે


R
om


anian
Cetrebuiefacutcandavetinevoie de ajutorsiavetidificultati de invatare? 
 Varugam


saveniti la evenim
entulnostrudaca…


 
‐copiluldvssau o rudainvatagreunoideprinderi de viata, cum


 ar fi: 
           ‐invatarea de lucrurinoi 
           ‐saisipoartesingur/a de grija 
           ‐sacom


unice 
           ‐sacalculezebanii 
           ‐saciteasca 
           ‐sascrie 
‐dacasunteti m


igrant sauapartinetiuneicom
unitatietnicem


inoritare 
‐daca nu stitiundesagasitiajutor 
‐avetinevoie de sfat 
‐doritisavaim


partasitiexperientele cu altii 
‐doritisa ne spuneti cum


 sa ne  im
bunatatim


serviciile 
 


16 iunie (m
arti) 


 
10am


‐3pm
 


 
Parcareagratuita 


 GRATIS 
    ‐Sfaturipentrudvssifam


iliadvs 
    ‐Control m


edical 
    ‐Gustari 
    ‐Pranz 
    ‐Si cevadistractieprinarta! 
 


Toatalum
eaestebinevenita 


 
Va fi prezentsi un translator 


K
urdish


ک پێويستت به يارمه تی ئه بێت و ئه بێت خۆت فێربکه يت له سه ر 
چی ئه بێت بکه يت کاتێ


 پێداويستی تايبه ت؟
 تکايه بفه رموو بۆ ڕێکخستنه که مان ئه گه ر.... 
مناڵه که ت يان که سێکت که به لايه وه گرانه فێربون و شاره زايی بونی ئه م ژيانه 
نوێيه ، وه کو  


فێربونی شته نوێکان 
 


 ئاگاداربونی خۆيی
په يوه ن


ی کردن
 


 پاره خه رج کردن
خوێندنه وه


 


 نوسين
 په نابه رێکيت يان ئه ندامی که مينه يه کی نه ژاديی کۆمه ڵگايت
  


نازانيت ڕوو له کوێ
 


بکه يت بۆ داوای يارمه تی
 


 پێويستت به ئامۆژگاری هه يه
س بکه يت لای که سانی تر


حه زئه که يت به سه رهاته کانت با
 


حه ز ئه که يت پێمان 
ک تربين له خزمه تگوزاريه کانماندا


بڵێيت چۆن ئه توانين چالا
 


 
١٦


/حوزه يران/ 
٢٠١٥


      
(سێ شه ممه)


 


١٠
 


ی به يانی 
- 


٣ 
ی پاشنيوه ڕۆ


 
 


جێگای ڕاگرتنی ئوتۆمبيل به خۆڕايی
 


 به خۆڕايی 
 ئامۆژگاری بۆ خۆت وخێزانه که ت


 پشکنينی ته ندروستی      
سارده مه نی      


 


ژه مه خوانی نيوه ڕۆ
 


ش له ھونه ردا
 له گه ڵ ھه ندێ شتی خۆ


 


خۆشھاتن بۆ ھه موانه
 


 
وه رگێڕ ئاما ده ده بێت


 


Slovak
Čo robiť, keď potrebujete pom


oc a trpíte porucham
i učenia?  


 Príďte nás navštíviť, ak…
 


vaše dieťa alebo príbuzný m
á problém


 s nadobúdaním
 nových 


zručností, ako napríklad: 
       ‐ učiť sa nové veci  
       ‐ postarať sa o seba 
       ‐ kom


unikovať 
       ‐ kontrolovať svoje peniaze 
       ‐ čítať 
       ‐ písať 


ste m
igrant alebo patríte ku kom


unite etnickej m
enšiny 


neviete, kde hľadať pom
oc 


potrebujete pom
oc 


sa chcete podeliť o svoje skúsenosti s ostatným
i 


nám
 chcete pom


ôcť zdokonaliť naše služby 
 


16. júna 2015 (utorok) 
 


10.00 – 15.00 
 


Parkovanie zdarm
a 


 Zdarm
a: 


      ‐ poradenstvo pre vás a vašu rodinu 
      ‐ zdravotné prehliadky 
      ‐ občerstvenie 
      ‐ obed 
      ‐ a zábava s um


ením
! 


