
Huntington’s nsW ACt is 
very proud and pleased to 
announce it will be hosting  

the next national HD conference  
as a series of virtual events from  
25 May – 2 June 2021.
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this conference was original-
ly scheduled for november 2020.  
in March 2020, the choice to delay 
the conference until we could meet 
in person appeared to be an option 
when we decided to postpone it  
due to CoViD-19. now it makes 
sense to go virtual as we have  
no idea when a real event might 
again be possible.

As a result of being virtual, we 
are able to bring you many more 
international speakers than we 
could afford to fly to Sydney for 
a live event, so we hope this is a 
small compensation the mostly 
late timing and for not all meeting 

physically together – always a prefer-
able way to hold a conference.

We have decided to focus  
on four key themes: 

• Achieving quality of care
• Achieving better  

policy outcomes
• Achieving better  

consumer outcomes
• Research update 

 

Many thanks to Roche Products and 
the Commonwealth government for 
their generous sponsorships. n

Everyone can attend this virtual event  WORDS LEWis KAPLAn 
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us to do better in services and aware-
ness. Regrettably around 20% of you 
could not tell us how we were perform-
ing in: advocacy, education, services 
and awareness. 

You ranked the following five stra-
tegic objectives as very important: 

• Campaign for HD specialist 
residential services in regional 
nsW and ACt, 

• Provide the HD community 
with strategies for coping, care 
and support, 

• Lobby governments to ad-
equately fund Huntington’s 
nsW ACt, 

• People with HD are provid-
ed services by people and  
organisations who understand 
HD, and, 

• Lobby the nsW and ACt gov-
ernments to fund HD specialist 
social workers in each Local 
Health District. 

‘Provide access to HD related fo-
rums and conferences’ and ‘Formally 

evaluate our programs’ were of 
the least importance.

A quarter of respondents have a 
person with HD in their household 
who is an nDis participant. the 
majority are happy with the sup-
port and services they receive and 
provide some valuable information 
regarding the need for improvement 

NeW fuNDiNg
We are very pleased to announce two 
substantial grants towards our work.

the Co-group has very kindly agreed 
to fund a new, part-time social worker 
position for the ACt and surrounding 
region. this grant (for an initial three 
years) will allow us to employ a special-
ist Huntington’s social worker, some-
thing we have been wanting to do for 
some time. We aim to create partner-
ships with ACt Health, local services 
and ngos to ensure this project is well 
supported and connected into other 
services, which people with HD and 
their families need. this is a fantastic 
commitment from the Co-group.

st george Foundation has gener-
ously decided to fund a 2nd year of 
our Youth Connection Program, hav-
ing supported the program in 2019. 
Last year’s funding came from Ans-
var insurance. We are most grateful 
to st george Foundation for seeing 
the value of this program in such a 
concrete way.

COViD-19
We are hopeful that we will be per-
mitted to run Walk 4 Hope properly 
this year, and we continue to be very 
dependent on these events for our 
core fundraising income. so please 
sign up early on our new platform 
on www.grassrootz.com (we’ll tell 
you when it’s all launched) and let’s 
try to make up for lost time. support 
groups are now able to meet (al-
though with restricted numbers for 

now), so we encourage you to con-
nect where these are available (see 
back page) and let us know if HD 
families in your area are interested 
in developing a local group.

Quality Of CaRe fOR  
peOple With hD

Monash university
Professor Julie stout, from Monash 
university is leading a major research 
project into the quality of care for 
people with HD and their families. We 
have encouraged her to reach out via 
our Association to anyone wishing to 
contribute their thoughts, stories, or 
concerns. Prof. stout is also talking to 
clinicians, researchers, allied health 
professionals and service providers.

Summer foundation
the summer Foundation has agreed 
to start a research study in partner-
ship with us to explore what quality 
care means for people with HD in 
residential settings. one of the main 
drivers for this research is the expec-
tation that the approximately 150 peo-
ple with HD who are under 65 years 
of age but currently living in residen-
tial aged care homes may wish to ex-
plore options under the nDis instead. 

While there is still debate about the 
best place to care for people with ad-
vanced HD, it is the Association’s view 
that quality specialised care should be 
available in whatever type of facility a 
person with HD finds themselves. 

