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General Manager’s Report

Welcome to the final
newsletter for 2011. This has
definitely been an eventful year
for both the organisation and
the HD community at large. In
L brief, some event highlights for
the year included:

. Client support services

were recognised by the Interna-

tional Social Work and Mental
Health community

. The first state wide HD Allied Health Meeting,
hosted and facilitated by Huntington’s Victoria.

. HV hosted a book launch on the Behavioural and
Psychological Symptoms of HD .
. A number of educational seminars covering vari-

ous topics were conducted throughout this year
for example: A Will and Estate Planning seminar
and building awareness of HD via participation in
the Australian Physiotherapy Association Neuro-
Special Interest Group.

. Establishment of the Meet and Greet group by
community members which has been and con-
tinues to be well attended.

. Launch of our updated website with features
that include an accessible homepage that pro-
vides short cuts and quick links to new sections
within the website. These include a virtual li-
brary, family centre, online referral, younger
person section, and living with HD section.

. HD community members were invited to
participate as guest speakers to educate
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genetic  counselling students and scientists on the
impact of HD and PTP on the individual as well as the
family unit. This was well received and as such will be
repeated next year.

The most prominent event of the year was the World
Congress on HD as well as the IHA family day, both a
resounding success. The IHA day attracted over 300
delegates who participated in the day, the most
attendees at an IHA day yet. Attendees included na-
tional and international professionals groupings (i.e
medical, scientists, researchers, academic, allied
health, community sector) and various members of
our national and international HD community.

Plans for 2012 will show to be an exciting and promis-
ing year for the organisation. We hope to bring you a
pilot regional program to begin rebuilding the neces-
sary links with our regional clients. HV has also begun
discussions with relevant parties to address the com-
munity need for early access to superannuation and
funding streams for IVF PGD. Finally we plan to co
host the Inaugural Huntington’s Victoria Gala Dinner
with community member Jess Rice to be held at the
Crown Palladium. However be assured that via our
newsletter and our website you will be updated on
any advancements.

Lastly on behalf of the board and staff of HV, | would
like to wish everyone a Merry Christmas and a Happy
New Year.

Tammy Gardner

General Manager
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Quarter in Review

IHA Day & World Congress on HD

In September 2011, Melbourne played host to the World
Congress on Huntington’s disease as well as the Interna-
tional Huntington’s Association Family Day. Since its inau-
guration in 2009 at the World Congress on Huntington's
Disease held in Vancouver, Canada the IHA Family day is
now an integral part of the World Congress on Hunting-
ton’s disease.

Both the World Congress and IHA Family Day attracted del-
egates from across the globe and provided the opportunity
for the research and professional community to network
with the HD community.

The IHA Family day provided the HD community with the
opportunity to hear from national and international guest
speakers and interact with them as well as panel members
in relation to the topic areas outlined below:

. Youth living with HD

. Coping strategies

. Starting a family

. Integration of Multidisciplinary care in HD
o Relationships

. Living with HD

" International Huntington’s Disease
’\é’g Association (IHA) Family Day
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TOPICS:

« Youth Living with HD
Coping Strategies
Starting a family

« Integration of Multidisciplinary
Care in HD

» Relationships
« Carers Living with HD
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International Allied Health Network

Huntington’s Victoria as part of the WCHD hosted the inaugural
International Allied Health Network Meeting with the aim of
establishing a forum in which the global allied health communi-
ty can provide peer support, collaborate on research and pro-
gram initiatives, and be a point of reference for relevant
knowledge and resources in relation to evidence based practice
and research issues.

Following this meeting and at the conclusion of the WCHD,
Huntington’s Victoria via our website established an online fo-
rum where allied health professionals can register as a member
and can utilise the discussion board or live chat to liaise with
other allied health professionals. Since the launch of this forum
in October, there have been approximately 40 participants who
have registered. All allied health professionals working with
people with HD are invited to register as a member. It is free to
join and this can be done by following the link on the menu bar
on the website.

“ Evidence indicates that a team
‘approach to care, inwhich health
care professionals toge!

