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Introduction

Huntington’s Victoria conducted 3 focus groups with carers to discuss the issues
relating to this inquiry. This submission begins with a brief background on
Huntington’s Disease followed by discussion points and recommendations
presented in relation to three of the terms of reference of the inquiry.

Background

Huntington’s Disease (HD) is a degenerative brain disease

Huntington's Disease is a disease of the brain that is passed down through the
family line. It is a progressive, degenerative, genetic disease, which means that
the symptoms gradually worsen over time. It affects people’s ability to think -
move and talk, and can also cause changes in the individual’s personality. The
iliness usually begins between the ages of 35 and 45 and lasts for 15 — 20 years.
It is invariably fatal. If a parent has HD, each child has a 50% chance of
inheriting the defective gene and also developing the disease.

HD can affect several family members at the same time

A family’s capacity to provide ongoing support to each affected member is often
strained because of the length of the disease, and the fact that several
generations may be affected at the same time. Carers of someone with HD may
go on to develop the disease themselves, as well as having siblings with the
disease. For example, a woman may have a husband who has HD, one or more
children who have HD, as well as grandchildren who are at risk of developing the
disease. Currently 400 people in Victoria have HD, with a further 2,500 family
members at risk of developing the disease.

People with HD require complex care

The complexity of HD with its cognitive, affective, psychiatric and motor aspects
as well as its genetic and degenerative aspects means that people with HD
require a high and ongoing level of support and care as the disease progresses.
Although the presentation of the disease differs with every individual, it is
common in the early stages of the disease for people to become clumsy, have
difficulty in walking, become irritable, have short term memory loss, and to
develop twitching in their muscles. As the disease progresses the people with
HD may lose the ability to walk and communicate, develop psychiatric symptoms
develop dementia and lose the ability to swallow.
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Discussion points and recommendations

1: Role and contribution of carers in society and how this should
be recognised

“You no longer have something to look forward to — we're at the age where our
children have grown up and there is nothing”

“You have to work hard at giving yourself a life”
“If you do something, it is usually on your own”
“You have to do everything”

“I need help as a carer. | find it stressful dealing with the constancy of it all. |
have this need to keep my husband content, when he is content | feel OK, when
he's not | feel extremely stressed”

‘I need a bréak, but you don'’t feel you can take a break unless exactly what you
provide can be replicated”

“The case managers are good with the bigger picture things — it's the smaller
things that you don’t feel come under the episode of crisis!

“You can no longer relate to your colleagues or friends — you become a different
person and end up isolated”
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“He’s always stuck at home. It would be good to regularly get out of the
house”

“You don't have a life — you live from peg feed to peg feed”

“Friends want to visit but they don’t know how to make the mteractlon work.
What they used to talk about is no longer relevant”

“It's the same with other diseases, people don’t know how to handle it”
“You gradually lose your friends.”

“I don’t have the time or energy or money to socialize”
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“If { want to do something on my own | have to book a respite service, which can
be expensive or not available when | need it.”

“| feel guilty if | ask for respite”
“Practical support needs to be available when its time to go into respite or long
term care

“It's hard to get respite for that period before the person is moved into residential
care — you have to negotiate it with the HD person but they are not listening to
you. Usually it only happens when you are desperate and end up in hospital”

“You have to be in hospital to get help”

3: Practical measures required to better support carers,
including key priorities for action.




Huntington’s Victoria Submission

“It aﬁécts my brain, I'm constantly put down. After a while you start to think it is
your fault”

“The hurt! Everyone says don'’t take it to heart but you can’t help it

“There are challenges to my integrity, especially in public”

“He was telling social security | was stealing from him. He loses something and
he blames me”

“The loss of my self esteem as a carer”

“The people there have never dealt with the disease. They don’t understand why
your husband can’t be brought in to be interviewed or the fact if he was there he
would leave in the middle of the interview”

“| was only eligible for a carer allowance — to get that | had enormous difficulties”

“l dealt with Centrelink through a social worker. Everything that is on Centrelink
triggers something else — there is always paperwork every time your situation
changes. I'm not asking for much!

“Centrelink couldn’t define what a partner was — she is my wife but they wanted
to know if | visit her. | now have a financial counsellor deal with them”

“I need someone to go to the organisations that provided funding and fight for

“I had to leave the house, take the kids out of school and arrange for a Court
Order. It took the police 2.5 days to serve the court order and | ended up in the
Magistrates Court three times to stop him re-entering the house”

“You lose a lot financially as prior to diagnosis he was managing the big picture
finances. When men are involved there is often huge financial loss before the
diagnosis — they can only see the short term. My husband kept selling assets
after he lost his job, now we struggle financially” :
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“Huntington’s Victoria can’t help until the person is diagnosed and this is the hard
part”

“I need somebody to help out with guidance, direction and decision making — my
role has now changed. I'm the captain of the ship for everything”

“The enduring power of attorney is the most important document you will ever
have, you can’'t do anything without jt”

“Assistance with things such as wills and enduring powers of attorney. | have
never dealt with a solicitor before and it was completely daunting filling out the
paperwork given the stress | was under. | want someone to sit with me.”

“The ATO and other organisations won’t speak with you unless you have the
enduring power of attorney”

“Help in transferring everything over to my name (authority for paying bills)”
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“It would be great to be allocated a person who you can ring up and say, please
help me deal with this”

“I need help, in the middle of the night, when he is violent and | am at risk and no
one will come to help me”

“I need help with things that my husband has always done and | can’t physically
do. You shouid be able to go through Council but it takes forever and each time
the questions are endless”

“The police don’'t know what HD is”

“I'm so tired of telling the same story over and over, and having to answer the
same never-ending questions”

“ find a massage is great for me. | got two for the year from Carers Victoria.
Finally they gave it to me after | rang the Mayor and | got someone from Carers
Victoria to actually come and see me. It's the extent you have to go to”

“Help us find and fund equipment. At times this is cost prohibited”

“I need someone to come and mow the lawns and help with the house work and
tasks my husband used to do”

Recommendations
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