
NEWSLETTER 
HUNTINGTONS QUEENSLAND 

FROM THE PRESIDENT 

Dear Friends 

During my days at University in the 1960’s I was a big fan of folk musician Bob Dylan. His hit song 

The Times They are a-Changin’ could well be the theme song for Huntingtons Queensland today. 

Firstly I’d like to advise you all that Mike McLean and Lesley Park have left the organisation. On 

behalf of the Association I would like to thank them for their efforts and wish them well in the 

future.  New appointments will be announced as soon as possible. 

In recent years there have been many changes in Huntingtons Queensland and because of this we 

have just commenced a complete review of our Welfare Services. Today we are faced with new 

services such as HQ Assist, programmes for young people and the like, so your committee felt it 

was time to conduct the review. Our previous review was six years ago when we were developing 

our Strategic Plan. We would welcome any comments or suggestions that you may have so please 

forward these to us by email or call the HQ office. It is important that we get as much feedback as 

possible, both good and bad so that we can look for ways to improve our Welfare Services within 

the financial means that we have. I would like to pay a special vote of thanks to our founding 

President and life member Cliff Farmer for his work in leading this review. 

We will be holding HD Awareness Week in September and will be providing details of the plans for 

this week in the next Newsletter. I will be contacting the various Support Groups to get ideas for 

‘local’ activities that we can perform to support HD Awareness throughout Queensland. 

A new initiative we are undertaking is our Huntington’s Youth Program etc or HYPe.  We will be 

officially launching HYPe during the September school holidays and HD Awareness Week. 

A fund raising committee was formed at the last Management Committee meeting.  Rob Westley 

will chair the committee with members Barb Gray, Jan Szlapak, Marty Harmsworth and Anne 

Stanfield.  The committee is actively seeking out grant opportunities from both government and 

the private sector.  In addition some other fund raising activities include sausage sizzles at 

Bunnings and possibly Masters (Bunnings’ new competitor), raffle of a 50” plasma TV and 

handmade quilt and rental of the Annerley Day Centre when not in use by our families and carers. 

We recently received a generous bequest from the late George Hilder Armstrong which is a very 

nice injection into our much needed funds.  Many solicitors hold details of possible bequest 

beneficiaries to inform their clients looking for charities to support, so if you have the opportunity 

of talking to your family solicitor you may like to pass on Huntingtons Queensland’s contact details 

for potential bequests.  Please contact Anne Stanfield for more details on this matter. 

We are also calling for new volunteers to assist with driving clients from their homes to our Day 

Centre and back for our Tuesday Day Respite and our Wednesday Coffee Catch Up Group.  We 

have a couple of options for volunteer drivers.  You could drive to the Annerley Day Centre, pick up 

an HQ car and do the pickups and drop offs or if you happen to live near one of our Day Respite 

clients you could pick them in your own car.  We’d also like a volunteer for our monthly ten pin 

bowling on a Tuesday morning.  So if you are interested in becoming a volunteer, call Christine or 

Anne for a chat...we’d love to hear from you.             (Cont’d on page 2) 
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I would like to thank Katherine Parr who recently resigned from the Management Committee due to her remote work 

commitment with Origin.  She has kindly offered to assist with the website upgrade in the near future.  I’d like to 

welcome Shirley Ross as a new member to the Management Committee. 

If you’ve phoned the office lately you may have noticed that we have changed our office hours to 9:00am to 4:30pm.  If 

you call after hours you can leave a message but if you call during office hours and our lines are busy, the message will 

ask you to call back in a while. 

The end of the financial year is looming and it is renewal time for Huntingtons Queensland memberships on July 1.  We 

would greatly appreciate your payment in early July so that our funds continue to flow into those very important services 

we provide to our families and their carers. 

Lastly there are some regions that have not had visits from our Welfare Staff for some time.  We will be rectifying this 

with visits planned over the next couple of months.  Following is our expected calendar for the next few months.  This is a 

tentative calendar with some dates still to be advised.  You will soon hear from us with further details.  Thanks so much 

for your patience while we re-schedule.  In the mean time, please feel free to phone us – remember we’re here to help. 

All the best! 

Gerry Doyle, President 

 

DIARY DATES    
 

JUNE 2012  

Mon 25th – Fri 29th   Bundaberg Fraser Coast regional trip 
Mon 25th – Fri 29th   Rockhampton / Gladstone / Mackay regional trip 

JULY 2012  

Wed 4th    School holiday activity 
Tue 10th    Day Centre – bowling 
Wed 11th   Coffee Catch Up Group 
Fri 13th    Sunshine Coast Family Support Group 
Mon 16th    Brisbane Carer Support Group (@ Easts) 
Tue 17th    Day Centre – in house 
Wed 18th   Brisbane East Family Support Group 
Tue 24th    Day Centre – music 
Wed 25th   Coffee Catch Up Group 
To be advised   Gold Coast Family Support Group 

AUGUST 2012  

Early Aug - to be advised Cairns regional trip 
Tue 7th    Day Centre - bowling 
Wed 8th    Coffee Catch Up Group 
Thu 16th    Ipswich Family Support Group 
Tue 21st    Day Centre – in house 
Wed 22nd   Coffee Catch Up Group 
Fri 24th    Toowoomba Family Support Group 
Tue 28th    Day Centre – music 
To be advised   Pine River Peninsula regional trip 
To be advised   Burnett regional trip 
To be advised   Brisbane East Family Support Group 
To be advised    Townsville regional trip (September) 
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FAREWELL TO TOM PATERSON 

We are very sad to report that Tom Paterson of Townsville passed away recently.   

Tom Paterson first became involved with the Huntingtons community at the Townsville inaugural meeting on February 6th 

1992 held by the families of those affected by HD.  Tom and Jean were very keen to have support for affected members 

and families in their local area and with the help of Gwen Pratten the Townsville Support Group became a reality. 

In the early years there were regular meetings and Tom was always there to help and assist with transport for people to 

and from meetings, outings and functions.  To raise funds there were cake stalls at various shopping centres and he and 

Jean were always there to help. 

Later the Group was assisted by the local Lions and Rotary Clubs, for which tickets were sold by the HD group in the 

Clubs’ art unions and raffles.  Both Tom and Jean spent many hours in the local shopping centres selling the tickets to 

raise funds for the Huntingtons Group. 

In addition to being the backbone of the Support Group, Tom also gave his 100% support to Jean.  On December 11th 

2009 in recognition and appreciation of their tireless work, both Tom and Jean were made Life Members of the Australian 

Huntington’s Disease Association (Qld) Inc. 

We know that Tom’s presence at future Group activities and functions will be greatly missed but we are sure the memory 

of his generous contributions will long be remembered.  The members of the Townsville Support Group are grieved with 

his passing and he will be sadly missed.  We offer our condolences to Jean and family and Tom’s many friends in the 

Townsville Support Group. 

 

FROM THE WELFARE DESK… 

Hello everyone!  I hope we’ve managed to find some 

interesting articles for you this issue.  Certainly, we are very 

excited about the Prana drug trial that has started in the US 

and is coming here to Australia.  This drug trial is going to look 

at the effects of a drug called PBT2 in humans.  I’m hesitant to 

describe this study (you know how hard it is to interpret all 

that info) but here’s my understanding of it.  So...after trialling 

this drug on mice they found that the mice improved on 

cognition (thinking skills).  The aim of this drug is to slow down 

the cell death and this worked with some success in people 

with Alzheimer’s Disease.  In the mice trial for HD, though, 

they also found that some mice improved their motor and behavioural skills, and had a longer life span.  Now, we don’t 

know yet how well this will work in humans so that is why they are doing this trial – to see if this drug is SAFE and can be 

TOLERATED by people.  Remember I mentioned the trial is coming to Australia?  Well, the not so good news is that it is 

not coming to Queensland, BUT that does not mean that we cannot get involved.   

