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Dancing at the Vatican

a cross-continental life-changing journey
The premiere and 100 free tickets for next screening! WORDS lewis Kaplan
PHOTOS (from credits on dancingatthevatican.com): Pier Paolo Lisarelli

T

he 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 extraordinary 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-

ese Alting, also from Westmead.
An anonymous benefactor has donated 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.dancingatthevatican.com
If you would like to apply for a free
ticket, please email info@huntingtonsnsw.org.au with the following infor-

mation: Name, Email address, Relationship 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 purchase tickets for the 14 August screening, at $20 per household, using the
same tinyurl.com website above. n

walk 4 hope 2020
register online

https://walk4hope.blackbaud-sites.com/

Registration fees suspended due to COVID-19
Parramatta: Sunday 20 September
Speers Point: Saturday 12 September
Canberra: Sunday 13 September
Orange: Sunday 6 September

Huntington’s Awareness
Month September

FROM THE DESK

Lewis Kaplan

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

Lewis Kaplan, CEO
Huntington’s NSW ACT

COVID-19 and Walk 4 Hope

N

ow that Australia appears 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-imposed (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.

...we are establishing a national
online education resource, in
partnership with four other state
HD Associations. This is an
exciting initiative...

NDIS Support Coordination
Our NDIS Support Coordination service is going from strength to strength.
We have been accredited to provide
both support coordination and specialised support coordination (for additional 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 Coordinator. 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 current NDIS Support Coordinator who is
less than happy with their current employer. We are happy to poach!

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

POLICY
The policy front has been interesting
for us with two recent letters to federal Ministers: the first asking the Minister for Family Services to agree to
automatic granting of the Disability

National Education Program
Responding to your priorities from
last year’s community survey, we
are establishing a national online

“
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Board governance
Your board recently established a
governance renewal sub-committee 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 Rumbold, 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 instance on 0407 108 667.

www.huntingtonsnswact.org.au

Support Pension to anyone diagnosed 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 ‘Information, Linkages and Capacity
building (ILC)’ program. The last
round of funding was not available to our Associations around
Australia as eligibility was restricted 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 Association, 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 requirement 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 progressive neurological diseases
such as HD don’t fit the paradigm
of the current NDIS Act which is
philosophically geared toward increasing 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 Guidelines, Principles, Section 4.3)
Email Lewis on:

lewis.kaplan@huntingtonsnsw.org.au

A smart new

website
Y

es, 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 support, services and events • Latest
research feeds from HD Buzz
• New Resource Library (searchable by Audience, Region & Topic) •
More ways to ‘Get Involved’
• Ways you can ‘Give Feedback’
• Better explanations for why we

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

membership
renewals
& holiday house
in Wollombi

A

n anonymous benefactor has very generously donated 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 midweek) 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

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 families who renew their membership
of the Association before 31 July
2020. The third and fourth offers
(for October and November) will be

“

The house is next to a
tarred road and has
wheel-chair access from
the car to the ground floor

prizes in the Walk for Hope raffles.
Please CLICK HERE to complete your membership renewal
form or fill in the hard copy inside
the newsletter. n

www.huntingtonsnswact.org.au
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hypertension
meds for HD
management
Hypertension, Antihypertensive Use and the Delayed Onset
of Huntington’s Disease Words Ana Pena, PhD

U

se of antihypertensives
— medications used to treat
high blood pressure — is associated with milder disease, slower progression, and delayed clinical
onset in people with Huntington’s
disease, a study found.
The findings suggest an “exciting
future avenue to explore the repurposing of specific antihypertensive
medications for the treatment of
neurodegenerative disease,” the
researchers said.
The study, “Hypertension, Antihypertensive Use and the Delayed
Onset of Huntington’s Disease,”
was published in the journal Movement Disorders.
In addition to the characteristic
cognitive, behavioural, and movement deficits, some symptoms associated with Huntington’s disease
suggest problems in the autonomic nervous system, the part of the
nervous system that acts largely
automatically and unconsciously to regulate bodily functions.
These symptoms include excessive 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 cardiovascular functions, including the
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control of blood pressure. Problems
with blood pressure, including high
blood pressure (hypertension),
have been associated with neurodegenerative diseases.
While cardiovascular dysfunctions are increasingly recognized
as contributors to Huntington’s, little is known about the prevalence
and effects of cardiovascular risk

“

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

factors, including hypertension.
Because hypertension can be treated and controlled, it is important to
understand its role in Huntington’s,
since disease onset and course are
likely influenced by modifiable environmental factors.
Researchers analysed data from
the disease’s largest observational
study — a global follow-on study
called Enroll-HD — to investigate
the relationship between hypertension, 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 relatively fewer females, compared with
those with normal blood pressure.
Hypertension was less prevalent
in Huntington’s patients compared
with age-matched controls. It affected 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 Huntington’s patients.
Those with hypertension who did
not receive antihypertensive treatment scored worse on measures

