Huntington’s Disease Questionnaire

The following questionnaire is for the purpose of contributing to my book called ‘Keep Hope Alive’©, the family perspective of Huntingtons Disease. Contributions will be kept anonymous if indicated in the permission section of the form below. All material gathered by the author (Pauline M. DeLury) will be kept specifically for the purpose of writing this book only.

Introduction

Huntington’s Disease is a multi-faceted disorder, which involves changes in behaviour and intellect as well as involuntary movements. Although the movement disorder is the most visible aspect of the condition and hence is often regarded as the hallmark of the disease, it is frequently the behavioural changes which are the most incapacitating for HD sufferers and distressing for their families. Alterations in behaviour and intellect are an inevitable part of HD. However, just as the involuntary movements vary in their severity from one individual to another, so too do the mental changes. For some people, the changes cause few practical problems; whereas for others they have profound consequences for the affected persons interpersonal relationships and place very considerable burden on carers…It is, however, the disease which is at fault… (Julie Snowden,  July 1998).

Background

The idea for this book was generated out of my own encounter with Huntington’s over the last 18 years. I have watched my children’s grandfather die of it (not knowing what IT was), my children’s father living with it since his diagnosis in his early 30’s(he died aged 45) and now our son living with Juvenile Huntington’s  - aged 18. My other son is negative and my daughter chooses not to have the test.

 The grief/ shock/sorrow involved each time another generation was affected, found a deeper level but so did my determination to LIVE with this disease not die with it. As a witness to HD in our family it has humbled me as person to see the strength, courage and sheer determination of my own and other families that walk this road. Now I want to tell the story so that others do not feel so isolated in the tremendous kaleidoscope of emotions and learn from each other how to weather some of the storms involved. 

This book will be a tool for families, clinicians, nurses and other professionals to provide insight into what it is like to have Huntington’s in the family. This is your opportunity to have your say, to share your thoughts, ideas and stories. Together we can make a difference.

Thank you for your time and energy. Your valuable contribution is greatly appreciated. 

“What makes for quality of life is worth doing; what detracts from quality of life is not worth doing” 

Dr Edmond Chiu
PLEASE POST THIS FORM TO:

Pauline M. DeLury, 

64 Power Road, 

Greymouth. 

Phone 03 7685258

Email coastliner@xtra.co.nz

Personal Details: if you want to keep in touch with progress of the book or would like to keep in contact please fill in your details. 

 Name………………………………………………

Address……………………………………………

…………………………………………………….

Phone……………………..

Email………………………………………………


          Please tick if you are happy for your comments to be used in the new book.       

         

         Please tick here if you wish to keep your contribution anonymous.

If your comments are to be used you will be contacted and asked for further details of how you would like them to appear (name etc). 

Thank you for filling out this questionnaire. 

1. How long has Huntingtons disease been a part of your life? 

…………………………………………………………………………………………
2. Are you: (Please circle )                   Person with HD


HD gene carrier but not symptomatic


At risk (family history but have not been tested)


Not affected(tested negative)


Carer or/and family member
3. At what age did you or the pHD you are close to present with first symptoms? 

………………………………………………………………………..…………………

4. What were these first symptoms?


5. How long have you/or pHD had Huntington’s?

……………………………………..……………………………………………………
6. What changes have occurred for you, your family, and your life?


7. What services have you managed to access? (Please circle )
GP
Psychiatrist
Neurologist
Genetist
Physiotherapist   

Speech Therapist
Occupational Therapist
Dietician   

Support Group- which orgnisation………………………………………………..…….

Fieldworker – which organization………………………………………………………  

Mental Health Services
Rest Home
Assisted Living

Enable Funding(alterations for home)                
Respite Services  

Other? ….………………………………………………………………………………..

8. Briefly list the main challenges you personally face- now or in the past


9. What are some of the losses you have encountered because of HD ?


10. Of these which has been the greatest loss ? 


11. How much do you know about HD?  (Please circle )

                              not much                  quite a bit                    a lot

12. Where has the majority of your information come from


13. What support systems do you have in place? E.g. Friends, family, counselor, etc

14. Those with HD & their families have very specific requirements for day to day living to maximize quality of life. What do you see/or have seen in the past, as your greatest needs?


15. What are/have been the greatest barriers to meeting these needs?


16. Where does the person with HD live?  (Please circle )

at home with family/carer
at home independently
residential care facility

rest home
hospital – if so psychiatric or general?     

Other? …………………………….…………………………………………………… 

17. What tools have you found to cope with having HD in the family?


18. If you could tell another HD family member one thing, what would it be?


19. Do you have anything else you would like to share? If so, please feel free to add more pages – every story helps.
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