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Huntington's Disease Association of 
Ireland: (HDAI) provides consultation, 
information and individualised support 
to those diagnosed with Huntington's 
disease (HD), their families and their 
health care team. Our information is 
regularly updated through our links with 
the International and European 
Associations. HDAI is a registered 
charity and was incorporated in 1998. 

The Association aims: 

• To provide specific advice to those 
who have the disease and their 
families. 

• To provide practical help where 
possible. 

• To foster and promote research. 

• To provide up to date information to all 
those interested in Huntington's 
Disease. 

• To avail of every opportunity to 
highlight the needs of our members 
through the media. 

• To update information regularly. 

• To help to establish the true 
incidence/prevalence of HD in the 
Republic of Ireland. 
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Huntington's Disease, there's a lot 
to hope for 

1983 
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Marker for Huntington's Disease 
(HD) gene found. 

Formal Launch of Huntington's 
Disease Association of Ireland. 
Mary Robinson, President of 
Ireland becomes Patron of HDAI. 
First full-time worker employed. 
Members of HDAI and HDA 
Northern Ireland visit President 
Robinson in Aras an Uachtarain 
and the Lord Mayor of Dublin in 
the Mansion House. 
Scientist fi nds H 0 Gene. 
HDAI hosts European Huntington 
Association meeting in Trinity 
College. 

Scientists discover HAP-! a protein 
that binds to huntingtin (the protein 
expressed by the HD gene) and may 
work with it to cause HD. 
Dr Gill Bates develops transgenic 
mouse model. 

Breakthrough in HD research 
announced in Cell and Nature 
publications. Dr. Andrew Greene 
appointed Clinical Geneticist, 
National Genetics Centre, Dublin. 
Mary McAleese, President of Ireland 
becomes Patron of H DAI. 



Background and History of HDAI 

The Director of the Huntington's Disease Association in 
London met with two people in Dublin in 1983. At that time 
it was thought that the disease was rare. No figures existed 
on the prevalence/ incidence of the disease in this country. 
As the group progressed, it became obvious that the problem 
was far greater than first suspected. 

The Huntington's Disease Association of Ireland was formally 
launched in 1985 and despite a relatively low profile is now 
in contact with over 280 families (1999). Because of the 
genetic implications of the Disease each new contact from a 
family puts us indirectly in touch with many others who need 
to know their risk so they can make informed decisions 
regarding their own future. HDAI does not inform people of 
their status. Only after diagnosis has been given are we ready 
to answer every question the patient or his/ her family might 
have. Each contact made is seen as inaivi~ual. 
Confidentiality is guaranteed. 

The Association is in an ideal position to ~sethe expertise 
gleaned over 13 years to continue to work with the medical 
profession and the families to achieve positive change for the 
HD Community. 

The Development Officer has been involved in HDAI since 
1983. She worked full time for the Association from 1992 to 
1994 and continues to meet with family members and their 
health care team; works with the media and gives talks on 
HD. She is responsible for the on-going support and 
supervision of the Executive Officer on behalf of the 
management committee. In August 1994 a full time worker 
was employed to deal with the extra work generated by 
publicity following the European Meeting hosted by HDAI in 
1994. The Executive Officer (EO), hired in 1996, is 
responsible for the day to day management of the office, her 
range of skills are required to meet the needs of a developing 
professional organisation. 

To accommodate its growing membership, HDAI became 
incorporated in 1998. 

Organisational Structure: 

Patron: HDAI won the patronage of Mary Robinson, President 
of Ireland in 1993. A group representing Huntington's families 
visited Aras an Uachtarain in 1994. The President ended her 
term in 1997 and we wish her well in her new role. Our new 
patron is Mary McAleese, President of Ireland. 

Management: The Management Committee is elected by the 
membership at Annual General Meeting and meets monthly. 
The Memorandum & Articles of Association provide the basic 
rules it follows. There is also a Staff sub-committee, a 
Complaint sub-committee, an Evaluation sub-com mittee and a 
Research sub-committee. Other subcommittees are set up 
according to the needs of the Association. 

