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Welcome to your 10th annual community conference. More than ever it

is so important for us to come together and connect. This virtual

conference forum will enable our community to do so in a safe and

trusted space regardless of location.

I wanted to take this opportunity to express our appreciation to you, our

community, for your unwavering support of the conference especially

last year which was our first virtual forum. Your active participation

made it the most highly attended and interactive conference to date.

On a personal note the team and I have missed seeing you all in person at

the conference, and look forward to the time when we will be able to do

so again.

We are extremely fortunate to have another wonderful line up of

community and professional speakers who have generously given their

time. The presentations will provide us with essential updates and

information to facilitate informed choice and control in your own lives.

To our community speakers a special thank you on behalf of

Huntington’s Victoria and your peers for your willingness to share your

personal stories in an honest and candid way. Through this selfless act,

all speakers have made a difference by helping others.

 

To our professional speakers from Australia and internationally we are

extremely grateful for your invaluable time and continued commitment

to the HD community it is much appreciated.

We have a robust conference schedule which I hope you find interesting

and useful with practical implications in the here and now. Please enjoy

your conference and I look forward to reading your comments and

responding to your questions.

WELCOME

Sincerely,

Tammy Gardner
CEO, Huntington's Victoria



SESSION ONE: FUTURE PLANNING

PROGRAM OUTLINE
1 0 . 0 0 - 1 0 . 1 0 O p e n i n g  a d d r e s s

1 0 . 1 0 - 1 0 . 4 0 M o v e m e n t  a n d  H D

1 0 . 4 0 - 1 0 . 5 5 F i n a n c i a l  p l a n n i n g

1 0 . 5 5 - 1 1 . 1 5 Q  a n d  A

1 1 . 1 5 - 1 1 . 3 5 C h o i c e ,  c o n t r o l  a n d  p a l l i a t i v e  c a r e

1 1 . 3 5 - 1 1 . 5 5 Q  a n d  A

1 1 . 5 5 - 1 2 . 4 5 L u n c h

SESSION TWO: SERVICES AVAILABLE

1 2 . 4 5 - 1 . 0 0 N D I S

1 . 0 0 - 1 . 1 5 A l l i e d  h e a l t h

1 . 1 5 - 1 . 2 5 I n f o  p r o g r a m

1 . 2 5 - 1 . 4 5 Q  a n d  A

SESSION THREE: RELATIONSHIPS & HD

1 . 4 5 - 2 . 1 5 R e l a t i o n s h i p s ,  c o m m u n i c a t i o n  a n d  H D

2 . 1 5 - 2 . 3 5 Q  a n d  A

2 . 3 5 - 3 . 0 0 A f t e r n o o n  t e a

SESSION FOUR: RESEARCH

3 . 0 0 - 3 . 3 0 R e s e a r c h

3 . 3 0 - 3 . 5 0 Q  a n d  A

3 . 5 0 - 4 . 0 0 C l o s i n g  a d d r e s s

W e  w i l l  b e  h o l d i n g  a  R e m e m b r a n c e  S e r v i c e  f r o m  4 . 3 0  -  5 . 3 0 p m



MEET THE SPEAKERS

PROFESSOR TONY HANNAN
Professor Anthony Hannan is an NHMRC Principal Research
Fellow and Head of the Epigenetics and Neural Plasticity
Laboratory, Florey Institute of Neuroscience and Mental
Health, University of Melbourne. Prof. Hannan received his
undergraduate training and PhD from the University of
Sydney. He was then awarded a Nuffield Medical Fellowship
at the University of Oxford, where he subsequently held other
research positions before returning to Australia on an
NHMRC Career Development Fellowship to establish a
laboratory at the Florey Institute. He has since held other
fellowships including an ARC FT3 Future Fellowship and
NHMRC Senior Research Fellowship. Prof. Hannan and
colleagues provided the first demonstration in any genetic
animal model that environmental stimulation can be
therapeutic. This has led to new insights into gene-
environment interactions in various brain disorders, including
Huntington’s disease, dementia, depression, schizophrenia
and autism spectrum disorders. His laboratory at the Florey
explores how genes and the environment combine via
experience-dependent plasticity in the healthy and diseased
brain. Huntington’s disease continues to be a major focus of
his group’s research at the Florey Institute.

DR. BRENDAN MCLAREN
Dr Brendan McLaren is a registered psychologist and
recently completed the Doctor of Psychology in Clinical
Neuropsychology program at Monash university in
Professor Julie Stout’s Cognitive Neuroscience Laboratory.
Brendan’s Doctoral research focussed on developing HD-
Mobile, a smartphone application that measures cognitive
functioning of people who have, or are at risk of,
developing Huntington’s disease (HD). In addition to
assessing cognitive functioning, and aspects of mood and
sleep, HD-Mobile provides HD community members,
regardless of geographical location, the opportunity to
participate in HD research.  Brendan’s is also interested in
understanding how people with HD can manage lifestyle
factors, such as sleep and physical activity, to help manage
their cognitive symptoms.

STEVEN
Steven's connection to HD is through his
Mum. Steven enjoys going to the gym and  
exercising. He loves boxing and doing
weights.



