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Organisation Profile

Huntington's Victoria (HV) is a not for profit organisation established in 1973 partially funded by
the Victorian Government. We are the only specialist service in Victoria to support and assist
people affected by Huntington's Disease (HD). Whilst we receive a small amount of government
funding, our services are always in high demand, therefore we rely on donations and
philanthropic support to facilitate our essential work.
We aim to improve the quality of life of all people touched by HD in Victoria by connecting
families to the vital support and services they need, while supporting people affected by HD to
live meaningful and hopeful lives as valued members of the community.
We provide access to expert staff that assist in the navigation of the disability service sector,
provide relevant information and connect people with respite and support services. By
working with Australian and global healthcare professionals, disability service providers and
academics we increase awareness and understanding of HD, as well as the impact it has on
individuals, families and communities.
Without our service, education for professionals and tailored support for people affected by HD
is extremely limited and almost non-existent.
Through our specialist staff and services, we:









Provide information and advice to help people with HD and their families make
decisions about their care.
Connect people to the services and support they need.
Help people with HD to live independently for as long as possible.
Provide support for carers and families.
Advocate to government policy makers and deliverers of services for improved access to
services for people with HD.
Educate health professionals and direct care staff about how to support people with HD.
Increase understanding and knowledge of HD in the community.
Support research that improves the quality of life of people affected by HD.

Our Mission
To sustain a high quality of life for people affected by Huntington's disease, their carers and their
family, while supporting/encouraging research towards a cure.
Our Vision
All people affected by HD live meaningful and hopeful lives as valued members of the
community with equitable and timely access to resources and empowered choices for care and
support of the highest quality.
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Overview

The last financial year brought Huntington’s Victoria (HV) a myriad of examples that show the strength of the
organisation and its community. Huntington’s Victoria celebrated it’s 40th birthday in November 2013, which
added an extra special element to day to day work. The celebration year was also showcased through courageous
stories from the Huntington’s Victoria community at the Gala Ball.
The Community Information Day and Members Recognition Ceremony on 19 July 2013 was a wonderful way to
start off the year, where HV were privileged to have a number of world renowned researchers plus a number of
key service providers present to the community.
Throughout August and September, HV devoted time to a number of regional visits, giving clients the opportunity
to meet face to face with the organisation’s staff and be linked in with their local support services. On 11 October
2013, Huntington’s Victoria were privileged to have Peggy Napthine open the second Annual Gala Ball, followed
by a presentation by the CEO of the National Disability Insurance Agency (NDIA), David Bowen. The event
successfully increased the profile of HV, created new networks and raised important funds. It was also the perfect
opportunity to acknowledge two exceptional supporters of Huntington’s Victoria by presenting Maurice Browne
with the Community Award, and Robert Pask the Advocacy Award.
Towards the end of 2013, Huntington’s Victoria was accepted to join the National Australia Bank (NAB) Graduate
Program. During the program’s three month duration, a team of enthusiastic and talented graduates developed an
Operation Plan and Communications Strategy. Huntington’s Victoria are very grateful to NAB for their support; the
graduate’s work has contributed greatly to the integral framework of the organisation.
In time to enjoy the final week of Autumn, on 24 May 2014, Huntington’s Victoria held the Hope Ball. The
spectacular event led by community members, Stephanie Ng and Jessica Hardy, raised awareness and over
$44,500 for Huntington’s Victoria. Sincere thanks to the Hope Ball Committee for organising and conducting this
wonderfully well attended evening!
In June 2014, Huntington’s Victoria was delighted to implement their first support group in Western Victoria, to be
soon followed by a further three groups. Many community members are involved with these groups already and
have found them to be a wonderful opportunity for people to come together and share experiences, stories and
advice.
2013-14 brought many highlights for the organisation and its community; Huntington’s Victoria now looks to next
year for new achievements and continued growth.