 
Všetci sú vítaní 


 
Tlm


očník vám
 bude k dispozícii 


Polish
Co robić, gdy potrzebujesz pom


ocy i m
asz niepełnospraw


ność intelektualną? 
 W
eź udział w


 naszym
 w
ydarzeniu, jeśli…


 
‐Tw


oje dziecko lub krew
ny m


a trudności z uczeniem
 się now


ych 
um


iejętności życiow
ych, tj.: 


‐z uczeniem
 się now


ych rzeczy  
‐z dbaniem


 o siebie 
‐z kom


unikacją 
‐z zarządzaniem


 pieniędzm
i 


‐z czytaniem
 


‐z pisaniem
 


‐jesteś im
igrantem


 lub należysz do m
niejszości etnicznej  


‐nie w
iesz, gdzie szukać pom


ocy   
‐potrzebujesz porady  
‐chciałbyś podzielić się sw


oim
i dośw


iadczeniam
i z innym


i 
-chciałbyś nam


 doradzić, jak m
ożem


y popraw
ić nasze usługi 


 
16 czerw


ca 2015 r. (w
torek) 


 
10:00‐15:00 


 
Darm


ow
y parking 


 ZA DARM
O 


‐porady dla Ciebie i Tw
ojej rodziny 


‐badania kontrolne 
‐poczęstunek 
‐lunch 
‐oraz zabaw


a ze sztuką! 
 


W
szyscy są m


ile w
idziani 


 
N
a m


iejscu dostępny będzie tłum
acz 


 


U
rdu


ے ؟
پ کو کيا کرنا چاہئ


ے معزوری لاحق ہو اور مدد درکار ہو تو آ
ے س


  اگر آپکو سيکھن
ےمنع


ہمار
ف لائيں اگر


ٹ پر تشري
قده ايون


 
ت نئی چيزي


ے يا کسی رشتہ دار کو زندگی کی ن
ے بچ


۔ آپک
س
ے ميں مشکل محسو


ں سيکھن
 


 ۔  نئی چيزيں سيکھنا
 ۔  خود اپنی ديکھ بھال کرنا


ے اپنی
ت سمجھنا يا اس


ے کی با
۔ کسی دوسر


 
ت سمجھانا


با
 


ب کرنا  
ب کتا


 ۔  پيسوں کا حسا
ے کو پڑھنا


ے ہوئ
 ۔ لکھ


 ۔  کچھ لکھنا
ے
ے ہ


پ کا تعلق اقليتی طبقہ س
ے ہيں يا آ


ے آئ
ت کر ک


ے ہجر
ک س


ے مل
پ کسی دوسر


 ۔ آ
ے
ے کہاں جانا چاہئ


 ۔ آپکو معلوم نہيں کہ مدد کيلئ
ے
ت ہ


ضرور
 ۔ آپکو مشوره کی 


ے ہيں
ک کرنا چاہت


ت ميں دوسروں کو شري
ے تجربا


پ اپن
 ۔ آ


ے بنائيں
ے ہيں کہ ہم اپنی سروسز کو بہتر کيس


پ ہميں بتانا چاہت
  ۔آ


 2015(بروز منگل)      
  


جون  
16 


 
 شام


  
ے 
بج


3
 


صبح ۔   
ے 
 10بج


 
ک
 فری کار پار


 
   


  
درج ذيل  بال


ت
کل مف


(5 
ے مشوره 


ے کنبہ کيلئ
پ اور آپک


 ۔ آ
ے 
 ۔ طبی معائن


ضع
ے کی توا


ے پين
 ۔ ۔  کھان


دوپہر کا کھانا  
 


ے کچھ شغل
ٹ س


  ۔  آر
ش آمديد


ب کو خو
 س


 
ب ہو گا


 ترجمان دستيا
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Here to Stay
People with Learning Disabilities from Ethnic  
Minority Communities including New Migrants


Research evidence shows 
that while progress is being 
made, people with learning 
disabilities from ethnic 
minority communities, 
including new migrants, 
remain socially excluded 
and find it difficult to access 
advocacy and support. 


