
The AusTrAliAn premiere of 
this wonderful documentary was 
screened to a national online 

audience on 12 June. The program 
included a very informative Q&A with 
Charles sabine from the uK, an ex-
traordinary advocate for hD and a key 
person in the creation of the film. Other 
panellists were Prof Clement loy from 
Westmead hospital, Prof Julie stout 
from Monash university and Dr Ther-
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ese Alting, also from Westmead.
An anonymous benefactor has do-

nated 100 tickets for the next live online 
screening of Dancing at the Vatican on 
14 August. These tickets are for hD 
families who might be doing it tough 
due to COVID-19, or just because!

For more information about the 
documentary, see www.dancingat-
thevatican.com 

if you would like to apply for a free 
ticket, please email info@huntington-
snsw.org.au with the following infor-

mation: name, email address,  relation-
ship to person with hD.

We will then email you a code to enter 
into the booking form at 
https://tinyurl.com/dancingatthe
vaticanaustralia

Please note - once the 100 tickets 
have been distributed, the allocation will 
expire – 1st come, 1st served!

You are of course welcome to pur-
chase tickets for the 14 August screen-
ing, at $20 per household, using the 
same tinyurl.com website above. n

The premiere and 100 free tickets for next screening!  WORDS leWis KAPlAn  
PHOTOS (from credits on dancingatthevatican.com): Pier Paolo lisarelli 
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walk 4 hope 2020 
register online https://walk4hope.blackbaud-sites.com/

Huntington’s Awareness  
Month SePTembeR

PaRRamaTTa: Sunday 20 September 
SPeeRS POinT: Saturday 12 September 
CanbeRRa: Sunday 13 September 
ORange: Sunday 6 September

Registration fees suspended due to COVID-19



COViD-19 anD Walk 4 HOPe

nOw that australIa ap-
pears to be past the worst 
of the COVID-19 pandemic, 

we should remind ourselves not to 
be complacent. if there is a spike 
in cases as a result of the relaxing 
of restrictions, these may be re-im-
posed (like Victoria). This is the 
last thing any of us wants as we  
have taken a huge and hopeful  
decision to keep planning for a  
real live community event – Walk 4 
hope – in september.

Plan B (if it comes to that) will be 
a virtual walk that each of you can 
do in your own local park or back 
garden if necessary.

naTiOnal   eDuCaTiOn PROgRam
responding to your priorities from 
last year’s community survey, we 
are establishing a national online 

education resource, in partnership 
with four other state hD Associa-
tions. This is an exciting initiative 
which we would like everyone caring 
for someone with hD in a profession-

al environment to undertake. roche 
has kindly agreed to provide a grant 
to assist and we are seeking other 
funds from charitable foundations.

bOaRD gOVeRnanCe
Your board recently established a 
governance renewal sub-commit-
tee whose job is to advise on the 
recruitment of new board members 
to help govern your Association. 
There are currently two vacancies, 
but a third will be created by the  
forthcoming retirement of Brian rum-
bold, who joined the Board of the  
Association in 2011 and became 
Chairman in 2012.

anyone interested in finding out 
what is involved in being on the Board 
is encouraged to call me in the first in-
stance on 0407 108 667.

nDiS SuPPORT COORDinaTiOn
Our NDIs support Coordination ser-
vice is going from strength to strength. 
We have been accredited to provide 
both support coordination and spe-
cialised support coordination (for ad-
ditional high or complex needs, e.g. 
behavioural management) and we 
now have capacity to hire more staff. 
Amy hale, our stalwart youth worker 
has agreed to work additional hours 
as part time nDis support Coordi-
nator. We are also seeking another 
worker – approximately 30 hours per 
week. if you know of anyone who 
might be interested, please ask them 
to contact me. This might be your cur-
rent nDis support Coordinator who is 
less than happy with their current em-
ployer. we are happy to poach!

POliCY
The policy front has been interesting 
for us with two recent letters to feder-
al Ministers: the first asking the Min-
ister for Family services to agree to 
automatic granting of the Disability 

support Pension to anyone diag-
nosed with hD. Two other state 
hD Associations co-signed the 
letter. The answer came back in 
the negative. The rules are based 
on functional disability not on any 
particular medical diagnosis.

