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OUR ORGANISATION
MISSION
Committed to the provision of education, information,
advocacy and support to people with Huntington’s Disease,
their carers, families and the wider community.

OUR AIM
Deliver a support service with understanding by providing resources and
opportunity for volunteer development.
Develop a high-quality administration and management structure, maintain a
professional approach to all activities and guarantee real control over all our
responsibilities and activities
To secure the necessary funds to provide, at the Association discretion,
equipment, support services and other physical needs not provided by others
for those affected by Huntington’s Disease
To work towards ensuring the availability of the best long- and short-term care
facilities for people with Huntington’s as and when required
To educate families, those working in the caring professions and the wider
Community of the Occurrence and Management of HD
To work with the specialist HD services to improve the lives of people with
Huntington’s and to promote the Association to families and the wider
community
To develop relationships with key individuals within Government and the
Department of Health and Human Services
To liaise nationally and internationally with the appropriate bodies to ensure
that the most up to date information on research and development is
available
To maintain a state-wide office and phone service

OUR PATRON
Dixie Emmerton

Dixie has enjoyed a successful career filled with several significant
accomplishments, leading to her winning the Telstra Tasmania Business Owner
in 2014.
Throughout her professional career, Dixie’s passion for business continues to
drive her as a leader in Organisational Structures, Human Resources, Work
Health Safety and Industrial Relations, as she works across 31 business sectors
throughout Tasmania and the mainland.
Having attended a dinner which talked about Huntington’s Tasmania, Dixie and
her husband Clive started discussing ways that they could assist. What
started with a sponsorship become a request to be the Patron for Huntington’s
Tasmania, which Dixie gladly accepted.
Dixie states that her business mission is to provide excellent personalised
service therefore this aligns with Huntington’s Tasmania which excels in both
compassion and outstanding service delivery.
In regards to the future, Dixie is waiting for the day of celebration when we have
a cure for Huntington’s, until then she will continue to support us in any way
possible.

CHAIR OF THE
BOARD REPORT
It is with pleasure that I present the 2018-2019 report of
Huntington’s Tasmania. With unwavering passion and
determination our commitment continues to support
individuals, families and carer impacted by Huntington’s
disease. This remains the focus of our organisation,
providing advocacy, information, education and nonclinical counselling 24/7. A priority is ensuring the ability
for our families, who face numerous daily challenges,
access quality medical and mental health services in a
timely manner. Safe appropriate accommodation remains
a big challenge.

It has been year of enormous growth and achievements.
The commitment to improving our Governance and
operational structures have continued. (See more under
Governance)
To continue the growth of our organisation it is essential
we demonstrate and initiate change to cope the everchallenging demands, ensuring the organisation
sustainability as demands for support continue to rise.

Pam Cummings

Funding remains the biggest challenge facing our organisation. HD Tasmania has, for
over 42 years been run by the passion and generosity of volunteers and family
members with very little financial support from Governments.
Having the highest number impacted with HD per
capita in the nation and second highest in the world, Tasmania is the only state
not having a paid CEO/EO running their organisations. Our families deserve more,
with the support of our I board will continue advocate for change and to have
this situation rectified.
January saw the start of our first Tele- group session which, due to its success ran for
one week longer than the proposed four-week programme. Eight family members
participated, and due to positive feedback has continued a monthly basis.
Responding to requests this year we were able to supply two specialist Huntington’s beds
and one chair for two young clients in residential aged care at cost of approx. $30,000.

In May I was fortunate to attend the National meeting of state CEO hosted by Jan Samuels in
Queensland, last meeting was held in 2016. It was a very supportive meeting providing a
great sense of collaboration a commitment to build relationships between states.
Topics discussed:
National Sponsorships
National/collective marketing opportunities/ campaigns.
Consensus that future grant applications and submissions requiring
Nation support be put forward by National and State Territory CEO/EO
Advocacy be led at a National level and formation shared to all states.
:
Representation on National and International bodies. Meetings will
continue to progress these issues.
Patient registry, work on a joint/collective effort and need shared
ownership at a national level. When completed should reside with third
party or university.
:
Future move to National Logo.
Further meeting will continue to develop outcomes.
Finally, I would like to thank all who have been involved in Huntington’s Disease in Tasmania
over the past year. To our wonderful board and committee members for giving up your
valuable time to attend meetings, providing guidance and advice, and our volunteers who help
with fundraising, you are a special part of our team. To Dixie and Clive Emmerton who are
always
available when needed for support and advice.
There are two very special HD champions that need our praise and gratitude, Lou Archer
and Jim Gaulds who for 20 years have supported the HD Tuesday bus group in Launceston,
the last several years as volunteers.
Also, to our Case Managers for the extraordinary support they give to those impacted with
Huntington’s in our community. It has been a strong team effort this year and one that will
continue.keters must also create a concise.