The Here to Stay project is 
a response to the need to 
increase our knowledge of 
the needs of these 


communities because there 
is a lack of information about 
what happens to them and 
what demands they place 
upon learning disability 
services. We believe that 
better information about 
them and their needs will 
result in better service 
provision. 


Did you know?


• Limited access to high 
quality evidence.


• Although there has 
been an improvement in 
provision of information 
about support and services 
available to people with 
learning disabilities from 
migrant communities 
living in England, there are 
people in this population 
who still do not access the 
right services. 


 • We identified factors 
preventing engagement 
and effective signposting. 


• We found that services 
are not always 
proactive, responsive 
and integrated enough 
to address the needs of 
people from migrant 
communities  
effectively. 


Some emerging issues


There is a need for a model of 
engagement and signposting 
where provision of information 
happens in the system of support 
recognising collaboration, 
partnership and subsidiarity of all 
its partners. 


The model promotes:


• Increase in responsiveness of 
staff in services.


• Building resilience in service 
users through:


• information prescription


• raising awareness in 
community


• empowerment.


Model of engagement and 
resilience building


Research team: Prof. David Sallah and Dr Olga Kozlowska


Contact: o.kozlowska@wlv.ac.uk


From research to action


1. What is the current number of 
people from ethnic minority and 
new migrant communities who 
require support from learning 
disability services?


• Data collection from health, 
social care and education 
services


2. How can the learning disability, 
voluntary sector and the wider 
community engage with the 
minority communities to promote 
their well-being and improve their 
life chances?


• Focus groups, interviews 
and survey with people who 
provide services for people 
with learning disabilities about 
their understanding of the 
problem.


• Interviews with new migrants 
with learning disabilities and 
their family carers about their 
journey of using services.


• A consultation process with the 
research users about actions 
needed to improve their 
situation.


Addressing the burning issues


• Production of guidelines on how to increase visibility, 
accessibility and effectiveness of learning disability services 
to people from these communities and people from these 
communities to the commissioners and service providers. 


• Implementation of guidelines in a geographical area to test 
effectiveness (the Black Country).


• Developing learning packages to improve care and support.


Presented at the Mental Health and Learning Disabilities Research Conference
(Tamworth, 27.03.2014)








Barriers to timely and accurate diagnosis –  
insights from family carers and practitioners 
Here to Stay: People with learning disabilities from ethnic minority  
communities including new migrants


BPS Faculty for People with Intellectual Disabilities Annual Conference 
(Oxford, May 2015)


It is unlikely that people with 
learning disabilities will be 
economic migrants travelling 
on their own. They are more 
likely to be forced to migration 
as a dependent member of a 
migrating family, refugees or 
asylum seekers 1.


Although there has been an 
improvement in addressing 
the needs of people from 
ethnic minority communities 
living in England, there are 
individuals in this population 
whose learning disability is not 
recognised and who neither 
receive support they need nor 
access the right services 2,3.  


As a result, they are at 
increased risk of experiencing 
poor outcomes of health and 
social care and of developing 
preventable physical and 
mental health conditions 4,5. 


There is a lack of information 
about what happens to people 
from these communities and 
what demands they place 
upon learning disability 
services. The Here to Stay 
research, examined necessity 
of increasing our knowledge 
of their needs. We found that 
better information would result 
in better service provision. 


IntroductionIntroduction


One of the reasons explaining 
the low uptake of the services is 
learning disability being under-
diagnosed in these communities. 
It is estimated that only 23% of 
adults with learning disabilities 
were known to GPs in 2013 6. It is 
unknown how many were from 
the ethnic minority and new 
migrant communities.


 
 


Initial findings show that the 
context of migration adds to 
factors preventing or delaying 
diagnosis. The critical moments 
in the pathway to diagnosis are 
the point of access (if and what 
service people approach) and the 
point of assessment (if there is 
awareness and skills to recognise 
a learning disability in child/
young or adult migrants and its 
presentation across cultures). 


