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Board Members 
 

The board members of the Association who held a position during the financial year 
2011/2012 were: 
 
President:    Don Ayres 
Vice President:   Brian Rumbold 
Secretary:    Judith Rough 
Treasurer:    Richard Bobbitt 
Committee:    Karen Bevan 
     John Conaghan 

Keith Dingeldei 
Ann Low 
 

      
      
      

       

Association Staff 
The members of staff employed by the Association during the 2011/2012 financial 
year were: 
 

Manager: Robyn Kapp OAM 
Administration Officer:  Ling (Toni) Zhang  
Family Support Worker:  Ramona Watts  
Regional Family Support Worker: Mark Bevan  
Administrative & Activities:  Shu Yue (Lily) Ma 
Assistant 
 
 
 
 

 

Our Mission 
 

The energies and resources of the Association are directed towards satisfying the 
needs of people with or at risk for Huntington's Disease and their families in NSW 
and the ACT by providing and/or facilitating delivery of a range of quality services. 

 
 

Our Philosophy 
 

The philosophy underlying all our services encompasses the principle that people 
with Huntington's Disease and their families are individuals with equal value to all 

other members of Australian society, with the right to treatment and care by 
knowledgeable professionals and care givers, the right to appropriate support 

services and the right to have the best quality of life possible. 
 
 

 



 
From the President 
 
This year has been another eventful one, with lots happening around the world in 
research into hereditary diseases, and some significant breakthroughs in many 
health conditions, which continue to give us hope for our Huntington’s family. 
 
Your Board met monthly to ensure that the distribution of funds from Government 
Sources, donations, and bequests are channelled to the areas that need it most and 
continue to try to find new ways to provide more funds for this ever growing need. 
This year we welcomed Judy Rough and Brian Rumbold whose backgrounds and 
skills have brought a new dimension to the Board. Sincere thanks go to John 
Conaghan and Karen Bevan who have decided not to stand for re-election this year. 
 
In May 2012 we held a Strategic Planning Day. Our discussions focussed on what it 
means to support and serve the HD community in NSW and we looked at the kinds 
of things we should be doing to complement the health system’s services, and to 
advocate for more equitable access to services.  
  
We are extremely grateful that we have such a dedicated Huntington’s Service, 
headed by Dr. Clement Loy, who, as does all of his staff, go beyond the call of duty, 
to ensure that their patients and clients are given the best possible care, with the 
resources that are currently available to them. 
 
The new Huntington’s Unit, currently under construction at St Josephs Hospital, 
Auburn, will be another step forward, to providing an improved service for the 
Huntington’s community. 
 
Our sincere thanks go to our donors and those who support our fundraising 
activities. Thanks also Robyn Kapp for her continued passionate service to 
Huntington’s NSW; to our committed, hard working staff and to the volunteers who 
give their time freely for the benefit of those who need it most. 
 
 
 

Don Ayres 
President 
 
 
 

 
 

 



From the Manager 
 
It has indeed been a pleasure and an honour to return to Huntington’s NSW in the 
role of Manager. When I re-joined the staff last November it became obvious that we 
had been marking time for the past five years. However I am pleased to report that 
since the last Annual General Meeting we have made significant progress in a 
number of ways and these are highlighted in this report. 
 
Such progress has been achieved because of the dedication and commitment of both 
the Staff and the Board. 
 
Once again I would like to pay tribute to all our staff members – Lily, Mark, Ramona 
and Toni. They have continued to undertake their duties responsibly and 
enthusiastically. They are to be commended for their concern for families impacted 
by Huntington’s Disease. 
 
I am truly indebted to the Members of the Board who have given so readily of their 
time and expertise. Their guidance and ideas have been crucial to setting and 
achieving the Association’s goals for the past twelve months.  
 
As you may be aware it was announced that Lottie Stewart Hospital would close and 
that a new purpose built unit will be constructed at St Joseph’s Hospital. Auburn. St 
Joseph’s is a facility of St Vincent’s & Mater Health Sydney and St Vincent's Health 
Australia. Construction has commenced on the facility I am delighted to also say that 
the Association is developing a good working relationship with the management of St 
Vincent's Public Health Services and St Joseph’s. 
 
