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Registered Charity no. 1144534
WAMES’ survey of services

for people with ME, CFS, PVFS and their carers in Wales  2012

Can you help?
Why? 

WAMES (Welsh Association of ME & CFS Support) wants to improve the quality of life for people with ME and CFS by campaigning for better services. 

What? 

We want to hear about views and experiences of services (good and bad) in Wales.

Who? 

People diagnosed with ME, CFS, PVFS AND their carers

How? 

· complete a questionnaire online at http://tinyurl.com/bn7vrkv 
· download a paper copy from www.wames.org.uk or ask Sylvia for one: helpline@wames.org.uk 029 2051 5061

· download a copy in Word and return to webmaster@wames.org.uk or give your answers over the phone to Sylvia 10am - 4pm
Carers, if you care for more than one person, please complete a separate form for each, and also answer the questions about your experience of services for carers
When? 
Respond by 30th July 2012 to have your experiences included in the initial report. We are however happy to accept completed questionnaires after that date. No individual will be identified and WAMES will not pass on any information to third parties. 
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1. ABOUT YOU

a) Contact details 
(Please give us your preferred contact details in case we need to contact you or you wish us to send you information)

Full name        
Address         
Telephone no. (incl. area code)                

Email address         
Please state nearest town         
b) Gender

 FORMCHECKBOX 
Male       

 FORMCHECKBOX 
 Female     

  FORMCHECKBOX 
 Prefer not to say
c) Please select as many choices as you wish but don’t forget to fill in your contact details above:
 FORMCHECKBOX 
 I am willing to be approached for more information

 FORMCHECKBOX 
 I would like more information about WAMES

 FORMCHECKBOX 
 Put me on the mailing list for the WAMES newsletter: ME in Wales
 FORMCHECKBOX 
 I would like to join the Young People’s Group for age 0 - 25

 FORMCHECKBOX 
 I would be willing to speak to the media
 FORMCHECKBOX 
 I would like a copy of the results of this survey
Status

d) Are you? 
 FORMCHECKBOX 
 A person with ME, CFS, PVFS
 FORMCHECKBOX 
 A carer of a person over 18 with ME, CFS, PVFS          
 FORMCHECKBOX 
 A parent or guardian of a child under 18 years of age with ME, CFS, PVFS
e) What is the diagnosis of the person with ME, CFS, PVFS?  
 FORMCHECKBOX 
 ME


 FORMCHECKBOX 
 CFS

 FORMCHECKBOX 
 PVFS

 FORMCHECKBOX 
 CFS/ME
 

f) What is the age of the person with ME, CFS, PVFS? 
(Choose from the drop down menu)

 FORMDROPDOWN 
                        
g) What is the severity of the person with ME, CFS, PVFS?                                                                                 

 FORMCHECKBOX 
 Mild        (e.g. you are mobile and can self care, maybe able to work but with no 
                     social life and can do domestic tasks with difficulty) 
 FORMCHECKBOX 
 Moderate   (e.g. may have had to give up work/school, have daily rest breaks, 

                        restricted mobility, difficulty with daily task, poor quality disturbed sleep.)
 FORMCHECKBOX 
 Severe/very severe     (e.g. unable to do any activity, unable to or have difficulty with

                                          self-care, use wheelchair, normally bedbound, may be 
                                          sensitive to light & noise)
h) If your condition fluctuates between levels please describe the pattern
     
i) If you are a carer please tell us your age?
(Choose from the drop down menu)

 FORMDROPDOWN 

Don’t forget to save and pace yourself!

2.  DIAGNOSIS
a)  Have you been formally diagnosed by a health professional?

 FORMCHECKBOX 
    Yes                       FORMCHECKBOX 
   No    Go to Q3     
   FORMCHECKBOX 
    I am self diagnosed
   Go to Q3
b)  When were you first diagnosed?  Please enter nearest year or best estimate.

     
c) On diagnosis, in your opinion were you given ADEQUATE information and support?
 FORMCHECKBOX 
 Yes                                             FORMCHECKBOX 
 No


 FORMCHECKBOX 
 Other      
If ‘YES’ who provided this information and support?      
If ‘NO’ who do you feel should have provided this?       
d) Where were you diagnosed?   (Please specify place or area.)
     
e) Who diagnosed you? 
 FORMCHECKBOX 
 GP

 FORMCHECKBOX 
 Neurologist
 FORMCHECKBOX 
 Rheumatologist

 FORMCHECKBOX 
 Paediatrician

 FORMCHECKBOX 
 Other      
f) Were you asked to bring somebody else along to accompany you on the appointment where your diagnosis was given?     (i.e. parent, carer, friend, relative)

 FORMCHECKBOX 
 Yes                   FORMCHECKBOX 
 No
g) How long was it between the first consultation and confirmed diagnosis?
(Choose from the drop down menu)
 FORMDROPDOWN 

h) Please describe how you were given your diagnosis
     
i) Were you given the news in the best way for you? 
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If 'NO' how would you have wanted to be told? 