Welcome!

chk links

o Erequenw ‘Asked Questions
Z Join'a HU Event

Welcome tothe Huningtons discase Iterational Alied Healh etwork. The Network was estabished i
011. The network provides alled heath
{abish and develop the basis for coser
iy

are knowledge with colleagues within a

Genetic Support Network of Victoria- Patient Information
Session

On Friday 2" September two HD community members provid-
ed personal accounts of their own experience of predictive
testing and the impact of growing up in a HD family to profes-
sionals and genetic counselling students. This talk was held at
the Murdoch Institute at the Royal Children’s and hosted by
GSNV. The purpose was to educate both professionals and stu-
dents on the ‘human’ elements of this process, and to encour-
age upcoming genetic counsellors to consider more than the
CAG repeat and to remember the unique experiences of the
individuals that played a role in their decision to undergo this
process.
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Our Services

The Huntington’s Victoria (HV) website continues to be im-

Allied Healh Network Discussion Board

proved and is now an integral portal for referrals to HV’s cli-
. . N o s e o, S
ent support service program and research updates. Hunting- CR———

ton’s Victoria is now a proud financial supporter of HDBuzz,

an internet provider of high-quality news and information on R Am——— i b
laboratory and clinical research on Huntington’s disease. — e i -
The HV website receives direct live newsfeeds from HDBuzz = R (S
that can be accessed directly on the HV website homepage R s
Or by f0”0Wing the |Ink below' Liaraiune, Sisndanis and other relevan Dacumemiation W v haFus

http://www.huntingtonsvic.org.au/research-update/hdbuzz
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During the first part of this quarter, Huntington’s Victoria nats O - Frafessionsl Devtioament : P e
also launched the International Allied Health Network forum (W
through the HV website. The network provides a common S
platform by which health professionals can establish and de- Equimen ¢ ¢ weran

velop the basis for closer working relationships across the
international professional community. e e

haFua

HV as an inaugural member of the network now hosts the
Allied Health Network Discussion Board through our website.
The HV website provides a vital link to facilitate communica-
tion and share knowledge with colleagues within a profes-
sional context. Some features of the website include the fol-

lowing

o About the International Allied Health Network

. Resources “

. Research Initiatives @

. What’s On — Professional Development t

. Discussion Board \ / f

. Live Chat vy ér ,;‘a v ‘ |

The Discussion Board and the Live Chat features of the web- L ' ::::"W“P" :..:"”LL“‘ riatfonyBl] Seferioie
site allows registered users to post new topics and com- : = RS ¢ eSS

ments, to access relevant information and to instantly send Egﬁggch rgosm\zlbs"wmmhs, %gqfﬁﬂ:gi(:m
messages to other registered members who are online. If you * o sz et e manen s o |l S e

* HA Family Day Survey learn, meet and....

are an Allied Health Professional and interested in learning
and getting more involved with the HD Community and have
not yet registered to become a member of the International
Allied Health Network, please visit the HV website now and
complete the registration form which can be accessed
through this link http://www.huntingtonsvic.org.au/allied-
health-network/register.

Upon registration, you will receive an email from a HV team
member with your log-in details and password. To all mem-
bers who have previously registered, please feel to use the
discussion board and start sharing knowledge and infor-
mation to our professional colleagues.

For further information about the International Allied Health
Network, please contact Huntington’s Victoria on 03 9818
6333



http://www.huntingtonsvic.org.au/research-update/hdbuzz
http://www.huntingtonsvic.org.au/allied-health-network/register
http://www.huntingtonsvic.org.au/allied-health-network/register
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Community Cabinet

On Wednesday 9th November staff from Huntington’s Victoria
attended a community cabinet meeting with the Prime Minister
the Hon Julia Gillard MP as well as a number of Federal Ministers
in attendance.

The community cabinet meeting provided the forum for the local
community to ask questions of the ministers about issues of direct
concern to them and the community they live in.

As part of this forum, HV had the opportunity to secure a private
meeting with the Honourable Jenny Macklin MP minister for Fami-
lies, Housing, Community Services & Indigenous Affairs in relation
to matters that affects the HD community and the extended
neurological community.

HV discussed the importance of having a representative from the
neurodegenerative community as part of the advisory committee
for the National Disability Insurance Scheme (NDIS). Every Austral-
ian Counts is the campaign behind this scheme whereby individu-
als, carers and families will have greater access to funds that will
enable them greater independence and choice in regards to their
supports. It will also provide a nationally consistent approach to
disability ensuring a fair, efficient and effective system to funding
allocation and access to supports.