I am confident that we will continue to make even more progress in the year ahead. 
Of course, we will continue to face challenges – we are facing times when 
governments are trying to save money and charity funding is getting harder to 
attract. However, we are confident that, with your support, involvement and input 
we can continue to have a positive impact on the lives of members of the HD 
community.  
 
At its strategic planning day in May, the Board identified the Association’s vision for 
the next two years. We want to provide relevant and up to date information to 
people in the HD community. Our focus will be to identify priorities for advocacy or 
innovation; to disseminate information and to develop a strategy for supporting 
youth and young people.  We want to supplement and complement services 
provided by other agencies and we want to address the social isolation of people 
with HD and their families. 
 
As we take time to reflect on the Association’s achievements in 2011-2012 we should 
also keep in mind our vision for the future.  It is only with your help that we can 
make that vision a reality – a reality which, it is hoped, will have wide and far 
reaching impacts for families and all other people affected by Huntington’s Disease in 
NSW and the ACT. 
 

Robyn Kapp OAM 
Manager 

 



Highlights of 2011-2012 
 

 
Education  
 

 Many of our publications were updated and redesigned and a total of 715 
distributed to families and health professionals.  This represents an overall 
decrease of 42% compared with the previous year. Requests for copies of our 
publications from the HD Service at Westmead Hospital decreased by 61%, no 
doubt due to the fact that the nursing positions in the HD Service have been 
vacant since April and September 2011. 

 

 Our newsletter, Gateway, was also rebranded and four editions were produced. 
We now print it in-house which means we only need print as required. Over 320 
copies were sent via mail and over 130 sent electronically.  The newsletter was 
uploaded to the website and is included in information packs in response to 
requests for information. It is anticipated that the number of printed copies will 
decrease as more people elect to receive the newsletter electronically. 

 

 Our new website went live in April 2012 and is now more ‘user friendly’ and we 
have received positive anecdotal feedback. The website reflects the current 
changes in technology and we will continue to evaluate it, upload publications 
and information and ensure that appropriate and website linkages are included.. 
We are most grateful to Jason Turnbull from Digiscape who designed it. The 
website maintains accreditation with external government reviewers (The 
HONcode standard for trustworthy health information.) in relation to its health 
and medical content.   

In conjunction with the new website our web and email addresses have been 
changed to huntingtonsnsw.org.au. 

  

 Staff provided 14 presentations and in-service programs to a range of health 
professionals in 2011/2012. The number of attendees at each event ranged from 
6-40. Evaluation of these events by participants continues to be positive.   

 
• Quarterly liaison meetings were held with staff from the NSW HD Service; 

Children’s Hospital, Westmead; and Hunter Genetics to network and provide 
updates. 

 
 Research updates are now included on the new website. The Association also 

contributed financially to HDBuzz, a website that features scientific research 
news on Huntington’s Disease, written in plain language by scientists. This 
website also provides invaluable material for the newsletter. 

http://www.healthonnet.org/HONcode/Conduct.html


Family Support  
 
 During 2011/2012 we provided information, support and referral to family 

members, people with HD or at risk for HD and health professionals. Many of 
these generated follow up contact. Ramona Watts covered the metropolitan area, 
the Blue Mountains and the South Coast. 

 

 Mark Bevan our Regional Family Support Worker covered the Central Coast, Mid-
North Coast, Far North Coast, the North-West, Western Districts, Far South Coast, 
South West and the ACT during the past twelve months. Rural work is challenging 
because of the spread of families affected by Huntington’s. During these visits he 
has attended and facilitated group meetings, undertaken family visits, nursing 
home presentations and met with health professionals. He is discussing ways to 
more effectively support them, including electronic measures (Skype, etc) and 
forming loose self-support networks. Work on this will continue as his 
relationships with the families develop. 

 

 The Support group which meets on the Central Coast (Gosford/Erina) continues to 
be very active with a core attendance of 13 committed members who met on 11 
occasions.  

 

 The existing metropolitan Family and Friends Support Group met monthly at the 
Association’s office. It is co-ordinated by the Social Workers from the NSW HD 
Service.  

