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A letter from the Chair - Page 2

Providing a voice for people with Huntington’s
disease and their families

I n  t h i s  i s s u eIt's been a little while since our last
newsletter, published back in March
and there have been some big changes
and exciting news to share with you.

In this issue we welcome some new
faces to our Board and introduce you
to our recently appointed Executive
Officer who will manage the day to
day running of the Association.

We have been hard at work defining
some ambitious strategic goals and
planning the future of Huntington's
Tasmania.

There is a great deal to look forward
to, read on to hear more about what's
coming up soon.
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As you may know, after years of campaigning, Huntington’s Tasmania were successful
in securing government funding to employ an Executive Officer. The role of Executive
Officer will replace that of the President in managing the operational aspects of our

Association. This marks a significant milestone for Huntington’s Tasmania and for me
personally, as while I will continue as Chair of the Board, I will be stepping down from

the role of President, a position I have held for the past six years.
 

Since my beloved sister’s HD diagnosis, over 30 years ago, I have been committed to
learning more about HD and to support, however I can, others impacted by this

dreadful disease. It has been an extremely personal journey filled with both grief and
joy, and while difficult at times, the strength, compassion and courage shown by our
incredible HD community has been inspirational. I feel very privileged to have shared

in your lives.
 

I am grateful to many people for their contributions to Huntington’s Tasmania during
my time as President. A massive thanks to our Board for the expert guidance,

knowledge and time they have gifted me over these years. And a very special thank
you to Leanne House, my volunteer admin assistant, for working tirelessly for the
organisation and always being there to help me navigate the endless paperwork,

audits and policy documents, it’s been a big learning curve for both of us. 
 

I have been truly honoured to serve as President of Huntington’s Tasmania and while
this chapter of my life is closing, I won’t be leaving altogether. I will continue as

Chair of the Huntington’s Tasmania Board, providing strategic leadership and
contributing to our advocacy work.

 
The day to day running of Huntington’s Tasmania is handed over to our Executive

Officer, Michael Frankland. I am confident Mike will be a valiant campaigner for all
impacted with HD, liaising with politicians, policy makers and health professionals to

ensure that all our clients are afforded the best care and greatest opportunities.
 

Our Huntington’s families are very special to me, I look forward to one day, very soon
celebrating together with a cure for HD!

 
Lots of love and best wishes 

Pam Cummings

Thank you.



Huzaifa has called Australia home for
12 years, migrating to OZ to complete
an accounting degree on top of the
Bachelor of Commerce earned in his
native Pakistan. He and his young
family spend their time volunteering for
a number of organisations and boards. 

We’re very grateful to have Huzaifa’s
business acumen and accounting
experience in his role as our Treasurer.

Huzaifa 
 Fakhruddin
Treasurer

Even to attempt to summarise Sonya’s
extensive experience and achievements in
business and the public sector would take
pages! We are very lucky to have Sonya
volunteer her immensely valuable
knowledge and skills to HD TAS.

A recent import from QLD, Sonya and her
family have settled in Wynyard and are
keen to inject themselves into the
community.

You may recognise Mike when he and fiancé Kayla
joined the HD Tasmania board 12 months ago. Well
since then they have both been heavily involved in
the association especially working with youth and
young adults.

We are thrilled to have Mike take on the role of
Executive Officer, his experience in advocacy,
stakeholder engagement and managing the
operational aspects of other member organisations
well established. 

Working closely with the Board Mike has drafted a
new Strategic Plan, set some ambitious goals and
plotted a pathway forward.

“I am massively looking forward to the coming 12
months and getting to know you all much better.
Please feel free to get in touch any time!” Mike.

Mike Frankland
Executive Officer

Sonya Booth
Board
Member

Say hello!



This is a critical time in the history of our
association, HD association’s nationally and the
hunt for a cure. We have drafted a new strategic
plan that we encourage you to read, this plan
outlines the needs of HD families in Tasmania and
how we may address those issues.