Read about more about this Trial in the article on page 10 of this Newsletter. 

Here’s a website for you to visit.  Bookmark or save this site – it’s important!  You can go here to see a video that very 

easily explains about this trial: 

http://www.huntington-study-group.org/HSGResearch/ClinicalTrialsObservationalStudiesinProgress/Reach2HD/tabid/243/Default.aspx   

As we get word of this trial commencing, we will notify you straightaway. How do you know if you’re on our list?  If you’re 

reading this Newsletter, you’re on our list. If you’re on the email list, then you’ll know even faster.  In fact people on our 

email list will have already received this story emailed to them by now.  If you have family members who do not get our 
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newsletter, let them know.  If you, or one of your family members, apply for this trial please do let us know.  We’d love to 

know your progress. 

This year we have had some university students join us again who are studying to be genetic counsellors.  These students 

spend a few days with us to help them gain a better understanding of the issues that people with HD face and also to give 

them some exposure to what HD actually is.  Genetics counsellors play a very important role in the lives of people at risk 

of HD, and we are more than happy to help them gain further insight in their understanding and knowledge of HD. Over 

the years, we have had other university students come to our Day Centre, including physiotherapy, occupational therapy 

and social work students, as well as medical students. 

In June, I will be visiting the Bond University again to talk to the first-year medical students about the social issues 

surrounding testing for HD, and it is the open and honest stories that you all provide to me about your experiences that I 

take with me when I give these talks, no names mentioned, of course.  We try to give the students who come to our 

Centre a varied experience of HD. By this, I mean that they come to the day respite program and join in for the day, but 

we also try to bring them along to support groups, kids’ activities and home visits. Next semester we will have some more 

students come through, and if you think you have a story or experience that you’d like to share with them, whether you 

are  a person with HD, at risk, a family member, carer or whatever your link to HD, could you please let me know?  The 

students come along with us as part of our normal welfare duties, but are keen to sit back and observe, or just listen to 

your story.  A Welfare Officer would always be there with the student. 

Do you find you have some spare time?  Spare time?!?  What’s that?!?  Well, you never know, maybe there are one or 

two people or maybe more people out there who do.  We would really like to grow our volunteer database. Volunteers 

help us in so many ways and as a charitable organisation that relies heavily on fundraising, we need and appreciate all the 

help we can get.  So how do volunteers help?  What could you do for us?  Maybe you could help us in the Day Centre 

sometime, maybe help with activities or outings like ten pin bowling.  Other volunteers help us to get people from A to B, 

picking up and dropping people off to save on welfare staff time.  Some volunteers might help with cooking morning tea, 

or coordinating a Support Group event, to being a contact person for a regional area.  Are you a crafty person?  Would 

you like to help people make a scrapbook album of their photos and memories?  Volunteers help us with filing (not 

confidential information) and make calls for us to help find out information, whilst others help with fundraising and 

awareness.  Other people might like to visit someone in a nursing home who normally has no visitors, or help someone in 

the community who can’t drive anymore to get to their doctor’s appointment when they need a hand. You can volunteer 

for a couple of hours a day or a couple of hours a month.  You can be hands on or admin support. There are so many ways 

you can help.  If you’ve found yourself thinking that you want to do something but aren’t quite sure what why not give 

me or Anne a call and we can see what we can find – no obligation, no pressure. 

You’ll see on Page 2 of this Newsletter that we’ve put together the next welfare schedule for July to August.  We’ve 

included dates for most regions, with a rough “to be advised” for the other regions which means that we will be coming 

but we just need to coordinate our own families first. When we conduct our regional visits we are away from our families, 

in particular our children, for up to five or six days at a time and we need to make sure that we’ve got babysitters and 

childcare in place before we can go ahead with booking arrangements, as you might imagine.  We try to get to our 

regional areas every six to nine months, and for the most part we normally accomplish this.  In fact, we sometimes see 

our regional families more often than we see some of our local families.  This is because there might be times in your life 

when things are travelling along okay and you don’t really need any support or help.  Or it might be because there are 

different supports available in the bigger towns and so we don’t need to be as involved when there are other great 

service providers in place.  However the last year has been a bit more spaced out with our trips as I needed to take 

maternity leave so I know there are some areas we’ve not been to for a little while.  Rest assured, we have you prioritised 

and will be heading your way soon.  We really appreciate your understanding during this time.  On the other hand, we 

have had phone calls from families that we don’t hear from so often and it’s lovely that you’re calling.  Please remember, 

we don’t want you to wait till we come to town to let us know what’s going on – give us a call sometime, or send an email 



  

 

so we can keep up-to-date with how you’re getting 

as soon as we can.  

One last thing before I 

www.wehaveaface.org. They have produced a video to raise awareness of HD and

released a magazine called “We Have a Face”. It’s a real magazine, filled with pictures and stories of 

people and families with HD, written by people and families 

world have sent their stor

to print off some copies of this magazine to 

the internet. I’d love to see some Queensland stories in there, though!

in there and need a hand with it, let us know.

http://www.wehaveaface.org/magazine.html

Christine Fox (Senior Welfare Officer) along with Theressa Byrne (Welfare Officer and Day Centre 
 

TOWNSVILLE SUPPORT GROUP 

Following is the calendar from the Townsville Support Group.  It’s great to see such 

an active regional group! 

June 27  Afternoon tea at the Stand Park

July 25  Morning tea at the Palmetum Tea Rooms

August 28  Sausage sizzle at Riverway Park

September 26 Afternoon tea at Pallarenda Park

October 31  Open for ideas on this date

November 28 Christmas party at Pallarenda Park

To RSVP for any of these events please contact Jean Paterson on 4775 2787

Townsville Support Group Committee Members:

Chairperson  Sue Bourne Phone 

Secretary Bill Klaassen Phone 

Treasurer Janelle Mains Phone 

FUNNY, BUT WHO WROTE IT? 

Following is an anonymous but humorous

Does anyone know the name of the author?

Hello!  At present we are not at home but please leave your message after the beep.  Beeeeeepppp!

If you are one of our children dial 1, then select from options 1 to 5 in order of your birth so we know who

If you need us to stay with your kids, press 2

If you want to borrow the car, press 3.

If you want us to wash your clothes and do your ironing, press 4.

If you want your kids to sleep here tonight, press 5.

If you want us to pick up your kids from school, press 6.

If you want us to prepare a meal for Sunday and deliver it to your house, press 7.

If you want to eat here on Sunday, press 8.

If you need money, press 9. 

If you are calling to invite us to dinner or to take us to the theatre, start talking, we’re listening!!!
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date with how you’re getting along.  If we aren’t in the office when you call, we will get back to you 

One last thing before I close.  In several past issues we have mentioned the website 

wehaveaface.org. They have produced a video to raise awareness of HD and

released a magazine called “We Have a Face”. It’s a real magazine, filled with pictures and stories of 

people and families with HD, written by people and families affected by

world have sent their stories and photos in to be published.  It truly is the FACE of HD. We are going 

to print off some copies of this magazine to have in the library to lend

the internet. I’d love to see some Queensland stories in there, though!

in there and need a hand with it, let us know.  Here’s the link:   

http://www.wehaveaface.org/magazine.html  Take care everyone and stay safe.

icer) along with Theressa Byrne (Welfare Officer and Day Centre 

 

Following is the calendar from the Townsville Support Group.  It’s great to see such 

Afternoon tea at the Stand Park 

Morning tea at the Palmetum Tea Rooms 

Sausage sizzle at Riverway Park 

Afternoon tea at Pallarenda Park 

Open for ideas on this date 

Christmas party at Pallarenda Park 

lease contact Jean Paterson on 4775 2787 

Townsville Support Group Committee Members: 

 4778 2495 

 4773 1816 

 4779 4047 

humorous answering machine message for all those grandparents out there.  

author? 