President’s Report

I am delighted to once again report to you as President of Huntington’s Victoria (HV) and reflect on
the happenings of the Board and the organisation over 2013-14. The Huntington’s Victoria Board
continues with its commitment towards responsible governance principles supported by the skill sets
embodied by the its members. I would like to take this opportunity to express my appreciation to all
Board members for your invaluable advice, support and devotion to the Huntington’s disease (HD)
community.
With the generous support of partner organisations such as Bain & Company, National Australia
Bank (NAB), Macquarie Group ,and Strategic Grants, the Board continues to focus on the
development, sustainability, and needs of the HD community, now and into the future.
Congratulations to all involved with the community led fundraising events, Huntington’s Victoria
Gala Ball and the Hope Ball. Both were highly successful, generated much needed funds for client
services, and assisted in raising awareness of Huntington’s disease in the broader community. We
were very pleased to have the support of David Bowen, CEO of the National Disability Insurance
Agency (NDIA) and Geoffrey Kempler, CEO of Prana Biotechnology, in attendance. Representatives
from these organisations reflect the community education aspect of our social events.
The Community Information Day on 19 July 2013, was again a great success, we are very fortunate to
have world class researchers from The Florey Institute of Neuroscience and Mental Health, Monash
University, Royal Melbourne Hospital, and University of Melbourne, who are always accessible and
willing to share new developments with our community.
We continue to work closely with all Australian Huntington’s disease organisations to provide the
best possible access to services, particularly for those clients located near state borders.
Huntington’s Victoria continues to lobby to relevant government bodies with our existing corporate
partners on behalf of the wider Australian HD community. Amongst other, Huntington’s Victoria is
currently advocating for the following: equal access to IVF Pre-implantation Genetic Diagnosis (PGD)
regardless of financial barriers, the development of a national HD registry, and meeting the needs of
the HD community via the National Disability Insurance Scheme (NDIS).
Community engagement and support was a priority for our organisation this year with a focus on
youth development, and I want to thank the HV team for their important work with our young
people living in HD families. Through our partnership with the REACH Foundation and NAB, many of
our young people have developed connections with others. The vital work in this area will continue
into 2014-15 and beyond. HV is also privileged to support HDYO and its work in youth development.
On behalf of the HV Board, I take this opportunity to thank all who contribute in so many ways to
ensure the success, growth, and sustainability of Huntington’s Victoria. Under the strong leadership
of CEO, Tammy Gardner, the client support services and administration team display great
dedication to the families they support. I thank our community for your ongoing support and look
forward to growing stronger each year.

Helen Walsh
President

Helen Walsh with the Northern Victoria Support Group
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Board

HELEN WALSH
Helen has a long career in Education, working in the sector for over 35 years. She studied at
Deakin University and possesses a Master of Education in Curriculum Development and
Educational Leadership. She has worked in Primary Secondary and Tertiary institutions, in
Australia, North America and Britain, and conducted global research into educational standards.
After completing 7 years as Principal of a P-12 College, Helen left the Education sector in 2012,
and now runs a Bed & Breakfast business with her husband. Helen has been a member of the
Huntington’s Victoria Board for the past five years, and strong advocate for Huntington’s families.
She is now a carer for her husband, Peter, and mother of their 3 adult sons. Currently living in
Northern Victoria, Helen has been instrumental in establishing the Northern Victoria support
group.
Helen was appointed President of the Huntington’s Victoria Board in 2013 and has been a
member since 10 November 2009.

FAYE FAULKNER
Faye is a senior executive in human resources management, possessing a Bachelor of Arts degree
and Graduate Diploma in Human Resources
Management and Organisational Development. With a career spanning almost 30 years, she has
worked with companies such as Mobil Oil and Southcorp, and for nine years, held the position of
General Manager of Human Resources for OfficeMax Australia. She is currently employed at
Monash Health, responsible for Human Resources business partnerships for the Mental Health
Program. After many years in the corporate world, Faye was looking for a way to make a long
term difference in the community and has a particular interest in raising awareness of
Huntington’s disease.
Faye was appointed a member of the Huntington’s Victoria Board on 10 November 2009.

ANNE SANDERSON
Anne is a partner at Ragg Weir Chartered Accountants with over 25 years experience in the
sector. Anne's experience has encompassed a range of industries and client sizes, but her focus is
on 'Mum and Dad' businesses. Her philosophy is to provide good service to clients, this
encompasses value for money, efficient delivery, appropriate advice and being able to know and
understand the individual needs and objectives of each client.
Anne was appointed a member of the Huntington’s Victoria Board on 10 November 2009.
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Board

FRAN POISSON
Fran has over 10 years experience in Fundraising, Marketing & Communications.
Fran has a particular interest in building the brand of Huntington’s Victoria and
increasing awareness on both the disease and the organisation.
Fran was appointed a member of the Huntington’s Victoria Board on 27 October
2010.

GORDON ROBERTSON appointed 14 November 2012
Gordon has over 15 years experience in Audit and Assurance with large accounting
firms. Gordon specialises in assisting clients to meet their statutory reporting
requirements and also operational issues which confront entities in today's
economic environment. Gordon is a registered company auditor and holds a public
practice certificate. His area of expertise includes managed investment schemes,
compliance plan audits, and Australian Financial Services Licence audits.
Gordon was appointed a member of the Huntington’s Victoria Board on 14
November 2012.

