
I N S I D E
The Path to Finding a Treatment .....................3

On the Job with HD .......................................4

Intermediate Alleles ........................................5

History in Motion ...........................................6

continued on page 8

By Julie Stauffer

What is so special about the number 36? For 
years, Huntington disease (HD) researchers 
have known that if you have 36 or more 
CAG repeats, you will develop HD. Thanks 
to McMaster researcher Dr. Ray Truant, 
who also heads up HSC’s Research Council, 
we now know why. Not only does his 
breakthrough solve a longstanding mystery, 
it will also dramatically speed up the hunt for 
treatments.

Using highly sophisticated FLIM-FRET 
microscopy, Dr. Truant has been able to 
see that the huntingtin protein produced by 
the disease-causing HD gene folds into a 
different shape than the protein produced by 
the normal gene.

Genes serve as a step-by-step instruction 
manual for cells, telling them which amino 
acids to string together to create the right 

protein. As Dr. Truant’s experiments reveal, 
the CAG repeats in the normal gene create 
a stretch of amino acids that is very flexible, 
allowing the protein to fold into the right 
shape to do its job.

However, too many CAG repeats in the 
Huntington’s gene produces a longer stretch 
of amino acids that is too stiff to bend 
correctly. “The right parts of the protein can’t 
line up to work properly,” Dr. Truant explains. 

“It is like trying to use a paperclip after 
someone has bent it out of shape.”

His research, published in the Proceedings 
of the National Academy of Sciences in July, 
leads to some intriguing questions. Are there 
drugs that could reshape the disease-causing 
protein? And if so, would they halt HD? To 
explore those ideas, Dr. Truant turned to 
GM1, a drug that reverses HD symptoms 
in mice. Sure enough, he found that GM1 

Major Breakthrough “Reshapes” the 
Search for Treatments

A heartfelt thank you and congratulations 
to the 2013 Oilympic efforts! The Oilympic 
Charity Hockey Tournament and Committee 
are devoted to running an annual hockey 
tournament that raises funds for various 
charities typically dedicated to local youth in 

Oilympics Committee, from L-R: Ryan 
Knievel, Alex Halat, John Ruzicki, Dale 
Hansen, Tara Johnson-Ouellette, Scott 
Logan, John Nash, Gerry Mumford

Hats Off To the Oilympic Charity Hockey Tournament!

restores the 
huntingtin protein 
to its normal shape.

The problem 
with GM1 is that 
it can’t cross 
the protective 
barrier that stops 
many drugs from 
reaching the 
brain. In mice, the 
solution is to inject 
GM1 directly into 
the brain. However, that is not a practical 
treatment option in humans. Dr. Truant’s 
discovery means that we can now screen 
other potential drugs quickly and efficiently, 
looking for compounds that can refold the 
protein and cross the blood-brain barrier.

need. All participants are employed by Oil and 
Gas Exploration and Production Companies 
as well as oilfield service companies.

This year these generous supporters funded 
not one but three organizations in Calgary 
and we at the Huntington Society wanted to 
extend our sincere appreciation for making 
our society one of their charities of choice. 
Our very own Tara Johnson-Ouellette was 
instrumental in submitting the application and 
keeping the Huntington Society top of mind 
during the proposal process.

Currently, the Huntington Society of Canada 
supports a Multidisciplinary Huntington 
Disease Clinic in Calgary, when requested, 
through our Calgary Resource Centre Director. 
Due to the ever increasing demand for family 
support outside of the clinic, resources have 
become a challenge. Thanks to the support 
from Oilympics, the Multidisciplinary 

Huntington Disease Clinic is adding incredible, 
incremental value to individuals living with the 
devastating impact of this degenerative disease 
in Calgary.

Oilympics also supported CJAY 92 Kids Fund 
and the YMCA for their Strong Kids program 
in the Calgary area. Please join us in thanking 
Oilympics, for believing in the work that we do, 
for helping us make a difference in the lives of 
people and for providing substantive hope.

Dr. Ray Truant
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Horizon is the newsletter of the Huntington 
Society of Canada. Published throughout the 
year, its purpose is to convey information 
to individuals with Huntington disease and 
their families, health care professionals, 
friends and supporters.

Huntington disease is a hereditary brain 
disorder which has devastating effects 
on both body and mind. The symptoms, 
which may include uncontrollable jerking 
movements and relentless cognitive and 
emotional impairment, usually appear 
between the ages of 30 and 45, and gradually 
worsen over the 10-25 year course of the 
disease. As yet, there is no meaningful 
treatment.

The Huntington Society of Canada is a 
national non-profit charitable organization 
founded in 1973 to help individuals with 
Huntington disease and their families.
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When Ralph and Ariel Walker founded 
the Society 40 years ago, who could have 
imagined how much we would accomplish?

In the spring, I had the privilege of attending 
the largest Huntington Disease Therapeutic 
Conference ever. Nearly 300 scientists from 
around the world gathered at the CHDI 
conference in Venice to share their insights 
into Huntington disease. After listening to 
three days of the latest research advances, I 
am confident that clinical trials for potential 
treatments will start very shortly and that 
even more are coming down the pipeline.

We are also seeing very exciting progress 
in Ottawa’s halls of influence. In April, the 
Honourable Senator James Cowan introduced 
Bill S-218, the most comprehensive non-
genetic discrimination bill yet to tackle 
genetic discrimination. If it passes, it will 
not only create a new act prohibiting genetic 
discrimination, it will also add genetic fairness 
provisions to Canada’s Labour Code and 
Human Rights Act.