     
Don’t forget to save and pace yourself!

3. YOUR GP(s)

a) Are you able to get an appointment with your GP of choice when you need it?
 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No
 FORMCHECKBOX 
 I do not visit my GP      Go to Qf
b) Are you able to get a home visit from your GP of choice when necessary?
 FORMCHECKBOX 
 Yes



 FORMCHECKBOX 
 No
 FORMCHECKBOX 
 I have not requested a home visit

c) Does your GP understand all your needs relative to your ME, CFS, PVFS?
 FORMCHECKBOX 
 Yes



 FORMCHECKBOX 
 No

If NO, what kind of things/needs does your GP not understand?

     
d) Does your GP manage your ME, CFS, PVFS with regard to the following?
(Please tick as many boxes as apply)
 FORMCHECKBOX 
 Prescriptions

 FORMCHECKBOX 
 Specialist equipment
 FORMCHECKBOX 
 Ongoing care

 FORMCHECKBOX 
 Other      
 FORMCHECKBOX 
 None of the above
e) Has your GP offered you a referral to a specialist?
 FORMCHECKBOX 
 Yes                                               FORMCHECKBOX 
 No  
f) If you were given a referral how many months did it take before you saw the specialist? 
No referral given    1 month       
2-3            
4-6                 6+
Neurologist


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Rheumatologist            
 FORMCHECKBOX 
             
 FORMCHECKBOX 
            
 FORMCHECKBOX 
 

 FORMCHECKBOX 
 

 FORMCHECKBOX 

Paediatrician

    
 FORMCHECKBOX 


 FORMCHECKBOX 
           
 FORMCHECKBOX 
    

 FORMCHECKBOX 
   

 FORMCHECKBOX 
   
Psychiatrist

     
 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Psychologist

     
 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Physiotherapist             
 FORMCHECKBOX 
              
 FORMCHECKBOX 
            
 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Occupational Therapist 
 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

If you were offered a referral to any other type of specialist please state who and how long before the first appointment       
g) Have you used ‘Out of hours’ services?

 FORMCHECKBOX 
 Yes                                                   FORMCHECKBOX 
 No

h) Are you satisfied with the GP and ‘Out of hours’ services you currently receive?

 FORMCHECKBOX 
 Yes

 FORMCHECKBOX 
 No

If NO, how do you feel the GP and ‘Out of hours’ services could be improved?

     
i) Do you have any other comments about the GP service you currently receive including examples of good or bad service?
     
Don’t forget to save and pace yourself!

………………………………………………………………………………………..
4.  SPECIALIST HEALTH CARE 
a) Have you seen a specialist health professional or consultant in relation to your ME, CFS or PVFS?
 FORMCHECKBOX 
   Yes                             FORMCHECKBOX 
   No    Go to Q 5
b)  Have you seen any of the following?        (Please tick all that apply)



Referred by GP (NHS)

Referred by consultant (NHS)

Private 
Neurologist


 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Paediatrician


 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Rheumatologist

 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Psychiatrist


 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Psychologist


 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Counsellor


 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Physiotherapist

 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Occupational Therapist
 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Specialist Nurse

 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

Community Nurse

 FORMCHECKBOX 




 FORMCHECKBOX 




 FORMCHECKBOX 

If you have seen any other type of health professional or consultant please state who you have seen and  whether it was a GP or consultant referral, or private consultation?      
c) How often are your follow up appointments?



No follow up
       Monthly
     3 months
     6months  
        annual    
Neurologist


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

     
 FORMCHECKBOX 

Paediatrician


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Rheumatologist

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Psychiatrist


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Psychologist


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Counsellor


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Physiotherapist

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Occupational Therapist
 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Specialist Nurse

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Community Nurse

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

If you have seen any other type of specialist or consultant please state who you have seen and how often the follow up appointments are?      
d) Do you feel you see/have seen them enough to meet your individual needs?
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No 

 FORMCHECKBOX 
 Any further comments      
e) If you have regular appointments at the hospital, do you often cancel and/or find it difficult to attend due to the physical symptoms of ME/CFS?  
 FORMCHECKBOX 
 Yes, I find it VERY difficult to attend hospital appointments

 FORMCHECKBOX 
  Yes, I find it QUITE difficult to attend hospital appointments

 FORMCHECKBOX 
  No, I don’t have problems attending hospital appointments

f) If you have regular appointments at the hospital do you believe that the appointment length is adequate for the specialist to assess and discuss your needs?
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No 
 FORMCHECKBOX 
 Any further comments         
g) Have you been offered a referral to any of these clinics?