KIRALY WILLS
Kiraly is a registered Organisational Psychologist with over 9 years experience. Kiraly
combines best practice, a customised approach and an understanding of
organisations and behaviour, to build organisational effectiveness through strategy,
culture, people, and systems and processes.
Kiraly currently works at La Trobe University as a Senior Consultant, Change and
Culture. In this role Kiraly works with the business to redesign their operations and
structure to achieve the strategy of the organisation. Kiraly also works with the
business to create, build and maintain culture and the capability of their people.
Kiraly is passionate about raising awareness of Huntington’s Disease in her network
as well as taking a lead in her own fundraising initiatives including fun runs and
Rings for a Reason.
Kiraly was appointed a member of the Huntington’s Victoria Board on 14 November
2012 and resigned June 2014.

Fast Facts

Years since inception

40

Number of clients serviced

1,193

Number of families assisted

240

Age of oldest client

82

Age of youngest client

5

Phone calls made

Over 8,000

Facebook Likes (as at June 30 2014)

457

Education sessions held

19

Support group sessions

1 (further 3 to launch in 2014-15)

Regional community visits

64

Total regional kilometres travelled by HV staff

14,860 km

Total metro kilometres driven by HV staff
(not including numerous visits via public transport)

11,730 km

Adult specialist mental health services engaged

13

Clinics and facilities engaged with HV

12

Community fundraiser events

32

Income from government

$556,865

Income from trusts and foundations

$10,000

Income from philanthropic gifts and donations

$55,814

FTE staff at Huntington’s Victoria

6.2

Researchers engaged with HV
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Third Party Community Fundraiser, Battle of the Bands Portland, 30 May 2014

Chief Executive Officer’s Report

As we farewell another financial year it is not without reflection on our endeavours that we can truly appreciate
our accomplishments and continue developing Huntington’s Victoria into the future. It is with much pride,
honour and privilege that I write this report as CEO, leading this organisation relentlessly in pursuit of the best
outcomes for our community. Huntington’s Victoria again found itself in an environment of constant legislative
and funding changes, however we continue to adapt and are determined to meet the challenges associated with
these demands.
After much anticipation, the 2013-14 financial year saw the introduction of the National Disability Insurance
Scheme (NDIS) piloted in Barwon. Since the commencement of the scheme, Huntington’s Victoria and National
Disability Insurance Agency (NDIA) have worked in partnership to meet the needs of HD clients by; committing
to a self-directed approach inclusive of the person and/or family in the care planning and implementation process and optimising opportunities to promote social inclusion. Together, HV and the NDIA collaborate to create
flexible provisions that meet individual needs. Huntington’s Victoria is also pleased to be providing education
relating to HD to inform the scheme. We are encouraged to have been involved in the pilot program this year
whereby the profile of HD has been raised across the nationwide scheme.
Australia’s environment of constrained resources and pressing global challenges has motivated partnerships
between Huntington’s Victoria and the corporate sector. These partnerships are based on shared values with
the primary purpose of improving the overall wellbeing of the HD community through increased awareness and
organisational capacity building. Partnerships with the National Australia Bank, Bain & Company, and Macquarie
Group have enabled a range of benefits including the sharing of expertise, skills and resources, provision of
opportunities to inform respective staffing groups about HD and its impacts, increased awareness of HD through
shared resources and information contribution, and facilitation of joint collective impact initiatives. We look
forward to building on these strong professional partnerships in the coming years.
I express my personal appreciation to our donors, sponsors and supporters of Huntington’s Victoria. The work
and services provided by Huntington’s Victoria relies on your empowering support! Thank you for your loyalty
and ongoing commitment to our organisation and in turn our families, who benefit greatly from your
contributions. A warm welcome to our new donors, we look forward to our already growing relationship.
My sincere thanks to the Board of Huntington’s Victoria for their continued support as we work together for the
betterment of the organisation and the HD community. I also recognise the dedication of Huntington’s Victoria
staff, I am proud to work alongside this team whose commitment to the community is unwavering.
As the CEO of Huntington’s Victoria, I am honoured to be part of a small organisation that is achieving great
things. I look now to the next financial year, knowing that the expectations of this year will again be surpassed
by what is to come.

