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PRESIDENT'S OVERVIEW

I am pleased to present the Annual Report for the Financial Year 2008-2009, our 33™
year of operation. The global financial crisis has presented us with a number of
challenges, however we have maintained our level of services and plan to do the same
into the future. For the year we made a loss of $34,429.00; this is not sustainable in
the long term so in preparing the budget for next year we have been looking at ways
to increase income and ways to contain expenditure. The Association needs a strong
financial base and our income from both telemarketing and donations has remained
strong. Queensland Health has again provided major funding of $134,116 this year,
which continues to support Welfare and Respite services throughout Queensland. We
sincerely thank Queensland Health for their ongoing support.

Our Operations Manager, Barbara Gray has once again led the overall administration
and operation of the Association very successfully. She has been ably assisted by our
Administration Officer, Lisa Gordon and Helen Johnston as Bookkeeper for our
telemarketing activities. Unfortunately Lisa has left the Association to take up a full
time position. We have also been very fortunate with keen volunteers to assist with our
administration and fundraising work and I would like to personally thank them one and
all.

Our Welfare services continue to be the focus of our activities and in January 2009 we
appointed Theressa Byrne as a part-time Welfare Officer and she is providing additional
hours of welfare support in addition to coordinating the Day Respite activities. Our
Senior Welfare Officer, Julie Morrow and Welfare Officer Christine Parfitt have continued
to provide support, information services, guidance and advocacy for all of our families
affected by Huntington’s Disease throughout Queensland. They have arranged support
and carer group meetings throughout the State with these now occurring in Cairns,
Townsville, Mackay, Rockhampton, Fraser Coast, Burnett, Toowoomba, the Sunshine
and Gold Coast as well as Brisbane. Julie, Christine and now Theressa continue to
make regular trips to visit HD families in all of these regions. The Day Respite
continued to operate each Tuesday and two Fridays a month at Florence Dannell
House. Theressa, Iris Simpson and Helen with the help of many volunteers, including
Rob Farmer make this day an enjoyable one for those who attend. I would like to thank
them all on behalf of the Committee and the attendees.

In last year’s report I raised the issue of YPIRAC (Younger Persons In Residential Aged
Care) and this still remains the most challenging issue our staff face. The fact that the
demand for satisfactory accommodation positions far exceeds the supply has caused a
number of issues. In February of this year I was invited to join the Queensland Working
Party for YPIRAC organised by Disability Services Queensland.

I am pleased to advise that the Association has established the “Huntingtons
Queensland Fund” with The University of Queensland to support research into a cure
and/or treatment for Huntington’s Disease. The first research project is to support pre-
clinical trials of the drug PMX205 with the HD R6 transgenic mouse models plus an



examination of complement factor expression in the brain of Huntington’s Disease
patients. We will have regular updates on this research in our Newsletters.

Lastly I would like to thank my committee, staff, volunteers and all members of the
Association for their support and assistance throughout the year.

Gerry Doyle
President
HUNTINGTONS QUEENSLAND

MISSION

To provide professional support and advocacy
for all persons affected by Huntington’s Disease in Queensland

Management Structure - Huntingtons Queensland is an incorporated Association
under the Associations Incorporation Act 1981 and has a Committee of Management,
elected from the Association membership, that is responsible for governance of the
Association.

Huntingtons Queensland is committed to improving quality of service through regular
evaluation of it's practices and through improving funding.

Organisational Structure

Management Committee

Operations Manager
Part time 24hpw

|
Senior Welfare Officer Day Respite
Full time Staff - 2
Part time
Welfare Welfare Officer
Officer Part time
Full time Administration Telemarketing
Officer Part time 12hpw
Part time 30hpw

MANAGEMENT COMMITTEE



Membership of the Management Committee currently stands at six. This small group
meets monthly to consider and adopt reports, monitor operations and expenditure and
the implementation of the operational plan, and to make decisions on future planning.

At the previous Annual General Meeting, Pam Cummings was elected as a Committee
member and in January 2009 Lisa McGuinness joined our group. Lisa is currently on
leave of absence.

It is important that we recruit additional membership to the Management Committee.
Currently membership consists of a mix of family members and others who have an
interest in the Association.

STAFF AND VOLUNTEERS
Staff: There has been no change to our staffing during the reporting period.

