
ANNUAL REPORT
             2017-2018

 

 

(03)98186333 

www.hunt ingtonsvic.org.au 

16 Wakef ield Street ,  Hawthorn 3121 

info@huntingtonsvic.org.au



CONTENTS
Introduction 

CEO's Report                   

Presdient's Report 

Our Board 

Our Staff 

Our Services 

A Year in Review 

Fundraising 

Our Supporters 

Financial Report 

 

 

3 

4 

6 

7 

8 

9 

19 

20 

21 

22



OUR ORGANISATION
Huntington's Victoria (HV) is a not-for-profit organisation that was established in 

1973. It is the only specialist service in Victoria that supports and assists people 

impacted by Huntington's Disease (HD). We aim to improve the quality of life for all 

people touched by HD in Victoria by connecting families to the vital support services 

they need. 

 

HV provides access to expert staff that assists in the navigation of the disability 

service sector, provides relevant information and connects people with respite and 

support services. We also work with Australian and global healthcare professionals, 

disability service providers and academics to increase awareness and understanding 

of HD, as well as the impact it has on individuals, families and communities.

MISSION

To sustain a high quality of life for people affected by HD, their carers and their 

family, while encouraging research towards a cure. 

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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CEO'S REPORT

We continue to forge our way through the National Disability 

Insurance Scheme (NDIS) landscape, cementing ourselves as the 

provider of choice for the Huntington’s community in this space. We 

have maintained strong lines of communication with our partners, the 

Department of Health and Humans Services (DHHS) who has guided  

us through this transition and continue to work with us in trying to 

resolve the issues of how to support those community members not 

eligible for support through the NDIS. Please find below a brief 

overview of some key highlights in our five strategic priority areas 

throughout the year.

‘It is with great pleasure that I report to you the highlights of the organisation 

over the past 12 months including the celebration of our 45 years of service.

With the roll out of the NDIS, the Client Support Services Team hosted a number of well-attended NDIS 

roadshows to educate and inform the community about the NDIS. The community appreciated the 

opportunity to engage directly with the team face-to-face and, as a result, engaged HV in their pre- 

planning process to access the scheme. 

SERVICE DELIVERY 

With the evolving research and service delivery landscape we are consistently updating all of our 

information resources to ensure that the needs of the community are met. There has been a particular 

focus on resources to assist our community members understand the processes of NDIS. Next year we 

look forward to reviewing and updating our current website.

INFORMATION PROVISION

 

 

The development of the Model of Care is progressing with a focus on NDIS and the development of a 

practice guideline for HD as a reference point for all NDIS planners to assist with improving client 

outcomes. 

Not since the discovery of the Huntingtin gene in 1993 has the HD community received such hopeful 

news. Of course, I am referring to the IONIS-HTTrx (Now known as RG6042) clinical trial that reduces the 

production of the mutant Huntingtin protein. HV and the Huntington's Research Group Victoria (HRGV) 

continue to work closely together to advocate for the holding of these clinical trials in Australia.

RESEARCH
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For the second year running, HV celebrated May as the HD Awareness month. This included the Light It 

Up event at AAMI Park stadium and our annual Community Day. We also paid tribute to our community 

members who are no longer with us and had an overwhelming response from the community. 

 

Can you believe it, we are 45 years old? To celebrate, in June, we launched our 45 years awareness 

video. A big thank you to all our community members who feature in this video. 

 

On behalf of the HD community, HV worked in collaboration with Andrew Denton and Go Gentle 

Australia in relation to the introduction of voluntary assisted dying legislation into Victoria.  HV advocated 

in support of this legislation in order to provide the HD community with choice and control in end of life 

matters. This legislation was passed into law in November 2017. 

ADVOCACY 

It was once again a great privilege to fly the flag for Huntington’s community at 

the National Disability Awards. We congratulate all the inspirational winners and 

worthy nominees.  It was also a pleasure to have met with a number of 

Parliamentarians in relation to the stop HD through PGD campaign. 

"Awareness is the greatest 
agent for change"

In October, we hosted our premier awareness and fundraising event, the HV Gala Ball, now into its 

sixth year.  I am always impressed by how this event has been embraced and supported by the HD 

community and its supporters. Funds raised from this event go directly to providing much needed 

support to the community. 

 

In regards to the development of the HD Registry, we have been fortunate enough to be able to 

consult with a number of experts in the field of disease-based registries. This has provided us with 

critical insights in moving forward with our next steps. We look forward to providing you with 

updates in the next financial year. 

SUSTAINABILITY

As a final note, I would like to acknowledge our community, donors and supporters, the board 

and the Huntington’s Victoria team for their tireless commitment and unwavering support 

towards the community.

Tammy Gardner, CEO

Eckhart Tolle
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PRESIDENT'S REPORT
Dear community members, 

 

This financial year has seen HV continue its efforts to meet the needs of 

our community via the implementation of our strategic plan and by 

placing the organisation in a stronger position, with the transition from an 

‘Incorporated Association’ to ‘Public Company Limited by Guarantee’. 