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 functional impairments than patients not
taking those medications. Moreover,
hypertensive patients taking medications 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 between delay in disease onset and
antihypertensive medication.
“One interpretation of these results is that either antihypertensive medication or the lowering of
blood pressure is driving the delay in onset age, with a currently
unknown mechanism and implications for HD management,” the
researchers said.
Previous work in Alzheimer’s
and Parkinson’s support the first

hypothesis, suggesting that antihypertensive 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 investigation into the therapeutic efficacy of antihypertensive medication
in cases of prehypertension in HD
and in premanifest HD is warranted,
along with the combinatorial effect
with other HD symptom management therapeutics.” n

HD PhD Research

M

y name is Gabby, and I
research
Huntington’s
Disease (HD) at the
University of Wollongong. I work with
Associate Professors Todd Mitchell and Kelly Newell, and Drs
Andrew Jenner and Sarah Hancock from UNSW, who all supervise 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 mutation in the Huntingtin gene (and
the subsequent protein made from
that gene) causes HD, scientists don’t actually understand
how the mutant protein causes the brain to degenerate or
why the protein, which can
be found in every cell in the
body, only attacks specific brain regions. Because of
this, HD is extremely difficult
to treat. Our lab focuses on
lipids because we believe 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 understand HD better.
Our brain communicates using
cells called neurons, which transmit electrical impulses to each other and all of the organs in our body.
Neurons have a thick lipid coating
around them, insulating them and allowing the electrical signals to move
more effectively from neuron to neuron. 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 substitute. This is likely to
have an impact
on the transmission of
electrical

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
If people are interested in donating their brains, then there is the
NSW Brain Bank. This banks
manages the donations and assists with allocating the tissue to
specific research studies. Donors
need to join a Donor Program
first. For NSW, there is a Huntington’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

www.huntingtonsnswact.org.au

5

“

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

THE HD
SPOTLIGHT ON

Matina Moutzouris
Matina Moutzouris

Stellar HD advocate &
Owner of Hunt 4 Hope Op
Shop, Maroubra Junction

M

atina is the youngest of three siblings. She
is an Australian woman
who holds onto and lives by the
family values of her Greek heritage. 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 became active members of the community 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 passionately in theatre, designing costume
props and sets, ending up living
in India for almost two years. During this time Matina volunteered for
NGOs in rural Australia, Indonesia,
Israel, Kenya, Nepal and India, primarily 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
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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 brother 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 symptoms 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 opportunity to support the local community and to make significant donations 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

restrictions, the Hunt 4 Hope Op
Shop closed for a few months. This
was a time to re-group and, through
sheer determination and perseverance, 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

Make the trip
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/

HD speech
science
Subtle Changes in Speech Mark Pre-symptomatic
Huntington’s, Study Finds Words Anna Pena,
PhD from Huntington’s Disease News

P

eople 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 progression in dominantly inherited neurodegenerative diseases,” was published in the journal Neuroscience
& Biobehavioral Reviews.
There is evdence that subtle
changes in cognitive and fine motor skills may appear before HD is
diagnosed. Such signs of premanifest disease can show up more than
a decade before. Scientists are trying to find therapies that could stop

or slow disease progression specifically targeting this initial stage of
the disease, hoping to prevent further deterioration.
However, such approaches are
possible only with the aid of sensitive and reliable markers to tell if
an experimental treatment is effectively preventing disease worsening 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 neurodegeneration 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 reviewed, which included data from
575 participants: 180 HD, 87 premanifest HD and 308 healthy controls. Nine of the studies were included in the meta-analysis. Data
were combined to find average
trends in speech changes and revealed that patients at a premanifest 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 ability to maintain amplitude or loudness during vowel production) and
varied speech timing.
Through the course of disease,
all speech features gradually deteriorated. However, pinpointing the
specific speech marks that distinguish 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 reliability of speech markers in detecting 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 precision and resulting high degree of
sensitivity, may yield new outcomes
that will be useful in observational
studies and clinical trials in HD.” n
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What’s Happening?
JULY, AUGUST, SEPTEMBER MEETINGS

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
Pauline Keyvar
Fundraising & Marketing
0409 363 987

•

SYDNEY – West Ryde Carer Support group

John Hunter Hospital

•

John Conaghan
Social Worker
(02) 4922 3076

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

Hunter HD Service

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

Westmead Hospital
Dr CLEMENT LOY (Director),
Dr SAM KIM, Dr FLORENCE
CHANG & Dr Elizabeth
McCusker
Neurologists
(02) 8890 6793

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

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

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

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

HD Service

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.

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/

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.