Welfare - Julie Morrow, Senior Welfare Officer and Christine Parfitt, Welfare Officer
continued in their respective roles. Effective as at January 2009 the Management
Committee approved an injection of additional hours into the Welfare Service resulting
in an increase of 16 hours per week. Theressa Byrne, who is employed as Day Respite
Facilitator, has now joined the Welfare team as a part-time Welfare Officer to
accommodate this increase.

Administration - During the year Administration staff has remained unchanged with the
ongoing employment of Barbara Gray, Operations Manager, Lisa Gordon,
Administration Officer and Helen Johnston Telemarketing Bookkeeper. While all
Administration staff members are employed on a part time basis, care is taken that the
HD office is manned at all times during working hours.

Volunteers: To maintain our support services the Association relies on the goodwill of
many volunteers who assist with administration duties, fundraising, and the Day
Respite Program. In addition the Townsville Support Group is made up entirely of
volunteers; and a group of family members and friends in the North Coast region
volunteer many hours fundraising on our behalf. In total, volunteer numbers across
Queensland are in the vicinity of 60-70 people. Some volunteers have been with us
since our inception in 1976 and to them all we say “thank you” for your wonderful
support.

Staff Training: Training has been identified and offered to staff and volunteers during
the year. This training included: Falls Prevention Workshop - Queensland Health;
Public Trustee on the topics of Enduring Power of Attorney and Wills; and
Contemporary Community Care Workshop Program facilitated by Community Care
Queensland. In addition our new part-time Welfare Officer was involved in an induction
and handover process with other Welfare staff.

The National Huntington’s Disease Conference in Adelaide was attended by 3 staff
members and the President. The sessions provided useful insights and practical
approaches for our Welfare staff when supporting people with Huntington’s Disease.

WELFARE SERVICE

The primary focus of the Association is the support of individuals and families affected
by Huntington’s Disease through information, referral, respite, support group activities



and emotional support. Our overall goal is to provide a flexible service to meet the
varying supports needs of families.

Support is offered to family members, community support services and health
professionals throughout Queensland.

In addition to the support provided to families in Brisbane and near surrounding areas,
a schedule of visits to regional areas is undertaken by staff and all major centres
throughout Queensland are visited twice a year. These visits are complemented by
telephone contact with families and networking with health professionals and
community support groups.

Support Groups:

Support Group activities have been maintained during the year with all groups meeting
on a regular basis offering a range of social, interactive activities that support all
members of the family.

The Annerley Day Respite Program

The day respite program is held at the HD Centre in Annerley and is offered to those
living in Brisbane and surrounding areas. The program continues to offer a range of
activities such as: ten pin bowling; therapies such as relaxation, exercise and music;
games and group quizzes and crosswords; and outings. Morning tea and a hot midday
meal are served. Day Respite consists of a weekly Tuesday program and a fortnightly
Friday program - average attendances are 14 for the Tuesday group and 6 for the
Friday group.

Transport is organised by the Association through a variety of community transport
options, staff pick-ups and family assisted transport.

An important component of the day respite program is to ensure the program is
meeting an individual’s changing needs. When needed, participants are supported to
transition into the Friday program or to transition out of the day respite program in a
gradual process. Other community day respite options are explored and the
Association continues to offer support to a person leaving the program and their family
through the Welfare Service.

We have been fortunate to retain the services of Iris Simpson (Huntington’s Disease
Coordinator, Queensland Health) and Theressa Byrne who both facilitated the program.
We appreciate the support of Helen Johnston (staff) and our regular volunteers who
very ably assist in a variety of ways to ensure the smooth running of the day’s
activities. Rob Farmer (volunteer) has been with the Day Respite Program since its
inception and has contributed his time on a very regular basis. We appreciate and
sincerely thank Rob for his ongoing support.

Many of our clients attend Day Respite programs offered by other local services. The
Welfare team aims to provide support through networking and training for the staff
and volunteers of these services.

Community Placements - The Association accepted Year 1 medical students from
Griffith University School of Medicine for placement at the Day Respite Program as part
of their Health in the Community theme in the medical program. The aim of
community placements for medical students is to provide a wider perspective of the
health care needs and service provision in the general community. The voluntary
contribution of these medical students is appreciated by the Association.



Respite Holidays
One Respite Holiday was held during the year.

Family Respite Holiday: In December 2008 the Association held its second Family
Holiday at Maroochydore on the Sunshine Coast. Five families, including 6 parents and
13 children from Brisbane and regional Queensland joined Welfare staff for a three-day
break.