See page 6 for more details on  
this project and request for  
community involvement.  

NDiS SuppORt COORDiNatiON
We have recently completed a very 
positive review of our nDis support 
coordination service and are in the 
process of hiring a 2nd full-time co-
ordinator. We now have over 50 cli-
ents across greater sydney and the 

illawarra and can expect the service 
to continue to grow over the next few 
years.  We are lobbying the govern-
ment for a better deal for people with 
HD who are also nDis participants.

NDiS COMplaiNtS
if you have any complaints about 
your nDis service provider (or in-
deed your support coordinator) 
please do use the formal complaints 
service provided by the nDis Quali-
ty & safeguards Commission (www.
ndiscommission.gov.au/about/
complaints). if enough people in 
our community complain about 
the lack of HD specific care, we’re 
more likely to see some systemic 
improvements in the nDis services 
our community receives.

ROyal COMMiSSiON RepORt
the Aged Care Royal Commission re-
leased its final report in early March. 
one key recommendation affects 
around 150 people with HD who are 
under 65 years old but living in resi-
dential aged care: we will explore this 
and other recommendations in more 
detail in our next newsletter. We don’t 
expect the government’s formal re-
sponse  until May 2021.

the report recommended, and the 
Australian government has already 
committed to ensure that, apart from 
in exceptional circumstances:

• no person under the age of  
65 years enters residential aged 
care from 2022; 

• no person under the age of  
45 years lives in residential aged 
care from 2022; 

• no person under the age of  
65 years lives in residential aged 
care from 2025.

email lewis on: 
lewis.kaplan@huntingtonsnsw.org.au
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Lewis Kaplan FRoM tHE DEsK

LEwis KapLan, CEO
Huntington’s NSW ACT
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MAnY tHAnKs to all who took 
the time to fill out our latest 
community survey.

this survey was to gauge how  
we are performing against our new 
strategic plan, gain insight into your 
experience with nDis and youth  
services, and understand your  
education requirements.

You ranked how well we are doing 
against our strategic goals: 1) infor-
mation, 2) awareness, 3) education, 4) 
services, and 5) advocacy. You want 

Community 
survey 
Thank you for helping us with our planning. It’s important 
that we continue to seek and respond to your views and 
concerns. WORDS AMAnDA DiCKEY

2020
in some areas. those people engag-
ing in our nDis support Coordina-
tion service have advised us they 
are grateful that we have specialised 
and competent staff to support and 
advocate for their needs. You also 
advised us that you’d like another 
survey asking about your satisfaction 
levels as participants in the Aged 
Care system. 

the majority had heard of or are 
engaging in our Youth Connection 
program and the remainder pro-
vided us with insight into the main 
barriers for engagement. then you 
advised that you’d like us to pro-
duce education material as follows: 
Coping/support tips, Living well with 
HD, Assisting professionals to help 
me, Life planning, Research up-
dates explained, and then Connect-
ing with HD community.

We have carefully read your addi-
tional comments, criticisms and com-
pliments. they are shared across the 
Association and help us in learning 
and adjusting our planning. Please 
don’t hesitate to contact us with your 
concerns and aspirations and we’ll do 
our best to respond to them. 

More detail is available at: https://
huntingtonsnswact.org.au/about/
how-we-know-we-are-succeeding/ n

of respondents have family with Huntington’s.

There was increased participation from people living with  HD, at risk of developing HD and health professionals

of respondents were carers.

70%

of respondents  
in their household who is an NDIS participant.

25%

21%

totalling 37%

have a person with hD
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focus on fundraising

Huntington’s NSW ACT would 
like to introduce our new 
fundraising and marketing 
coordinator, alison Weir.

Alison has worked in market-
ing and events for several 
years, with a focus on brand 
development and major events 
planning. if you get the chance 
please introduce yourself,  
we know that Ali would like to 
hear from you.