HV also initiated discussion in regards to early access of Superan-
nuation . HV has identified that for individuals with a neuro-
degenerative condition who due to illness cannot maintain em-
ployment and decide to access their superannuation early so to
assist in funding of supports can be penalised 21% tax on drawing
upon this early unless done by someone with expertise in this
area.

IVF PGD was also a topic raised with the Hon Jenny Macklin MP in
relation to exploring funding options such as Medicare for individ-
uals wishing to consider IVF PGD so they can have a child free of
genetic conditions such as HD. HV explained that whilst IVF has
some coverage from Medicare, the PGD process which allows
gene negative embryos to be implanted is not covered by Medi-
care or private health funds.

Annual General Meeting

Annual General Meeting

On October 26" 2011 Huntington’s Victoria hosted their 38™ AGM
which was held at HV headquarters in Hawthorn. Following the
formalities of the AGM, HV had 2 guest speakers present on the
recent World Congress. Associate Professor Tony Hannan from the
Howard Florey Neuroscience Institute provided an overview of the
scientific presentations from the WCHD into a format that could
be well understood by those outside of the research industry.

Our second guest speaker was HD specialist Dr Andrew Church-
yard (neurologist) who was one of the main organisers from the
local organising committee for the WCHD. Dr Churchyard provid-
ed general feedback on the world congress and the interlink be-
tween the research/professional community and the ‘lay’ commu-
nity.

huntington’
victoria
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Our Partners

Huntington’s Victoria in 2012 will be establishing a

family therapy counseling program that will be

accessible to all families under the Mental Health

Care Plan as covered by Medicare. Huntington’s Vic-

toria has partnered with JoAnne Bevilacqua to run
these sessions.

JoAnne Bevilacqua
holds a BBSc (La Trobe
University); BSW
(University of Mel-
bourne); MaCIFTh (La
Trobe University) and is
an Accredited Mental
Health Social Worker. She has been a practising
social worker for 23 years. Whilst her early career
was in the area of child protection and children’s de-
velopment, she moved into Adult Mental Health in
2003 when she commenced the social work position
with the Neuropsychiatry Unit, based at the Royal
Melbourne Hospital, North Western Mental Health.

JoAnne has always been committed to family in-
volvement and inclusion in her work. Opportunity to
meet with patients on the ward and their families pro-
moted a desire to further advance her skills in the
area of family engagement, and she undertook a
Masters of Clinical Family Therapy, completed in
2006. She also established her private practice as an
Accredited Mental Health Social Worker at that time.

In February 2011, JoAnne accepted a 9 month se-
condment to Alzheimer's Australia Vic, where she
was working in Younger Onset Dementia. She holds
firmly to the belief that Younger Onset conditions,
such as Huntington’s disease, and Dementia, directly
impact not only the person with the condition, but the
family members and the family functioning. She pro-
motes family inclusion in all of her work, with family
being both the family of origin, (parents/
grandparents) and the family of creation (partners,
children).

If you are interested in utilizing this support please
contact Huntington’s Victoria to register your in-
terest. Further information and details will be
available in the new year.

Research Update

HV is a proud supporter and sponsor of HDBuzz a website dedi-
cated to providing the most up to date research on HD in a for-
mat that can be understood by lay people. The research up-
dates below are cited from the HDBuzz.net and for further in-
formation and to read the full article please access HDBuzz.net
via the link on our website.

Huntexil hits the headlines again

Dr Ed Wild on November 22, 2011

The results of the MermaiHD trial of Huntexil for movement
problems in HD have been published in the scientific journal
Lancet Neurology. Despite conflicting media reports, this
doesn't change the need for a further trial before Huntexil can
be approved for use in patients

Safety trials add crucial piece to gene silencing jigsaw

Dr Ed Wild on November 14, 2011

Gene silencing drugs aim to slow down or prevent Huntington's
disease by telling cells not to make the harmful protein. For the
first time, a study has shown that gene silencing hits its target
and is safe in the complex brains of rhesus monkeys.

Melatonin treatment success in HD mice

Dr Ed Wild on October 31, 2011

Melatonin, a hormone produced by the pineal gland in the
brain, is available in pill form and used to treat sleeping disor-
ders. New research suggests that it can slow down Huntington's
disease in model mice - great news, but it doesn't mean every-
one should rush to take it.