The aim of the holiday is to bring families with young children together to meet new
friends, renew friendships and to enjoy a fun and relaxing break. Activities included:
swimming, music and singing, chatting and generally having a great time. The final
day was spent at Aussie World that has a range of rides and attractions; families then
returned home with tired but excited children already asking when they can go again.

Family Support Group Meetings

Regular meetings are held in Toowoomba and the Gold Coast. Families in Cairns,
Townsville, Mackay, Rockhampton, Bundaberg, Fraser Coast, Burnett, and North Coast
meet when Welfare staff visit their region. Some groups also meet informally without
the involvement of the Welfare staff. These events provide an opportunity for families
to meet in a relaxed atmosphere and develop support networks and friendships.

The Townsville Support is a more structured group, conducting their own fundraising
and meetings. Funds raised in the area are used to support local families and to meet
the costs of Christmas activities and other social events.

Carers’ Support Group

The Brisbane Carers’ Group continues to meet on a regular basis with the Association
staff having an active presence in all of the group’s activities. Most meetings are held
at the Huntington’s Disease Centre in Annerley.

Activities include: Representative from the Relaxation Centre gave an interesting talk
on self-care and relationships; a presentation by Public Trustee on enduring power of
attorney and wills; and a visit to Mayes Cottage in Brisbane.

Welfare staff work closely with Qld Carers and the Commonwealth Respite and Carelink
Centres in both Brisbane and regional areas.  Qld Carers offers assistance to family
carers who are experiencing difficulties in their role of caring through information,
counselling and advocacy. The Commonwealth Respite and Carelink Centres provide
funding assistance for respite, information and options about respite care, referrals to
local and regional service providers, and emotional support in relation to caring.

Through the Association’s Newsletter, useful information from a wide range of services
is regularly published, ensuring that carers from all parts of Queensland have access to
information.

Activities for children and families - Maintaining a family focus is important.
During the year, the staff has steadily increased it support to families and provides
several different recreational opportunities for young people. The main focus of the
program is to provide group activities that young people can attend and meet others in
a similar situation as themselves and reduce a sense of isolation. Overall the activities



that are offered play an integral part in their social, physical and emotional
development.

School Holiday Activities: The partnership between Qld Carers and the Association has
been operating for over 12 months. A group of young people meet 4 times per year
during school holidays for one-day recreational activities. Types of outings include a
picnic in the park, ten pin bowling, and putt putt at Victoria Park.

Family Outings: Welfare staff have organised family outings during school holidays and
also when visiting regional areas. Activities include: ten pin bowling, lunches and a
visit to Alma Park Zoo.

Information Provision:

The Association provides up to date information through various methods of
communication and resources to inform families about Huntington’s Disease, services
offered by the Association, and services available in the community that families can
readily access. Information is distributed through the Association’s Newsletter, Web
Page, Library facility; mail outs; and through the National HD Awareness events.

Fact Sheets - Information is regularly reviewed to ensure it remains current and
continues to meet the needs of families and services providing direct care to families.

Web Page - The Association’s Web Page provides information on Huntington’s
Disease, the Association, fundraising activities and links to the Newsletters and other
HD Associations throughout Australia and the world. The Web Page is currently being
reviewed.

Diane Allen continues to provide technical support on a volunteering basis and in
addition she and her husband Ken fund our Web Page. We are very appreciative of
their ongoing support.

Newsletters - Five Newsletters were distributed during the year. Feedback from
readers indicates that research articles and practical information for carers are most
sought after. To meet this need, staff regularly source relevant information. Also
featured in the Newsletter is information on the activities of the Management
Committee and staff and fundraising matters.

Library Facilities — A selected range of books is available for purchase or through our
lending library. There have been recent purchases of new books; the List of
Publications Fact Sheet has been updated to reflect these changes.

Inservice Training and Workshops - To improve understanding of Huntington’s
Disease to services providing direct care to our families, the Welfare staff provide
support and information to health and care professionals, residential care facilities and
community support groups by way of in-service training, workshops and information
mail-outs. In addition presentations were conducted at Bond University, Disability
Services Queensland and secondary schools.

Non-Clinical Counselling and Referral:

Welfare staff provide a non-clinical counselling service to families, either on an
individual basis or group counselling. Families can access this service through home
visits, telephone and visiting the HD Centre in Annerley. Advocacy and referral on
behalf of families is an important aspect of the Welfare Service.



Staff members assist families to access a broad range of community support services
such as respite, carer support, support packages, meals on wheels; health
professionals such as dieticians, genetic counselling, doctors, speech pathologists; and
organisations like Centrelink, Guardianship and Administrator, Taxi Subsidy Scheme.