The second was a letter to the 
Minister for the nDis asking him 
to re-think guidelines for nDis 
project funding under the ‘Infor-
mation, linkages and Capacity 
building (ilC)’ program. The last 
round of funding was not availa-
ble to our Associations around 
Australia as eligibility was restrict-
ed to organisations with a majority 
of both board members and staff 
being family members or carers 
of a person with disability.  You 
might think this is a good idea 
until you realise that our Associa-
tion, with the best will in the world, 
has only 2 (of 6) staff members 
who come from hD families, and 
even they don’t both meet the re-
quirement of being a parent, child 
or sibling of a person with hD. 
The answer came back leaving 
a small window open for further  
policy changes.

the other major policy change 
we are seeking from the nDis is a 
formal acknowledgement that pro-
gressive neurological diseases 
such as hD don’t fit the paradigm 
of the current nDis Act which is 
philosophically geared toward in-
creasing community participation 
and registrants’ employability by 
“… investing in people early to 
build their capacity to help them 
pursue their goals and aspirations 
resulting in greater outcomes later 
in life”.  (NDIs Operational Guide-
lines, Principles, section 4.3)

email lewis on: 
lewis.kaplan@huntingtonsnsw.org.au
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“...we are establishing a national 
online education resource, in 
partnership with four other state 
hD Associations. This is an 
exciting initiative...

Lewis Kaplan FrOM thE DEsK

Lewis KApLAn, CeO
Huntington’s nsw ACT

  
website 
Yes, iT hAs Been a long time 

coming and thank you for  
your patience. 

A lot of sweat and tears have  
gone into our new website 
https://huntingtonsnswact.org.au/ 
There is a whole lot of great stuff…
•  Your stories    •  regional sup-
port, services and events    •  latest  
research feeds from hD Buzz  
•  New resource library (searcha-
ble by audience, region & topic) •  
More ways to ‘Get Involved’  
•  ways you can ‘Give Feedback’  
•  Better explanations for why we 

AN aNONYMOus benefac-
tor has very generously do-
nated occasional use of a 

holiday house on 12 hectares in a 
beautiful rural setting just outside 
Wollombi for hD families to use 
(for free) for a weekend (or mid-
week) get-away, once a month. 
Thanks so much to our benefactor 
and family!

The house is next to a tarred 
road and has wheel-chair access 

exist; 
where 
the 
money is 
spent; 

now we’re 
handing it over 
to you. 

This is your website, 
so please tell us what you 
think and need from this site –  
good, bad and ugly! Contact  
us at: info@huntingtonsnsw.org.au.

Many, many thanks go out to Mara 
and the team at MaraMEO  

DEsIGN, and to our wonderful  
volunteer sam at spaceCheck.  
This would never have made  
it to life without your dedication  
to our cause.  n

from the car to the ground floor 
which contains all the living space 
and the master bedroom. There 
are 4 bedrooms and 4 bathrooms 
in total.

the first and second offers (for 
August and september) will be by 
random ballot from those hD fam-
ilies who renew their membership 
of the Association before 31 July 
2020. The third and fourth offers 
(for October and November) will be 

prizes in the walk for hope raffles.
Please CliCk HeRe to com-

plete your membership renewal  
form or fill in the hard copy inside 
the newsletter.  n
“The house is next to a 

tarred road and has 
wheel-chair access from 
the car to the ground floor

A smart new

& hOlIDaY hOusE  
IN wOllOMBI 

membership 
renewals

https://huntingtonsnsw.secure.force.com/Memberships/Memberships/2020
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usE OF aNtIhYpErtENsIVEs 
— medications used to treat 
high blood pressure — is as-

sociated with milder disease, slow-
er progression, and delayed clinical 
onset in people with huntington’s 
disease, a study found.

the findings suggest an “exciting 
future avenue to explore the repur-
posing of specific antihypertensive 
medications for the treatment of 
neurodegenerative disease,” the 
researchers said.

the study, “hypertension, anti-
hypertensive use and the Delayed 
Onset of huntington’s Disease,” 
was published in the journal Move-
ment Disorders.

in addition to the characteristic 
cognitive, behavioural, and move-
ment deficits, some symptoms as-
sociated with huntington’s disease 
suggest problems in the autonom-
ic nervous system, the part of the 
nervous system that acts largely 
automatically and unconscious-
ly to regulate bodily functions. 
These symptoms include exces-
sive sweating, urination difficulties, 
sexual dysfunction, gastrointestinal 
problems, and a faster than normal 
heart rate (tachycardia).

The autonomic nervous system 
also plays a role in modulating car-
diovascular functions, including the 

control of blood pressure. Problems 
with blood pressure, including high 
blood pressure (hypertension), 
have been associated with neuro-
degenerative diseases. 