Thank You
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GOVERNANCE
To ensure Huntington’s Tasmania complies with all the regularity requirements and remains
sustainable we have, during the reporting period, embarked on a complete organisational overview
of our management systems by developing a new fresh branding.
Our Priorities include:
Organisation Performance
Reviewing our Constitution - Bartlett Lawyers
Website on going
Reviewing and updating all policies and procedures
Identifying unmet community needs
Purpose and Strategy
Culture and Ethics
Logo Designed by out talented Bek McLean.
The symbol represents
(Purple) those who have Juvenile HD
(Blue) adults affected by HD
HUNTINGTON'S
(Green) families and carers affected by HD
DISEASE
TASMANIA

CLIENT SERVICES
The State-wide Huntington’s Disease Service (HDS) is a specialist service committed to
providing the best quality clinical service to enhance the quality of life for families
affected by Huntington Disease (HD) in Tasmania.
The aim is to achieve the best possible outcome by working collaboratively with other
services to achieve comprehensive care. The HDS is client centred, respectful and
responsive to the preferences, needs and values of people with HD, their families and
carers. HDS also provides information and education to the wider community, service
providers and services within the Tasmanian Health Organisation.
There are three Case Managers located throughout the state
Launceston - Viv Elliott
Burnie - Subha Perumal
Hobart - Rachel Smith.

PROVIDING HELP, SUPPORT,
ADVICE & GUIDANCE

Social Media
Social Media remains a valuable resource providing information, research updates,
connecting families, and supporting the Huntington’s community both locally and globally. It
is also significant in providing a venue to advertise social activities and raise awareness.
Thanks to the dedication and commitment our wonderful committee member Bek McLean,
our Social media profile continues to improve with increase in followers.

You can keep up to date with HD news on
Facebook
Instagram
Twitter

Light it up 4 HD
Huntington’s Tasmania participated for the first time
this year in #LightItUp4HD. This annual event is a
global initiative led by Huntington’s Society of
Canada to show support, education and raise
awareness for HD. The programme involves a global
social media campaign to light up buildings across
the world in blue and purple.
We are proud of our success with many iconic
buildings and business lighting up across the state.
Excited by our success at our first attempt we are
planning a bigger light up next year.
We are grateful to all who supported our campaign
Tasmanian Premier - Executive Office
Hobart City Council - Local prescient
Tasmanian Governor - Government House grounds
Launceston City Council - Council Chambers
Launceston - Church
Launceston - Hotel Grand Chancellor
Burnie City Council - Trees on esplanade

The count down is on and excitement is building to the first International Young Adult
Congress (HDYO)for 18-35 year- olds impacted by Huntington’s Disease (they are
happy to extend to 40.)
The congress will take place in Glasgow Scotland from 9th-11th May 2020. The organisers
are hoping hundreds of have young adults will converge on Glasgow for 3 amazing days of
talks from HD specialists, research updates, share stories, peer support and of course
have fun with people from all around the world.
We are working to send some participants from Tasmania, application will be advertised
in the coming weeks. Please encourage family members to apply.
This year we were fortunate to be able to send two young HD family members to attend a
camp organised by HD Queensland. This is a great opportunity to make friendships
interact with others in a similar situation.

Research Updates
Since the two pharmaceutical companies, Ionis and Roach, announced the discovery of a
potential treatment, researches refer to as a “Huntington lowering drug” called IONISHTTRX, there has been a huge investment of time, effort and hope by everyone involved.
Latest information from researches suggest that the drug has safety past the first
human trial. A second and larger trial over a longer period is currently underway to
determine whether these drugs are both safe and effective.
Whilst the Huntington’s community have been given great hope for the future and much to
be excited, more research is needed before a drug will be available.
It was announced in May that Qld, NSW, Victoria, and WA have been chosen to be
involved in the research, this provides Australian’s an opportunity for those impacted by
HD to participate.
For update information you can follow on HD Buzz.

SPONSORS
Thank you to all who
supported us this year

https://en.hdbuzz.net

Tasmanian Government
Centre of Tasmanian Industry
Hislop Family Trust
Bartletts Solicitors
Premiers Department
Hobart City Council
Launceston City Council
Devonport City Council
Burnie City Council
Wynyard City Council
Denise White
RACT
Apex Club Ulverstone
Meercroft Nursing Care Centre Staffl
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