This issue is putting Huntington’s on the 
public radar in a big way. I am regularly 
receiving calls from high school and university 
students researching genetic fairness, 
and when I spoke at a Café Scientifique 
in Montréal and Edmonton on the topic, 

more than 100 people came out to join the 
discussion.

Meanwhile, our May awareness month 
helped to boost the profile of HD even more, 
thanks to all our chapters who provided 
their feedback to make this campaign such a 
success. I would also like to extend a special 
thanks to Optic Nerve Films for allowing us 
to use footage from Do You Really Want to 
Know? in our powerful new Public Service 
Announcement. (If you haven’t already seen it, 
take a peek at www.huntingtonsociety.ca).

Finally, I’m very happy to report that our 40th 
Anniversary Grassroots to Mountaintops 
campaign is already 25 per cent of the way 
towards our $5 million, five-year goal. Thank 
you to the many generous supporters for 
their pledges and to our incredibly dedicated 
campaign cabinet. We will continue to work 
together to increase awareness and support 
for HD.

Today, we would not be where we are 
without the contributions of our many, many 
champions and ambassadors over the years. I 
would like to take this opportunity to thank the 
volunteers at every level of our organization, 
the fearless individuals who have stepped 
forward to tell their stories and the donors 
who make it all possible.

Now with a new strategic plan in place to 
enhance family services, invest in research 
and strengthen the foundation for clinical 
trials, I am confident we will have many more 
successes to celebrate in the coming years.

 

Bev Heim-Myers 
CEO and Executive Director

AGM Notice
Notice is hereby given of the 2013
Annual General Meeting of the
Huntington Society of Canada. 

Date:  November 2, 2013
Time:  11:30 AM
Place:  Holiday Inn Toronto  
           International Airport,  
 Cabinet Room
 970 Dixon Road,  
 Toronto, ON M9W 1J9  

Please go to
www.huntingtonsociety.ca
or contact us at
info@huntingtonsociety.ca or
1-800-998-7398 for further details.
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The Huntington Society of Canada is 
frequently asked why, when Huntington 
disease (HD) has been known about for 
over 100 years, it has not been cured. To 
answer this question we turned to Dr. 
Edward Wild, a long time friend of the 
Society. Dr. Ed Wild is a Clinical Lecturer in 
Neurology at UCL Institute of Neurology, 
Queen Square, London, and an Honorary 
Specialist Registrar in Neurology at the 
National Hospital for Neurology and 
Neurosurgery. Dr. Wild studied medicine at 
Cambridge University and has worked in 
neurology since 2005. His PhD research on 
biomarkers and inflammation in Huntington 
disease was undertaken at UCL Institute 
of Neurology with Prof Sarah Tabrizi. His 
postdoctoral research aims to establish an 
infrastructure for clinical trials of possible 
treatments for HD in London. Since 2009, he 
has been collaborating with Dr. Jeff Carroll 
to make HD research news accessible 
to the global HD community through 
HDBuzz.net. Dr. Jeff Carroll is an Assistant 
Professor of Neuroscience in the Department 
of Psychology at Western Washington 
University.

Although the disease was first described 
by George Huntington in 1872, the gene 
that actually causes Huntington’s was not 

discovered until 1993. This discovery was 
made possible due to one of the largest, 
worldwide, collaborative scientific efforts.

Prior to this discovery, scientists were unable 
to work on treatments for Huntington disease 
because it was unknown what was causing the 
damage to the brain and what had to be done 
to help the brain cells survive. Huntington 
disease was the first major, genetic disease 
for which a gene was discovered.

Discovering the gene was a massive leap 
forward, however, it was really only the start 
of the process. Research had to be done to find 
out about the protein that the Huntington gene 
produces, what the protein does, and what 
goes wrong with it when the gene has the 
Huntington disease mutation. The next step is 
to develop drugs that will stop the progress of 
the disease. Once a drug is developed it will 
have to be tested in cells, animals and then 
finally humans. This process takes a very long 
time and a lot of money.

There is an extra level of difficulty with brain 
diseases because, unlike organs, getting 
drugs into the brain is much more difficult. 
The brain is incredibly sensitive, so the side 
effects of a drug could potentially be worse 
than the Huntington disease symptoms.

A good example of a treatment for 
Huntington’s is “gene-silencing” drugs. These 
are targeted drugs that are designed to switch 
off the mutant HD gene to prevent it from 
making the harmful huntingtin protein. Gene-
silencing technology was not developed until 
1998, five years after the gene was discovered. 
It was first applied to HD altered mice in 
2005; it took those seven years to transfer 
the research techniques to a new species. 
There are now several teams working on HD 
gene-silencing drugs and it has been tested in 
multiple mice models and on rhesus monkeys. 
The next step is initiating human trials, which 
are expected to begin in the next 12 to 18 
months.

Finding a meaningful treatment is a long 
process; scientists are working very hard and 
expect to start testing potential treatments 
in humans in the next few years. Huntington 
disease research is a few steps ahead of such 
diseases as Parkinson’s, Alzheimer’s and 
ALS, in the search for treatments, because the 
gene has been identified. This is incredible 
progress for HD research considering that 
Alzheimer’s is about 15 times more common 
than Huntington disease.

To learn what you can do to help, visit  
www.huntingtonsociety.ca.