HD just got cilia

Dr Jeff Carroll on October 11, 2011

A better understanding of the normal role of the huntingtin
protein would make developing treatments easier. Surprising
new results from French researchers suggest that huntingtin
influences tiny hair-like structures called ‘cilia'. Now we need to

figure out what it means for patients
Huntexil hits the headlines again
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http://hdbuzz.net/60
http://hdbuzz.net/58
http://hdbuzz.net/57
http://hdbuzz.net/53
http://hdbuzz.net/60
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Get Updates from HV Fundraising

e e e e e e Car Rally

I Receive HV publications and email updates on

_ Maurie’s Car Rally which was held on the 13th November
I events and HD research by updating and complet-

was again another successful event. Maurie has been or-

: ing this form. All details provided will be confiden-
I tial. Send completed forms to our office address
: detailed at the back of this publication.

ganising this event for a number of years, and each event is
bigger and better than the last. This year Maurie and his
family raised over $2100.00 with the support of the com-

munity participation. HV would like to thank Maurie for his
continued support of HV and the community at large.
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Huntington’s Victoria Merchandise

awareness
Hame/Gempny Hame Products available
Address: . Tshirt- $25.00 Pack One: $35.00
: w&gzo-w ;d;f;;:s@inpmw . ,
Poscode: . Calculator - $4.00 h.Unf")ngnS
el e victoria
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To purchase any of these items please visit our website and
click on ‘support us’ and then follow the prompts.

How to make a Donation

If you would like to make a donation to Huntington’s Victo-
ria please visit our

(pleas= make papable to Huntington's Victoria)
Cr please debit my: |:|I"".;ster-:ar-:| |:|".-'i51

LHHH bodd bood oo

Il arne:

website www.huntingtonsvic.org.au

Sigriature

core L LILJ

or simply complete the form on the left and send it back to
us.

Donations over $2 are tax-deductible.




Diary Dates

HV Christmas Closure

Huntington’s Victoria will be closed over the Christmas
and New Years Period. Our Office will be shut as of
5:00pm Thursday 22nd December and re-open Tuesday

3rd January at 9:00am. Please refer to the attached

emergency contact list for support during this period.
Date: Friday 23rd December - Monday 2nd Janu-
ary (re-open Tuesday 3rd January 2012)

Carers Support Group
Date: 7th December 2011
Time: 2:00pm—3.30pm

At: Huntington’s Victoria
RSVP: Glenys Johnson (03) 9818 6333

Meet and Greet

13th December 2011
24th January 2012
6th March 2012.

Date:

Time: 7:00pm onwards
At: Huntington’s Victoria
RSVP: Eleni 0431 084 297/ Mel 0421 799 747

SAVE THE DATE—-2ND NOVEMBER
2012

Huntington’s Victoria Gala Dinner
Date: Friday 2nd November 2012

Venue: Crown Palladium

7’
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HELP HV AND THE ENVIRONMENT

Are you environmentally friendly?

Huntington’s Victoria would like your assistance to
help the environment and keep our running costs to a
minimum. To do this, all you need to do is to request
to receive your newsletter via email. Not only is this
better for our environment but it means more money
can go directly into service provision.

To receive your quarterly newsletter electronically,
please send an email to info@huntingtonsvic.org.au
and request ‘electronic newsletter’. Please ensure to
provide your contact name and details.

ENVIRONMENTALLY
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Contact US

Office Address: 16 Wakefield Street, Hawthorn, 3122

Email: info@huntingtonsvic.org.au
Web: www.huntingtonsvic.org.au

Telephone: 03 9818 6333 or 1800 063 501 (Toll free)

Fax: 03 9818 7333


mailto:info@huntingtonsvic.org.au
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Our Mission

To promote the needs and interests of people affected by Huntington’s Dise

Our Vision
People affected by Huntington’s disease living meaningful and hopeful lives
community; with equitable, timely access to resources and empowered choic

highest quality.

Through Our Service We:

* Provide information and advice to help people with HD and their families

* Connect people to the services and support they need

* Assist people with HD to live independently for as long as possible

* Provides support for carers and families

* Advocate to government policy makers and deliverers of services for impr:
with HD

* Educate health professionals and direct care staff about how to support p
* Increase understanding and knowledge of HD in the community

* Support research that improves the quality of life of people affected by

Contributions

Huntington’s Victoria welcome contributions from the community and s
quarterly newsletter.
If you would like an article/event/photograph published in the next news
ton’s Victoria for deadlines.

We would like to extend our gratitude to those who have contributed to