Tammy Gardner
Chief Executive Officer

National Australia Bank Graduate Program
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National Disability Insurance Agency (NDIA)
The National Disability Insurance Agency (NDIA) is an independent statutory agency whose role is to implement
the National Disability Insurance Scheme (NDIS), which aims to support a better life for hundreds of thousands of
Australians with a significant and permanent disability and their families and carers.
Huntington’s Victoria (HV) and the NDIA have worked together to demystify the NDIS and enable community
members impacted by Huntington’s disease to confidently engage with the scheme. The collaboration of HV and
NDIA has provided opportunities for cross educational options where NDIA and other partner agencies are
informed about Huntington’s disease, its symptoms, and strategies working with affected individuals and their
families. Awareness of Huntington’s disease and understanding processes of the NDIS ensures smooth transition
of HD clients from their Individualised Support Package (ISP) to NDIS package.

Huntington’s Research Group of Victoria (HRGV)
The Huntington’s Research Group Victoria (HRGV) was established in 2004. The group represents scientific and
clinical investigators from academic, clinical and research centres committed to the cooperative planning and
implementation, analysis and reporting of research studies aimed at improving the understanding and treatment
of Huntington’s disease and related disorders.
Huntington’s Victoria has worked closely with the HRGV for a number of years. In July 2013, HRGV played a key
role at the HV Community Day, by presenting the latest updates in Huntington’s disease research and answering
questions directly from our members. HV looks forward continuing this valuable partnership into the future.

Left: HD Community Day, collaboration with HRGV, 19 July 2013.

Right: NDIS CEO, David Bowen, presenting HV Advocacy Award 2013
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Client Support Services
The Client Support Services team has experienced
another busy year across all programs. The trend
of previous years has continued with growth in all
core business areas. Case management has
experienced an influx of referrals, including new
families previously not engaged with Huntington’s
Victoria services. The Individualised Support
Package facilitation program also received a
number of new referrals, enabling Huntington’s
Victoria clients to remain connected to their
communities. HV’s front door service, the
Information Service, has remained an active hive of
activity especially online via our website and social
media platforms. The information service is now
responding to nationwide enquiries on a much
more frequent basis. These contacts are often in
relation to advice, access points to services, and
support. In addition, 2013-14 focused on further
developing two other significant areas: Education
and Facilitated Support Groups.

Barwon regions. The support group is currently
facilitated by a staff member from Huntington’s
Victoria with the intention to motivate
self-facilitated groups as numbers and groups
continue to grow across Victoria. Support groups
are open to all residents living in the respective
regions who are willing to share their challenges
faced as a carer or the person living with
Huntington’s disease.

Another focus area for the Client Support
Services team is the introduction of the National
Disability Insurance Scheme (NDIS) in the
Barwon region. In the lead up to the
introduction of the scheme, Huntington’s
Victoria advocated actively for the HD
community to ensure they benefit and gain from
its implementation. Currently, Huntington’s
Victoria are employed through the scheme as
support coordinators for a number of HD clients
who are in receipt of NDIS funding. Huntington’s
The education program now offers fee for service Victoria remain strong advocates for clients and
sessions, and free education sessions for existing
maintain an active role throughout the care
clients transitioning into care. Huntington’s
planning and implementation process to enable
Victoria will continue developing this program with the best possible outcomes. Some examples of
the purpose of extending our reach to large
the improvements observed as a result of the
organisations across the health continuum that are NDIS compared with other funding schemes
involved with the HD community. The education
include better access to equipment, regular
program provides two key outcomes: growing
yearly reviews to either increase or decrease
awareness, and capacity building within local
funding dependant on client need, and more
communities.
timely access to required funding resources.
Consequently, HV are enthusiastic about the
This financial year saw the introduction of the first
continued role out of the NDIS allowing clients
of four support groups to be formed across
equitable access to services and supports to
Victoria. On 19 March 2014, the Western Victoria
assist in maintaining independence and quality
group began with the view to soon introduce
of life.
support groups in Northern, Southern, and

“

Thank you HV for all your help, especially for
organising respite and for giving myself and
Dad a break.
Your help is much appreciated!
- Client from Altona, Victoria

”

Meet Stephen

Stephen grew up in Horsham, Victoria with a childhood dream to be a professional cricketer. His favourite food
is his Mum’s spaghetti and roasts, but also loves Japanese cuisine.
Stephen is currently gene positive and not symptomatic, but not at all defined by this; his passion is acting and is
working hard on developing this further by making films.
Whilst dealing with HD is still a challenge, Stephen and his family “try to enjoy the moment for what it is and not
to dwell on the fact”, and owning his own racehorse with friends and listening to music, (‘The Band’ or Ryan
Adams) is a great way to do this.
Huntington’s disease has impacted Stephen’s family greatly and finding the right balance between his father’s
needs and his own is understandably still a work in progress.
Stephen’s father is in the late stages of the disease, the family are trying to make his life as comfortable as
possible whilst supporting Stephen’s Mum “who is just so strong”.
In response to asking Stephen how Huntington’s Victoria has assisted and/or supported him, he said “they have
been fantastic in helping our family with needs and also amazing support. They are always there for a chat”.

