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  On behalf of the organising com-
mittee I am delighted to thank the 
community for their support at the 
Biannual International Huntington’s 
Disease Association Family Day 
(IHAFD)  that was held at the Mel-
bourne Convention and Exhibition 
Centre (MCEC) on September 11th 

2011.   

Since its inauguration in 2009 at the 
World Congress on Huntington's Dis-

ease held in Vancouver, Canada the IHAFD is now an inte-

gral part of the World Congress on Huntington’s disease.   

The IHAFD upholds the essential principle that the HD commu-
nity and lay person’s participation is fundamental for com-
munity capacity building and the 300 plus community mem-
bers who attended confirms that there is a place for this day 

as part of the WCHD.   

This Congress also provided the forum for Huntington’s Victo-
ria to host the Inaugural International Allied Health  Network 
Meeting. This meeting was attended by over 50 Allied 
Health professionals both from Australia and  from overseas 
with the joint purpose of collaboration, peer support, re-
search and to ensure that service provision is based upon 
evidence based practice.  Huntington’s Victoria through its 
website has established an online portal for international 
collaboration which will be accessible by the beginning of 

2012.  

As general manager of this organisation I am also very 
proud that our abstract “Innovative approaches to psychoso-
cial care with clients affected by Huntington’s disease: A 
model of service delivery within a community context of 
practice” was accepted as a poster as part of this World 
Congress.  Our goal for the next WCHD is to be invited as 

guest speakers. 

 

 

I would also like to recognise the entire team at Huntington’s 
Victoria– both staff and board members for their commit-
ment to the Family Day as they worked tirelessly to help the 

organising committee make the day the success that it was. 

On behalf of the International Huntington’s Disease Associa-
tion Family Day committee I would like to thank the  follow-
ing individuals and organisations for their contribution and 

willingness to participate in the WCHD IHAFD: 

 Guest speakers   

 Panel Members 

 WCHD organising committee 

 IHA Family Day organising committee 

 Huntington’s Victoria Team 

 Huntington’s Victoria Board members 

I would also like to extend this thank you to all of our com-
munity members who participated in this day in any capacity 
whether it be attending sessions, asking questions, and or 
making the time to visit our HV booth. 

I look forward to seeing many of you in the coming weeks at 
our Annual General Meeting in October. 

 

Tammy Gardner  

General Manager 
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CONTACT 

For Carers residing in North & West Only  

Carers Retreat: 

Date: 07.11.2011—09. 11.2011 

Where: Campaspe House, Woodend 

 To RSVP or if you require respite please  
contact Rachael on 9845 2957 or email  
resources@brainlink.org.au  

R.S.V.P before Monday 24th October 2011 

BRAINLINK– ANNOUNCEMENT 
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International Huntington’s    
Disease Association Family 
Day & World Congress on    
Huntington’s Disease  
 
The WCHD and IHA Family Day was held at the Melbourne 

Convention & Exhibition Centre from the 11th– 14th Septem-

ber 2011.  This is the first time that Melbourne has been host to 

this prestigious event. 

Unlike many other scientific conferences, this congress had an 

emphasis on lay person participation which was achieved by 

having a broad range of topic sessions within the  conference 

program. 

The family day provided the community with an opportunity 

to meet and discuss common issues with other members of the 

national and international community and enabled discussion 

of practical strategies that can assist community members to 

manage with HD in their everyday life.  

The WCHD and IHA family day attracted delegates from over 

two dozen countries and every continent except for Antarctica. 

and attracted a number of  national and international leaders 

from the HD community, being represented by both profes-

sionals and community members. 

 

 

  

 

IHA Family Day Images 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
  
 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Tammy Gardner with Nancy & Alice Wexler 

Full House during the Welcome Address 

Oz Buzz Hosts: Dr Ed Wild & Dr Jeff Carroll  

Stream Two: Guest Speaker Ann Jones 



Huntington’s Victoria at the IHA 

Family Day & WCHD 
Huntington’s Victoria was actively involved throughout the IHA 

Family Day and WCHD.  Have a look at the images below to see 

what we were up too! 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Inaugural International Allied 

Health Network Meeting 
Huntington’s Victoria as part of the WCHD hosted the          

inaugural International Allied Health Network Meeting.         

The purpose of this meeting was to: 

 To develop and then promote the profile of Allied Health 

clinical practice and evaluative research. 

 To establish a forum in which to facilitate peer support and 

consistent dialogue amongst Allied Health professional with-

in Regional, National and International contexts. 

 To promote research and program initiatives that meets the 

needs and progresses the care of this target population   

 To be a point of reference for relevant knowledge and re-

sources in relation to relevant practice and research issues   

 To benchmark practice based on evidenced based evaluative 

theoretical frameworks.  

 A means by which to facilitate professional development spe-

cific to this area 

Huntingtonõs Victoria has established a forum on our web-

site that will facilitate peer support via online discussion. 