!  At present we are not at home but please leave your message after the beep.  Beeeeeepppp!

then select from options 1 to 5 in order of your birth so we know who

If you need us to stay with your kids, press 2 

If you want to borrow the car, press 3. 

If you want us to wash your clothes and do your ironing, press 4. 

to sleep here tonight, press 5. 

If you want us to pick up your kids from school, press 6. 

If you want us to prepare a meal for Sunday and deliver it to your house, press 7. 

If you want to eat here on Sunday, press 8. 

calling to invite us to dinner or to take us to the theatre, start talking, we’re listening!!!
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If we aren’t in the office when you call, we will get back to you 

In several past issues we have mentioned the website 

wehaveaface.org. They have produced a video to raise awareness of HD and now this site has 

released a magazine called “We Have a Face”. It’s a real magazine, filled with pictures and stories of 

affected by HD.  People from all over the 

It truly is the FACE of HD. We are going 

lend if people do not have access to 

the internet. I’d love to see some Queensland stories in there, though!  If you’d like to get your story 

Take care everyone and stay safe. 

icer) along with Theressa Byrne (Welfare Officer and Day Centre Facilitator) 

answering machine message for all those grandparents out there.   

!  At present we are not at home but please leave your message after the beep.  Beeeeeepppp! 

then select from options 1 to 5 in order of your birth so we know who‘s calling. 

calling to invite us to dinner or to take us to the theatre, start talking, we’re listening!!! 
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MARATHON RUN FOR A GREAT VICTORIAN CAUSE 

After countless fun runs and half marathons, 29 year old Ben Mologousis has decided to 

run his first marathon on Sunday October 14th 2012….the Melbourne Marathon.  In 

recent times he has been even more inspired to complete his first marathon because of 

his close friend Aisyah's mother, Diane of Melbourne, who suffers from Huntington’s 

Disease.  

Diane, 59, currently resides in a nursing home.  She has a positive outlook on life, a high-

spirited personality but spends almost all her time lying in bed, as she is unable to 

mobilise her body due to the illness.  She doesn’t have an adequate bed to manage on a 

day-to-day basis.  Special HD beds are very expensive, which makes it difficult for 

families to contribute funds or to obtain access to funding in Australia.  Hopefully, Ben will raise enough money for Di to 

purchase the special bed in order for her to better manage her overall well being, sleeping, prevention of falling out of 

bed and to assist with her overall coordination and movement.  

Together with the support of Huntingtons Victoria, Diane's family and Ben would appreciate any donation made towards 

creating a more comfortable life for Diane.  Every donation counts, big or small and will go a very long way to improving 

her quality of life.  Your generosity would be greatly appreciated.  If you’d like to donate, please go to their fundraising 

page:  http://www.everydayhero.com.au/Run_for_Di  

 

POEM 

Joann Snow Duncanson wrote the following poem for her mother and we thought it was a great poem to follow on from 

Di’s story above.   

We first read ‘Two Mothers’ in an email from one of our members, Kevin Toft.  He emailed, “This is very appropriate and I 

hope that you understand it also.  It could easily be called Two Dads, Two Sisters, Two Wives etc.  It has had an effect on 

me as I read it.  I know that someone else will be touched also.  It could by you!  Even without illness we still become 

different people as we age.” 

Thanks Kevin and our thanks also to Joann for penning a lovely sentiment.  

TWO MOTHERS  

By Joann Snow Duncanson, Greenland (www.jsnowduncanson.com).   Reprinted with kind permission from Joann. 

I had two mothers - two mothers I claim; 

two different people, yet with the same name. 

Two separate women, diverse by design, 

but I loved them both for they were both mine. 

  

The first was the mother who carried me here; 

she gave birth and nurtured and launched my career. 

She was the woman whose features I bear, 

complete with the facial expressions I wear. 

  

She gave me memories which follow me yet, 

along with examples in life which she set. 

As I became older, she some younger grew, 

and we'd laugh just as mothers and daughters can do. 
  

But then came the year that her mind clouded so 

and it seemed that the mother I'd known soon would go. 

So quickly she changed and turned into the other - 

a stranger who dressed in the clothes of my mother. 

  

Oh, she looked the same then, at least at arm's length, 

but she was a child now and I was her strength. 

So we'd come full circle, we women three - 

my mother the first, the second, and me. 

  