Our objectives sit under three overarching goals:
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Where to
from here

1. To build, engage and support the HD community in Tasmania.

We want to encourage participation and the sharing of knowledge,
experiences and networks. To develop a true sense of community that
maintains it’s own momentum, where we encourage and support each
other. 

We feel that to drive awareness of HD we need the confidence to come
out into the open, free of discrimination, stigma and with a sense of
pride.

2. To improve the quality of care for all those affected by HD.

We need to be adequately supported by State and Federal Government
with better access to specialist services, appropriate and dedicated
care facilities and accommodation. 

We need to drive greater consistency and a higher quality education for
our families but also professionals, care providers and those making life
altering decisions affecting individuals with HD, such as those
approving NDIS plans or the justice system. 

Most importantly, if we are to feel any sense of hope for the future, we
must look to establish a clinical trial site in Tasmania.

https://huntingtonstasmania.org.au/wp-content/uploads/Huntingtons-TAS-Strategic-Plan-2022-24.pdf
http://www.huntingtonstasmania.org.au/
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3. To ensure the future and effectiveness of our organisation

As a rare condition with a lack of awareness, strong representation is
ESSENTIAL. For a long time we, and all Huntington’s association’s in Australia
have operated in isolation of each other, investing significant time and
resources into building essentially the same content and services. This has led
to a lack of consistency in quality and outcomes but most unfortunately
without a combined message, the needs of our families have not been heard or
understood by policy makers.

As many of you are aware, in 2020, Tasmania and our sister HD Association’s
in Australia formed The Consortium of Australian Huntington’s Associations
(CAHA) to discuss and address this issue. Over the last two years we have
worked tirelessly to determine the feasibility of a merger into a peak national
body to represent Huntington’s families across Australia. 

In the coming months, votes from State Boards will determine how we proceed
and then members of the state Association’s will be asked to vote as to
whether they want to establish a national body.

While this is an incredibly exciting prospect and the potential value of a
National Body in terms of outcomes for families cannot be overstated, whether
Huntington’s Tasmania is incorporated into a peak body or not will not
diminish our intent to meet the needs of our families and realise the goals laid
out in our strategic plan.
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Letter from CAHA
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Disappointing news has been announced by Novartis this month that
the VIBRANT-HD trial of the oral huntingtin-lowering drug,
branaplam, has been temporarily suspended for the safety of
participants.

Branapalm as an oral huntingtin-lowering drug has exciting potential
as an alternative to other techniques of lowering huntingtin that
require delivery to the spinal fluid or brain surgery for delivery. The
Phase 2 VIBRANT-HD trial began in early 2022.

On Monday, August 8th, we learned that dosing has been
temporarily suspended at the recommendation of an independent
committee that is monitoring the data from the trial. This decision
was made because of signs that some of the participants taking
branaplam may be experiencing new problems with their nerves,
known as peripheral neuropathy with a fear that branaplam was
showing signs that it could be toxic to the nervous system.

Novartis will now take the time to analyze and learn more from the
data, and determine whether to keep testing branaplam. It may be
possible to use lower or less frequent dosing, or it could be that
branaplam may have affected some participants differently than
others. This  is similar to how Roche will be running a new trial of the
huntingtin-lowering drug tominersen in a specific group of people.

This news is not reason to abandon hope in huntingtin-lowering - nor
even in oral huntingtin lowering. Branaplam was originally designed
to treat a different disease, and though it lowers huntingtin, there
may be other reasons it is causing unforeseen issues, known as “off-
target effects.” There is another oral huntingtin-lowering drug in
clinical trials right now – it’s called PTC-518 and is being developed
by PTC Therapeutics.

Research Update
Dosing suspended
in VIBRANT-HD
trial of branaplam

There is a wide field of
international groups
working on various

treatments, drugs and
unique  approaches to
huntingtin lowering.