Strengthening the foundation 
of Huntington’s research
By Josh Martin

Thanks to an ambitious global study, 
researchers will soon have access to 
the world’s most comprehensive pool of 
Huntington disease (HD) data. By gathering 
together information and biological samples 
from as many as 20,000 people in more 
than 30 countries, Enroll-HD will provide a 
better understanding of how the disease and 
symptoms progress over time.

The CDHI sponsored observational study 
combines the existing North American and 
Australian COHORT study with its European 
counterpart, REGISTRY. It will also include 
studies from Latin America and other 
countries like Singapore, South Korea and 
South Africa.

As you might imagine, navigating the legal, 
language and scientific requirements of 
each nation is no simple task. On top of that, 
the information needs to be collected and 
presented in the same format in order to be 

able to make apples-to-apples comparisons 
between study participants in different parts 
of the world.

But it is well worth the effort, according to 
CDHI Director of Scientific Communications, 
Simon Noble. “Consistency means that 
you can rely much more on the results you 
actually get,” he says. Nineteen countries are 
expected to be involved in Enroll-HD by the 
end of the year. As the study ramps up, that 
total will grow to 33 countries.

While not a drug-testing study, Enroll-HD 
will nonetheless have a major impact in 
the Huntington’s community. For starters, 
a database that includes information from 
thousands of participants will help us better 
understand what is going on with people 
at any given age, with different CAG repeat 
lengths and at different stages of the disease. 
“The more we know about the disease as it 
happens in humans, then the more chance 

we have of getting good ideas about points of 
intervention,” says Simon.

Knowing exactly how HD progresses will 
also help researchers measure the success 
of potential treatments. As a global initiative, 
Enroll-HD lays the groundwork for greater 
collaborations between researchers around 
the world. Furthermore, the database will 
make it easier for researchers to recruit 
participants for global clinical trials and get 
results more quickly.

In short, Enroll-HD will help scientists 
conduct better and faster studies, accelerating 
the development of therapies. “It marks a bold 
step forward in HD research,” says HSC CEO 
and Executive Director Bev Heim-Myers. In 
coming issues of Horizon, we will keep you 
updated as this exciting initiative unfolds.

For the latest updates on Enroll-HD, visit 
www.enroll-hd.org.

The Path to Finding a Treatment
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On the Job 
with HD
By Julie Stauffer

For more than 20 years, Marisa Romano 
worked at Safeway: first as a grocery clerk 
and then as a cashier. The pay was good, 
helping her family make ends meet. But for the 
Vancouver resident, it was about far more than 
the money. She enjoyed the people, the sense 
of purpose and the independence.

So when she was diagnosed with Huntington 
disease (HD), she had no intention of quitting. 
Her job was a godsend, says Marisa, giving her 
a reason to get up in the morning. Even as her 
symptoms grew worse, she kept punching in, 
shift after shift.

With the help of her HSC Family Services 
Worker and support team, Marisa worked with 
Safeway to find ways to adapt her job. She was 
moved to a store close to home, so she could 
walk to work. She worked with her supervisor 
so she could be assigned to the express lanes, 
where there were fewer groceries to handle. 
Safeway provided her with a handheld scanner 
and scheduled more frequent breaks. When 
she could no longer cook at home, Marisa 
worked with the Safeway team to adjust her 
schedule so that she could take advantage of 
Meals on Wheels.

And if there were a few complaints that Marisa 
was a little slower than other cashiers, many 
more customers applauded her determination 
to keep doing the job she loved. The store 
manager agrees by commending Marisa on 
her great attitude, her ability to care about 
her customers and her dedication by always 
arriving at work on time and ready to go.

The Huntington Society of Canada’s British 
Columbia Resource Centre Director, Susan 
Tolley, praises Marisa’s gumption and thinks 
more companies need to recognize that 

people with disabilities like HD have plenty to 
contribute. “It is about looking at it from the 
lens of what a person can do and not what a 
person can’t do.”

In Ontario, Mike Neill’s employer was 
extremely supportive. Last fall, the Peel 
Regional Police officer realized he had to turn 
in his gun and say goodbye to patrol duty 
before his HD symptoms started affecting his 
performance.

That didn’t mean he wanted to go on long-term 
disability, however. “I’m not the kind of guy 
who wants to be at home,” he explains. “I’ve 
got a lot left in me.”

His superiors transferred him to an 
administrative job, where he hopes to be 
productive for many years, and promised that 
the organization would look after him. “They 
were fabulous,” Mike says. “I wasn’t just a 
badge number to them. I was a person.”

His co-workers also rallied behind him. After 
Mike broke the news of his fatal illness, they 
secretly formed a committee and put out the 
word that they were raising money to send 
Mike and his girlfriend on a trip. Maybe a 
night in Toronto to see Les Misérables, they 
thought, or possibly a jaunt to Montreal.

Then the dollars started flowing in. In every 
division and unit where Mike had worked 

over his 16-year career, people chipped in. 
They held raffles and fundraisers and donated 
money earmarked for staff Christmas parties. 
Even colleagues who didn’t know him reached 
into their pockets.

At a special night in Mike’s honour, they 
presented him with a $4,000 travel voucher 
for a “bucket list” trip, plus a donation in his 
name to the Huntington Society of Canada.

Mike’s fellow referees at the Ontario Hockey 
Association were equally supportive. When 
Mike told them he was hanging up his stripes 
last fall after 20-plus years, they pulled out all 
the stops for his final game. The refereeing 
community turned out in full force, as did 
Mike’s friends, family and policing colleagues. 
They even brought his dad from the nursing 
home. The event attracted media attention, 
educated hundreds of people about HD and 
raised more than $1,500 for the cause.