MEET THE SPEAKERS

SALLY

Sally is gene positive and has been connected with
HV since she was a young carer for her Mum. Now,
Sally is an active member of the community and has
chosen to speak at this year's Community
Conference to help raise awareness of the supports
that are available within the HD community. Sally is
also a valued member of the HV events committee

KATIE
Katie is an active member of the Huntington's community.
She regularly participates in medical research studies,
including Enroll-HD, and is a member of the HV's event's
committee. At 41 years old, Katie is gene positive and not
symptomatic.  Katie loves socialising with family and friends
with good wine and good food. She also enjoys traveling,
reading, comedy and watching obscure series and
documentaries. Professionally, Katie works full-time as a
Bid Manager at a HR consultancy firm and has a Bachelor of
Commerce from Monash University.

FELIX SHER

Felix Solomon Sher trading as Sol Sher who is
authorised to act on behalf of Synchronised
Business Services Pty Ltd t/as Synchron,
Australian Financial Services Licence No. 243313
Life Insurance Broker. Felix Solomon Sher has
over 40 years’ experience in the financial services
industry. He is a qualified financial planner. His
qualifications are CFP (Certified Financial
Planner). He has also attained the Advanced
Diploma of Financial Planning. He is a member of
the Financial Planning Association of Australia. He
also qualified as an Associate of the Chartered
Insurance Institute – London, by examination.



MEET THE SPEAKERS

MELISSA

Melissa is 31 years old and has been a part of
the HD community for many years. Melissa's
dad had huntington's disease and passed
away last november. Melissa has a loving
husband, Callum and a beautiful, little, 'HD-
free' baby girl, Charlotte. The family live in
Geelong and have an amazing network of
family and friends who are there to support
them while we are challenged everyday by
HD. 

LINDA
Linda’s first connection to HD was through her husband
Stephen. Stephen was diagnosed in his early 30s after a
traffic accident. It was obvious that something wasn’t right
with him in the previous years leading up to his diagnoses,
the symptoms became more prominent after the accident.
Linda's first involvement with HV was through her daughter
Emma. Linda is speaking today as a carer and mother
sharing the challenges, heartbreak and sadness of seeing
your child and/or loved one with HD. Linda is also
passionate about raising much needed awareness of HD and
helping the wider community by sharing Emma's story. 

JEMMA HILLARD

Jemma has been a palliative care nurse
consultant at a major public hospital for the
last five years. Jemma is passionate about
advocating for what is important to patients
who are diagnosed with a life limiting
condition and finding ways of optimising
quality of life. Jemma has experience from
her profession and her family that is also
directly affected by Huntington’s disease.
Jemma states she 'is lucky enough to
understand it from both sides.'

http://accident.it/


MEET THE SPEAKERS

ROZA AND JO

Roza and Jo have been together for 30 years,
and married for 3 years. They have 2
children and 3 grandchildren. Jo was
diagnosed with Huntington's Disease in
2014. She is one of 11 siblings - 6 of those
have since passed from HD. Jo and Roza are
proud to be represented at this year's
conference.

MARGARET
Margaret is part of a HD family, with her Grandma the
first to be diagnosed with HD. The gene was then passed
onto her mother and several siblings. She is now a carer
for her sister Joanne. HV first became involved with
Margaret's family when her mother became sick and
helped provide support and has been involved with the
family since . Margaret has chosen to speak today to make
people aware of the support that is available for people
with HD and their families and the importance of getting
help when needed.

VICTORIA
COMPORT

Victoria Comport is the team leader of the
NDIS Support Co-ordination team at HV. She
trained as a social worker and began work at
HV in 2015 as a case manager working with
clients from the Information, Case
management and ISP programs. For Victoria
the best part about working with the HD
community is "feeling like I have the
opportunity to make a positive difference in
people's lives".



MEET THE SPEAKERS

JANET

Janet's connection with HV has been over
the last 5 years, attending Community
Conferences and more recently assisting
with the implementation of NDIS for her
husband Michael. Michael tested gene
positive for HD and started showing
symptoms in 2011, stopping work in 2013.
Janet is speaking about her and Michael's
experience with NDIS support. 

CASS
Cass is the eldest of 3 children - Bec and
Chris are her brother and sister ( half
siblings, same mother, different fathers.) Bec
and Chris both got HD from their father.
Christopher developed juvenile HD around
17 and passed away at 27 yrs of age in 2009.
Bec's symptoms started around 2007-2008.
Cass is speaking today to help spread
awareness of the benefit of accessing allied
health early. 

JESS KAPLONYI

Jess' initial experience with HD was through
her best friend's family and growing up with
them. Since then, she has become a Speech
Pathologist, working with people who have
HD. At the moment she in the process of
applying for her PhD which will also be
looking at aspects of the HD community. She
enjoys being part of a team whose purpose is
to bring awareness to HD and the
community. Jess is also a valued member of
the HV events committee



MEET THE SPEAKERS

SERENA HANSEN

Serena is the information and community
development coordinator at HV. She began
working at HV in May 2019, assisting people
with information enquiries, as well as
working in other spaces and projects such as
volunteers, fundraising, developing the peer
support forum and events. Serena hopes that
she makes some small difference to the HD
community within this role.