Emerging results and discussionEmerging results and discussion Systematic approach in supporting 
this group and practitioners coming 
in contact with them is needed. The 
national guidelines on making the 
appropriate services more visible and 
responsive to this population and 
making this population more visible to 
services have potential to address the 
current patchy practice. 


After consulting about 500 stakeholders 
on what should be done to allow for 
the appropriate support to happen, 
participants agreed that: 


•	 Identifying people with learning 
disabilities is critical within the 
ethnic minority and new migrant 
communities. 


•	 General Practitioners should be more 
proactive in identifying learning 
disabilities in migrants. 


•	 Health and social care practitioners 
coming in contact with migrant 


population should be trained in 
awareness of and recognising signs 
of learning disability and should be 
able to signpost people to appropriate 
services. 


•	 Organisations working with migrant 
population should play a bigger role 
in identifying and signposting people 
with learning disabilities. 


•	 Schools should provide advice to 
parents and signpost them to services, 
if needed.


•	 Services should be more proactive in 
engaging minority communities to 
ensure that they meet their needs, e.g. 
awareness raising campaigns, services 
promoting themselves in places 
accessed by members of different 
communities, services working 
closely with organisations based in 
communities. 


Consensus on changes neededConsensus on changes needed


Research team: Prof. David Sallah and Dr Olga Kozlowska


Contact: o.kozlowska@wlv.ac.uk
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1. What is the current number of 
people from ethnic minority and 
new migrant communities who 
require support from learning 
disability services?


•	 Data collection from health, social 
care and education services


2. How can the learning disability, 
voluntary sector and the wider 
community engage with the 
minority communities to promote 
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Age, language, understanding of learning disability, other health 
conditions, behaviour, diagnostic overshadowing, aggression, race, 


ethnicity, attitudes, beliefs, national regulations,  
guidelines, organisational culture


Pathway to diagnosis and critical 
points
Pathway to diagnosis and critical 
points







People with learning disabilities from ethnic minority 
communities, including new migrants, living in England: 
improving access, experience and outcomes. 
(Here to Stay research project)


Presented at the Faculty of Intellectual Disability Psychiatry Spring Conference
(London, May 2015)


Although there has been an 
improvement in addressing the 
needs of people from ethnic 
minority communities living in 
England, there are individuals in 
this population whose learning 
disability is not recognised and 
who neither receive support 
they need nor access the right 
services. As a result, they are at 
increased risk of experiencing 
poor outcomes of health and 
social care and of developing 
preventable physical and mental 
health conditions. 


There is a lack of information 
about what happens to people 
from these communities and 


what demands they place upon 
learning disability services. The 
Here to Stay research, examined 
necessity of increasing our 
knowledge of their needs. We 
found that better information 
would result in better service 
provision. 


IntroductionIntroduction


Usually, family carers, community 
groups, practitioners and services 
are being blamed for the low 
uptake of the right services. 


However, the blame culture does 
not allow for recognition of the 
support-seeking behaviours and 
embracing them to reach those 
in need. People seek support for 
health and social care needs and 
they use informal and formal 
resources to satisfy them and the 
response of the health and care 
system to them is critical. 


One of the reasons explaining 
the low uptake of the services is 
learning disability being under-
diagnosed in these communities. 
It is estimated that only 23% of 
adults with learning disabilities 
were known to GPs in 2013. It is 
unknown how many were from 


the ethnic minority and new 
migrant communities.


 Initial findings show that the 
context of migration adds to 
factors preventing or delaying 
diagnosis. The critical moments in 
the pathway to diagnosis are the 
point of access (if and what service 
people approach) and the point of 
assessment (if there is awareness 
and skills to recognise a learning 
disability in child/young or adult 
migrants and its presentation 
across cultures). 


There is a need for a more 
proactive and integrated support 
working across sectors and 
services. 


Emerging results and discussion Emerging results and discussion 


•	 Health and social care practitioners 
coming in contact with migrant 
population should be trained in 
awareness of and recognising signs 
of learning disability and should 
be able to signpost people to 
appropriate services. 


•	 General Practitioners should be 
more proactive in identifying 
learning disabilities in migrants. 