 FORMCHECKBOX 
 Bronllys Hospital Brecon

 FORMCHECKBOX 
 N.E Wales CFS Clinic
 FORMCHECKBOX 
 N W Wales CFS Clinic 
 FORMCHECKBOX 
 None of the above    Go to Q l
 FORMCHECKBOX 
 Other (Please state where)      
h) Did you receive treatment at any of these clinics?
 FORMCHECKBOX 
 Yes                                            FORMCHECKBOX 
 No    Go to Q k
If NO, please specify why, if known
     
i) Was the overall experience helpful?
 FORMCHECKBOX 
 Yes



 FORMCHECKBOX 
 No
j) What did you find most helpful or unhelpful?    (Please select as many options as appropriate)






helpful

unhelpful
neither
Dietary advice



 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Meeting other patients


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Physiotherapy



 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Diary keeping



 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

That somebody believed you

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Advice on aids, adjustments etc.

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Relaxation techniques


 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

Psychological coping techniques

 FORMCHECKBOX 


 FORMCHECKBOX 


 FORMCHECKBOX 

k) Do you have any further comments, or wish to tell us about your experiences (good and bad) about the above clinic(s)?           
l) Telemedicine Services – Some areas are setting up services where you can see a Consultant via a videolink in order to help cut down on travel costs and waiting times.  Would you be interested in using such a service if it were available?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If ‘YES’ why would this be helpful to you?

     
If NO, why not?

     
m) Where do you get information about your condition?

(Tick as many boxes as are applicable)

 FORMCHECKBOX 
 GP

 FORMCHECKBOX 
 Nurse

 FORMCHECKBOX 
 Consultant
 FORMCHECKBOX 
 Physiotherapist

 FORMCHECKBOX 
 Occupational Therapist

 FORMCHECKBOX 
 Charity

 FORMCHECKBOX 
 Local Support Group

 FORMCHECKBOX 
 Internet

 FORMCHECKBOX 
 Other      
n) Do you get enough / adequate information from the NHS to support your medical needs? 
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If NO, how could it be improved?

     
o) Are you satisfied with the specialist services you receive?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If NO, how could they be improved?

     

 FORMTEXT 
     
p) Do you have any further comments / suggestions to make about the specialist medical services you have received?

     
Don’t forget to save and pace yourself!

………………………………………………………………………………………..
5. TREATMENTS (mainstream and complementary)
a) Have you tried the following mainstream management tools?

 FORMCHECKBOX 
 Graded Exercise Therapy (GET)

 FORMCHECKBOX 
 Cognitive Behavioural Therapy (CBT)

 FORMCHECKBOX 
 Adaptive Pacing Therapy (APT)

 FORMCHECKBOX 
 Pacing
 FORMCHECKBOX 
 Other      
b) Did you find that any of the above management tools helped?

 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No
 FORMCHECKBOX 
 These treatments made no difference to my health
If YES, please briefly explain which one(s) helped 
     
c) Do you believe that any of the above management tools made your condition worse?
 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No

If YES, Please briefly explain how you feel they made you worse?

     
d) Have you tried any of the following complementary therapies?  

(please tick as many as you wish)
 FORMCHECKBOX 
 Lightning Process ™


 FORMCHECKBOX 
 Mickel Therapy
 FORMCHECKBOX 
 Reverse Therapy


 FORMCHECKBOX 
 Acupuncture
 FORMCHECKBOX 
 Acupressure



 FORMCHECKBOX 
 Bowen Technique

 FORMCHECKBOX 
 Aromatherapy



 FORMCHECKBOX 
 Gupta Programme

 FORMCHECKBOX 
 Homeopathy



 FORMCHECKBOX 
 Hydrotherapy

 FORMCHECKBOX 
 Hypnotherapy



 FORMCHECKBOX 
 Kinesiology

 FORMCHECKBOX 
 Neuro-linguistic Programming

 FORMCHECKBOX 
 Osteopathy
 FORMCHECKBOX 
 Perrin Technique


 FORMCHECKBOX 
 Reflexology
 FORMCHECKBOX 
 Reiki




 FORMCHECKBOX 
 Shiatsu
 FORMCHECKBOX 
 Yoga




 FORMCHECKBOX 
 Indian Head Massage
 FORMCHECKBOX 
 Cranial Massage



 FORMCHECKBOX 
 Mindfulness Training
 FORMCHECKBOX 
 Chiropractor



 FORMCHECKBOX 
 Emotional Freedom Technique
 FORMCHECKBOX 
 Other (Please state)      
e) Were any of these therapies useful?