The Development Officer and Executive Officer attend Month ly 
Committee Meetings but do not have a vote. Guidelines have 
been drawn up for the Development Officer, Executive Officer 
and Committee members. The ASlociation strives to maintain 
a cost effective office which can call on external support at 
busy times i.e. FAS staff in Carmichael Centre, volunteers or 
contracted expertise 

Training and Development: The Association is committed to 
the provision of training . Committee members and staff are 
encouraged to take part in traini ng. Many of our Committee 
members are restricted in the time they can allocate. Written 
material is provided to inform new members. Every member is 
provided with data relevant to the monthly meeting in 
advance of each meeting. Where possible books which 
enhance the skills of the committee are provided. 

Huntington's Disease - Make it Your Cause 

Symbol of the International fight 
against Huntington's Disease 

The main theme of this symbol of the 
International Huntington 

Association is a diagram of a head 
and shoulders, representing the 
threat of HD to both mental and 

physical capabilities. The reduced 
size of the inner image indicates their 
dimunition in the person with HD. This 
symbolic design appears as the flower of a 

growing vibrant plant and is protected 
within its leaves. The purpose, growth and 

development of the International Huntington ASlociation is 
thereby illustrated, together with the increasing worldwide 
concern that this disease shall be tamed. 



Needs of Members: 

Our members report the following concerns: 

• Expense: The expense regarding extra dietary 
requirements needs consideration. The person with HD 
may require 5000 calories daily. 

• Medial tinl: This is a long-term illness yet the medical 
card can be difficult to obtain and is subject to annual 
review. 

• Entitlement to services: Community care support and 
Home Help Assistance are required to enable the family to 
care for the person with HD in the home for longer. Also 
people wi th HD require Physiotherapy, Occupational 
Therapy, Speech Therapy and dental care to enable them 
to maintain their abilities for longer. 

• PRetial help: Families can require practical help in the 
form of speciali sed chairs and beds, communication aids 
and so on which can enhance the quality of life for the 
person with HD as well as the family. 

• True cost: The true cost of the illness over time needs to 
be ascertained and factored into service provision and 
funding allocations by Health Boards 

• Respite are facilities: Respite care and long term 
facilities are very limited for people under 65 years old, 
this situation needs to be rectified. 

• Improvement In leglslJtlon: Potential genetic 
discrimi nation by insurance brokers, mortgage brokers, 
employers must be legislated against. 

• Counselling: Counselling is needed by those at-risk to the 
disease, those diagnosed with HD and those who wish to 
take the predictive test. 

• Information and Support Information and support for 
family members is needed, particularly in times of crisi s 

• Additional Neurologists: Ireland needs an increased 
number of Neurologists so as to ensure that each person 
diagnosed with HD is given regular check-ups. 

The Assodation feels that the position of HO families could 
be greatly improved with work on any or all of the issues 
raised above, 

HDAI Services to families affected by 
Huntington's Disease and their health 
care team: 

• Monthly support group meeti ngs. 
• Respite Care Fund. 
• Publications include leaflets, booklets, factsheets covering 

the many issues pertaining to HD. 

• Loan of specialised equipment such as the Kirton HD 
Chair, which would be too expensive for the family to 
afford, but which enhances the quality of li fe of the 
person with HD . 

• Members receive the quarterly newsletter containing 
practical ad vice and research updates. 

• Annual updates are sent to interested professionals. 

• A Reference Library, which contains a substantial amount 
of information on the ma ny issues pertaining to HD is 
available in the HDAI office. 

• HD ID cards are provided to people with HD free of 
charge. 

• Freefone Number 1 800 393939. 

• 24 hour contact for families in crisis is available through 
our minicall number 1550 124 837. 

• HDAI is now on line. Email addressishdai@indigo.ie. 
HDAI maintains regular contact with worldwide discussion 
on HD as part of their service. 

• HDAI represents the views of HD families through 
International Huntington Association and European 
Huntington Association network. 