Now if my own children should reach such a day 

when a new mother comes and the old goes away, 

I'd ask of them nothing that I wouldn't do - 

Love both of your mothers as both have loved you. 

~~~~~~~oooOooo~~~~~~~ 



  

 

HDYO!  Huntington's Disease Youth Organization 
Now active at www.hdyo.org
By Dr Ed Wild on February 10, 2012  

Edited by Dr Jeff Carroll 

This article is reprinted courtesy of the HD Buzz website.

A bright day dawns for young people affected by 
launched. Created for young people, by young people, HDYO represents nothing less than a generation of people affected by 
HD, standing united to fight the disease together.

Growing up is hard to do  
Things can be tough for anyone whose life has been touched by Huntington’s 
Disease. For children, teenagers and young adults, the challenges of growing up 
in an HD family can be immense, whether it’s seeing loved ones get HD 
symptoms, caring for unwell family members, coming to terms with being at risk of 
HD, or even developing juvenile HD themselves.

The problem  
Traditional support networks like the Huntington’s 
communities have done their best to suppo
catering to their particular needs has always been difficult. Recently, powerful 
social media forces like Twitter and Facebook have enabled young people to 
become more connected than ever — 
information has been in short supply. 

The solution 
An inspiring group of young adults from HD families has decided to take action. 
For the past couple of years, they’ve been planning and developing
HDYO has just launched and its website at hdyo.org is now active. You can also follow HDYO on Twitter (
Facebook (hdyouthorg). 

A combination of articles, forums, videos and features offers a multitude of information and support. The site is divid
‘teens’, ‘young adults’, ‘parents’, ‘professionals’ and ‘JHD’ to make finding appropriate information easy.

It won’t surprise any HDBuzz reader to hear that we are keen on empowering people through good quality information. We think 
that communication and openness are crucial weapons in the fight against HD. And we can’t think of a better way for the next 
generation of HD-affected people to take a stand against the disease than to inform, help and support each other.

A responsible team 
One understandable concern with a self-support network like HDYO is whether the information and support provided will be 
dependable. But if HDYO conjures up visions of wild parties and kids running amok, set your mind at ease. The team behind 
HDYO has assembled a team of expert professionals to advise on their content and make sure that the advice and support given 
is safe and reliable. 

A new day dawns 
We couldn’t be more impressed by HDYO. Its founder Matt Ellison, and the other board members, are all HD family
who’ve chosen to fight HD by supporting other young people. We don’t think it’s an exaggeration to see this as a truly inspir
development — a generation of young people, standing together to declare that being affected by HD is nothing to be as
of, and offering positive suggestions and solutions for ways to make a real difference, from talking to kids about HD to tips
fundraising and getting involved in research.

It was a similar attitude of optimism and cooperation that led to the disc
that great things will come of HDYO. 

The launch of HDYO brings to mind something written by the author Margaret Mead: “Never doubt that a small group of 
thoughtful, committed people can change the world.
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Huntington's Disease Youth Organization 
www.hdyo.org  

 

This article is reprinted courtesy of the HD Buzz website. 

A bright day dawns for young people affected by Huntington's Disease as HDYO, the Huntington's Disease Youth Organization, is 
launched. Created for young people, by young people, HDYO represents nothing less than a generation of people affected by 
HD, standing united to fight the disease together. 

Things can be tough for anyone whose life has been touched by Huntington’s 
isease. For children, teenagers and young adults, the challenges of growing up 

in an HD family can be immense, whether it’s seeing loved ones get HD 
caring for unwell family members, coming to terms with being at risk of 

themselves. 

Traditional support networks like the Huntington’s Disease associations and online 
communities have done their best to support young people affected by HD, but 
catering to their particular needs has always been difficult. Recently, powerful 
social media forces like Twitter and Facebook have enabled young people to 

 but good quality, understandable 

An inspiring group of young adults from HD families has decided to take action. 
For the past couple of years, they’ve been planning and developing HDYO, the Huntington’s Disease Youth Organization

has just launched and its website at hdyo.org is now active. You can also follow HDYO on Twitter (

A combination of articles, forums, videos and features offers a multitude of information and support. The site is divid
‘teens’, ‘young adults’, ‘parents’, ‘professionals’ and ‘JHD’ to make finding appropriate information easy.

It won’t surprise any HDBuzz reader to hear that we are keen on empowering people through good quality information. We think 
mmunication and openness are crucial weapons in the fight against HD. And we can’t think of a better way for the next 

affected people to take a stand against the disease than to inform, help and support each other.

support network like HDYO is whether the information and support provided will be 
dependable. But if HDYO conjures up visions of wild parties and kids running amok, set your mind at ease. The team behind 

a team of expert professionals to advise on their content and make sure that the advice and support given 

We couldn’t be more impressed by HDYO. Its founder Matt Ellison, and the other board members, are all HD family
who’ve chosen to fight HD by supporting other young people. We don’t think it’s an exaggeration to see this as a truly inspir

a generation of young people, standing together to declare that being affected by HD is nothing to be as
of, and offering positive suggestions and solutions for ways to make a real difference, from talking to kids about HD to tips
fundraising and getting involved in research. 

It was a similar attitude of optimism and cooperation that led to the discovery of the HD gene in 1993. And we have high hopes 

The launch of HDYO brings to mind something written by the author Margaret Mead: “Never doubt that a small group of 
thoughtful, committed people can change the world. Indeed, it is the only thing that ever has.” 
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Huntington's Disease Youth Organization Goes Live 

isease as HDYO, the Huntington's Disease Youth Organization, is 
launched. Created for young people, by young people, HDYO represents nothing less than a generation of people affected by 

Huntington’s Disease Youth Organization. 
has just launched and its website at hdyo.org is now active. You can also follow HDYO on Twitter (@hdyofeed) and 

A combination of articles, forums, videos and features offers a multitude of information and support. The site is divided into ‘kids’, 
‘teens’, ‘young adults’, ‘parents’, ‘professionals’ and ‘JHD’ to make finding appropriate information easy. 

It won’t surprise any HDBuzz reader to hear that we are keen on empowering people through good quality information. We think 
mmunication and openness are crucial weapons in the fight against HD. And we can’t think of a better way for the next 

affected people to take a stand against the disease than to inform, help and support each other. 

support network like HDYO is whether the information and support provided will be 
dependable. But if HDYO conjures up visions of wild parties and kids running amok, set your mind at ease. The team behind 

a team of expert professionals to advise on their content and make sure that the advice and support given 

We couldn’t be more impressed by HDYO. Its founder Matt Ellison, and the other board members, are all HD family members 
who’ve chosen to fight HD by supporting other young people. We don’t think it’s an exaggeration to see this as a truly inspiring 

a generation of young people, standing together to declare that being affected by HD is nothing to be ashamed 
of, and offering positive suggestions and solutions for ways to make a real difference, from talking to kids about HD to tips for 

overy of the HD gene in 1993. And we have high hopes 

The launch of HDYO brings to mind something written by the author Margaret Mead: “Never doubt that a small group of 



  

 

Closing the Care Gap: 
To help every Huntington's 
By Dr Ed Wild on April 17, 2012 

Edited by Dr Jeff Carroll 

This article is reprinted courtesy of the HD Buzz website.

Huntington's Disease may be incurable - but it's far from untreatable. But the care patients receive from professionals can be 
inconsistent. Now, a series of recently published internatio
standards. 

Mind the gap 

The Huntington’s Disease Association of England and Wales has as its slogan
cure, with care
tomorrow

Rightly, these organizations recognize that scientific research into new drugs to prevent or 
slow Huntington’s disease is not enough. Without proper clinical care, even a perfect drug 
cannot do any good. Scientific research and car

Huntington’s is often described as ‘untreatable’. 
incurable, but in fact,
many symptoms of HD, and non
can often provide dramatic benefits.

For many people, the greatest barrier to living well with HD is not that treatments don’t exist 
— it’s that the professionals looking after them aren’t fully aware of the best way
Huntington’s disease patients.

That’s not to say that these professionals are negligent 
in managing neurological and psychiatric conditions, it can be surprisingly difficult to keep fully 