 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No

If YES, please state which therapy/ therapies and how it has helped you
     
If NO please explain why you felt it did not help?

     
f) Were you offered any of these therapies by the NHS?

 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No
If YES, which were you offered?       
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..

6.  IN-PATIENT CARE
a) Have you been in hospital overnight for issues relating to your ME/CFS/PVFS?

 FORMCHECKBOX 
 Yes




 FORMCHECKBOX 
 No       Go to Q d

If YES, were you happy with the care you received?
     
If NO, please explain why?

     
b) How long approximately did you spend in hospital?

     
c) If you spent a week or more in hospital did your care change over time?

 FORMCHECKBOX 
 Yes                                                       FORMCHECKBOX 
 No

If YES, how did it change? i.e. was it for the better or worse?
     
d) Have you been in hospital not connected with your ME/CFS/PVFS?

 FORMCHECKBOX 
 Yes




 FORMCHECKBOX 
 No  Go to f
If YES, were you happy with the care you received?

     
If NO, please explain why
     
e) Whilst in hospital were you able to control your own medication?

 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No
f) Have you experienced Accident & Emergency services?

 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No

If YES, were you happy with the care you received?

     
If NO, please explain why?

     
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..
7. SOCIAL CARE SERVICES

a) Have you ever requested a Community Care or Carer’s Assessment? 
 FORMCHECKBOX 
 Yes – Go to Question 7b            
 FORMCHECKBOX 
 No / not sure – Go to Question 8
b) As a result of this assessment were you offered any support?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
c) How long did it take from referral for you to receive social services support?
(Choose from the drop down menu)

 FORMDROPDOWN 

 FORMCHECKBOX 
 Other      
d) What kind of support have you been offered?

 FORMCHECKBOX 
 Home Care services

 FORMCHECKBOX 
 Direct Payments

 FORMCHECKBOX 
 Day services

 FORMCHECKBOX 
 Independent Living Fund

 FORMCHECKBOX 
 Respite care, home sitting service, short stay in residential accommodation

 FORMCHECKBOX 
 Other      
e) Are you happy with the level of social care services you receive?

 FORMCHECKBOX 
 Yes 





 FORMCHECKBOX 
 No

If YES, please explain why?

     
If NO, please explain why and explain how they could be improved?

     
f) Do you have any further comments about the social care services you have received including the knowledge about your condition of any social care workers you came into contact with?

     
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..
8. EMPLOYMENT

a) Are you in paid employment?

 FORMCHECKBOX 
 Yes – work for an employer

 FORMCHECKBOX 
 Yes – am self employed   Go to Q 8e
 FORMCHECKBOX 
 No –  Go to Q 9
b) If employed, is your employer supportive of your additional needs?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, how?

     
If NO, why not?

     
c) Are any ‘reasonable adjustments’ made for you?

i.e. ability to work from home, flexible working,  provided with aids if necessary etc 
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If YES what was offered?        
If NO, say why, if you know        
d) Have you had to retire on ‘ill health’ grounds?
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, did you make the decision or was it made for you?  
 FORMCHECKBOX 
 My decision

 FORMCHECKBOX 
 Employer’s decision


 FORMCHECKBOX 
 Joint decision

e) Would some assistance / advice to stay in work have helped you? 
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, please give reason(s) why       
f) Have you had help from any ‘employment’ service to gain or stay in employment?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, who and for what purpose?

     
g) Would help to stay in work have helped you?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
 If YES, please give reason(s) why
     
Don’t forget to save and pace yourself!
……………………………………………………………………………………..

9. EDUCATION (including school, college, university, home tuition, distance learning)

a) Are you in any type of education?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No    Go to Q 10
b) What level of education are you currently in?

