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Youth living with HD
Welcome to a special edition newsletter as a prelude to the up opina. strate |es
coming World Congress on Huntlﬂngt(g’g”S b? ease, and the Inte
tional Huntingtonods Di sease #s s 8tatingdfamiyn Fami |y Day (I HA F

Day).
Y) ) Integration of Multidisciplinary care in HD
Throughout the past 12 months, this

newsletter has provided the neces- 1 Relationships
sary forum in which to keep our mem- o .

bers and community up to date with T Living with HD
progress on this exciting event.

with only weeks to go until the open- It is not too late to register, so as not to miss out on this significa
ing ceremony, we have dedicated this event in the Victorian HD calendar, register before registration
newsletter to informing you about the closes on the 31st August.

Congress and IHA day including guest

speakers, and social activities. Social Event

Within this newsletter except to find

information pertaining to: Huntingtonds Victoria is host

ma experience as part of the World Congress.

World Congress

Rooftop Cinemas have generously donated their venue to provid
The World Congress on Huntington's disease is scheduled for thecommunity members and conference delegates to experience a

11th- 14th of September 2011 at the Melbourne Convention and classic Australian movie whilst having front row seats to the view
Exhibition Centre. Within this newsletter we will provide some  our CBD after dark.

background information on WCHD.

1HA Day On a final note, as the chair of the IHA family day organizing con
Huntingtonds Disease Associ at mdee, | Waulehlike tg thabkeeyerygne wha Fap yoluritesredghein
for Sunday the 1% of September 2011 and to be held at the time and energy to make what should be a very successful day.
Melbourne Convention and Exhibition Centre

The IHAFD is now an integral part of the World Congress on

Tammy Gardner

Huntingtonds disease. The 'HAE;Q]erédE}IJhé’gErds the essential prin
the HD community and | ay personbo rticipation is fundame
community capacity building.
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| nt ernational LS b B
: e : IHA Family Day Opening Speaker:
Bl;;ase Association Family Charles Sabine & Nancy Wexler

The I nternational Hunti ngt c
The I nternat i towelcomeEmmyawardwinning TV journalist Charles Sab
Disease Association (IHD ine and Dr Nancy Wexler as opening guest speakers for the

Family Day will be held or HA Family Day.

Sunday 1% September 2011

?:t ”:e Mel_boutrnEf[hConven_tlo Charles Sabineworked for NBC for 26 years before be-

entre; prior to the opening , o

of the World Congress o coming a spokesmgn.for frgedom of SC|§ntlf|c research ar

Huntingt onds sufferers of dementia in particular HD which has affected h

Monday 12" September. family. He has spoken at a number of prestigious venue
among them the European and British Parliaments, the Ro

The IHDA family day, is for Ins.tltut.lt.)n in London anq the World Congrgss on Freedom

the broader HD community, Scientific Research. Whilsir Nancy Wexleris best recog-

bot h t h e 0 | ay nised for her unwavering commitment to the HD community

professionals. This day her involvement in research in Venezuela which led to tl

provides the opportunity to . . .
discuss issues of practical importance and relevance for @1S¢0Very and isolation of the HD gene on chromosome

community. The format for the day will be broken into a and enabled Predictive Testing.
number of sessions which include: Dr Nancy Wexler is currently the president of the Hereditary

Disease Foundation and remains actively involved in the qu
to find a cure for HD.

1 Youth living with HD
Coping Strategies
Starting a family

Integration of Multidisciplinary care in HD

= =2 =a =4

Relationships (e.g. managing behaviours within a r
tionship)

] Living with HD (Carers)

Each session will have 2 guest speakers plus panel men
At the conclusion of each session the audience will have
opportunity to ask both guest speakers and panel memb:
guestions in relation to the topic. In preparation for the I+
family day, we have outlined some of the guest speakers
that you will have the opportunity to see once you have r
istered for the day.
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IHA Family Day Overview
Youths living with HD

Cara Mand Phd Student
Within Australia and other weste
nations, to undergo predictive te
ing a person must be 18yrs or
over. The decision to be tested f
the HD gene is for many people
one of the most difficult decision
they make. Testing can influenc
decisions regarding starting a
family, and can have implication
in relation to insurance matters f
example. Due to concerns rega
ing a young personos

the age of majority.

mat ur i
competency to make an informed decision about testing, thi
service is often not accessible to those under 18yrs or under

S

Coping Strateqgies

Speakers Helen Walsh and Dr Dennis Velakoulis will be
discussing coping strategies when caring for a person
with HD. The focus of this topic will be on stress manage-
ment and practical tools/ appropriate information which
can be utilised to help alleviate potentially stressful situa-
tions.

Collaborative relationships is a term often mentioned by
professionals. We will explore what this term means for
the person and their family. There will be a focus on de-
mystifying and identifying how a team approach to care
can improve the quality of life for the affected individual
and reduce carer stress.