•	 Non-statutory organisations working 
with migrant population should 
play a bigger role in identifying and 
signposting people with learning 
disabilities. 


•	 Schools should provide advice 
to parents and signpost them to 
services, if needed.


•	 Services should be more proactive in 
engaging minority communities to 
ensure that they meet their needs, 
e.g. awareness raising campaigns, 
services promoting themselves in 
places accessed by members of 
different communities, services 
working closely with organisations 
based in communities. 


•	 Practitioners should have training in 
diversity (cultural), equality and legal 
issues, and in skills for responsive 
engagement with service users and           
   their communities.


Next steps - Consensus on what needs 
to be done
Next steps - Consensus on what needs 
to be done


Research team: Prof. David Sallah and Dr Olga Kozlowska


Contact: o.kozlowska@wlv.ac.uk


Model for engagementModel for engagement


1. What is the current number of 
people from ethnic minority and 
new migrant communities who 
require support from learning 
disability services?


•	 Data collection from health, social 
care and education services


2. How can the learning disability, 
voluntary sector and the wider 
community engage with the 
minority communities to 
promote their well-being and 
improve their life chances?


•	 Focus groups, interviews 
and survey with people who 
provide services for people with 
learning disabilities about their 
understanding of the problem


•	 Interviews with new migrants 
with learning disabilities and their 
family carers about their journey 
of using services


•	 A consultation process with 
the stakeholders about actions 
needed to improve their situation


Research Questions and MethodsResearch Questions and Methods


Provision of services happens in 
the system of support recognising 
collaboration, partnership and 
subsidiarity of all its partners.


The model promotes:


•  Increase in responsiveness of staff 
•  Building resilience in service users:


–  Information prescription
–  Raising awareness in 


community
–  Empowerment







What’s in a name? Critical discourse analysis of practitioners’ 
perceptions of understandings of learning disability by  


people from migrant communities living in England, UK 
Nordic Network on Disability Research
(Bergen, May 2015)


Research evidence shows that 
while progress is being made in 
addressing the needs of people 
with learning disabilities from 
ethnic minority communities, 
including new migrants, 
there are individuals in this 
population who still do not use 
available support or are not 
happy with the outcomes of 
support provided. 


The Here to Stay project 
is a response to the call to 
increase our knowledge of 
what happens to people from 
these communities and what 
could be done to improve their 
wellbeing and life chances. 


Did you know? Did you know? 


•	 individual and group 
interviews and online surveys 
with health, social care and 
education practitioners on 
their experiences of providing 
interventions to children, 
adolescence and adults from 
migrant communities


•	 critical discourse analysis was 
used to explore participants’ 
constructions of the migrants’ 
understandings of learning 
disability


Answering the questionAnswering the question


 In your experience, do you think in 
general people from ethnic minority 
communities and new migrants 
understand learning disabilities as we 
have described it in this survey? 


•	 Yes, they do


•	 No, they don’t, because of:


– different understanding (positive 
perception of learning disability)


– different understanding (negative 
perception of learning disability)


– no understanding of what a learning 
disability is


What is the impact of the understanding 
of a learning disability condition by 
people from ethnic minority and new 
migrant communities in accordance 
with the definition of the Department of 
Health or absence of that understanding 
on the support provided by you?


•	 access to care and its provision 
(cooperation, goals and expectations,  
communicating needs, criteria of 
access, the time of access, culture of 
care)


•	 community engagement into 
problems of people with learning 
disabilities


•	 practitioners’ work organisation (needs 
for training, cooperation between 
services, time  issues)


What the participants told usWhat the participants told us


Research team: Prof. David Sallah and Dr Olga Kozlowska


Contact: o.kozlowska@wlv.ac.uk


Impact on practiceImpact on practice


There is a need to explore the factors 
preventing access to services and effective 
engagement as timely recognition of 
needs and appropriate interventions 
could lead to positive outcomes. 


The literature suggests that the barriers 
may be related to: 


•	 people from migrant communities 
having a different understanding 
of a learning disability than the one  


officially accepted in England, but 
also 


•	 practitioners making assumptions 
about the ways people from these 
communities conceptualise learning 
disability and what their needs are. 