HUNTINGTON'S DISEASE CLINIC

The Huntington’s Disease (HD) Clinic operates monthly from the Royal Brisbane and
Women’s Hospital. This is the only public health medical clinic specialising in
Huntington’s Disease in Queensland. Iris Simpson (Huntington’s Disease Coordinator,
Queensland Heatlh) coordinates the HD Clinic comprising a multi-disciplinary team of
specialists including: Dr. John O’Sullivan (Neurologist), Cate Barrett (Speech
Pathologist), Dr. Donna Spooner (Neuro Psychologist) and Dr. Rodney Marsh
(Psychiatrist). Patients from regional Queensland regularly attend the clinic with the
support of the Patient Transit Scheme.

The Association continues to support the the HD Clinic through funding the speech
pathologist and also the attendance of the Senior Welfare Officer on clinic days
providing non-clinical support to Iris Simpson.

YOUNGER PERSONS IN RESIDENTIAL AGED CARE INITIATIVE

The Younger Persons in Residential Aged Care (YPIRAC) Initiative is a five year State
and Commonwealth funded project that commenced in July 2006. This initiative has
been established as part of Disability Services Queensland.

The primary aim of the initiative is to reduce the number of people aged 65 and under
entering an aged care facility by developing age appropriate care options. The
initiative will also allocate funding to provide additional support to people who choose
to remain in an aged care facility.

During 2009, Gerry Doyle took up a position on the YPIRAC Reference Group to keep
up to date with the progress of the initiative as well as present key issues affecting
people with Huntington’s Disease and their families.

Accessing age appropriate residential care for people under 65 with high care needs
will continue to be difficult in the foreseeable future due to the limited number of places
available and the high demand for this type of support. Delays in accessing residential
care have been experienced and can result in inadequate care for people with
Huntington’s Disease as well as increase demands on carers and other family
members.

We are also keenly waiting for the release of YPIRAC funding for younger people who

will be remaining in aged care. This is expected to take place in the near future.
NATIONAL BODY

Office bearers are: Shiralee Judge (SA) - Chairperson; Ann Jones (WA) - Secretary;

and Barbara Gray (Qld.) - Treasurer. Regular contact is maintained with all HD

Associations in Australia through exchange of newsletters, emails and quarterly
meetings held via teleconference. Topics discussed include: Younger Persons in
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Residential Aged Care Initiative, HD Awareness Day, and exchange of information at a
State level.

In September 2008, the South Australian Association hosted the Australian
Huntington’s Disease National Conference and National Meeting. Attendance at the
Conference was approximately 150 people with good representation from Queensland.
Keynote speakers were Dr David Crauford from Manchester with an update on world-
wide research and Jimmy Pollard from Boston speaking on caring issues.

Huntingtons Queensland is hosting the next bi-annual National Conference in Brisbane
from 9" — 10" September 2010.

Gerritt Dommerholt, International Development Officer of the International Huntington
Association (IHA) also distributes research information on a regular basis via email.

Australia is represented at IHA level by delegates elected by the National body.

PROFESSIONAL COMMITTEE

A Professional Committee meeting was held in February 2009. Our President, Gerry
Doyle, Treasurer, Cliff Farmer and Welfare staff members Julie Morrow, Christine Parfitt
and Theressa Byrne met with Dr John O'Sullivan (Consultant Neurologist), Ms Iris
Simpson (Huntington’s Disease Coordinator, Queensland Health), Dr Michael Gattas
(Consultant Geneticist), Dr Arnold Waugh (Consultant Psychiatrist), Ms Cate Barrett
(Speech Pathologist), Dr Peter Noakes (Neuro Scientist), Dr Valentine Hyland
(Molecular Genetecist) and Ms Julie White (Queensland Clinical Genetics Service).

The main focus of the meeting was the exchange of information on the services of the
HD Association (National Conference in 2010, YPIRAC Reference Group, Research
Scholarship and Welfare Service); Queensland Clinical Genetics Service; Huntington’s
Disease Clinic; and Neuro-Scientific Research Project.

HUNTINGTON'S DISEASE CENTRE, FLORENCE DANNELL HOUSE

The Huntington’s Disease Centre, Florence Dannell House provides a venue for the
Association’s Administration base, Welfare Service, Day Respite Program, Family
Meetings, Education Forums and individual counselling and support for families affected
by Huntington’s Disease.