While cardiovascular dysfunc-
tions are increasingly recognized 
as contributors to huntington’s, lit-
tle is known about the prevalence 
and effects of cardiovascular risk 

factors, including hypertension. 
Because hypertension can be treat-
ed and controlled, it is important to 
understand its role in huntington’s, 
since disease onset and course are 
likely influenced by modifiable envi-
ronmental factors.

researchers analysed data from 
the disease’s largest observational 
study — a global follow-on study 
called enroll-hD — to investigate 
the relationship between hyper-
tension, disease severity, and clin-

ical rates of disease progression 
in huntington’s mutation carriers.  
The study used data from 14,534 
participants in enroll-hD: some 
3,503 with premanifest disease 
(those who carried gene mutations 
but had not yet shown symptoms) 
7,409 with manifest disease, and 
3,622 controls who were negative 
for huntington’s mutations. Follow 
up data from 5,355 individuals were 
also included.

Among the enroll-hD participants, 
2,248 (15.5%) were hypertensive, 
and of these, 1,697 (75.5%) were 
taking antihypertension medication.

Those with hypertension tended 
to be older, with higher body mass 
index and lower CaG repeat length. 
This group also included relative-
ly fewer females, compared with 
those with normal blood pressure.

hypertension was less prevalent 
in huntington’s patients compared 
with age-matched controls. it af-
fected 13.85% of premanifest and 
manifest patients combined, and 
was present in 19.34% of subjects 
without the disease.  smoking and 
alcohol consumption were among 
risk factors for hypertension in hun-
tington’s patients.

Those with hypertension who did 
not receive antihypertensive treat-
ment scored worse on measures 

hypertension 
meds for hd 
management
Hypertension, Antihypertensive Use and the Delayed Onset  
of Huntington’s Disease  WORDS AnA penA, phD

the findings suggest an 
“exciting future avenue to 
explore the repurposing of 
specific antihypertensive 
medications for the treatment 
of neurodegenerative disease”“

of cognitive skills, depression, and 
total functional capacity, and saw a 
more marked decline in motor skills 
over time, than patients with normal 
blood pressure.

hypertensive patients who were 
taking antihypertensive medication 
had fewer motor, cognitive, and func-
tional impairments than patients not 
taking those medications. Moreover, 
hypertensive patients taking medica-
tions had a later onset of huntington’s 
disease compared to both untreated 
hypertensive and patients with normal 
blood pressure: an average of 2.25 

and 2.04 years later, respectively.
The results are supported by a 

prior study that found a link be-
tween delay in disease onset and 
antihypertensive medication.

“One interpretation of these re-
sults is that either antihyperten-
sive medication or the lowering of 
blood pressure is driving the de-
lay in onset age, with a currently 
unknown mechanism and impli-
cations for hD management,” the 
researchers said.

Previous work in Alzheimer’s 
and parkinson’s support the first 

hypothesis, suggesting that antihy-
pertensive medication may protect 
against neurodegeneration.

“antihypertensive medication was 
associated with reduced disease 
severity for all clinical measures 
in hypertensive hD patients,” the 
researchers said. “Further investi-
gation into the therapeutic effica-
cy of antihypertensive medication 
in cases of prehypertension in hD 
and in premanifest hD is warranted, 
along with the combinatorial effect  
with other hD symptom manage-
ment therapeutics.” n

MY NaME Is GaBBY, and i 
research huntington’s 
Disease (hD) at the  

university of Wollongong. i work with  
Associate Professors Todd Mitch-
ell and Kelly newell, and Drs  
Andrew Jenner and  sarah han-
cock from unsW, who all super-
vise my phD project. 

For the last three years i have 
been studying how lipids (fats) are 
different in the brains of people with 
hD. Although we know that a mu-
tation in the huntingtin gene (and 
the subsequent protein made from 
that gene) causes hD, scien-
tists don’t actually understand 
how the mutant protein caus-
es the brain to degenerate or 
why the protein, which can 
be found in every cell in the 
body, only attacks specif-
ic brain regions. Because of 
this, hD is extremely difficult 
to treat. Our lab focuses on 
lipids because we be-
lieve that particular 
types of lipids may 
be the reason 

why some brain regions are more 
vulnerable than others.  By learning 
how they are altered, we may un-
derstand hD better.

