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Thank you for taking the time to fill in this questionnaire. The questionnaire has four sections.  The first section will ask for some factual information.  The next three will ask about different aspects of your role as a carer, how satisfied you are and how you feel about various aspects of your life.

Please answer all the questions. If you are unsure about which response to give to a question, please choose the ONE that seems most appropriate (this is often your initial response). 

Section 1

This section asks for information about yourself. Please answer all the questions and do not spend too much time on any one item. 
	1 a) 
	What is your year of birth?
	………………………………………

	1 b) 
	What is your gender? 
	· Male 
· Female

	1 c) 
	What is the highest qualification you hold?
	· No qualifications
· GCSE’s 
· A level’s 

· Diploma
· University degree
· Post-graduate degree

	1 d) 
	What is your marital status? 
 
	· Single

· Married
· Partnership
· Separated
· Divorced
· Widowed

	1 e) 
	Approximately how long have you known of the presence of HD in your family? 
	
………
Years

	1 f) 
	How long have you been caring for an HD affected family member? 
	………
Years

	1 g) 
	Are you the main carer for the person with HD?
	· YES

· NO, their main carer is………………………………………

	1 h) 
	The affected person is my:
	· Sibling
· Spouse/Partner

· Parent 
· Child

· Other

	1 i) 
	Have you previously cared for any other HD affected person?
	· YES

· NO

	
	· if so, what is /was their relationship to you? The affected person is my (e.g. spouse, sister, parent etc):
	…………………………………..

	1 j) 
	Do you have children at risk / symptomatic?
	· YES
· NO


Section 2

We want to know how you feel about your role as a carer, your health and your quality of life.

Please circle the number that most accurately represents your situation.
For example, a statement might read:

How satisfied are you with the SUPPORT YOU GET?

dissatisfied









satisfied
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9
10

You should circle the number that best fits how satisfied you are with the support you receive.  So if you are totally satisfied with the support you receive from others, you would circle number 10.

This first set of questions asks for information about different aspects of your role as a carer.

Please circle the number that best describes your situation.
1. How often are you restricted by the need to maintain a regimented daily routine?
Almost never








Almost always
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2. How often do you receive appropriate help from social services?
Almost never







   Whenever I need it
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3. How often do you have access to professionals that have specialised knowledge of HD and understand its implications?
Almost never








Almost always
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4. How much support are you given by health care professionals?
None whatsoever






   As much as I need
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5. How often does the inherited nature of HD further complicate your caring role?
Almost never








Almost always
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6. How often do you have access to appropriate care facilities?
Almost never








Almost always 
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7. How often do you receive any practical support you need?  

Almost never








Almost always
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8. How often do you experience a conflict of interest between what you want and what your HD affected relative wants?
Almost never








Almost always 
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9. How often do you sleep well?  

Almost never








Almost always
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Section 3
The next set of questions asks how satisfied you are with different areas of your life.

Please circle the number that best describes how satisfied you are with each area of your life.
10. How satisfied are you with your HEALTH?

dissatisfied
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11. How satisfied are you with what you ACHIEVE IN LIFE?

dissatisfied
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12. How satisfied are you with your CLOSE RELATIONSHIPS WITH FAMILY OR FRIENDS?

dissatisfied
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13. How satisfied are you with HOW SAFE YOU FEEL?

dissatisfied
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14. How satisfied are you with FEELING A PART OF YOUR COMMUNITY?

dissatisfied
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15. How satisfied are you with YOUR OWN HAPPINESS? 

dissatisfied
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16. How satisfied are you with THE TREATMENT THAT YOUR HD AFFECTED RELATIVE RECEIVES?  

dissatisfied
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17. How satisfied are you with YOUR OVERALL QUALITY OF LIFE?

dissatisfied
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Section 4
This next set of questions asks how you feel about different aspects of your life. 

Please circle the number that best describes how you feel about each area of your life.

18. I feel GUILTY
never










always
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19. I feel  FINANCIALLY DISADVANTAGED

never








 

always
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20. I feel  ISOLATED

never
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21. I feel  THERE IS HOPE for the future
never
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22. I feel  EXHAUSTED

never
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23. I feel  SUPPORTED

never
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24. I feel  SAD OR DEPRESSED

never
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25. I feel  STRESSED

never
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26. I feel  WORRIED ABOUT THE GENETIC CONSEQUENCES OF HD

never
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27. I feel  MY OWN NEEDS ARE NOT IMPORTANT TO OTHERS

never








 

always
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28. I feel  COMFORTED BY THE BELIEF THAT ONE DAY THERE WILL BE A CURE FOR HD
never








 

always
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29. I feel  THAT HD BROUGHT SOMETHING POSITIVE TO MY LIFE

never








 

always
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30. I feel  COMFORTED BY MY BELIEFS 
never
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31. I feel  THAT I CAN COPE

never








 

always
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32. I feel  THAT HD HAS MADE ME A STRONGER PERSON
never
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33. I feel  THAT I HAVE HAD A “DUTY OF CARE” FORCED ON ME
never








 

always
0
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34. I feel  LIKE I DON’T KNOW WHO I AM ANYMORE
never








 

always
0
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AND FINALLY, please tell us:

1
What do you think would most improve your quality of life as a caregiver:

2.
Anything else related to your caring role that you feel hasn’t been covered in this questionnaire:

THANK YOU FOR YOUR TIME.