To understand the latter issue better, 
we need to determine the practitioners’ 
perceptions.


The burning issueThe burning issue


What we foundWhat we found
Practitioners, although working 
in services endorsing culturally 
competent provision, do not 
always appreciate different 
understandings of learning 
disability across cultures and 
its differing presentation in the 
context of migration. 


As a result, practitioners working 
with the ‘official’ definition of 
learning disability may involve 
themselves in practices different 
to those underpinned by a 
person centred approach. 


As a result, there may be 
distrust, dissatisfaction and 
disengagement of people in 
need of support. 


The current definition impacts on how 
practitioners behave towards people 
with learning disability from different 
communities in terms of their access to 
support, experience of getting support 
and outcomes of support received.   


There is consensus amongst the 
participants, that “practitioners should 
have training in diversity (cultural), 
equality and legal issues, and in skills for 
responsive engagement with service 


users and their communities” and that 
“practitioners should engage service users 
in dialogue and take into account their 
understanding of learning disability and 
acceptable support.” 


Learning disability includes the 
presence of:


•	 a significantly reduced 
ability to understand new 
or complex information, to 
learn new skills (impaired 
intelligence), with;


•	 a reduced ability to cope 
independently (impaired 
social functioning);


•	 which started before 
adulthood, with a lasting 
effect on development.


Department of Health, 2001


Learning disabilityLearning disability








Focus group with practitioners 
 
Understanding of learning disability 
 
1. Do you agree with our definition of learning disability?  
 Yes or no?  
 Do you use it in practice? Do you find it works in practice? 
 If not why? 
 


Our definition is that defined by the ‘Valuing People Team’ a Department of 
Health group charged with the development, implementation and monitoring of 
care for people with Learning Disabilities. The definition suggests that anyone 
with a learning disability needs a long term help from others. 
 
Having said that; those of you who do not agree with our definition; would you 
like to revise your response or leave it as it stands?  


 
2. In your experience, do you think in general people from ethnic minority 
communities and new migrants understand learning disabilities as we have 
described it? 
 
3. In what way does this understanding or lack of it impact on the care and support 
you are providing? 
 
EXTRA Question:  
Are the registers of people with learning disabilities reliable?  
 
Access to services - Is it available and do they approach your service 
 
4. From your experience, do people from ethnic minority communities find it easy to 
access your service?  
 
And what about new migrants? 
 
5. Describe the process people with LD take to access your service. 
 
And what if a person is from ethnic minority community? Is it easy to access?  
 Do they tend to approach your service at the right time? 


If they do not access the service on time, what do you think is preventing them 
to access services when they need it? (What are the barriers of their 
involvement?) 
What else in your opinion should be done to improve early access to services? 


 
And what if a person is a new migrant? Is it easy to access?  
 Do they tend to approach your service at the right time? 


If they do not access the service on time, what do you think is preventing them 
to access services when they need it? (What are the barriers of their 
involvement?)  
What else in your opinion do you think should be done to improve early access 
to services? 







 
 
Quality of care 
 
6. From your experience, are people with learning disabilities satisfied with the 
service you provide?  
 
And what about people with learning disabilities from ethnic minority communities? 


If yes, what has worked well in terms of support they receive? 
If not, why?  
If they are not satisfied, what else do you think should be done to improve the 
quality of support?  


 
And what about new migrants with learning disabilities?  


If yes, what has worked well in terms of support they receive?  
If not, why? 
If they are not satisfied, what else do you think should be done to improve the 
quality of support?  


 
Advocacy 
 
7. In your service, what happens when people with learning disabilities are not 
satisfied with the support they receive?  
 Do you find their concerns are listened to and acted on? 
 Does this change the way care and support is provided for them?  
 
What if this person is from ethnic minority communities?  
 Do you find their concerns are listened to and acted on? 
 Does this change the way care and support is provided for them?  
 
And what if the person is a new migrant?  
 Do you find their concerns are listened to and acted on? 
 Does this change the way care and support is provided for them?  
 
Emerging issues 
 
8. This was the last question. Do you have any other comments you would like to 
make? Is there anything else that would help us to understand the issue? 
	  