Back at the station, Sergeant Shawn McCowell 
says he and his fellow officers will continue to 
support the Huntington’s cause every chance 
they get. Next up, they’re planning an “Iron 
Mike March” that will see them decked out in 
their number one uniforms and carrying flags 
to raise awareness and dollars for HD. “It’s 
the least we can do for a guy like Mike and for 
all the families that suffer from that horrible 
disease,” says Shawn.

Marissa Romano

How to Talk to Your 
Employer About HD
Erin George doesn’t have HD, but she 
knows all about the challenges of dealing 
with a degenerative genetic illness. The 
communications manager at the Foundation 
Fighting Blindness has retinitis pigmentosa, a 
disease that’s slowly destroying her eyesight.

Erin was diagnosed just over a decade ago, at 
the age of 25. Now she has eight degrees of 
vision in one eye and 10 degrees in the other. 
She can’t drive, she uses a white cane to get 
around, and she has to dial up the font size 
on documents on her computer screen before 
she can read them.

Today she is employed in an organization 
that understands retinitis pigmentosa, but 
that wasn’t always the case. For many 
years she worked contract to contract at an 
organization where accommodations for 

staff with disabilities came out of often small 
departmental budgets. Because she had no 
job security, she was very careful who she told 
about her illness.

“When you’re hiding a disability, when you’re 
in the closet, so to speak, it is incredibly 
psychologically draining,” she says. Not only 
did she face the stress of losing her vision, 
she also had the stress of keeping it secret.

“I certainly think it is better in the long 
run to be upfront with an employer or 
immediate supervisor so that there aren’t 
misunderstandings,” she says. “You don’t 
want your boss thinking that any slips in your 
job performance are due to lack of interest or 
effort.”

If you feel comfortable speaking up, give some 
thought to the timing. Telling your employer 
while you’re still healthy may limit your 
career progression, but it’s important to have 
that discussion before HD affects your work.
continued on page 5
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Do a little homework first. Not all employers 
understand their obligations to accommodate 
employees with disabilities, so read your 
provincial human rights code, the Canadian 
Charter of Rights and your provincial 
employment standards. If your company has 
a human resources policy, check it. If you’re 
unionized, consult with your union rep.

It is also smart to keep copies of your 
performance reviews at home. In the unlikely 
event that your employer fires you, you’ll 

By Josh Martin

For years, our understanding of HD genetics 
was pretty straightforward. If your parent 
had Huntington’s, you had a 50/50 chance of 
inheriting the so-called “mutant” gene, end of 
story. But something called an intermediate 
allele adds a sliver of grey to that black and 
white picture.

For most people at-risk, genetic testing 
delivers cut-and-dried results. If you have 
36 or more CAG repeats in your DNA, you’re 
definitely mutation-positive. Twenty-six or 
fewer? Mutation-negative.

But it gets tricky when the CAG count falls 
in the intermediate range of 27 to 35 repeats. 
With an intermediate allele, while you yourself 
won’t develop HD, there is a small chance, 
that the number of CAG repeats could expand 
into mutation-positive territory down your 
genetic line, triggering the disease in your 
children or grandchildren.

Dr. Alicia Semaka’s soon-to-be published 
research quantifies that risk of CAG repeat 
expansion. According to the University of 
British Columbia researcher, that information 
will make genetic counselling more accurate 
and help people with an intermediate allele 
make more informed decisions about having 
children.

Her research also looked into what 
percentages of people with no family history 
of HD have intermediate alleles. The findings 
may surprise you: approximately six out 
of every 100 Canadians. “[That means] six 
percent of the population is walking around 
with the potential of having Huntington 
disease in future generations of their family,” 
she says.

It’s a discovery that shakes the conventional 
view of Huntington’s as strictly a “family 
disease.” And while it may take the HD 
community some time to digest this new 

Intermediate Alleles: HD’s grey area
information, it also makes this disease 
an issue for all Canadians, which could 
be a powerful awareness and fundraising 
message.

The final piece of Alicia’s research centered 
on how doctors and genetic counsellors 
are communicating information about 
intermediate alleles to their patients. In 
a nutshell: improvements can be made. 
“Most individuals that need counselling on 
intermediate alleles aren’t getting enough 
information, especially before they receive 
this result,” she says.

therapeutic retreats in B.C., getting to know 
the faces behind the facts. “You can read 
textbooks describing Huntington disease 
and all these academic papers,” she says. 
“But truthfully, until you meet a patient, until 
you meet family members, you don’t know 
Huntington’s.”

Alicia cherishes the moments she got to spend 
at these retreats, touched by how many of 
the participants would share intimate details 
about their lives. The dances at the end of the 
retreats stick out in her mind in particular. 
“When I would look at people on the dance 
floor, I wouldn’t see people with Huntington’s 
dancing, I would just see people dancing and 
having a great time,” she recalls.

With her head in the lab and her heart in 
the community, Alicia has been a dedicated 
champion for the HD cause. “She’s gone over 
and above the call of duty for working with 
families because she sees the person behind 
the disease,” says B.C. Resource Centre 
Director, Susan Tolley.

As well as volunteering at the therapeutic 
retreats, Alicia organized highly popular tours 
of the Centre for Molecular Medicine and 
Therapeutics at UBC, giving families a glimpse 
into cutting-edge HD research.

With her PhD complete, Alicia has now moved 
on to another area of research, looking at 
how genetic counselling could help people 
with mental illnesses such as schizophrenia 
and bipolar disorder. It’s an exciting new 
challenge, but she admits it’s tough to 
leave her Huntington’s work behind. “It’s a 
bittersweet time, to be honest with you,” she 
says. “Huntington’s will always have a very 
special spot in my heart.”