“

I believe that awareness is first and once the broader
community are aware of this hideous disease, hopefully
more money can be invested into finding a cure.

”
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Community Outreach

Huntington’s Victoria is dedicated to community
outreach across Victoria and continues to
develop in accordance with needs. A range of
activities were facilitated to engage HD
communities and service providers across the
state including metro and regional education
sessions, event and corporate partner support,
regional and metro client visits.
During the past year, Huntington’s Victoria have
travelled statewide to provide information and
targeted education sessions on Huntington’s
disease for providers and families. The sessions
are facilitated onsite, or on the rare occasions
that HV staff were unable to be present, remote
sessions were offered.
During the 2013-14 year, HV staff also met with
carers, community service and health providers,
in their community to advise and facilitate
informed plans for client support to enable
long-term home residence for local clients. This
localised community capacity building across
local health sectors empowers metro and
regional areas to support HV clients to remain
living in their respective neighbourhoods.
Huntington’s Victoria values and supports local
HD community events with resources and staff
attendance. CEO Tammy Gardner was honoured
to open community led event, "Battle of the
Bands" in Portland on 30 May 2014, a concert
organised by HD community members to raise
awareness of Huntington’s disease and fundraise
for HV.

In collaboration with the Department of
Education and Early Childhood Development,
Children’s Court, and Child and Family Services,
Huntington’s Victoria works to support primary
and secondary school aged children living in HD
families that are identified as vulnerable. On 6
occasions this year, HV staff worked with
teachers, child protection and kinship workers,
families, and case workers to inform them of the
impact that Huntington’s disease has on families
and its affects on children. These consultations
are conducted with the view to reengage
children with school, the education system, and
validate their participation within their school
community.
In response to client requests for face-to-face
meeting opportunities in regional Victoria,
Huntington’s Victoria formed partnerships to
facilitate in-kind use of office space.
Appointments with HV staff are offered
bi-monthly in shared office space in Geelong,
Bendigo and Kyabram. This outreach service has
provided due to the invaluable support of our
partners the State Trustees, the National
Disability Insurance Agency (NDIA) and Kyabram
and District Community Health Service.
In practical terms this means that HV has been
able to deliver this service with the
additional benefits of easy access to the services
provided by our partner organisations.

19 education sessions
held across Victoria

Highlights

19 July 2013

Community Information Day

26 August 2013

Ballarat Regional Visit

23 September 2013

Geelong Regional Visit

27 September 2013

Bendigo Regional Visit

11 October 2013

Second Annual HV Charity Gala Ball

19 March 2014

Commenced support group in Western Victoria with view to expand
to four regional groups

2 May 2014

Successful review of Australian Council of Health Standards

24 May 2014

Hope Ball

30 May 2014

Portland Battle of the Bands Competition

31 May 2014

Youth Forum in partnership with Reach Foundation

Hope Ball, 24 May 2014
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Donors & Acknowledgements
Our sincere thanks to our donors and supporters who make our work for the Huntington’s community possible. Your ongoing support encourages actions to combat HD such as
research, much needed services, carer support, education and community capacity building.
Major Gifts

Government Partners

Roger B Heslop
Vicky Maddocks
Principal Donors
All Souls' Opportunity Shop
Heather Adcock-Schot
Kath Boyer
Tom Cannon
Kane Devitt
Kristy Frith & Scott McKay
Joan Geoghegan
Des Keleher
The Kyabram Club
The Monash-Aires
Portland Brass Band
Redemptorist Community
Sharon Rowell
Jodie Simpson
Schots Home Emporium
Stanford Swinton

Local Government Partners

Collaborative Partners

Trusts & Foundations

Say Family Endowment

Corporate Partners

Special thanks to the following individuals
who have devoted significant time and passion to our cause assisting in the realisation of
important work:
Jess Hardy
Francesca Hunter
Eleanor Khor
Esther L Makris
June Ng
Stephanie Ng
Helen Saunders
Felix Sher
Stanford Swinton
Jason Turnbull

Huntington’s Victoria Team

Tammy Gardner
Chief Executive Officer

Tina Di Petta
Case Worker

Lauren Lieberthal
Senior Case Worker & Education Coordinator

Azena Maur
Senior Case Worker

June Ng
Finance Officer

Tali Troy
Case Worker

Lauren Turner
Administration Coordinator
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