GENERAL CONSENT FORM AND RIGHT TO WITHDRAW 
 
Title of Project: HERE TO STAY: PEOPLE WITH LEARNING DISABILITIES FROM 
NEW MIGRANT COMMUNITIES 
 
Name of Researcher: Professor David Sallah 
 
 
 


Please   tick box 
 


1. I confirm that I have read and understand information in the Invitation  
to participate in a focus group session (version 1, dated 20.08.2011)  
for the above study and have had the opportunity to ask questions. 


 
2. I understand that my participation is voluntary and that I am free 


to withdraw at any time, without giving any reason. 
 


3. I agree to take part in the above study. 
 
4. I understand that the researcher may wish to publish this study  


and any results found, for which I give my permission 
 


5. I agree for this to be tape recorded and for the data to be 
used for the purpose of this study.  


 
6. I would like to receive a transcript of the interview with me.    
 
7. I would like to receive a summary of the research findings.  


 
 
……………………….. ……………………..  ………………………….. 
Name     Date    Signature 
 
 
……………………….. ……………………..  ………………………… 
Name of person taking  Date    Signature 
consent (if different from  
researcher)  
 
 
 
…………………………. …………………….  …………………………. 
Researcher    Date    Signature 
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Invitation	  to	  participate	  in	  a	  focus	  group	  session	  


	  
Here	  to	  Stay:	  people	  with	  learning	  disabilities	  from	  new	  migrant	  communities	  


	  


Dear	  …	  


	  


I	  am	  writing	  to	  invite	  you	  to	  participate	  in	  a	  focus	  group	  session	  that	  is	  designed	  


to	   obtain	   perceptions	   on	   care	   provision	   for	   people	   with	   learning	   disabilities	  


across	  England.	  	  


	  


We	  need	  to	  increase	  our	  knowledge	  of	  people	  with	  learning	  disabilities	  from	  


ethnic	   minority	   communities	   including	   new	   migrant	   communities	   in	  


England.	   	  The	   Here	   to	   Stay	   research	  project	   addresses	   this	   problem.	   The	   Big	  


Lottery	   Fund	   has	   commissioned	   researchers	   from	   the	   University	   of	  


Wolverhampton	   to	   find	   out	   more	   about	   the	   extent	   of	   help	   that	   is	   needed	   for	  


people	  with	   learning	  disability	  and	  what	   is	  available.	  As	  a	   result	  of	   this	  we	  are	  


collecting	  information	  from	  the	  public	  and	  voluntary	  sectors.	  	  


	  


What	  do	  we	  mean	  by	  New	  Migrants?	  


New	   migrants	   are	   defined	   as	   individuals	   who	   are	   not	   British	   citizens	   but	  


resident	   permanently	   or	   temporarily	   in	  England;	   this	   includes	   asylum	   seekers,	  


refugees,	   seasonal	   workers	   and	   travellers,	   from	   all	   ethnic	   groups	   from	  within	  


and	  outside	  of	  the	  European	  Union.	  	  	  


	  


What	  do	  we	  mean	  by	  Learning	  Disability?	  


Learning	  disability	  includes	  the	  presence	  of:	  


• a	  significantly	  reduced	  ability	  to	  understand	  new	  or	  complex	  information,	  


to	  learn	  new	  skills	  (impaired	  intelligence),	  with;	  


• a	  reduced	  ability	  to	  cope	  independently	  (impaired	  social	  functioning);	  


• which	  started	  before	  adulthood,	  with	  a	  lasting	  effect	  on	  development.	  	  


	  


Invitation	  to	  a	  Focus	  Group	  Session	  


We	  need	  your	  help	  to	  make	  this	  research	  a	  worthwhile	  undertaking.	  We	  would	  


like	  to	  ask	  you	  to	  participate	  in	  a	  focus	  group	  session	  and	  share	  your	  knowledge,	  







experiences	  and	  comments	  about	  the	  problem.	  The	  focus	  group	  session	  will	  take	  


about	   one	  hour	   and	  we	  will	   inform	  you	   soon	  about	   the	  meeting	   arrangements	  


should	  you	  wish	  to	  attend.	  Please	  contact	  us	  if	  you	  agree	  to	  participate.	  	  