 
 

 
Services for Clients 
 
 One five day holiday was held in March 2012 with 11 people attending. Camp 

Breakaway, with its well laid out grounds and amenities continues to prove to be 
an ideal location for the Association’s Holiday Program.  The Program is one of the 
Association’s longest running and consistently well-received services.  
 

 Social /Lunch Club held on a fortnightly basis at the Association’s office also 
continues to be very popular. An average of 8-10 people attend and the highlight 
continues to be, as the name suggests - lunch. The group enjoys a wide range of 
activities including word and card games and outings. 

 

 The Association contributed financially to HDYO, a new website for young people 
impacted by Huntington’s Disease. The goal of HDYO is to empower youth with 
knowledge about HD and provide a supportive community to help each other cope 
with realities of the disease. 

 
 
 
 
 
 
 
 



Research Support 
 
 Financial assistance of $8,000 was provided to the HD Service at Westmead 

Hospital to enable staff to attend the Huntington Study Group meeting in the USA. 
They are members of the international collaborative working in HD research. 
Attendance by staff at these meetings is crucial in order for Dr Elizabeth McCusker 
and her team to continue to be members of the HSG and for the HD families of 
NSW to participate in research, including international drug trials. 

 
 
 

Advocacy 
 

 As stated in our Constitution, it is the aim of the Association to give families a 
strong single voice when making representations to governmental and other 
bodies. To this end we made representation to the CEO of Western Sydney Local 
Health District and the Minister for Health regarding the two vacant nursing 
positions in the HD Service at Westmead Hospital. 
 

 
 

Fundraising, Grants and Donations 
 

 Fundraising and government grants realise the major portion of our income. The 
recurring NGO from NSW Health continues to increase in line with the CPI.  
 

 The Carers Grant transferred from NSW Health to Ageing, Disability and Home 
Care on 1st July 2011.  

 

 We also received a grant from the NSW Community Building Partnership to 
purchase chairs for the meeting room. 

 

 The telemarketing program accounted for 22% of the Association’s net income for 
2011-2012. The funds from this program dropped from $52,700 in 2010-2011 to 
$43,000 in 2011-2012. 

 

 The donations and fundraising of members and supporters continue to be a 
valuable source of funding for the Association. We are indebted to those who held 
fundraising events and those who participated in the City to Surf and the 
Canberra Fun Run.  

 

 We are now registered with Everyday Hero (www.everydayhero.com.au), a web 
site designed specifically for donating to and fundraising for charities. People can 
participate in major fundraising events such as the City to Surf and select 
Huntington’s NSW as their charity for sponsorship and donations. 

 
 As there are more people wanting to raise funds for the Association we are also 

developing a Fundraising Kit. This will ensure that all fundraising events 
conducted on behalf of Huntington‘s NSW fulfil the legal requirements for 
fundraising in both NSW and the ACT. 

 
 



Special Acknowledgements 
 
The Association acknowledges the following with sincere appreciation for their 
contributions throughout the year: - 
 
 NSW Health for its ongoing partnership, support and acknowledgement of the 

organisation’s efficiency and effectiveness through its NGO Program. 
 

  NSW family & Community Services for its support through its AD&HC Program.  
 

 The Department of Premier & Cabinet for its support through its Community 
Building Partnerships Grants Program. 

 

 The Member for Ryde, Mr Victor Dominello, MP  
 
• Our donors, those who have undertaken fundraising events or supported our 

telemarketing program throughout NSW and the ACT.  
 

 Organisations and health professionals who have worked alongside the 
Association to provide services and support for people living with HD and their 
families.  
Particular thanks go to: 
• Dr Clement Loy, Jet Aserios Cecelia Lincoln and the staff of the NSW 

Huntington Disease Service, Westmead Hospital; 
• Dr Elizabeth McCusker, Westmead Hospital;  
• Fiona Richards, Predictive Testing Program, Children’s Hospital, Westmead;  
• John Conaghan, Hunter Genetics. 
• Helen Miller, Director of Aged Care & Sub Acute Services, St Vincent's Public 

Health Services 



 
 

 
 

 

 
 

 
 

 
 



 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 



















 