 
Ongoing clinical trials are

being conducted by uniQure
and Wave, with Roche’s
next study in planning

stages. 
 

There are also some
important HD research

conferences coming up soon
at different locations

around the world and there
is sure to be exciting news
to share from HD clinical

studies and basic research
laboratories worldwide.

 
Sage Therapeutics have

recently contacted
Australian HD Associations

to discuss their clinical
research as they are

starting clinical trials in HD
in Australia, with sites in

Perth, Brisbane, Sydney and
Melbourne.

 
We are passionately

advocating for Tasmania to
be considered as a site for

for future clinical trials.
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Our Community
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Some huge news coming out of
Launceston recently.. The

wonderful people at the Rotary
Club of Youngtown have

donated $6500 to support the
lovely Mimi Churchill to expand
the bus group she is running in

the North of the State.
 

We'll have plenty more photos
quotes and info to share  soon

but in the meantime, a big cheer
for Youngtown Rotary Cub! 

Some more wonderful
people to celebrate in
Launnie! We want to
send our heartfelt
thanks to Melissa Lovatt

and friends who raised $4250 at
a fabulous and delicious looking
high tea attended by 60 people
earlier this year. 

You. are. awesome.

https://www.facebook.com/HDTasmania
https://youngtownrotary.org.au/
https://www.facebook.com/HDTasmania
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Is your
membership
up to date?

Renew online
www.huntingtonstasmania.org.au/membership

Call us
(03) 6431 3403

https://hdna.com.au/map-hd-registry/
http://www.huntingtonstasmania.org.au/membership
http://www.huntingtonstasmania.org.au/membership
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HD Tasmania are supporting the HDYO International Congress on
March 17-19, 2023 in Glasgow, Scotland.

 
This is the FIRST opportunity to meet the international community of

young people, families and professionals impacted by Huntington’s
disease.

 
Scholarships to assist with cost of travel are available so get in touch!

(up to age 35)

https://huntington-disease.org/event/hdyo-young-adults-congress/
https://huntington-disease.org/event/hdyo-young-adults-congress/
https://huntington-disease.org/event/hdyo-young-adults-congress/
https://huntington-disease.org/event/hdyo-young-adults-congress/
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WALK
4 HOPE

Social & Support GroupsSocial & Support GroupsSocial & Support Groups

 

 

https://www.instagram.com/hd_tasmania/
https://www.instagram.com/hd_tasmania/
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National
Assistance Card

www.nationalassistancecard.com.au

Tune in

Join us for a live webinar discussion with the Brain Injury
Association to learn more about the National Assistance Card, a
personalised ID card to help those with Huntington's Disease to
communicate their unique areas of difficulty and the assistance
they may need from others in the community.

Tues 13th Sept 12pm

Follow us on
Facebook so you

don't miss an
event

https://www.facebook.com/HDTasmania
https://fb.me/e/2aOpVciwo
https://fb.me/e/2aOpVciwo
https://www.facebook.com/HDTasmania
https://www.nationalassistancecard.com.au/
https://www.nationalassistancecard.com.au/
https://www.nationalassistancecard.com.au/
https://fb.me/e/2aOpVciwo
https://fb.me/e/2aOpVciwo
https://fb.me/e/2aOpVciwo
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Our details have changed!
 

ABC Building
1 Liverpool Street
Hobart TAS 7000

 
(03) 6431 3403

info@huntingtonstasmania.org.au

Want to help?

Mike Frankland
Executive Officer

 
Located in Cygnet

 
0458 176 669

mike@huntingtonstasmania.org.au

We are always looking for volunteers and eager helpers.
 

If you have skills in events and hospitality, fundraising,
marketing, or want to contribute to any of our sub committees

please reach out.
 

Don't forget you can run your own fundraising and awareness
events to help Huntington's families in Tasmania. We are

always grateful of your support
 

If you would like to get involved contact us on the details below.
 

https://www.tascomfund.org/
https://www.tas.gov.au/