Help more people connect with HSC! Share 
your issue of Horizon with other members 
of your family so that they can learn more 
about the Society and the support we offer.

Alicia Semaka

To help improve understanding, Alicia is 
collaborating with HSC to develop a factsheet 
to demystify this murky area for families and 
individuals at-risk. Her research also has 
important implications for genetic counselling, 
which will help ensure individuals come away 
with clear, accurate information.

But Alicia’s service to the Huntington’s 
community goes far beyond the lab bench. 
For many years, Alicia volunteered at the HD 

have proof you were meeting your employer’s 
expectations before you disclosed your illness.

HSC’s family services staff are here to help. 
We can help you educate your employer about 
HD and suggest the best ways to tweak your 
job so you can be a valued, effective member of 
the team for as long as possible.

To learn more about how to speak to your 
employer about your unique situation, 
contact a Huntington Society of Canada 
Family Services Worker. Check out  
www.huntingtonsociety.ca or call  
1-800-998-7398 for the nearest support to you.

How to Talk to Your Employer 
About HD continued from page 4

Huntington’s disease research news.  
In plain language. Written by scientists.  

For the global HD community.  
Go to www.HDBuzz.net to see  

what the Buzz is all about!
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On October 1st, volunteers Ralph & Ariel Walker began 
a Canadian chapter of the American Committee to 
Combat Huntington’s Disease by sending a newsletter 
to 29 families. Within days, the first public meeting 
in Canada on HD is organized, 150 people are in 
attendance. The Huntington Society of Canada is born.

Ralph Walker meets with representatives from Britain 
and the USA to form the International Huntington 
Association (IHA).

On behalf of HSC, Ralph Walker initiates the Canadian 
Neurological Coalition (CNC).  
 
HSC awards its first post-doctoral fellowship in the 
amount of $14,000 to further investigate HD-specific 
neurotransmitters in the brain.  
 
HSC’s first Huntington Disease Resource Centre opens 
in Toronto. 
 
Canadian scientist, Dr. James Gusella, announces a 
marker linked to the HD gene. Opening the door to a 
predictive test for HD.

Dr. Michael Hayden establishes an HD predictive 
testing centre in 1986. The second HSC HD Resource 
Centre opens in Vancouver. 
 
The Huntington Society of Quebec (HSQ) is 
incorporated to facilitate fundraising, family support 
and public awareness in Quebec.

The HD gene is discovered by Canadian, Dr. 
Jim Gusella and his team at the University of 
Massachusetts. Direct testing becomes available, 
providing those at risk with a definitive answer as to 
whether they will develop HD, allowing families to 
plan and to arrange for future help.

The first transgenic mouse for HD, the YAC mouse 
model, is created. This mouse perfectly replicates the 
HD symptoms and progression in humans. This mouse 
enables scientists to acheive more accurate results in 
HD experiments, testing new possible treatments. 

Canadian researchers at the HSC funded Centre for 
Molecular Medicine and Therapeutics in Vancouver, 
BC stop the progression of HD in a mouse bringing us 
closer to finding a treatment.

The Huntington Society opens the Northern Ontario 
Multidiciplinary Clinic in North Bay. 

1998 - 2007

HSC establishes the Canadian Coalition for Genetic 
Fairness to educate Canadians about genetic 
discrimination and to influence provincial and federal 
governments, and other relevant organizations, to 
create positive change. 

Young People Affected by Huntington Disease 
(YPAHD) is established.

2008 - 2010

HSC funds researcher Dr. Ray Truant of McMaster 
University. He discovers a common link between 
Alzheimer’s and Huntington disease.

In partnership with three other lay organizations, 
HSC helps launch and support HDBuzz.net: reasearch 
news, the first platform of its kind, in plain language. 

2011

Dr. Simonetta Sipione, HSC funded researcher, 
University of Alberta, in collaboration with Dr. Ray 
Truant, McMaster University successfully reverses HD 
motor symptoms in a mouse model. 

HSC works with Academy Award Winning director, 
John Zaritsky and award-winning  producer, Kevin 
Eastwood, to help launch the Canadian documentary 
Do You Really Want to Know?. This film follows three 
families as they decide whether or not to be tested for 
the HD gene mutation. 

HSC pilots an innovative Youth Mentorship Project.

The Huntington Society of Canada reaches its 40 year 
milestone. Together, we celebrate our journey from 
Grassroots to Mountaintops, a collective effort to 
educate and support Canadian families affected by 
Huntington disease; find meaningful treatments; and 
stop the progression of the disease.

2013

2012

1973 - 1975

History in Motion

1978 - 1983

1984 - 1992

1993

1996

40 YEARS



By Julie Stauffer

Five million dollars in five years. Our 40th 
Anniversary Grassroots to Mountaintops 
capital campaign is aiming high, but CEO 
and Executive Director Bev Heim-Myers 
believes the Huntington Society of Canada 
has what it takes to reach that goal.

“Through commitment and vision, this 
organization has grown from Ralph and 
Ariel Walker’s kitchen table to a world 
leader in delivering essential services and 
funding game-changing research,” she says. 

“That same commitment and vision is going 
to help us achieve even more going forward.”

With $1,274,153 pledged since the official 
launch last November, we are squarely on 
target for success.