	  
Yours	  sincerely	  


Prof.	  David	  Sallah	  


Principal	  Investigator	  	  


	  
Please contact:  
Dr Olga Kozlowska  
Research Assistant    
University of Wolverhampton    
School of Health and Wellbeing 
Centre for Health and Social Care Improvement  
ML Building, off Molineux Street, Deanery Row 
Wolverhampton 
WV1 1DT 
 
E-mail: o.kozlowska@wlv.ac.uk	  
Tel. 01902 32 1742 
Mobile: 07817588300 
 
 


	  
	  


	  
	  
	  


	  
	  








	  
Version	  1	  
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Invitation	  to	  participate	  in	  an	  interview	  


	  
Here	  to	  Stay:	  people	  with	  learning	  disabilities	  from	  new	  migrant	  communities	  	  


	  
	  
Dear	  …	  


	  


I	  am	  writing	  to	  invite	  you	  to	  participate	  in	  an	  interview	  that	  is	  designed	  to	  obtain	  


perceptions	   on	   care	   provision	   for	   people	   with	   learning	   disabilities	   across	  


England.	  	  


	  
We	  need	  to	  increase	  our	  knowledge	  of	  people	  with	  learning	  disabilities	  from	  


ethnic	   minority	   communities	   including	   new	   migrant	   communities	   in	  


England.	   	  The	   Here	   to	   Stay	   research	  project	   addresses	   this	   problem.	   The	   Big	  


Lottery	   Fund	   has	   commissioned	   researchers	   from	   the	   University	   of	  


Wolverhampton	   to	   find	   out	   more	   about	   the	   extent	   of	   help	   that	   is	   needed	   for	  


people	  with	   learning	  disability	  and	  what	   is	  available.	  As	  a	   result	  of	   this	  we	  are	  


collecting	  information	  from	  the	  public	  and	  voluntary	  sectors.	  	  


	  


What	  do	  we	  mean	  by	  New	  Migrants?	  


New	   migrants	   are	   defined	   as	   individuals	   who	   are	   not	   British	   citizens	   but	  


resident	   permanently	   or	   temporarily	   in	  England;	   this	   includes	   asylum	   seekers,	  


refugees,	   seasonal	   workers	   and	   travellers,	   from	   all	   ethnic	   groups	   from	  within	  


and	  outside	  of	  the	  European	  Union.	  	  	  


	  


What	  do	  we	  mean	  by	  Learning	  Disability?	  


Learning	  disability	  includes	  the	  presence	  of:	  


• a	  significantly	  reduced	  ability	  to	  understand	  new	  or	  complex	  information,	  


to	  learn	  new	  skills	  (impaired	  intelligence),	  with;	  


• a	  reduced	  ability	  to	  cope	  independently	  (impaired	  social	  functioning);	  


• which	  started	  before	  adulthood,	  with	  a	  lasting	  effect	  on	  development.	  	  


	  


	  







Invitation	  to	  an	  interview	  


We	  need	  your	  help	  to	  make	  this	  research	  a	  worthwhile	  undertaking.	  We	  would	  


like	   to	   ask	   you	   to	   participate	   in	   an	   interview	   and	   share	   your	   experiences	   and	  


comments	   about	   the	   problem.	   The	   interview	   will	   take	   approximately	   45	  


minutes.	   Please	   contact	   us	   if	   you	   agree	   to	   participate.	   We	   will	   then	   agree	   on	  


meeting	  arrangements.	  	  


	  


Yours	  sincerely	  


Prof.	  David	  Sallah	  	  


Principal	  Investigator	  


	  


Please contact:  
Dr Olga Kozlowska  
Research Assistant    
University of Wolverhampton    
School of Health and Wellbeing 
Centre for Health and Social Care Improvement  
ML Building, off Molineux Street, Deanery Row 
Wolverhampton 
WV1 1DT 
 
E-mail: o.kozlowska@wlv.ac.uk	  
Tel. 01902 32 1742 
Mobile: 07817588300 
	  


	  	   	  
	  


	  
	  
	  


	  
	  