I—tlePén \f?larl‘sﬁI is a current board member of HV and is
caring for a loved one with HD, whilst Dr Deisnéscon-
sultant neuropsychiatrist and director of the Neuropsy-
chiatry Unit, Royal Melbourne Hospital

Cara Mand Phd Student through her study explores the opin-

ions of young people towards predictive testing and living in

a family with a genetic condition

Dr . Mart ha Nance, Neu
Guest speaker Dr Martha Nance is the director of the Hun-
tingtonds Disease Society
lence at the Hennepin County Medical CeBteMartha
Nance is an established author and international speaker o
HD and is recognised as expert on Juvenile HD.

Although rare, Juvenile HD af-
fects approx. 10% of cases. Ju
venile HD is diagnosed in peoy.
under the age of 20yrs who of-
ten display the following charac
teristics and is confirmed with ¢
gene test:

9 An affected father

1 Drooling or changes in
speech or swallowing

Seizures
Severe behavior problems

Rigidity (stiffness)

T =2 =2 =4 =

resent in teenagers)

As part of the IHDA family day, Dr Martha Nance will be

discussing juvenile HD which should help raise the profile o

JHD, as this form of HD is still not well understood and im-

proved awareness, and understanding of this form of HD wi

help provide greater quality of life and support for the
young person and their family.

Chorea (very uncommon in young children, but may be %j

Dr Dennis

D\%eﬁ‘;lP(oullg entre

Director of Neuro-
psychiatry Unit,
Royal Melbourne
Hospital

of

Helen Walsh

Principal & HV
Board Member
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IHA family day overview

Starting a Family _
continued ...

For many individuals either at risk of HD or have tested gen<jR . .
positive; the decision to start a family is often a hotly debate elat|onsh||os

topic. However, like predictive testing there is no right or - 41 many individuals the changes in relationships betwe
wrong decision, JUS..t whatis right for thét persQn. couples, family members and friends for example are of
PGD IVF has also increased reproductive options for SOme (e one of the more challenging aspects of the condition.
individuals, however this program is not the answer for ever¥— i f le 1o sh their arief and los
one. s not uncommon for people to .s qre eir grief and los
about how the person they married is no longer the sam
or that they donodt recogn
Judy McKenzie Adjusting and adapting to these changes is often difficu
and fraught with many complexities often related to the
symptoms of the disease

B JoAnne Bevilacquan quali-

- fied family therapist who has
many years of experience
working with clients with Hun-
tingtonds disea
member of the team at Mel-
bourne Health will be discussing
the impact of HD on the family
and explore management strat-
egies that can be implemented

Dutch cgroductors Emmy Hoffman and Fleur Veldkamp wil to help work through the chang-
be presenting and discussing their findings from a project es in family dynamics as a result
which had a focus on preventing premature entry into resi- of HD

dential care, and improving the quality of life for those af-

fected and for their caregivterbhv the way of 06integ
cared. |l ntegrated care re. ' - heonagighen i dual i se
provided to the HD community based on need and could be (neuropsychologist )&
reflected in information, advice, case management, and col Roxanne Maule (speech

Guest speakers and community members Belinda Walsh
Judy Mckenzie will discuss the personal decisions they ma
relation to this issue and will be available to answer questi
from the audience.

Integration of Multidisciplinary Care in Hun-
ti ngtonds Di sease

r
d

sultation. _
pathologist) from Calvary
HealthCare Bethlehem have
Veld:(:;?;" worked with HD clients for a
(far ri htI)D _ ) number of years. Both Fiona and
9 Fiona Fisher . .
Emmy Roxanne have experience in
Hoffman G IAS d \ | working with clients who display
(ight) Wl | ? what is often described by care
o P givers as ©o6challl
3 H : . : @5& behaviours.
u r!x”.!,gg”gan p Fiona and Roxanne will be dis-

cussing practical strategies to
help over come and minimize
these behaviours.

TOPAZ

zhbo 0

® zorggroep
noorderbreedte

Roxanne Maule

Y Veereniging

van
Huntington
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Carers living with HD Panel Members

. _ Panel members play a pivotal role as part of the IHA family day.
Carerds play a vital role in he 'management of a per -

son with HD. Often overlooked, the carer is instrumen-Panel members have been purposely selected for their experien
tal in the ongoing management of the individual; en- and knowledge that they can contribute to discussion topics. Ea
session as part of the IHA family day will have speakers and par

suring that. all the necessery supports, services, medi- members who are able to answer questions from the audience ir
cal and allied health appointments and assessments ejation to the topic areas.

take place.

Huntingtonds Victoria would |
Carers are often not recognized for their contribution pers in advance:

to society, however are a key player in a collabora-
tive approach to care.