WORDS 
ALison 
WEiR

a gift of 
A gift in your will is a gift of hope that allows you to make a differ-
ence in the fight against Huntington’s disease beyond your lifetime.  
We need your help to ensure that we can keep on being the  
voice for current and future generations of families facing  
Huntington’s disease. 
our goal is to continue to reach out and be there in those tough 
times when everything may seem so hopeless. Lobbying gov-
ernment, providing education, and raising awareness to remove 
the social isolation and fear for families who have been impacted  
by Huntington’s disease. Leaving something behind is a lovely  
legacy that can help others. 
For more information or to obtain a copy of the Gift of Hope flyer  
please make contact.

the Hunt4Hope op shop 
has been open in Ma-
roubra since 2018 and 
is celebrating two years 
of success. this talented 
lady, Matina, has recent-
ly taken the opportunity to 
freshen up the look and has 
re-branded the store.
this is a store where 
donations of pre-loved 
goods are always wel-
come; perhaps you have 
some items that are ly-
ing around? People love 
a good bargain and now  
is the time to clean out  
after Christmas.

(02) 8957 6881 or 
info@hunt4hope.net

noah kicked off 2021 with a chal-
lenge to himself. this young man 
decided to refrain from alcohol 
for 100 days and is doing it for 
his dad. “i thought it would be the 
perfect time to try and raise some 
money for Huntington’s nsW as 
it is something that affects me 
directly as my old man has the 
disease and i also have a 50% 
chance of having Huntington’s.”
Aiming to raise $800, noah’s 
fundraising tally has already 
reached over $2,500 and he is 
only 30 days in. thank you for 
your support noah, we hope you 
are proud of your fundraising 
campaign – you should be! 

Christmas wrappeD up 

A Christmas appeal letter was sent 
out by the Association which saw 
over $7,000 raised. thank you for 
your continued support; it means so 
much to our families.
the CoVD-19 pandemic certain-
ly had an unimaginable impact on 
all of us and created a whole new 
virtual world of support for our fam-
ilies. As restrictions ease and we 
adjust to a new normal, we are here 
to support families, individuals, and 
young people. the most important 
thing to us is the health and wellbe-
ing of our members, client families 
and friends.
thank you again for your support to 
the Association. if you have any ideas 
on fundraising events and would like 
to share them, please make contact.

Hope

Welcome Alison!

hunt4hope op shop

without alCohol
100 days 

be seen - wear pink anD green walk4hope 2021 
save the Date

tHE WALK4HoPE began in 
2014 with the aim of raising 
both awareness and funds  

to support families impacted by  
Huntington’s disease.
Why a Walk? isolation is experienced 
by many people with HD and with 
that in mind the walk was purposely 
designed to be inclusive for everyone 
to take part in their very own Walk-
4Hope. it is an opportunity for fami-
lies and friends to come together, to 
share their stories and to know they 
are not alone in their battle with HD.
When you sign up for Walk4Hope, 
you can choose the location and date 
that suits you best. Walk Locations:

Orange - Robertson Park on  
sunday 5 september
Canberra - Weston Park on  
sunday 12 september
Speers point - speers Point Park  
on saturday 18 september
parramatta - Parramatta Park  
on sunday 26 september

woulD you like to get  
involveD this year?

• Register for the Walk
• set up a fundraising page  

and raise funds
• take a stall
• Play some music

• Donate a prize 
• Sell raffle tickets
• Face painting
• Volunteer – lots of different roles 

registration Costs 

family (4) $50
adult (over 18 years) $25
Children (under 18 years) $10
We are always looking for sponsors and 
ambassadors in our community. if you 
have any questions about the Walk-
4Hope, would like to volunteer, or would 
like to check how you can sponsor 
please contact Alison alison@hunting-
tonsnsw.org.au or 0419 465 612. 
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QHow did you get involved  
in the HD world?

ALike so many other people i 
first heard and learnt about 

Huntington’s Disease when a family 
member was diagnosed. that was 
over 30 years ago now and back 
then there wasn’t a great deal of user 
friendly information or support. 

QWhy did you become a 
Huntington’s nsW  ACt  

board member?

Ai decided to put my hand up to 
join the Huntington’s nsW ACt 

board as a way of being able to give 
something back to the Association.  
Many times over the years our family 
has turned to the Association for 
advice and help. this support has 
been invaluable and given us peace of 
mind. it’s my goal now to pay it forward.

QWhat excites you about being 
appointed as Chair to our newly 

established Community Advisory 
Committee?