• flDAI represents views of HD families nationally through 
umbrella organisations. 

• Experts from around the world have given talks at our 
Members meetings, which are held twice yearly. 

• HDAI meets with health care teams and give talks to 
interested person nel. 

• HDAI highlights the needs of our members to the 
statutory services and other relevant bodies. 

• A video on HD is available for those wishing to 
understand the disease. 

As we are a membership-led organisation, our services have 
been developed so as to reflect real needs identified by 
families affected by HD. We are open to initiating additiona l 
necessary services as our resources allow. 

This document is based on how HDAI has advanced si nce its 
for mal launch in 1985. The development plan was wri tten 
following a one-day "brainstorming session" in 1991 and 
provides a basis for this document. The committee adopted 
the aims in 1994. The advice of Jonatha n Pimm, National 
Social Service Board Mentor Scheme and Andrew Logue, 
Disability Federation of Ireland in shaping this document is 
gratefully acknowledged. 



The ten most commonly asked questions about Huntington's Disease 

1 What Is Huntington's Dtseue? 
Huntington's Disease (HD) - also called Huntington's 
Chorea - is an inherited disorder of the central nervous 
system. It causes progressive deterioration with varying 
symptoms which may include involuntary movements, 
speech impairment, and intellectual and emotional 
changes. Symptoms usually appear between the ages of 
30 and 45, although they may appear earlier or later. 

2 How does the disease get Its name? 
The disease is named after Dr. George Huntington, an 
American physician, who was the first to publish a precise 
description of the symptoms and course of the disease in 
an article written in 1872. 

3 How Is the diseue Inherited? 
This is a genetic disease. Each child of an affected parent 
has a one in two chance or 50~, likeli hood of inheriting 
the gene. People with the abnormal gene will always 
develop the disease, unless they die of other causes prior 
to developing signs and symptoms .. People who do not 
inherit the HD gene will not develop the disease, neither 
will their children, or the children's children. The disease 
does not 'skip a generation". 

4 How Is It caused? 
It is caused by a domi nant defective gene which causes 
certain brain cells to deteriorate. 

S How Imny people In Ireland are affected? 
It is estimated that '400 people have the illness in the 
Republic of Ireland with a further 2000 individuals at 
risk of developing the condition. On average for every 
individual with the disease there are 22 close fa mily 
members indirectly affected. Therefore over 9000 family 
members may req ui re support and information. 

6 How Is Huntington's Dtseue diagnosed? 
The gene for HD was found in 1993. Details on diagnostic 
testing are available from the National Genetics Centre in 
Dublin on (01) 4558111 

7 Is there any test to predict If a person wlU get the 
disease? 
Details on the predictive test are available from the 
National Genetics Centre in Dublin. Please phone 
(01) 4558111 

8 Can Huntington's Dtseue strike without a family 
history of It? 
Spontaneous mutation of the genes can occur. Contact 
HDAI office for information. 

9 What treatments Ire there for the diseue? 
There are no treatments that will halt or reverse the 
disease process at present. It is possible to treat some of 
the effects, such as depression, and gross involuntary 
movements, with various drugs . Improvements in general 
health, such as adequate nutrition, will bring about 
improvements in the status of the person, and in their 
enjoyment of life. 

Immense strides are being made in medical research. Huge 
sums of money are being put into research. Phone HDAI 
for details. 

10 Is there a special diet required for sufferers? 
There can be rapid weight loss, and it is estimated that 
H 0 patients need something in the order of 5000 kilo 
calories a day to sustain them - twice that of the average 
adult intake. It has been shown that many patients who 
manage to gain weight also find that their clinical state 
improves. 

How to Get to the HDAI Office 

Huntington's 
Disease 
Association of Ireland 

Carmichael House, North Brunswick Street, Dublin 7_ 

FreeFone 1800 393939 
Telephone: 01 872 1303. Fax: 01 872 9931. 

Minicall: 1550 124 837. E- Mail: hdai@indigo.ie 