HD specialist, Dr Andrew Chuchyard will be discuss-
ing the importance of carers and the need to accept
early intervention in relation to external community
supports to help improve long term care for the indi-
vidual in the community.

Mi chel | e @83 EJaR n Margaret Desira

Dr Andrew
Churchyard

Dr Anita Goh Jan Ferguson Jess Rice

Whilst Ann Jones secretary of the National Hunting-
tonds Di sease Associati
of being a carer and recognises the challenges
associated.

Melanie Brinsmead Azena Maur Rod Cameron

Ann Jones
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Social Event: A Rooftop World Congress on
Cinema Experience Huntingtonds Dis

2011

The WCHD is held biannually, and is the major clinical col
ference on HD. This conference attracts both the scientific
community and the lay community and it is expected that
over 400 people will be attending from Australasia, Ocear
ia, Asia, Europe, & North America.

:ouofrt]o:) Ci:inner%r; ig pnroéuc? to t}ﬁi:]gcyctu% ::inier%a, expierirzancg ac:og'dl L}hiatfetfeiatﬁrg of%ie HD iE fhat Brﬁil&fm%\rﬂ/ Q)thé? i

LT medical conferences, the world congress has an emphasi
the Melbourne skyline as part of the 2011 World Congress and [av. person barticination and attenda%ce which includgs .
IHA Family Day. yp particip

munity members as speakers.

Mel bournefés iconic Swanston Street is home to the Rooftop
and Cinema where you are invited to watch a screening of an It is a great privilege to have this esteemed conference or
Australian movie in an op@ir cinema whilst surrounded by stun- our shores, and it is fitting given Australia has a distin-
ning views of the CBD. guished record in both research into HD and clinical care

provided for those suffering.

September is the first month of spring, and this often brings sunny

days but cool nights. So make sure you bring a warm jacket or i .
blanket to protect yourself from the chilly night air. Please note ger%/ ndote zpﬁikeésr\]/\l![" ?Nfe ia Igctu;e gnsaera;grje (?fhdmlica:]
this event is weather dependent so in case of inclement weather i . . .
please refer to Huntingtonos &fGipgadyancesinmedical regeargh, and potentjalngw
the status of this event or call 03 98186333 after 6:30pm for a  therapeutics which may hold the key in the development ¢
pre-recorded message. future disease modifying treatments.

Seats are limited so please note that thisRéd REGISTERED The WCHD is held over 3 days beginning on Monday 12

event only To register your interest, or for further information, September and closing on the evening of the 3dptem-
please visit our website and complete the registration form. Regpgr.

istration is available by going teww.huntingtonsvic.org elick-

ing on IHA Family day link and following the prompts.

The current program includes speakers in relation to the f

Drinks & nibbles will be available for purchase at the Rooftop lowing topics:

Bar and Rooftop Cinema. Patrons are kindly asked not to bring

their own food or drink into the venue. o
Management of motor complications

Clinical researeldisease evolution

Clinical careyouth and young

Therapeutic strategies

Management of behavioural syndromes in HD

Clinical trialsdebate and discussion
New directions in prevalence and diagnosis

At present there are upwards of 60 presenters and sessio
chairs from all over the world including the USA, UK, Aus-
tralia, Switzerland, Germany & Canada.
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World Congress on
Huntington s Disease

Mutowrse Cazesstnn end Covbison Ceatre
Auvradle
1134 Saplomber 2041

N
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World Congress on
Huntingtonds Dis
2011 Information Night

I n the |l ead up to the Worl
will be hosting an information session. Dr. Andrew
Churchyard, chair of the organizing committee for the
WCHD will be available to discuss conference program anc
highlights. All community members are welcome to attend
this evening to gather further information or to ask question
in relation to this upcoming event.

Event Details

Date Thursday 18th August 2011

Time 6:00pn® 7:30pm

Where:16 Wakefield Street
Hawthorn 3122

Please register your intent to attend by contacting Hunting-
tonds Victoria on 03 9818
email at info@huntingtonsvic.org.au

huntington's
victoria

—_—

p Please join Huntington's Victoria st an
; Information evening with the Chisir of the
organizing committee for the World Congress on

Huntington’s Disease, Dr Andrew Churchyard in

preparation for this event.

When: Thursday 18th August 2011

ab' Time: 6:00pm—7:30pm
!! Where: Huntington's Victoria

16 Wakefield Street

Hawthomn 3122

A5VP: Huntington's Victoria (ph) 9818 6332 by
Thursdey 11th August 2011




Getting to the WCHD 2011 & IHA Family Day H
MELBOURNE
The World Congress and the IHA Family Day will be held at the Mel- . Egmlémé?ﬁ
bourne Exhibition and Convention Centre which is located at 1 CENTRE
Convention Centre Place South Wharf.
Enter via 2
Clarendon
Street

<