ROB

Rob is the son of Italian immigrants and between his sister
and himself they had a typical upbringing in a migrant
family. At 65 year of age Rob and Betinna have been
married for 43 years. They have two sons and between
them and three wonderful granddaughters. Rob has been
involved in business in finance all his working life and is
still working. Rob enjoys travel, golf, reading and gardening
but most of all just spending time with his family and
friends. Rob has been part of the Huntington's Victoria
family for over a decade.

JOSH SOUTHERN

Joshua Southern is the in-house counsellor
for Huntington's Victoria. Joshua has a
Masters in Counselling and began work with
HV officially in 2020, after completing his
Masters final placement with the service and
working with the HD community. Josh has
been involved in a number of programs in the
organisation, including; Support
Coordination, Information and recently
working towards developing the Counselling
program. Josh is striving towards creating a
HD specialized counselling space at HV that
is accessible, welcoming and relevant for the
Community.



MEET THE SPEAKERS

JACKIE AND BERNIE

Jackie and Bernie have been married for 43 years and
reside in Ballarat. Bernie was a fitter & turner &
toolmaker by trade and Jackie still work in admin.  The
couple have 2 children -  Jarrod and Emma. Jarrod is
married to Vanessa and they have 3 children Tiana,
Alyssa and Mason. Bernie has 1 brother who is also
HD positive. Bernie has been diagnosed for 10 years
however symptomatic for approximately 20 years.
Jackie and Bernie have a very supportive network of
family and friends.

JO-ANNE BEVILACQUA

JoAnne Bevilacqua holds a BBSc (La Trobe University);
BSW (University of Melbourne); MaClFTh (La Trobe
University) and is an Accredited Mental Health
Clinician and member of the AASW ethics team. She
has been practising for over 30 years in child
protection and public mental health, and established
her private practice 11 years ago. Jo has worked in
progressive neurological disorders since 2004, and
sees families and individuals living with HD at the
Huntingtons offices for counselling.

VICKI AND TIM

Vicki and Tim have been married for 40 years and have 4
wonderful adult children and their partners and 4
precious grandkids. Vicki and Tim's first connection with
HV started in 2014 when Tim was first diagnosed. As a
family they have ensured that Tim has had the best
support team in place prior to having an NDIS plan which
included his GP, psychologist, podiatrist, dietitian, speech
pathologist. Once he had an NDIS plan they were able to
bring in regular appointments with his physiotherapist,
an OT and were able to increase his supports. Having
Tim’s support team in place early and consistently helped
Vicki in her role as wife, mother, carer and wage earner.
The support team not only supports Tim, but the family as
whole. 



MEET THE SPEAKERS

ERIN GOODSELL
(ROCHE)

Erin Goodsell is the Therapeutic Area Leader for
Immunology, Ophthalmology, Infectious Diseases &
Neuroscience in the clinical operations team at
Roche Products. She has over 18 years of experience
running clinical trials in Australia and the Asia Pacific
region. She is passionate about finding new
treatments for patients in need, and is honoured to
be working in Huntington's Disease.

CATHERINE MARTIN

Cat Martin was the Executive Director of Huntington’s
Disease Youth Organization until Sept 2020, she is
currently Director of Community Engagement Solutions
International and based in UK. Cat has both personal and
professional background in working with families and
young people impacted by Huntington’s Disease. She has
worked for the last 23 years with young people impacted
by trauma and poverty including case managing families
and young people impacted by Huntington’s Disease and
Mental Health Disease. Cat is a qualified youth worker with
a business ualification and is currently studying for a
Masters in Citizenship & Human Rights. She is Chairperson
of Scottish Huntington’s Asociation and a co-lead for Youth
Adult Working Group at European HD Network.

LIBBY HEWITT
(ROCHE)

Libby has a 35 year history in the
pharmaceutical, allied health, and health
communications industries both as an
employee and director of her own small
consultancy company. Positions have
spanned sales, training, marketing, project
management and up to and including General
Manager and Regional Directorship roles.
She currently holds the role of Rare
Conditions Partner for Huntington's Disease,
for Roche Products Ltd, covering both
Australia and New Zealand.



RESOURCES AND 
THANK YOU

THANK YOU

Thank you to everyone for attending the conference. We hope you have had a wonderful day.

Thank you at all of our speakers for giving up their time to participate in the conference -
without your help these kinds of days would not be possible. 

FSG for Felix Sher

FUTHER INFORMATION

Find more information on the following subjects:

Movement, exercise and HD

Financial Planning

Wills, advanced care directives and POA

NDIS

Information Service

Counselling services

https://huntingtonsvic.org.au/wp-content/uploads/2021/07/FSG-Synchron-Sher-F-Full-V6-1-July2020.pdf
https://huntingtonsvic.org.au/keeping-active-2/
https://huntingtonsvic.org.au/employment-financial-management/
https://huntingtonsvic.org.au/legal-matters-2/
https://huntingtonsvic.org.au/ndis/
https://huntingtonsvic.org.au/information-service/
https://huntingtonsvic.org.au/counselling/