Watch this space for membership details.   
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  Drug trial hope for Huntington's patients  
 

by: By Belinda Tasker; From: AAP; Cited From the Herald Sun 
September 12, 2011 8:12AM 
 

SEAN Egan is determined to make the most of life.  

The 43-year-old Melbourne maths teacher has the gene for Huntington's 

disease, a genetic brain disorder which can kill within 20 years of symp-

toms emerging. 

The neurodegenerative condition, which is in the same family as Alzhei-

mer's and Parkinson's, usually develops in people aged 30-50 and takes a 

massive toll on their body, mind and emotions. 

So far, Sean has been symptom free. 

But it is only a matter of time before the terminal disease takes hold and 

he loses control of his movements and brain function. 

After discovering in 2001 that he, like his father and grandfather, had the 

genetic mutation for Huntington's, Sean made the decision to live life to 

the fullest. 

He rode his bike across Australia, runs up to 20km a day, travels as much 

as he can and in 2010 welcomed daughter Scarlett into the world. 

The decision to father a child was tricky, with a 50 per cent risk the baby 

would carry the genetic defect and the likelihood of Sean not seeing her 

grow up. 

While IVF genetic screening ensured the baby would not have Hunting-

ton's, Sean and the estimated 6000 Australians who carry the genetic 

mutation are without any effective treatment or cure. 

Scientists at the Melbourne Mental Health Research Institute hope to 

change that. 

They are planning to trial a drug in 100 Huntington's patients which 

they believe could become the first effective treatment for the condition. 

The drug PBT2, developed by Melbourne-based Prana Biotechnology, 

has shown promise in Alzheimer's patients by improving their brain's 

ability to plan and coordinate tasks. 

Preliminary studies involving mice with Huntington's have also led to 

improved brain function and movement as well as lengthened their lives 

by 26 per cent. 

For Sean the drug offers hope that the progression of Huntington's could 

be slowed. 

While he is not holding his breath for a miracle cure, he hopes the drug 

can help. 

"I was bitterly disappointed to find out (he had Huntington's genetic 

markers), but I thought there's nothing I can do about it and worrying 

isn't going to make it better, so it's time to make the most of my life," he 

said. 

People with Huntington's carry a mutant gene which causes an altered 

form of a naturally occurring protein to accumulate and kill off brain 

cells. 

Initial symptoms include uncontrollable jerky body movements before 

the brain begins to struggle with planning and performing complex tasks. 

Patients often suffer from depression and psychotic behaviour. 

Associate Professor Robert Cherny, who will lead the PBT2 trials, said 

there were high hopes for the drug given its positive effects in Alzheimer's 

patients and mice. 

"There's a desperate need for a drug which is going to improve cognitive 

aspects of the disease and at the same time give some motor benefits," he 

said. 

"In mice we used PBT2 to prevent brain cell loss and restored function to 

those brain cells and reduced the motor impairment and increased the life 

span. 

"When you put all those together it looks like it may be a good drug in 

treating this disease." 

Assoc Prof Cherny will outline details about the PBT2 trials at the world 

congress on Huntington's disease in Melbourne this week 

Florey Neuroscience Institutes: Brain Matter(s) 

Florey Brain Matters – You can also download this news-
letter and other resources from HV website by following 
this link  
http://www.huntingtonsvic.org.au/virtual-library/resources-list/
cat_view/74-resources-to-download/109-general-information  

We Say a ‘Big Thank You’  

We say a great big “Thank-you” 
       For everything you do 

       Life can be quite a struggle, when it becomes one  
      where there were always two. 

 
And there are of course our children, 
       We hold them all so dear. 

       We do our best to guide them on 
       While one parent isn’t here 

 
We weave the threads of the many planned dreams, 

       And hope they will come true 
               We find colours in our daily lives 

               As sometimes the sun shines through. 
 

We light one small candle and keep up hope. 
        Put one foot in front of the other, 

               And treasure the memories of the happy times 
       Of Mother, Father, Sister, Brother. 

 
To the Wexlers, Churchyards – we put you to the test, 

        Gusellas, Carrolls, Jones, Gohs and all the rest 
               You are scattered all around the world 

                Each producing the very best. 
 

With labs and microscopes and slides 
With genes and proteins many 

You search and think and care and share, 
To find the pattern – Any? 

 
And so we live our different lives 

We seldom get to meet 
But when there is a conference like just this 

We come and take a seat –  
 

 To hear the many amazing gems 
That have brought you to light. 

To see the dedication and the wisdom, 
It makes the soul take flight 

 
We don’t always know the terms 

The scientists may say 
But we treasure every word from them, 

And praise the break-throughs they bring our way.  
  

So “Thank-you” for your efforts 
From each and every one 

Of the Huntington’s Community 
You make us feel we’ve won. 

 
So continue your wonderful programs 

As you help to spread the word 
Again great big “Thank you”! 
The loudest you’ve ever heard! 

 
By G.G.  

(A Huntington’s Widow from Melbourne). 