AAs Chair of the Community 
Advisory Committee, i am 

extremely excited and looking forward 

tHE HD  
sPotLigHt on

to the opportunity to meet and work 
with people with a shared passion. 
the Community Advisory Committee 
has so much positive energy – our aim 
is to harness this positive energy to 
increase awareness of HD, feedback 
to the Association and to generally do 
our bit to improve the lives of those 
affected by HD.

Q     What makes  
you laugh?

Aother people laughing make 
me laugh! it’s infectious! As 

children my younger sister and i 
would lie awake at night and play the 
“laughing game” by taking it in turns 
to laugh – before long we would both 
be laughing our heads off and at risk 
of getting into trouble. When i hear 
about laughter therapy workshops 
now i remember those nights and 
just how good those out of control big 
belly laughs made us feel.  

QWhat is your ideal  
sunday?

AMy ideal sunday starts by waking 
up without an alarm. that’s 

closely followed by a lazy coffee 
before heading to the beach either to 
swim some laps in the ocean pool or 
to walk our beloved pooch. My next 
favourite thing to do on a sunday is 
to cook for family and friends. i love it 
when we set a table up in the garden 
under our persimmon tree to eat and 
spend some quality time together.n

RObyN RuSSell 
BOard mEmBEr and  
CHAIr of THe CommuNITy  
AdvISory CommITTee
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Robyn  
  Russell

WOulD yOu like tO Shape 
ReSeaRCh ON hOuSiNg aND 
SuppORt fOR peOple With  
HuNTiNgToN’S diSeASe? 

REsEARCHERs at La trobe 
university and the sum-
mer Foundation are looking  

for people to help shape a research 
project. this research project is  
in partnership with Huntington’s 
nsW ACt. 

the research project is trying 
to understand the best housing 
and support options for people  
with Huntington’s disease. We 
would like people with Huntington’s 
disease or people who are carers 
to help design and shape this pro-
ject. We are looking for five to sev-
en people to be part of this group. 

this project includes three parts: 

1. A review of past research 
2. interviews with professionals  

who work in the area of  
Huntington’s disease

3. interviews with people with  
Huntington’s disease/carers

the project is shaped by  
two main groups: 

1. Professional Reference group - 
service providers and  
clinicians with expertise in  
Huntington’s disease

Into HD residential careREsEARCH

effective Housing and Support for People with Huntington’s disease Community Group.  
DR eliSe DaViS, suMMER FounDAtion (In partnership with Huntington’s NSW ACT) 

2. Community Reference group, 
which has people who have  
lived experience of  
Huntington’s disease. 

As part of the Community group, 
you will be asked to help shape 
the design of the research, help  
with understanding the data and 
sharing the results. 

WHAT do i Need To do? 

As you are part of the Community 
group, you will be asked to:

• Attend three meetings for the 
project from February-June 2021. 
the meetings will last about 90 
minutes.  these will be held 
online using a computer program 
called Microsoft teams. if you 
don’t have access to Microsoft 
teams, we can help.  

• Read any material before  
meetings and share your ideas  
in meetings. 

As you are part of the Community 
group, you can expect to: 

• Be sent information about what 
we will do at the meetings one 
week before the meetings.

• Be able to share your ideas 
about the project.

• Have enough time to give your 
view on any documents.

• Be given a voucher of  

$60  for each meeting you  
attend  to thank you for your  
contribution. 

WhO Will be ON the  
CommuNiTy group?

the following people will be involved 
in the Community group: 

• Dr elise Davis who works at  
the summer Foundation

• emily gosden - kaye who works 
at the summer Foundation 

• five to seven members with 
lived experience of  
Huntington’s disease

if you choose to be involved, you will 
be asked to attend three virtual meet-
ings from February - June 2021. Each 
meeting will be 90 minutes and you 
will be given a $60 Coles/Myer vouch-
er for each meeting to thank you for 
your contribution. 

if you would like more information 
about the study and the community 
group, please contact: 

 
 
emily gosden-kaye by email on 
emily.gosdenkaye@summer 
foundation.org.au     
 
or elise Davis on elise.davis@
summerfoundation.org.au  
 
or phone on 0436 345 578.  n

Meet our new

The other new board directors (in 
addition to robyn russell featured in 
this edition’s spotlight) are:

andrew Sully who has joined the 
board to make a difference and 
raise the awareness of the disease 
that impacts many families in Aus-
tralia. Andrew has 15+ years’ ex-
perience in building recruitment/ 
talent acquisition businesses from 
developing the end to end strate-
gy including the sales; marketing of 
these businesses. Andrew hopes to 
transfer these skills to increase the 
awareness and funding efforts to 
support the HD community.