The Grassroots to Mountaintops campaign 
will give us the funding to:

•	 Continue	investing	in	world-class	
research

•	 Prepare	for	the	launch	of	clinical	trials	
for HD treatments

•	 Expand	our	services	and	reach	out	to	
underserved families, especially in rural 
and remote communities

•	 Serve	the	special	needs	of	youth	through	
mentorship programs, youth-specific 
information resources and our virtual 
YPAHD chapter

•	 Advocate	for	genetic	fairness	so	that	no	
Canadian faces discrimination based on 
their DNA

“We have a 40th Campaign Cabinet, with good 
connections, and an exciting plan in place,” 
says Danielle Havelka, HSC’s new manager 
of fundraising. Danielle is no stranger to 
inspiring donors and creating positive change. 
Before joining HSC, Danielle directed multi-
million-dollar campaigns for United Way 
Kitchener Waterloo & Area.

She believes the key to reaching our $5 million 
goal is reaching beyond the Huntington’s 
community to donors who have no direct 
connection to HD. To do that, we’re focusing 
on the incredibly exciting story of HD 
research, our campaign for genetic fairness 
that will benefit all Canadians and personal 
stories of people living with HD to help donors 
understand what HD is all about.

Those messages are resonating. Already, we 
have had many generous donors step forward 
with multi-year contributions. “These are not 
just one time donations,” says Bev. “They are 
five-year pledges that will sustain and grow 
our organization. We are fortunate to have so 
many donors who have committed to us for 
that length of time.”

Of course, we could not have achieved this 
without the tireless efforts of our campaign 
cabinet. Hats off to the hardworking team of 
Vern Barrett, John Bobenic, John Brace, James 

Cameron, Tamara Costa, Dan Devlin, Stephen 
Gould, Mark Taylor and Brenda Wasylow. We 
are also fortunate to have Andrew Wright, 
Tara Johnson-Ouellette and Bruce Taylor 
serve as advisors.

Now, we need to keep the momentum 
going. We look forward to your donations, 
and the many other ways you can support 
the campaign. Does your employer have a 
corporate sponsorship program? Do you have 
skills that we could put to use? Would you be 
willing to tell the story of how Huntington’s 
has shaped your life?

If so, please let us know. With your help, we 
will write a significant new chapter in the 
Huntington Society of Canada’s history.

For more information on the Grassroots to 
Mountaintops 40th Anniversary Campaign 
or to contribute in any way, email us at 
info@huntingtonsociety.ca or call  
1-800-998-7398.

By Josh Martin

Legacy gifts are a simple and powerful 
way to make a lasting difference. Over the 
years, we have been deeply honoured by the 
many people who have included us in their 
planning. To mark our 40th anniversary, we 
have launched a 40 in 40 campaign with the 
goal of inspiring 40 individuals to become 
members of the Ralph and Ariel Walker 
Summit Society.

For HSC’s Development Manager, Jim Martin, 
legacy planning starts with a very important 
question: What kind of legacy impact would 
you like to leave? If your answer includes 
supporting families affected by Huntington 
disease or finding meaningful treatments for 
HD, why not consider a legacy gift.

Going Strong: Grassroots to Mountaintops campaign 
on its way to making history

40 in 40: Leaving a lasting impact
Rest assured, we understand there are 
a lot of things to consider. If you would 
like to explore some options with us in a 
confidential conversation, Jim is just a phone 
call away.

Planning for the future can be an empowering 
experience. Legacy planning is a way for 
everyone to have a say in the future. “It gives 
people some measure of control,” says Jim. 

“This is a way to really say what you want to 
accomplish.” A charitable bequest can also 
create big tax benefits.

There are many ways to structure a bequest. 
Some people leave a set amount or a 
percentage of their estate to their charities 
of choice. Others leave a specific asset, such 
as a particular investment. The third option continued on page 8

is to leave a residual amount. If a lawyer 
or estate planner is drafting your will, all 
you need is the charity’s name, registration 
number and address. Writing your own will? 
We have the right language and would be 
happy to help.
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continued from page 7

“Legacy giving is about helping to build 
the future you want with the Huntington 
Society,” says Jim. “The legacy someone 
wants to leave is an important way to build 
that capacity.”

Be a part of our 40 in 40 and create your 
legacy.

We have updated our online resources to 
make it easier for you to get the information 
you need. Jim is also available to discuss 
legacy planning with you. Just call  
1-800-998-7398 or email Jim at  
jmartin@huntingtonsociety.ca.

40 in 40: Leaving a 
lasting impact

Over the last 25 years, HealthPartners 
has raised more than $100 million from 
Canadian workplaces to fund critical 
research, support programs, education and 
prevention initiatives that are revitalizing 
health and well-being in communities across 
the country. As a member, the Huntington 
Society of Canada has and continues to 
benefit from this partnership. Thank you 
to our many volunteers across Canada 
who sit on provincial councils, speak at 
educational session, or participate in Health 
Checks. Your continued support and efforts 
contribute significantly to the success of 
the HealthPartners, Huntington Society 
partnership.

87% of Canadians are likely to be personally 
affected by a major illness like cancer, heart 
disease or diabetes in their lifetime. Our 
health impacts us profoundly in every facet 
of our lives: at work, at home, and in the 
community. It is a key driver of employee 
morale, job performance, absenteeism, and 
business results.

As a partnership of 16 of our country’s most 
recognized health charities, HealthPartners 
delivers simple, tailored workplace giving 
campaigns that personally engage employees 
and help create a healthier, more effective 
workplace.