 

At the end of 2017 after much advice, HV became a public company 

limited by guarantee. This change will help support the sustainability and 

financial viability of the organisation moving forward with the shift in 

funding introduced by the NDIS.  Our message to the community is that 

from a service delivery and charity status perspective you will feel no 

impact and it is business as usual. 

 

   
We are now also into the second year of the full roll out of the NDIS. At the end of the next financial 

year, it is anticipated that the scheme will be rolled out in full across all of Australia. This will also 

end block funding that traditionally has been accessed by disability services across the sector. As 

an organisation we have placed ourselves in a robust position to support this change and 

engage with other funding sources that will help address any gaps in funding so that service 

provision to our community will not be disrupted. 

 

This year also saw our second successful May HD Awareness campaign which included: 

 

 

 

 

 

 

We also hosted our sixth Annual Gala Ball in October that was again well attended. This event 

continues to be our premier awareness and fundraising event.  I would like to thank the ball 

committee and all community members who participated and supported all HV events 

throughout the year. 

 

HV is in its 45th year of operation and to celebrate we launched our awareness video 

commemorating the close relationship between HV and you the community.  Thank you to 

all of our community members who donated their time to feature in this memorable video. 

 

I would also like to thank our health and corporate supporters, the HV Board and most 

importantly the HV team. Without your support we would not be able to do what we 

do for our community. We look forward to continuing to work with you all in the 

coming year. 

 

‘Light It Up’ at AAMI Park Stadium which aligned with events hosted by our International partners 

Community Day, which was well attended by both our community members, professionals and 

researchers. Thank you to all our community members who shared their experiences on the day 

For the first time we ran an 'in memoriam' video on our website and social media platforms to 

remember those community members who are no longer with us. 

Andrew Sims, President



OUR BOARD

Andrew has over 18-years experience in management, 

marketing, telecommunications & IT and is currently the 

Managing Director of innoTel. Andrew holds a Master of 

Business Administration and is a Graduate of the Australian 

Institute of Company Directors. Andrew is a community 

member who is seeking to do more in raising the 

awareness of Huntington’s and helping others affected. 

Andrew was appointed a member of the HV Board on 5 

November 2014.

Andrew Sims, 
President As National Director of the Young People In Nursing 

Homes National Alliance, Bronwyn has led 

development of innovative and collaborative practice 

solutions in systems working with younger people 

with disability resulting from injury or complex health 

conditions. Bronwyn is committed to the  

development of community health services that 

enable these Australians to live safely and with 

confidence in the community; and believes NDIS 

offers health services a unique opportunity for  

collaboration. Prior to becoming a board member of 

HV, Bronwyn was a member of the National People 

with Disability and Carer Council and is presently a 

member of the Victorian Government’s NDIS 

Implementation Taskforce. Bronwyn was appointed a 

member of the HV Board on 16 September 2015.

Melissa has over 13 years of experience as a Chartered 

Accountant and works in the field of Accounting, Business 

Services and Taxation. Her current focus is assisting clients 

within the SMSF space but she has experience in a range of 

businesses and aims to assists clients with the day to day 

issues that occur with every business no matter how big or 

small. Melissa joined the Board after experiencing first-hand 

the benefits that a not-for-profit organisation can have on a 

community and an individual. She would like now to use her 

knowledge to give back to the community. Melissa was 

appointed a member of the HV Board on 24 November 2015.

Melissa Rennie

Anne was appointed a member of HV board on 10 

November 2009 and retired on 21 March 2018

Anne Sanderson

Faye is a senior executive in human resources 

management. Faye has a Bachelor of Arts degree 

and Graduate Diploma in Human Resources 

Management and Organisational Development. Faye 

is currently employed at Monash Health, and is  

responsible for Human Resources business 

partnerships for the Mental Health Program. After 

many years in the corporate world, Faye wants 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.

Marcus Siah
Marcus has over 17 years of experience in Accounting, 

Business Services and Taxation. Having worked in a 

range of industries, his current focus is on assisting his 

clients with the migration of their accounting systems into 

the Cloud to gain efficiency within their business. After 

many year of assisting his corporate clients Marcus 

wants to give back and make a difference in the 

community. Marcus was appointed a member of the HV 

Board on 16 September 2015.

Bronwyn Morkham

Faye Faulkner 
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OUR TEAM

Tammy Gardner NDIS Programme 

Coordinator & Intake 

Coordinator

June NG Tina Parveris 

Tali Troy 

Victoria Comport 

Ania Sieracka 

Lauren Lieberthal 

Azena Maur

Case WorkerQuality and Community 

Engagement Coordinator

Fundraising 

and Education Coordinator

Accountant

CEO

Case Worker

Case Worker
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INFORMATION SERVICE
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Top Five Reasons for calling:Top three stakeholders seeking information:

72%

3%

24%

1%

Whilst symptom management was still a prominent 

reason to contact our information service, the number 

of enquiries was down in comparison with the 

previous year. The change in this number can be 

attributed to access to our improved resources 

(information sheets) that addressed this need.