up to date with the la

can’t agree on what the “best” care is. 

Levelling up 

Thankfully, people affected by Huntington’s disease are part of a uniquely connected global community of families, care 
professionals and scientists. The HD community is really good at working together to share ideas and best practices.

The past few months have seen several initiatives aimed at improving standards of care in HD. They’ve all come from 
collaborative groups of professionals, working with patients and family members, to try to produce practical guidelines that have a 
sound basis in scientific research. 

Standards of care 

The European HD Network — EHDN — recently published a comprehensive set of guidelines for clinicians c
people. Each guideline is the end product of several years of intensive effort by ‘working groups’ of professionals, guided b
own expertise and the wealth of research into HD.

The guidelines include straightforward advice on ph
occupational therapy. 

Helpfully, EHDN worked with the journal Neurodegenerative
anyone can download them, free of charge. 

Treatment algorithms 

Open access is a key ingredient of another recent initiative 
assisting doctors in making decisions about drug treatments in Huntington’s disease.

Many doctors, especially those who aren’t expe
the range of drugs that can be used to help control symptoms, or have difficulty making rational 
decisions about the best treatment in a particular situation. Because treating HD often follows a ‘trial

and error’ approach, there are big differences in approaches to treatment in different parts of the world.
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ap:  New Guidelines for HD 
o help every Huntington's Disease patient get great care

This article is reprinted courtesy of the HD Buzz website. 

but it's far from untreatable. But the care patients receive from professionals can be 
inconsistent. Now, a series of recently published internationally-agreed guidelines will help 'level up' everyone's care to the best 

The Huntington’s Disease Association of England and Wales has as its slogan
cure, with care, while the HD Society of America promises
tomorrow. 

Rightly, these organizations recognize that scientific research into new drugs to prevent or 
slow Huntington’s disease is not enough. Without proper clinical care, even a perfect drug 
cannot do any good. Scientific research and care must go hand

Huntington’s is often described as ‘untreatable’. — but that’s simply not true. It may be 
incurable, but in fact, many treatments exist that can help people with HD. Drugs can improve 
many symptoms of HD, and non-drug treatments like physiotherapy and dietary supplements 
can often provide dramatic benefits. 

For many people, the greatest barrier to living well with HD is not that treatments don’t exist 
it’s that the professionals looking after them aren’t fully aware of the best way

Huntington’s disease patients. 

That’s not to say that these professionals are negligent — 
in managing neurological and psychiatric conditions, it can be surprisingly difficult to keep fully 
up to date with the latest research into caring for patients. And quite often, even the experts 

Thankfully, people affected by Huntington’s disease are part of a uniquely connected global community of families, care 
nals and scientists. The HD community is really good at working together to share ideas and best practices.

The past few months have seen several initiatives aimed at improving standards of care in HD. They’ve all come from 
onals, working with patients and family members, to try to produce practical guidelines that have a 

recently published a comprehensive set of guidelines for clinicians c
people. Each guideline is the end product of several years of intensive effort by ‘working groups’ of professionals, guided b
own expertise and the wealth of research into HD. 

The guidelines include straightforward advice on physiotherapy, nutrition, feeding, oral care, speech and communication, and 

Neurodegenerative Disease Management to publish the guidelines as ‘open access’, so 
 

Open access is a key ingredient of another recent initiative — a series of publications aimed at 
assisting doctors in making decisions about drug treatments in Huntington’s disease.

Many doctors, especially those who aren’t expert in managing patients with HD, are either unaware of 
the range of drugs that can be used to help control symptoms, or have difficulty making rational 
decisions about the best treatment in a particular situation. Because treating HD often follows a ‘trial

and error’ approach, there are big differences in approaches to treatment in different parts of the world.
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uidelines for HD Care 
isease patient get great care 

but it's far from untreatable. But the care patients receive from professionals can be 
agreed guidelines will help 'level up' everyone's care to the best 

The Huntington’s Disease Association of England and Wales has as its slogan Hunting for a 
, while the HD Society of America promises Help for today. Hope for 

Rightly, these organizations recognize that scientific research into new drugs to prevent or 
slow Huntington’s disease is not enough. Without proper clinical care, even a perfect drug 

e must go hand-in-hand. 

but that’s simply not true. It may be 
treatments exist that can help people with HD. Drugs can improve 

e physiotherapy and dietary supplements 

For many people, the greatest barrier to living well with HD is not that treatments don’t exist 
it’s that the professionals looking after them aren’t fully aware of the best way to help 

 even for clinicians who are expert 
in managing neurological and psychiatric conditions, it can be surprisingly difficult to keep fully 

test research into caring for patients. And quite often, even the experts 

Thankfully, people affected by Huntington’s disease are part of a uniquely connected global community of families, care 
nals and scientists. The HD community is really good at working together to share ideas and best practices. 

The past few months have seen several initiatives aimed at improving standards of care in HD. They’ve all come from 
onals, working with patients and family members, to try to produce practical guidelines that have a 

recently published a comprehensive set of guidelines for clinicians caring for HD-affected 
people. Each guideline is the end product of several years of intensive effort by ‘working groups’ of professionals, guided by their 

ysiotherapy, nutrition, feeding, oral care, speech and communication, and 

Disease Management to publish the guidelines as ‘open access’, so 

a series of publications aimed at 
assisting doctors in making decisions about drug treatments in Huntington’s disease. 

rt in managing patients with HD, are either unaware of 
the range of drugs that can be used to help control symptoms, or have difficulty making rational 
decisions about the best treatment in a particular situation. Because treating HD often follows a ‘trial 

and error’ approach, there are big differences in approaches to treatment in different parts of the world. 



  

 

In an attempt to bring some clarity to the situation, Dr LaVonne Goodman assembled an international panel of doctors consider
world experts in the field of HD. Goodman chose three HD symptoms that are most challenging for non
manage: chorea (the involuntary movements experienced by most HD patients), irritability and obsessive

For each symptom, a survey was used to pr
create ‘treatment algorithms’ — essentially, step

The algorithms were published in the innovative online journal PLoS Currents: Huntington’s Dis
downloaded free of charge by anyone. 

Quantity of quality 
Nobody knows how much time we’ll have on this earth, but 
make the most of the time that is given to us”.

Fundamentally, the aim of all Huntington’s disease research is giving HD
quality life. 

But what is quality of life, and how do we know whether we’re improving it? A surprisingly difficult question 
crucial to answer. Not only is it important in its own right, but government agencies often require evidence that a drug impr
quality of life before they’ll approve them for use.

Thankfully this is another area where we’ve seen significant prog
Ho, recently produced the HDQoL — the Huntington’s Disease Health
journal Clinical Genetics. 

The process began with interviews with patients and carers to identify the most important things in people’s lives that HD affects. 
A large set of questions about these things was then produced and boiled down to the final set, through a rigorous process of
repeated interviews. 

The end result is a tool that will hopefully enable us to assess the real impact of any drug or other intervention for HD.

It never stops 
These developments, which have all taken place in the past few months, demonstrate how communication, care and science can 
work together to improve the lives of HD-affected people.

Of course, everyone’s different, so no guideline or algorithm can replace expertise and effective communication between 
professionals and patients. But having internationally
basis for the tricky business of helping HD-affected people.

So, don’t be afraid to point the professionals involved in your care in the direction of these guidelines. Any clinician who’
scratch will be glad to be made aware of them.

And — as we’re fond of pointing out — science never stops. These guidelines will be reviewed, added to and improved. The more 
we learn about HD, in the lab and in the clinic, the better we get at caring.

World-first Huntington's 
01/05/2012 09:41:00  This article is reprinted courtesy of the HD Buzz website.

Edith Cowan University (ECU) researchers are leading a world

the way Huntington’s Disease is treated.

• Participants in the 18-month study, which is in its final testing stage, are undergoing 