 FORMCHECKBOX 
 School

 FORMCHECKBOX 
 College

 FORMCHECKBOX 
 University

 FORMCHECKBOX 
 Other      
c) If too ill to attend school / college do you receive:

(Tick all that apply)

 FORMCHECKBOX 
  Home tuition

 FORMCHECKBOX 
  E-Learning

 FORMCHECKBOX 
  Part -time study

 FORMCHECKBOX 
  I receive no alternative forms of education

 FORMCHECKBOX 
  Other       
d) Have you disclosed your medical condition to your learning provider?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If YES, does your learning provider understand the limitations your condition places on your ability to gain an education?
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

What ‘reasonable adjustments’ are made for you?   
     
e) If you take medication in the daytime does your education provider offer ‘ADEQUATE’ support?
 FORMCHECKBOX 
 Yes




 FORMCHECKBOX 
 No                                    FORMCHECKBOX 
 Not necessary
If NO, briefly list any difficulties

     
f) If you are off ill, in hospital or at medical appointments does your education provider send work home to be completed?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If NO, do they give a reason?

     
g) Have your teachers/lecturers been provided with any training to help them understand your ME/CFS/PVFS?

 FORMCHECKBOX 
 Yes




 FORMCHECKBOX 
 No                                        FORMCHECKBOX 
 Don’t know
If NO, do you know why not?

     
h) Have you been offered individual transport to and from your place of education?  i.e. a taxi
 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, give a brief description of the way in which this helps

     
If NO, give a brief description of how you feel this would help you.

     
i) If at college/university do you have a carer/support worker who works with you?
 FORMCHECKBOX 
 Yes






 FORMCHECKBOX 
 No

Give a brief description of the positives and negatives of having this help and how it makes learning easier for you?
     
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..
10. AIDS/SPECIALIST EQUIPMENT

a) Do you have any aids/adaptations?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No    
If YES, please tell us what they are and briefly explain how they help
     
If NO, briefly explain what would help you to live independently

     
b) Have these aids/adaptations been supplied by the NHS/Local Authority?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

c) Did you have to pay for the aids/adaptations yourself?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

d) Were you offered any expert help from an Occupational Therapist before buying these aids/adaptations?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If NO, would it have helped to have had expert help before purchasing aids / adaptations?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If YES, briefly explain what would have helped

     
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..
11. BENEFITS

a) What benefits have you claimed or are in the process of claiming?

 FORMCHECKBOX 
 Employment & Support Allowance (Incapacity Benefit)

 FORMCHECKBOX 
 Disability Living Allowance

 FORMCHECKBOX 
 Carers Allowance

 FORMCHECKBOX 
 Other (Please state)         
 FORMCHECKBOX 
 None    Go to Q 12
b) Was it difficult to claim the benefits you needed?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If YES, please explain briefly what the difficulties were
     
c) Have you been turned down for any benefits you claimed?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

If YES, briefly explain the reason(s) given for your benefits claim being turned down 

     
d) If you were turned down, did you appeal? 

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, was your appeal successful?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

e) Did the stress of claiming benefits have an effect on your health?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If YES, please briefly explain how

     
f) Did you find your GP/Consultant was supportive in your claim for benefits?

 FORMCHECKBOX 
 Yes




 FORMCHECKBOX 
 No

If YES, briefly explain how your GP/Consultant was supportive
     
If NO, briefly explain how your GP/Consultant’s support would have helped
     
g) Have you ever requested that your benefit medical assessment be carried out at home? 
 FORMCHECKBOX 
 Yes                                                         FORMCHECKBOX 
 No

If YES, were you granted a home medical?

 FORMCHECKBOX 
 Yes                                                       FORMCHECKBOX 
 No

If NO, were you given a reason(s) why?    
     
Don’t forget to save and pace yourself!

…………………………………………………………………………………………..
12. MISCELLANEOUS

a) Tell us about any difficulties you have in living independently with public transport/ shopping/ leisure activities etc?

     
b) Have you applied for a Blue Badge parking permit?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No

c) If you have a Blue Badge do you find it useful?

 FORMCHECKBOX 
 Yes





 FORMCHECKBOX 
 No
If NO, why not?

     
Use this space for anything else you would like to tell us, including any general issues you wish us to bring up with the LHBs (Local Health Boards), AMs (Assembly Members) or MPs (Members of Parliament) or other public bodies. 
     
We regret that we cannot act on any individual’s behalf with their LHB, AM or MP.  Please contact your LHB, AM or MP’s constituency office directly for help with personal issues.
Thank you for taking the time and considerable effort to complete this questionnaire.
Please save this file and send it back to us by attaching it to an email addressed to webmaster@wames.org.uk 






Tips for completing the electronic version:            


Save a copy of the questionnaire to your computer before you start


go to File >save as >desktop.  


the name of the document will appear in the ‘File Name’, click ‘Save’.


You can now complete the questionnaire at your own pace, saving it as you go.  





Type your answers in the shaded boxes – they will expand.


Remember to only complete the questions that apply to you.