Our brain communicates using 
cells called neurons, which trans-
mit electrical impulses to each oth-
er and all of the organs in our body. 
neurons have a thick lipid coating 
around them, insulating them and al-
lowing the electrical signals to move 
more effectively from neuron to neu-
ron. in hD, this coating is damaged, 
so the unavailability of certain lipids 

may affect the brain’s ability to 
repair and replace them. 

We have already learned 
that some types of lipids 
that form this coating 
are less abundant in 
the parts of the brain 
affected by hD, and 
that other lipids are 
produced as a sub-

stitute. This is likely to 
have an impact 

on the trans-
mission of 
e lectr ical 

signals along neurons.
We are extremely lucky to have 

donated brain tissue from both hD 
and healthy deceased donors. We 
hope to learn a lot more about hD 
and for our research to reach other 
labs with the same goals. 

Thank you to the donors who 
make our work possible. 

Gabrielle Phillips

hd phd Research

If people are interested in donat-
ing their brains, then there is the 
NSW Brain Bank. This banks 
manages the donations and as-
sists with allocating the tissue to 
specific research studies. Donors 
need to join a Donor Program 
first. For NSW, there is a Hunting-
ton’s Donation Program based 
at Westmead Hospital and other 
programs focused on dementia 
and movement disorders (https://
nswbrainbank.org.au/donors/
brain_donor_programs). n
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MatINa Is thE YOuNG-
esT of three siblings.  she 
is an Australian woman  

who holds onto and lives by the 
family values of her Greek herit-
age. if a family member is in need,  
other family members will come  
together with support, both financial 
and emotional.

Just before World War ii, her 
grandparents, aged between 12-18 
years, travelled by boat to Australia 
from their homeland Greek Islands 
of lesbos and Kythera.  sadly, they 
would never meet their parents 
again but lived long lives and be-
came active members of the com-
munity in their new country.  “My 
family and friends shape who i am 
and give me the love and support i 
need to keep going,” Matina said.

Travelling to over 50 countries for 
15 years, Matina worked passion-
ately in theatre, designing costume 
props and sets, ending up living 
in india for almost two years. Dur-
ing this time Matina volunteered for 
NGOs in rural australia, Indonesia, 
israel, Kenya, nepal and india, pri-
marily building schools and houses, 
teaching creative arts to children 
and assisting women to use sewing 
as a source of income.

“I learnt many lessons during 
my time in less fortunate areas of 
the world and i came to realise we  

The hD  
spOtlIGht ON

live in such a wasteful world! things 
can be re-purposed, re-designed 
and re-used so easily. We can  
use our resources to benefit  
others,” Matina said.

During Matina’s travels, her broth-
er John fell in love and married his 
wife Jenny 21 years ago and they 
have a gorgeous daughter, Anne, 
who is named after her Mum. in 
2013 John’s wife developed symp-
toms of huntington’s disease and is 
now in full time care. sadly, John’s 
wife and her sister are both living 
with huntington’s disease.

using her fundraising and retail 
experience Matina set about raising 
funds for huntington’s nsW ACT 
with a book fair and online book 
sales. her next idea was to run an 
Op shop. Knowing that she would 
need the help of her family and 
friends to get the hunt 4 hope shop 
off the ground, she proposed the 
idea to her parents in 2017. With 
their help she created the oppor-
tunity to support the local commu-
nity and to make significant dona-
tions to huntington’s nsW ACT by 
donating 100% of the profits of the 
shop. “the shop ticks all the boxes. 
it provides employment, support 
for the local community and we are 
environmentally sustainable where 
possible,” she said.

Due to the COVID-19 lockdown 

maTina mOuTzOuRiS 
sTeLLAr HD ADvOCATe &  
Owner Of HUnT 4 HOpe Op  
sHOp, MArOUbrA JUnCTiOn

restrictions, the hunt 4 hope Op 
shop closed for a few months. This 
was a time to re-group and, through 
sheer determination and persever-
ance, Matina was able to maintain 
her staff with the aim of re-opening 
as soon as possible.  happily, the 
hunt 4 hope Op shop in Maroubra 
Junction has re-opened, bringing 
both new and returning customers.

EDitor’S NotE:
Thanks so much Matina for all 
you’ve done! n

Matina Moutzouris

Readers are encouraged  
to make the trip to:

775 Anzac parade, 
Maroubra nsw 2035 
to Hunt 4 Hope.

info@hunt4hope.net

(02) 8957 6881

fb: https://www.facebook.
com/hunt4hope/

Make  the  trip
PEOplE at a pre-symptomatic 

stage of huntington’s disease 
(hD) have subtle speech  

alterations that may be used as  
a marker to evaluate new therapies 
intended to stop or slow disease 
progression before it becomes  
too debilitating.

a recent research study, “speech 
in prodromal and symptomatic 
huntington’s disease as a model 
of measuring onset and progres-
sion in dominantly inherited neuro-
degenerative diseases,” was pub-
lished in the journal Neuroscience 
& Biobehavioral reviews.