 

http://www.huntingtonsvic.org.au/virtual-library/resources-list/cat_view/74-resources-to-download/109-general-information
http://www.huntingtonsvic.org.au/virtual-library/resources-list/cat_view/74-resources-to-download/109-general-information
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Huntington’s Victoria is a proud financial supporter of HDBuzz.  

HV is a firm believer of ensuring our community has the most up to 

date and easily accessible research from around the globe. Visit our 

website    huntingtonsvic.org.au for a live news feed from HDBuzz. 

“HDBuzz brings you the latest news about Huntington’s disease       

research, in easy-to-understand language, written by scientists and   

clinicians involved in HD research. 

HDBuzz is supported by HD patient associations around the world. 

It’s completely independent and get no funding from drug compa-

nies, so you know it’s a reliable and trustworthy source of infor-

mation about exciting developments on the road to finding effective 

treatments for HD 

No signup, subscription or payment is required – HDBuzz is            

completely free to read and share.” 

Visit huntingtonsvic.org.au for a quick link to the most up to date 

and accessible HD research from HDBuzz 

 

 

 

 
 

 

.   
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As you help to spread the word 
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How to make a Donation 
If you would like to make a donation to Huntingtonôs 
Victoria please visit our website  

www.huntingtonsvic.org.au  

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

Donations over $2 are tax-deductible. 
 

 

 

Fundraising 
 

If you would like to raise awareness for Huntington’s Victoria 

and HD then perhaps you may be interested in purchasing a 

Huntington’s Victoria t-shirt.   T-shirts cost $25.00 plus postage 

and handling.  Funds raised from the purchase of this top  will 

go directly to service provision for those affected by  Hunting-

ton’s disease.   

The team from Huntington’s Victoria proudly wore this tops as 

part of the IHA Family Day on September 11th 2011.  

To order a t-shirt please contact Huntington’s Victoria on         

03 9818 6333 or order online at: 

http://www.huntingtonsvic.org.au/support-us/hv-merchandise  

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

 

Receive HV publications and email updates on 
events and HD research by updating and complet-
ing  this form. All details provided will be confiden-
tial. Send completed forms to our office address 
detailed at the back of this publication. 

 

Name :  _________________________________ 

 

Address:_________________________________ 

 

________________________________________ 

 

State ______________ Postcode __________ 

 

Phone    _________________________________ 

 

Mobile    _________________________________ 

 

Email       ________________________________ 

 Get Updates from HV 
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Carers Week 

Date: 16thð22nd November 

See our website link for activities occurring in 

your region 

http://www.huntingtonsvic.org.au/virtual-library/current-

news/182-carers-week-2011  

Carers Support Group 

Date: 5th October 2011 

Time: 2:00pmð3.30pm 

At:  Huntingtonôs Victoria 

RSVP: Glenys Johnson (03) 9818 6333 

Meet and Greet 

Date: 5th October 2011 

Time: 7:00pm onwards 

At:  Huntingtonôs Victoria 

RSVP: Eleni 0431 084 297/ Mel 0421 799 747 

 

Huntington’s Victoria AGM 

Date: 26th October 2011 

Time: 6:30 pm ï8:00pm 

At:  Huntingtonôs Victoria 

RSVP: Glenys Johnson (03) 9818 6333 

or register online at: 

www.huntingtonsvic.org.au/register-for-an-

event 

Maurie’s Car Rally 

Date: 13th November 2011 

Time:  10:00am Registration for 10:30am start 

At:  Dorothy Laver Reserve, Glen 
 Iris  (Melways : 59 K 10) 

RSVP: julzbrowne44@hotmail.com 

Public Holidays Office Closure 

Date: 1st  November 2011 

Huntingtonôs Victoria will be closed on Tues-

day, 1st November for the Melbourne Cup Pub-

lic Holiday. We will attend to issues and con-

cerns as soon as we get back in the office the 

next day. 

Diary Dates 
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 mini-
mum. To do this, all you need to do is to request to re-
ceive 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. 

 

 

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 
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 CONTACT 

Huntington’s Victoria welcome contributions from the community and service providers for our        
quarterly newsletter. 

If you would like an article/event/photograph published in the next newsletter please contact Hunting-
ton’s Victoria for deadlines. 

We would like to extend our gratitude to those who have contributed to this issue of HV Contact. 

Our Mission 

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

Our Vision 

People affected by Huntington’s disease living meaningful and hopeful lives as valued members of the 

community; with equitable, timely access to resources and empowered choices for care and support of the 

highest quality. 

 

Through Our Service We: 

Å Provide information and advice to help people with HD and their families make decisions about their care 

Å Connect people to the services and support they need 

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

Å Provides support for carers and families 

Å Advocate to government policy makers and deliverers of services for improved access to services for people 

with HD 

Å Educate health professionals and direct care staff about how to support people with HD 

Å Increase understanding and knowledge of HD in the community 

Å Support research that improves the quality of life of people affected by HD 