a regular program of brain-training exercises, gym training and social stimulation. 

Testing at the halfway stage showed significant improvements including:

• Participants deteriorating 50 per cent less than 

the Unified Huntington’s disease rating scale;

• An increase in overall body mass (according to the Body Mass Index), compared to 

untreated controls, who lost body mass;

• An increase in muscle mass, compared to muscle loss f

• Increase in overall physical and mental health
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In an attempt to bring some clarity to the situation, Dr LaVonne Goodman assembled an international panel of doctors consider
field of HD. Goodman chose three HD symptoms that are most challenging for non

(the involuntary movements experienced by most HD patients), irritability and obsessive

For each symptom, a survey was used to produce a snapshot of treatment patterns. The answers were then pulled together to 
essentially, step-by-step decision-making tools. 

The algorithms were published in the innovative online journal PLoS Currents: Huntington’s Dis

Nobody knows how much time we’ll have on this earth, but — to misquote top wizard Gandalf —
make the most of the time that is given to us”. 

ndamentally, the aim of all Huntington’s disease research is giving HD-affected people the maximum number of years of good 

quality of life, and how do we know whether we’re improving it? A surprisingly difficult question 
crucial to answer. Not only is it important in its own right, but government agencies often require evidence that a drug impr
quality of life before they’ll approve them for use. 

Thankfully this is another area where we’ve seen significant progress. EHDN’s Quality of Life Working Group, led by Dr Aileen 
the Huntington’s Disease Health-related Quality of Life questionnaire, and published it in the 

patients and carers to identify the most important things in people’s lives that HD affects. 
A large set of questions about these things was then produced and boiled down to the final set, through a rigorous process of

s a tool that will hopefully enable us to assess the real impact of any drug or other intervention for HD.

These developments, which have all taken place in the past few months, demonstrate how communication, care and science can 
affected people. 

Of course, everyone’s different, so no guideline or algorithm can replace expertise and effective communication between 
professionals and patients. But having internationally-agreed guidelines in place gives every professional a scientifically

affected people. 

So, don’t be afraid to point the professionals involved in your care in the direction of these guidelines. Any clinician who’
to be made aware of them. 

science never stops. These guidelines will be reviewed, added to and improved. The more 
we learn about HD, in the lab and in the clinic, the better we get at caring. 

first Huntington's Study 
This article is reprinted courtesy of the HD Buzz website. 

researchers are leading a world-first study which could change 

the way Huntington’s Disease is treated. 

hich is in its final testing stage, are undergoing 

training exercises, gym training and social stimulation. 

Testing at the halfway stage showed significant improvements including: 

Participants deteriorating 50 per cent less than the control group when measured by 

the Unified Huntington’s disease rating scale; 

An increase in overall body mass (according to the Body Mass Index), compared to 

untreated controls, who lost body mass; 

An increase in muscle mass, compared to muscle loss for untreated controls; and 

Increase in overall physical and mental health 
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In an attempt to bring some clarity to the situation, Dr LaVonne Goodman assembled an international panel of doctors considered 
field of HD. Goodman chose three HD symptoms that are most challenging for non-experts to 

(the involuntary movements experienced by most HD patients), irritability and obsessive-compulsive symptoms. 

oduce a snapshot of treatment patterns. The answers were then pulled together to 

The algorithms were published in the innovative online journal PLoS Currents: Huntington’s Disease and, again, can be 

— “all we have to decide is how to 

affected people the maximum number of years of good 

quality of life, and how do we know whether we’re improving it? A surprisingly difficult question — but one that’s 
crucial to answer. Not only is it important in its own right, but government agencies often require evidence that a drug improves 

ress. EHDN’s Quality of Life Working Group, led by Dr Aileen 
related Quality of Life questionnaire, and published it in the 

patients and carers to identify the most important things in people’s lives that HD affects. 
A large set of questions about these things was then produced and boiled down to the final set, through a rigorous process of 

s a tool that will hopefully enable us to assess the real impact of any drug or other intervention for HD. 

These developments, which have all taken place in the past few months, demonstrate how communication, care and science can 

Of course, everyone’s different, so no guideline or algorithm can replace expertise and effective communication between 
very professional a scientifically-sound 

So, don’t be afraid to point the professionals involved in your care in the direction of these guidelines. Any clinician who’s up to 

science never stops. These guidelines will be reviewed, added to and improved. The more 

first study which could change 



  

 

Participants attended regular sessions at leisure centres across WA, including the gyms at ECU’s Joondalup and Mount 

Lawley Campuses.  They were also given activities to complete at 

Therapists visiting their houses regularly to implement exercise programs at home.

There is currently no known cure for Huntington’s disease. The disease progresses slowly over a 10 to 25 year period, 

resulting in physical, mental and emotional changes, which can include a loss of muscle coordination and 

cognitive processes. 

The study is run by ECU project leader Associate Professor Mel Ziman and neuroscientist and project manager Dr Jennifer 

Thompson. They are hopeful that the results will have an impact on treatment programs worldwide.

“Huntington’s is debilitating, severely affecting the lives of patients, their families and friends,” Associate Professor Zim

said. 

“Results at the nine-month stage were truly remarkable and we hope that by the end of the 18

have enough evidence to support the implementation of a similar treatment program nationally and eventually globally.” 

Ed Farrar is one participant in the study. With a

can have on those who are diagnosed. 

“My mum and sister were both diagnosed with Huntington’s,” Mr Farrar said.

“My sister chose to ignore the symptoms

look after herself. I am of the opinion that you can’t change the gene, but you need to give your body

fight, and this is what the ECU program has done for me.”

Mr Farrar has shown significant improvem

perception, balance and cognitive skills. 

“The program has had a significant impact on my overall wellbeing. I am no longer suffering from falls, am more 

confident and have a greater quality of life,” he said.

“I’m living proof that the program really does help make a

can make steps to improve from where you are 

The final testing day for the program will take place on Saturday, 5 May from 11.00am at the Joondalup Campus, with 

results from the 18-month testing program available shortly afterwards.

The research has been made possible by funding provided by Lotterywest, through the

For background on the study, visit the ECU

huntingtons-wa-launch-330000-research-

Prana Enrolls First Patient in the “Reach2HD” Phase II HD Trial
0 

April 30 2012.  Reprinted

in-the-reach2hd-phase

Huntington Study Group initiates first site at Uni of California, San Diego School of Medicine.

Melbourne – 30 April, 2012: Prana Biotechnology (NASDAQ:PRAN; ASX:PBT) today announced 

that the first patient has been dosed in the “Reach2HD Trial” 

trial testing PBT2, the Company’s drug in development for Huntington disease. Rea

double blind placebo controlled study, is enrolling 100 patients with early to mid

Investigator on the study is Dr. Ray Dorsey of Johns Hopkins University.

Huntington disease is a complex and severely debili

The disease often affects young adults and, whilst associated with severe physical movement symptoms, progressively 

impacts the mind and emotions as well. The disease causes incapacitat

disease affects 30,000 people in the US and about 70,000 worldwide.
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Participants attended regular sessions at leisure centres across WA, including the gyms at ECU’s Joondalup and Mount 

They were also given activities to complete at home, with Exercise Physiologists and Occupational 

Therapists visiting their houses regularly to implement exercise programs at home. 

There is currently no known cure for Huntington’s disease. The disease progresses slowly over a 10 to 25 year period, 

lting in physical, mental and emotional changes, which can include a loss of muscle coordination and 

The study is run by ECU project leader Associate Professor Mel Ziman and neuroscientist and project manager Dr Jennifer 

are hopeful that the results will have an impact on treatment programs worldwide.

“Huntington’s is debilitating, severely affecting the lives of patients, their families and friends,” Associate Professor Zim

ruly remarkable and we hope that by the end of the 18

have enough evidence to support the implementation of a similar treatment program nationally and eventually globally.” 

Ed Farrar is one participant in the study. With a family history of Huntington’s disease, Ed knows firsthand the effect it 