There is evdence that subtle 
changes in cognitive and fine mo-
tor skills may appear before hD is 
diagnosed. such signs of premani-
fest disease can show up more than 
a decade before. scientists are try-
ing to find therapies that could stop 

or slow disease progression specif-
ically targeting this initial stage of 
the disease, hoping to prevent fur-
ther deterioration.

however, such approaches are 
possible only with the aid of sen-
sitive and reliable markers to tell if 
an experimental treatment is effec-
tively preventing disease worsen-
ing or not. One potential marker is 
speech alteration. Most people with 
hD develop slurred or slow speech 
and speech changes are one of the 
earliest indicators of disease onset. 
This suggests that subtle speech 
impairments could be a potential 
marker of disease trajectory and/
or treatment response. Yet, little is 
known about how speech deficits 
evolve, how they relate to neuro-
degeneration in the brain, and their 
clinical implications. researchers 
performed a meta-analysis of stud-

ies reporting the characteristics of 
speech in people with hD. 

A total of 12 studies were re-
viewed, which included data from 
575 participants: 180 hD, 87 pre-
manifest hD and 308 healthy con-
trols. nine of the studies were in-
cluded in the meta-analysis. Data 
were combined to find average 
trends in speech changes and re-
vealed that patients at a preman-
ifest stage of hD had subtle, but 
measurable, speech deficits. as a 
whole, alterations were marked by 
reduced speech agility, impaired 
vocal cord control (a reduced abil-
ity to maintain amplitude or loud-
ness during vowel production) and 
varied speech timing. 

Through the course of disease, 
all speech features gradually dete-
riorated. however, pinpointing the 
specific speech marks that distin-
guish people with premanifest hD 
from healthy individuals remains 
unclear, in part due to the lack of 
neuroimaging studies that could 
help draw a link between speech 
changes and brain degeneration. 
“stronger evidence is needed to 
establish the sensitivity and relia-
bility of speech markers in detect-
ing pathophysiological changes in 
premanifest hD and evaluating the 
effectiveness of pharmacological 
therapy,” the researchers wrote. 
“Nonetheless, the non-invasive and 
easy to acquire nature of speech 
measures, along with their preci-
sion and resulting high degree of 
sensitivity, may yield new outcomes 
that will be useful in observational 
studies and clinical trials in hD.” n

This suggests that subtle 
speech impairments could 
be a potential marker of 
disease trajectory and/or 
treatment response.“

hd speech 
science

subtle Changes in speech Mark pre-symptomatic  
Huntington’s, study finds WORDS AnnA penA,  
phD frOM HUnTingTOn’s DiseAse news
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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

PAuLINE KEYvAR
Fundraising & Marketing
0409 363 987

HD service
Westmead Hospital

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

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

TERRY McGILL &  
GILLIAN DICKSON
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?

Community Support Groups
The following meetings have been postponed due  
to the COVID pandemic. 

• SYDNEY – West Ryde Carer Support group

• CENtRAL CoASt – Carer Support group  
 & Family Support group

• PoRt mACQuARIE – Family Support group

• CoFFS HARBouR – Carer Support group

• oRANGE & CENtRAL WESt – Family Support group

• ACt – Family luncheon

oNLINE SuPPoRt GRouPS
The following groups are meeting online:

• NEWCAStLE - Carer Support group

• WoLLoNGoNG - 36+ Support group

The latest details can be found on our website (https://
huntingtonsnswact.org.au/support-groups/) or by contacting us  
on 02 9874 9777 or email: info@huntingtonsnsw.com.au.

tHERAPY SERvICES
The following meetings have been postponed  
due to the COVID pandemic. 

• SYDNEY – West Ryde ‘MyVoice’art club

• SYDNEY – West Ryde Music & social club

The lastest detail can be found on our website (https://
huntingtonsnswact.org.au/therapy-services/) or by contacting  
us on 02 9874 9777 or email: info@huntingtonsnsw.com.au.

JuLY, AuGuSt, SEPtEmBER mEEtINGS

The WesT Ryde office remains closed for 
the time being due to coVid-19, but staff are 
attending from time to time to check the mail etc.