kim hart who is an it Project Man-
ager and brings to the board more 
than 20 years of experience in the 
public (Defence) and private sector 
and has experience as a non-profit 
director of soldiers clubs in nsW. 
Kim has a strong background in 
strategic planning, project manage-
ment and regulatory compliance. n

BoARD 
DiRECtoRs



Huntington’s NSW ACT Inc.
PO Box 178, West Ryde, NSW 1685
21 Chatham Road, West Ryde, NSW 2114
Telephone: (02) 9874 9777 Free Call: 1800 244 735 (Country NSW only)
Email:info@huntingtonsnsw.org.au
Web Site: www.huntingtonsnswact.org.au

Our team
LEWIS KAPLAN
Chief Executive Officer
0407 108 667

GISELLE BEAumoNt 
NDIS Social Worker
NDIS Support Coordination
0422 604 737 

AmY HALE
Youth Social Worker
0499 031 231

AmANDA DICKEY
Community Programs Officer
amanda@huntingtonsnsw.org.au

StEWARt SWALES
Administration Co-ordinator

ALISoN WEIR
Fundraising & Marketing
0419 465 612

hD serviCe
Westmead Hospital

Dr CLEMENT LOY (Director), 
Dr SAM KIM,  
Dr FLORENCE CHANG
Neurologists 
(02) 8890 6793 

CECELIA LINCOLN & 
FELICITY STEHOUWER
Social Workers
(02) 8890 6699

TERRY McGILL &  
PETER KWONG
Clinical Nurse Specialists 
(02) 8890 9960

HD Clinic Appointments 
Outpatients Department 
(02) 8890 6544 

hunter hD serviCe
John Hunter Hospital

JOHN CONAGHAN
Social Worker
(02) 4922 3076 

Huntington’s unit
St Joseph’s Hospital 
(02) 9749 0215 

preDiCtive testing 
Find your nearest Genetics 
Clinic at www.genetics.edu.au/
genetic-services

eDuCation resourCes
Huntington Study Group
Global HD cooperative 
therapeutic research org.
https://huntingtonstudygroup.
org/education/ 

HDYo
Support and education to young 
people (aged up to 35) impacted 
by HD around the world.
https://en.hdyo.org/

researCh Queries 
Dr therese Alting 
Enroll-HD Study  
(Westmead Hospital)
(02) 8890 6310 or 0438 604 719

HDBuzz
Research news. In plain 
language. Written by scientists. 
For the global HD community. 
https://en.hdbuzz.net/

WHat’s Happening?

CARER SuPPoRt 
CoFFS HARBouR
Korora, 11:00am - 1:00pm

3rd Friday monthly.

NEWCAStLE
Jesmond,10:00am - 12:00pm

2nd Thursday monthly.    Note: Meeting room limited to 12 attendees

SYDNEY
West Ryde, 10:30am - 12:30pm

3rd Wednesday monthly.   Note: Meeting room limited to 12 attendees

CommuNItY SuPPoRt
ACt
Ainslie ACT, 12:30pm – 2:30pm
1st Saturday bi-monthly.
 
CENtRAL CoASt
Postponed. Seeking interest. 

oRANGE & CENtRAL WESt
Orange, 10:30am - 12:30pm
Alternates between 3rd Friday and Saturday monthly.

PoRt mACQuARIE
Port Macquarie, 11:00am – 1:00pm
2nd Friday monthly.   Note: Meeting room limited to 10 attendees

WoLLoNGoNG
Wollongong, 11:00am – 1:00pm
1st Friday monthly.

Latest detail and to register your interest can be found on our  
website at: https://www.huntingtonsnswact.org.au/support-groups/  
or contact us on 02 9874 9777.

Due to the COVID-19 pandemic 
and changing government  
restrictions, our support groups are 
meeting in a variety of ways. RSVPs 
are now essential for all meetings as 
there are COVID protocols that need 
to be followed to keep everyone safe. Take 
a look at how your region is choosing to connect.