Minor maintenance is undertaken as required and all the necessary inspections and
maintenance is routinely undertaken to the lift, electrical equipment and fire
extinguishers.
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Adequate funding of the Association is critical to its success and it is therefore
important for the Association to maintain a successful relationship with its current
funding bodies. It is equally important that we do not become over reliant on any one
source of funding and continue to investigate additional funding opportunities.

Community Self Care Funding Program, Queensland Health:

Our Service Agreement with Queensland Health is current from 1%t July 2007 to 30%
June 2010. The Association received $134,116.00 funding through the Community Self
Care Funding Program for the period 1/07/2008 to 30/06/2009. This was an increase
of $4498.00 on the previous year. We acknowledge and thank Queensland Health for
their ongoing support of our service provision.

Donations and Bequests:

Donations continue to grow steadily and were above the estimated budget figure. This
is a pleasing outcome and can be attributed to the generosity of many long term
donors to the Association. We received very generous support from the following
people and companies:

< Sean Egan’s Bike Ride from Perth to Melbourne raising in the vicinity of
$17,700.00 for the Queensland Association. Kristine McGowan (Sean’s sister)
was instrumental in raising the majority of these funds and was kindly supported
by her workplace Santos.

% Cycle Queensland’s Bicycle Challenge: This fundraiser does not complete
until September 2009, however donations amounting to $7,191.00 have come in
during this financial year. Abigroup Contractors Pty. Ltd. covered the cost of
the entrance fee in the Bicycle Challenge.

< Fiona Booker donated prize money and funds raised through a Chocolate Drive
at GE Money amounting to $3,500.00.

< Iwasaki Foundation assisted with generous funding of $10,000.00 for the
change-over price for a replacement vehicle.

< Malones Business Advisors provided $1,000.00 in funds for Support Group
activities.

< Minter Ellison hosted a charity morning tea donating $1,000.00 for Support
Group activities.

Community Fundraising:

Income derived from sausage sizzles, art unions, cookie drive, HD Awareness morning
teas, has remained stable. For the first time the Association held a Trivia Night in
conjunction with the Rotary Club of Acacia Ridge. This was a good fundraiser and one
we hope to repeat next year.

The sale of Cadbury Chocolates in the Workplace has proven to be an ongoing and

worthwhile source of income. Our thanks to Wendy Edwards and Jan Szlapak for
their time and effort in supervising and promoting this fundraiser.
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We acknowledge support from Bunnings-Maroochydore and Bunnings-Rocklea for
the opportunity to hold sausage sizzles.

Community Groups:

We continue to receive wonderful support from various community groups providing
financial assistance, awareness and friendship. Major funding was received from the
following groups:

)
0‘0

Rotary Club of Acacia Ridge supporting the funding of a Speech Pathologist at
the Huntington’s Disease Clinic, Royal Brisbane and Women's Hospital; assistance
with promoting and running a Trivia Night; and in addition other funds were
donated to assist with service provision.

Brisbane Broncos Charity Fund donated funds to assist with activities for
children and families.

QUT Staff Community Benefit Fund assisted with costs for a Respite Holiday.

Townsville Barrier Reef Lions Club once again provided major financial
support to the Townsville Support Group.

Lions Club of Brisbane-Bunya Inc. provided funding towards Support Group
activities for families living in their catchment area.

Tilleydale Dawn Breakers Social Golf Club provided funding towards Support
Group activities for families living in the Brisbane East area.

Variety Queensland have very generously supported 2 young family members
who are affected by Huntington’s Disease by supplying equipment.

Albany Dental and Sleep Centre is sponsoring a young family member for free
dental care through the program “Bright Smiles”.

The major contributions we received from the above groups, coupled with the ongoing
generosity of many supporters ease the financial load and help ensure that we are in a
sound finacial position to continue with our services.

The Association is very reliant on the goodwill and generosity of the general community. During the year
we have received generous support from many individuals, organisations and community groups. We
express our sincere thanks and appreciation to those who contributed financially and also to those who
provided services and support to the Association.

Adventist Retirement Village Social Committee
Albany Dental and Sleep Centre

J.W. Bell & Associates Pty Ltd

M. & K. Cain — Aussie Excavators Pty. Ltd.

M. Flynn — Rehmtech Pty. Ltd.

Ipswich Multicultural Projects

D. McNamara — Trailer Sales (NQ) Pty. Ltd.
South Burnett Masonic Lodge members

B. Abraham D. Allen
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