Telephone 

 

Email/Website 

 

Facebook 

 

Face-to-face

 
72%

 
25%

 
3%

The information service remains the gateway for assistance and access to knowledge for all 

members of the HD community. It is a confidential service that provides information relevant to 

an individual need. It empowers people who are seeking information to make the most 

informed decisions. The information service remains a central reference point to other services 

and HV is committed to reviewing and enhancing this program. This will ensure that the 

program is reflective of both community need and the evolving HD landscape, whether that 

be due to research or the changes in service delivery . 

 

During the financial year, HV has experienced a 16% increase in the number of contacts with 

the information service, compared to the previous financial year. Furthermore, the overall time 

we spent with those seeking information has also increased by 33%.
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Reason for Enquiries

Methods of Contact:



Provision of information about HV services 

 

Direction to HV website for access to further resources 

 

Referral to HV Case Management or Education 

 

Provision of contact details for external providers, including HD 

specialists, Predictive Testing, Counselling, Financial advice 

 

Provision of Information sheets 

 

Arranging office visits for community members to meet with HV social 

workers 

 

Liaising with external providers to source up-to-date information is 

provided 

The main actions taken in response to information enquiries include: 

Nearly half of 

all people contacting 

HV for information this 

year were contacting 

us for the first time
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ACCESS TO THE HV WEBSITE

During the financial year, the HV website was accessed by people 

from different countries. This reflects the partnerships and support 

from the associations and the HD communities across the US, 

Canada and Europe.

The HV website continues to be the 

key entry point to access information 

in your own time, when you need it, 

regardless of location. The map on 

the left illustrates the frequency with 

which the website is accessed. The 

East Coast of Australia is responsible 

for the largest amount of traffic 

through our website, closely followed 

by other areas.

 

Australia  

United States  

United Kingdom  

France  

India  

South Korea  

Canada  

New Zealand  

Philippines  

Brazil 

 

Top Ten Users by Country:

Victoria 

New South Wales  

Queensland  

South Australia  

Western Australia  

Tasmania  

Australian Capital Territory  

Northern Territory 

 

Top Ten Users by State 

Territory in Australia:
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A YEAR IN REVIEW
Senator Catryna Bilyk, a well 

respected Champion for the 

Huntington’s community, making 

time to catch up with Tammy at 

Parliament House to be updated 

on what is happening in the HD 

space

During May HD 

Awareness Month 

our Community Day was 

attended by community 

memebers, supporters, 

researchers and 

partners

Celebrating 

45 years of 

operation 

with our 

Awareness 

raising video

And on one cold 

night, AAMI Park 

lit up in blue in 

the name of HD

A big thank you to the team at Bain & Company, they 

have continued to be great supporters of the 

Huntington's community. The team once again devoted 

a day to helping HV build awareness. Georgia, Jan, 

Michael, Andrew, Josie and Askin you are phenomenal 

people and we enjoyed working with you

Once again it was a 

great privilege to fly the 

flag for Huntington’s at 

the National Disability 

Awards. Congratulations 

to all the winners and 

nominees what a 

fantastic night.

HV 6th Annual 

Gala Ball 

In Memory 

campaign. Though 

they are gone, they 

are not forgotten 



FUNDRAISING

BEQUESTS

DONATIONS

COMMUNITY 

FUNDRAISING 

AND EVENTS

MAJOR 
GIFTS

43%

12%

10%

25% “We rise 
by lifting 

others” 
  

We would like to take this opportunity to express HV's appreciation to all our supporters who devoted 

their invaluable time and effort to raise much needed funds to support the Huntington’s community in the 

2017/18 financial year. Fundraising is vital to sustain the work of HV and whether you ran a marathon, 

celebrated a special occasion or made a donation you made a difference to the lives of those living with 

HD. We look forward to continuing to work with you in the next financial year 

6%

MEMORIAL 
GIVING

Maria found a fun 

and simple way to 

raise awareness and 

funds for Huntington's 

disease by holding a 

bake sale

A very generous donation 

from the Ballarat East 

Men’s Shed   

The amazing Gala Ball 

committee who help make the 

event so special every year 

This is the 10th year 

that the Hunters have 

completed the Murray 

to Moyne ride to raise 

awareness of HD and 

also raise funds for HV

The Winsborough 

family raising 

awareness at the 

Peninsular Strikers 

under 13 Junior 

Football Club 

The break-through of the source of fundraising and donations this financial year:

WORK PLACE 
GIVING

5%

Robert Ingersoll



FINANCIAL 
STATEMENT 
2017-2018
























