“My mum and sister were both diagnosed with Huntington’s,” Mr Farrar said. 

symptoms and do nothing about her condition. She now requires constant care and can’t 

look after herself. I am of the opinion that you can’t change the gene, but you need to give your body

fight, and this is what the ECU program has done for me.” 

Mr Farrar has shown significant improvement throughout the program, experiencing an increase indepth 

“The program has had a significant impact on my overall wellbeing. I am no longer suffering from falls, am more 

ife,” he said. 

“I’m living proof that the program really does help make a difference. You can’t help the cards you’ve been dealt but you 

can make steps to improve from where you are – and this program has helped me do just that.”

the program will take place on Saturday, 5 May from 11.00am at the Joondalup Campus, with 

month testing program available shortly afterwards. 

The research has been made possible by funding provided by Lotterywest, through the community 

on the study, visit the ECU website http://www.ecu.edu.au/news/media

-project 

Prana Enrolls First Patient in the “Reach2HD” Phase II HD Trial 

Reprinted courtesy http://www.newshd.net/articles/996/prana-biotechnology

phase-iihuntington-disease-trial.html 

Huntington Study Group initiates first site at Uni of California, San Diego School of Medicine.

30 April, 2012: Prana Biotechnology (NASDAQ:PRAN; ASX:PBT) today announced 

that the first patient has been dosed in the “Reach2HD Trial” 

trial testing PBT2, the Company’s drug in development for Huntington disease. Rea

double blind placebo controlled study, is enrolling 100 patients with early to mid-stage Huntington Disease. The Principal 

Investigator on the study is Dr. Ray Dorsey of Johns Hopkins University. 

Huntington disease is a complex and severely debilitating genetic, neurodegenerative disease, for which there is no cure. 

The disease often affects young adults and, whilst associated with severe physical movement symptoms, progressively 

impacts the mind and emotions as well. The disease causes incapacitation and death about 15

disease affects 30,000 people in the US and about 70,000 worldwide. 
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Participants attended regular sessions at leisure centres across WA, including the gyms at ECU’s Joondalup and Mount 

home, with Exercise Physiologists and Occupational 

There is currently no known cure for Huntington’s disease. The disease progresses slowly over a 10 to 25 year period, 

lting in physical, mental and emotional changes, which can include a loss of muscle coordination and 

The study is run by ECU project leader Associate Professor Mel Ziman and neuroscientist and project manager Dr Jennifer 

are hopeful that the results will have an impact on treatment programs worldwide. 

“Huntington’s is debilitating, severely affecting the lives of patients, their families and friends,” Associate Professor Ziman 

ruly remarkable and we hope that by the end of the 18-month program we will 

have enough evidence to support the implementation of a similar treatment program nationally and eventually globally.”  

of Huntington’s disease, Ed knows firsthand the effect it 

ow requires constant care and can’t 

look after herself. I am of the opinion that you can’t change the gene, but you need to give your body the best chance to 

ent throughout the program, experiencing an increase indepth 

“The program has had a significant impact on my overall wellbeing. I am no longer suffering from falls, am more 

difference. You can’t help the cards you’ve been dealt but you 

and this program has helped me do just that.” 

the program will take place on Saturday, 5 May from 11.00am at the Joondalup Campus, with 

community grant program. 

http://www.ecu.edu.au/news/media-releases/2010/03/ecu-and-

biotechnology-limited-prana-enrolls-first-patient-

Huntington Study Group initiates first site at Uni of California, San Diego School of Medicine. 

30 April, 2012: Prana Biotechnology (NASDAQ:PRAN; ASX:PBT) today announced 

that the first patient has been dosed in the “Reach2HD Trial” – a 6 month Phase IIa clinical 

trial testing PBT2, the Company’s drug in development for Huntington disease. Reach2HD, a 

stage Huntington Disease. The Principal 

tating genetic, neurodegenerative disease, for which there is no cure. 

The disease often affects young adults and, whilst associated with severe physical movement symptoms, progressively 

ion and death about 15-25 years after onset. The 
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There is only one marketed drug for Huntington disease, with limited utility and notably there are no drugs either 

available or in development that have established clinical evidence for treating the cognitive decline associated with 

Huntington disease. In this study, Prana aims to demonstrate cognitive improvements as already demonstrated in a 

Phase IIa study in mild Alzheimer’s patients treated with PBT2*. The study will also investigate safety, functional, 

behavioural and motor benefits in this Huntington patient population. 

Professor Ira Shoulson, Professor of Neurology, Pharmacology and Human Science at Georgetown University (Washington 

DC) and the Chair of the Executive Committee of the Huntington Study Group said “PBT2 attracted our attention as an 

experimental drug with the potential to bring real benefit to Huntington disease patients who suffer from a range of 

motor, behavioural and cognitive symptoms. The favourable signals from the PBT2 trial in Alzheimer’s disease are 

particularly promising”. 

The trial will be conducted in approximately 20 sites across the US and Australia.  For further information visit the HSG 

website www.huntington-study-group.org  

PBT2 is concurrently being tested in a Phase II trial in Alzheimer’s disease. 

*PBT2 has completed a Phase II trial in Alzheimer’s patients and significantly improved the Executive functioning of 

patients treated with the drug. Executive function is an integrated set of cognitive abilities, including thinking flexibility, 

concept formation, and self-monitoring. Executive function has overarching control of cognitive processes needed for 

organizing, strategizing, problem solving, verbal reasoning and multi-tasking. Loss of Executive function is the main 

cognitive loss experienced by those with Huntington disease. 

About Prana Biotechnology Limited 

Prana Biotechnology was established to commercialize research into age-related neurodegenerative disorders. The 

Company was incorporated in 1997 and listed on the Australian Securities Exchange in March 2000 and listed on NASDAQ 

in September 2002. Researchers at prominent international institutions including The University of Melbourne, The 

Mental Health Research Institute (Melbourne) and Massachusetts General Hospital, a teaching hospital of Harvard 

Medical School, contributed to the discovery of Prana’s technology. 

Forward Looking Statements 

This press release contains “forward-looking statements” within the meaning of section 27A of the Securities Act of 1933 

and section 21E of the Securities Exchange Act of 1934. The Company has tried to identify such forward-looking 

statements by use of such words as “expects,” “intends,” “hopes,” “anticipates,” “believes,” “could,” “may,” “evidences” 

and “estimates,” and other similar expressions, but these words are not the exclusive means of identifying such 

statements. Such statements include, but are not limited to any statements relating to the Company’s drug development 

program, including, but not limited to the initiation, progress and outcomes of clinical trials of the Company’s drug 

development program, including, but not limited to, PBT2, and any other statements that are not historical facts. Such 

statements involve risks and uncertainties, including, but not limited to, those risks and uncertainties relating to the 

difficulties or delays in financing, development, testing, regulatory approval, production and marketing of the Company’s 

drug components, including, but not limited to, PBT2, the ability of the Company to procure additional future sources of 

financing, unexpected adverse side effects or inadequate therapeutic efficacy of the Company’s drug compounds, 

including, but not limited to, PBT2, that could slow or prevent products coming to market, the uncertainty of patent 

protection for the Company’s intellectual property or trade secrets, including, but not limited to, the intellectual property 

relating to PBT2, and other risks detailed from time to time in the filings the Company makes with Securities and 

Exchange Commission including its annual reports on Form 20-F and its reports on Form 6-K. Such statements are based 

on management’s current expectations, but actual results may differ materially due to various factions including those 

risks and uncertainties mentioned or referred to in this press release. Accordingly, you should not rely on those forward-

looking statements as a prediction of actual future results. 

Participation is free.  If you are interested in participating, please contact: 

Prana Biotechnology Ltd Australia  Ph:  1800 794 669  E:  info@pranabio.com 
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NO BITTERNESS OVER ABERCORN BOMBERS 

Reprinted courtesy http://www.newsletter.co.uk/lifestyle 

Published on Sunday 4 March 2012 11:37 

Jim Stewart, who lost both legs in the IRA’s bombing of the Abercorn Restaurant in Belfast in 1972, could be forgiven if he 

looked back with a burning sense of bitterness. 

He has also suffered a succession of heart attacks and is now a victim of the debilitating Huntington’s Disease. 

But Jim, with a profound Christian faith and “a wonderful family that the Lord has bestowed upon me”, feels only 