HealthPartners: Celebrating 25 years  
of Charities at work

Help celebrate 25 years of success, by engaging 
your employer in a HealthPartners Campaign. 
The new HealthPartners logo “Charities at 
work” reflects the commitment to both the 
hard work of our members and the focus of our 
collective efforts – the workplace.

Members include:

ALS Society of Canada
Alzheimer Society of Canada
The Arthritis Society
Canadian Cancer Society
Canadian Diabetes Association
Canadian Hemophilia Society
Canadian Liver Foundation
Crohn’s and Colitis Foundation of Canada
Cystic Fibrosis Canada
Heart & Stroke Foundation
Huntington Society of Canada
The Kidney Foundation of Canada
The Lung Association
Multiple Sclerosis Society of Canada
Muscular Dystrophy Canada
Parkinson Society Canada

To learn more please contact us at  
info@huntingtonsociety.ca or 1-800-998-7398.  
Tell your friends and colleagues about 
HealthPartners, and how a workplace giving 
campaign can help strengthen successful 
businesses across Canada.

Dr. Truant has already developed an 
automatic, large-scale screening system. 
Working with a pharmaceutical company, 
he is searching libraries of potential drugs 
for the magic combination. “That is where 
things get exciting,” he says. “We can look 
at thousands of compounds.”

His approach will also prove invaluable 
when treatments currently being 
developed move to clinical trials. While 
it may take years to determine whether a 
drug is slowing or stopping the progress 
of HD, scrutinizing the shape of the 
huntingtin protein in patients’ cells will 
immediately reveal if the treatment is on 
the right track.

Dr. Truant says his discovery would not 
have happened without a NAVIGATOR 
grant from the Huntington Society of 
Canada, which allowed him to run 

continued from page 1

Major Breakthrough “Reshapes” the Search 
for Treatments

preliminary experiments. The results from 
those experiments were promising enough 
to attract funding for a full-scale study 
from the Canadian Institutes for Health 
Research, the Kembril Foundation and 
CHDI.

The other key to success was HD families. 
Dr. Truant’s experiments relied on skin 
cells from people with HD, which he 
compared to samples from their HD-free 
spouses. He credits the HD Buzz website 
(www.hdbuzz.net) with helping families 
understand the impact they can have 
by getting involved in HD research and 
clinical studies.

“We are tremendously excited by Dr. 
Truant’s discovery and proud to have 
helped make it possible,” says Bev Heim-
Myers, CEO and Executive Director of HSC. 

“This new tool puts scientists on the fast 
track to identifying promising treatments.”

87%
Arthritis.   Cancer.   M.S.
Major illnesses like these and others, 
including Alzheimer’s, Kidney Disease 
or Huntingtons, will likely affect 87% 
of those you love.
For 25 years, our 16 leading health charities have 
developed treatments, cures and early diagnostic 
tools. We offer support to those who need it most. 
And you’ve been there every step of the way.

Alzheimer Society of Canada   ALS Canada    
The Arthritis Society   Canadian Cancer Society   

Cystic Fibrosis Canada   Canadian Diabetes Association   
Canadian Hemophilia Society   Canadian Liver Foundation   

Crohn’s and Colitis Foundation of Canada   
Heart and Stroke Foundation   Huntington Society of Canada   

The Kidney Foundation of Canada   The Lung Association   
Multiple Sclerosis Society of Canada   

Muscular Dystrophy Canada    Parkinson Society Canada

THANK YOU.
Please continue to help us fund critical research, 
support programs, education and prevention 
through your workplace charitable campaign.

healthpartners.ca
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An Ariel View
There’s something about big anniversaries that makes 
you nostalgic. The Society’s 40th anniversary celebrations 
recently inspired me to look back through old newsletters and 
revisit some of the earlier HSC milestones.

The tenth anniversary was a real event. It was hard to believe 
our little organization had grown so much. When we started 
the Society in 1973 we had a budget of just $7,064. By 1983 
Ralph was earning a salary, and we had a real office, a logo, 
and staff serving hundreds of families across the country.

We had a wonderful, wonderful celebration at the conference that year. We surprised 
Ralph with his very own version of “This Is Your Life,” with ten mystery guests from his 
past. More than 250 people came to that dinner to honour him, and we presented him 
with two albums of congratulatory letters from families, chapter leaders, politicians and 
international colleagues. He was incredibly touched.

After that, the Society grew in leaps and bounds. We launched the first summer camp. 
We opened resource centres in Vancouver, Winnipeg, Edmonton and Montreal, and we 
published the first Manual for Care.

In 1993, the year the Society turned 20, the HD gene was discovered. I remember Ralph 
calling me up with the news, and I could hear all the cheering in the background. It was a 
breakthrough that changed everything, and the phone just didn’t stop ringing that day.

As you can imagine, that made the celebrations at the conference that year very special. 
Carol Ellis was the president at that point, and I remember Jerry Weber presenting her 
with a huge orange Stetson. Jerry and Carol were both plain, no-fuss Prairie folk who 
didn’t believe in glamour or glitz, but let me tell you, we had a whole lot of fun that night, 
including line dancing after dinner.

Ralph retired in 1998. It was a tough decision to make: HSC was our baby and he loved so 
much about his job. After nearly 25 years, however, he was ready to step away from the 
pressures of running the organization.

That year was the Society’s 25th anniversary. Of course we didn’t want to miss the 
conference, but we were there in a different role this time, and we went with very mixed 
emotions.