compassion and forgiveness, even though nobody has been brought to justice for the atrocity which killed two young 

women – Belfast friends Frances Owens, 22, and 21-year-old Janet Bereen – and injured 70 others. 

Tomorrow marks the 40th anniversary of the explosion, which took place in the packed restaurant in the heart of Belfast 

at 4.30pm on Saturday, March 4, 1972. 

The coroner at the inquest of Ms Owens described the incident as “pathological murder of the most depraved kind”. 

With Huntington’s having ravaged his thoughts and his ability to communicate, Jim has nothing but thankfulness for the 

way that wife Florrie has cared for him since that terrible act of barbarism, considered one of the worst of the Troubles. 

Florrie told the News Letter: “Jim was a sheet metal worker in Mackie’s when the Abercorn was bombed. He remembers 

seeing a flash from the side of his eye and he was blown onto his back. He didn’t feel the pain but he wondered why he 

couldn’t get up.” 

With the stress of the horrific injuries Jim suffered, many a young woman would have ended the relationship – but Florrie 

felt that God had brought them together to journey through life. 

They originally lived in the Woodvale area of east Belfast, but they now live in a specially-adapted bungalow in 

Glengormley and are the parents of two sons and grandparents of four. 

“Bitterness has never entered this home,” said Florrie. 

“It destroys people and it destroys families.” 

Jim spent three months in the Royal Victoria Hospital and was then transferred to Musgrave. He had two artificial legs 

fitted, and returned to Mackie’s two-and-a-half years after the blast. 

“The men at Mackie’s couldn’t have been better,” Jim remembers. 

“They couldn’t have done enough for me, and it was great to be back.” 

But life changed when he was made redundant in 1991, the first of his heart attacks shook him the following year and 

later he was struck down with Huntington’s and is now confined to a wheelchair. 

“With all his problems, he is wonderful to live with,” said Florrie. 

“He remains cheerful and a delight to be with, and while he can’t get to our church [Glengormley Baptist] very much 

these days, they are with us all the way, and that means a lot. 

“We think of the girls who were killed and the many who were injured in the bombing. We pray for the bombers and 

know that God will deal with them in his own way. That’s the right way.” 

One of the first reporters on the scene was Gloria Hunniford, now a famous TV and radio presenter and working with BBC 

Belfast at the time. 

“It was the first report I filed to England,” she said yesterday from her home in Kent. 

“It was horrific. I recall seeing limbs and handbags and toys scattered all over the street, as well as the driving licence of 

one of the young women who was killed. It was burned at the corner. That scene has remained with me throughout the 

years.” 



  

 

FUND RAISING 

FINANCIAL ASSISTANCE 

TO HUNTINGTONS QUEENSLAND
 

We have received and gratefully acknowledge major financial 

assistance from the following donors: 
 

 R&N Barnard  ARV Catering Ladies

 K Horton P Parish 

 C Rolley L Weston (Howeston Golf Course)

 E&P Noonan G Winters (Combined Auto Care)

 B Perkins J Bennett 

 C& J Farmer G Philp 

 HA Murray 

 

 DONATIONS TO 

HUNTINGTONS QUEENSLAND
 

If you would like to donate to Huntingtons 

Queensland and have internet access

our website www.huntingtonsqld.com

down to the ‘Please Make a Donation’ section 

on the bottom left, click on the button <CLICK 

HERE> and follow the instructions.  All 

donations over $2 are tax deductible and we 

will send you a receipt for taxation purposes.

 

BEQUEST 

We would like to acknowledge the Armstrong family for 

the generous bequest from the late George Hilder 

Armstrong’s estate. 

This kind gesture is greatly valued and will 

Association to meet the many needs of our clients

families and their carers. 

 

UPCOMING RAFFLE 
 

We will soon be opening a raffle for 

an LG 50” Plasma TV worth $1500, 

kindly donated by an anonymous 

supporter.  Second 

prize is a beautiful 

queen sized quilt, 

hand stitched and 

donated by the 

Little Mountain Quilters.  

like to sell tickets on our behalf, please phone or em

Tickets will be $2 each. 
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TO HUNTINGTONS QUEENSLAND 

We have received and gratefully acknowledge major financial 

ARV Catering Ladies 

L Weston (Howeston Golf Course) 

G Winters (Combined Auto Care)

 HUNTINGTONS QUEENSLAND 

NOMINATED AS BENEFICIARY
 

Our sincere thanks continue to 

who has kindly nominated Huntingtons Queensland as the 

beneficiary for a charitable donation by way of CTP on first 

time registered vehicles sold through them.

You can contact them on: 

Ph:  1300 154 876 

29 Bribie Island Road Caboolture

 

 

HUNTINGTONS QUEENSLAND 

If you would like to donate to Huntingtons 

Queensland and have internet access, go to 

www.huntingtonsqld.com. Scroll 

lease Make a Donation’ section 

click on the button <CLICK 

HERE> and follow the instructions.  All 

over $2 are tax deductible and we 

for taxation purposes. 

 POTENTIAL SUPPORT

FROM MACQUARIE & THEIR STAFF
The Macquarie Group Foundation, one of Australia’s oldest 

and largest corporate benefactors, supports Macquarie staff 

personal donations and fundraising activities by matching 

staff contributions to community organisations.  Huntingtons 

Queensland is registered with the Foundation so if you know 

anyone who works for Macquarie please request and / or 

encourage them to nominate 

Huntingtons Queensland as their 

chosen community organisation.

 

the Armstrong family for 

the generous bequest from the late George Hilder 

This kind gesture is greatly valued and will assist the 

needs of our clients, their 

 SUNNYBANK COMMUNITY & SPORTS CLUB

All at Huntingtons Queensland recognise

ongoing contribution made 

through their Community Grant 

programme to support young 

families.  Our thanks to all Sunnybank Club

members. 

 

If you would 

please phone or email.  

 DAY CENTRE

We are offering the downstairs Day Centre at Florence 

Dannell House at Annerley for casual rent.  Our 

conditioned Centre comfortably 

kitchen, amenities, disabled access

projection screen, car park and street parking.

Suitable for meetings, short courses and casual work 

gatherings.   

Please contact Anne Stanfield on 3391 8833 or 

anne@huntingtonsqld.com 
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HUNTINGTONS QUEENSLAND  

NOMINATED AS BENEFICIARY 

thanks continue to Beecham Holden Caboolture 

who has kindly nominated Huntingtons Queensland as the 

beneficiary for a charitable donation by way of CTP on first 

time registered vehicles sold through them. 

e Island Road Caboolture 

 

POTENTIAL SUPPORT 

FROM MACQUARIE & THEIR STAFF 
The Macquarie Group Foundation, one of Australia’s oldest 

and largest corporate benefactors, supports Macquarie staff 

personal donations and fundraising activities by matching 

staff contributions to community organisations.  Huntingtons 

istered with the Foundation so if you know 

anyone who works for Macquarie please request and / or 

encourage them to nominate 

Huntingtons Queensland as their 

chosen community organisation.  

 

SUNNYBANK COMMUNITY & SPORTS CLUB 

ingtons Queensland recognise the wonderful 

ongoing contribution made by the Club 

eir Community Grant 

young Southside 

Sunnybank Club 

 

DAY CENTRE RENTAL 

We are offering the downstairs Day Centre at Florence 

Dannell House at Annerley for casual rent.  Our air 

comfortably seats 60 people.  Full 

, disabled access, video, PA system, 

ar park and street parking. 

Suitable for meetings, short courses and casual work 

Please contact Anne Stanfield on 3391 8833 or 

 for full details. 
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CONTRIBUTIONS & DISTRIBUTION  

Please feel free to submit articles or photographs for selection for publication in this Newsletter.  The deadline for 

the next issue is 15th July 2012.  Please email or post articles, details above.  Please be aware that the Newsletter is 

published on www.huntingtonsqld.com in addition to postal and email distribution. 

This Newsletter has been printed free of charge by the office of Graham Perrett, Federal Member for Moreton.  Our kind thanks to Graham & Staff. 

Huntingtons Queensland 

is a not-for-profit service organisation. 

Established in 1976. 

Our Mission is: 

To provide professional support and advocacy for all persons 

affected by Huntington’s Disease in Queensland. 

Our Services Include: 

� Providing individual and family support 

� Facilitating the HD Day Respite Program 

� Facilitating support group meetings 

� Recreational activities for families with young 

children 

� Organising respite holidays 

� Providing information to families and health 

professionals 

� Distributing a regular Newsletter 

� Co-ordinating the annual HD Awareness activities 

� Fundraising activities 

Management Committee 2011/2012: 

� President   Gerry Doyle 

� Vice President   Robert Westley 

� Secretary   Pam Cummings 

� Treasurer   Heather Whye 

� Committee Members:  Jan Szlapak 

    Alan McKinless 

    Keryn Stewart 

    Esther Elliott 

    Marty Harmsworth 

    Shirley Ross 

Staff Members: 

� Senior Welfare Officer  Christine Fox 

� Welfare Officer   Theressa Byrne 

� Telemarketing Officer  Helen Johnston 

� Administration Officer  Anne Stanfield 

HUNTINGTONS QUEENSLAND 

Florence Dannell House 

385 Ipswich Road 

Annerley Brisbane 

All Correspondence to 

PO Box 635 

Annerley Q 4103 

Phone:  (07) 3391 8833 

Fax:  (07) 3391 0443 

Emails: 

admin@huntingtonsqld.com 

christine@huntingotnsqld.com 

theressa@huntingtonsqld.com 

anne@huntingtonsqld.com 

Website:  www.huntingtonsqld.com 

 

 

 

 