To mark our contributions, the Society launched the Ralph and Ariel Walker Founders’ 
award. It was a real honour to present the inaugural award to Ellen Barrett. My most 
vivid memory of that year, however, was the beautiful candle-lighting ceremony. Twenty-
five Society stalwarts each lit a candle to commemorate our achievements. I remember 
Elaine Taylor lit the final candle while holding her baby, Max. What a moving night!

The toughest conference was the year Ralph died. The kids and grandkids and I went 
to the Saturday night dinner, but I simply couldn’t face the workshops. It was just too 
overwhelming. I remember breaking down on the podium when I tried to present the 
Founders’ award.

Then, in 2009, we had the wonderful World Congress on Huntington’s Disease in 
Vancouver with 700 delegates from 70 different countries. What a powerful experience, 
to see so many people all working to fulfill our original vision: a world free from 
Huntington’s!

Now we’re celebrating 40 years. Our baby really is all grown up, and I’m so proud of all 
that we have achieved. Happy birthday, HSC!

 
To celebrate our 40th anniversary, we are collecting memories of the Society’s impact 
over the years. If you have a story you would like to share, email us at  
info@huntingtonsociety.ca or call us at 1-800-998-7398.

By Julie Stauffer

Kelby Dolen stands just three foot five in 
her stocking feet, but the six-year-old from 
Teepee Creek, Alberta has one heck of a 
big heart. “She is my very sensitive kid and 
thinks of everybody else,” says her mom, 
Jancey.

When Kelby was planning her birthday 
celebrations last winter, she decided to 
pass up on presents and ask her guests for 
donations to the local food bank and the 
Huntington Society of Canada instead.

What makes that decision even more 
impressive? The Dolens have no connection 
to Huntington disease. They do, however, 
live in the same community as Mack Erno: 
president of HSC’s Peace Country chapter, 
Huntington Society fundraiser extraordinaire 
and co-winner of the Alberta-wide UFA Small 
Town Hero Award in 2012.

Thanks to his efforts, there aren’t many folks 
in Teepee Creek who don’t know about the 
fatal neurological disease that affects his 
family.

So last December, 19 of Kelby’s friends 
and family gathered to swim, eat cake, sing 

“Happy Birthday” and raise money for two 
great causes. At the end of the day, the 
birthday girl had collected $80 for the local 
food bank and $90 for the Huntington Society 
of Canada.

“I am pretty 
proud of 
her,” says 
Jancey. “Not 
many six 
year olds 
would give 
up almost 
$200 worth 
of birthday 
money.”

Thank you, 
Kelby, from 
all of us at 
HSC. Your 
generosity 
really made 
our day!

If you’ve got a special occasion coming 
up and you’d like to ask your guests for 
donations, we’ve got information to help. 
Just contact us at  
events@huntingtonsociety.ca.

Making a Difference

Kelby Dolen
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East Coast All-Stars
Before coming to Young People Affected By 
Huntington Disease (YPAHD) Day last year 
as the Nova Scotia representative, Brad 
Carmichael, did not personally know anyone 
affected by Huntington disease (HD) outside 
his family. Getting to meet other youth who 
could truly relate to his own experience meant 
a lot. “It was amazing,” he says. “It was really 
nice to realize that there are a lot of people 
that understand it and there are a lot of people 
all working for the same goal.”

New Brunswick YPAHD member Doug 
Mallock saw the value of connecting with 
other youth affected by HD too. “You have 
friends that you talk about it to and they kind 
of understand,” he says. “But they cannot 
relate and you cannot have those deeper 
conversations about things.”

Brad and Doug returned home energized 
and teamed up to organize a screening of the 
documentary Do You Really Want to Know? 
in Halifax in May. Their goal was to get youth 
thinking and talking more openly about the 
issue of genetic testing. “It is good if we can 
kind of bounce ideas off of each other and help 
support each other when they have to make 
that decision,” says Brad.

They are keen to expand YPAHD’s presence 
down East but admit it can be tough, 
especially in areas with smaller populations.

That is something Catherine Price knows a lot 
about. “I’m from a rural town in Newfoundland 
so I grew up completely isolated,” she 

Catherine Price Dr. Ed Wild, Jaclyn Skinner, Doug Mallock, Dr. Jeff Carroll

explains. “I was completely by myself when it 
came to Huntington’s. So when I was trying to 
figure out what it was and what it meant for 
me, I basically had the Internet.”

That’s where YPAHD’s new website comes in. 
www.ypahd.ca is designed by youth and for 
youth. The online community leverages social 
media channels like Facebook and Twitter 
and provides resources to help its members 
connect and make an impact. It is a support 
group, idea incubator and fundraising and 
awareness-building toolbox all rolled into one.

The community also equips members to 
lead local events and initiatives. After getting 
involved with YPAHD, Catherine wanted 
to connect youth in Newfoundland with 
each other and founded a YPAHD chapter 
at Memorial University in St. John’s, where 
she is studying to be a nurse. The small but 
mighty group of youth have been keeping 
busy, spearheading events like the second 
annual Hope Walk and Run for Huntington 
Disease last spring.

Catherine’s efforts have not gone unnoticed. 
In February, her MP stood up in parliament to 
commend the advocacy work Catherine has 
done. “It was pretty amazing to get recognized 
like that,” she says. Catherine was also one of 
the recipients of the Queen’s Diamond Jubilee 
Award presented to only 30 people from the 
HD Community at the 2012 HSC conference in 
November.

It is the kind of work YPAHD president, 
Leah Skinner, has come to expect from the 
Maritimes. “We have a lot of momentum right 
now in the eastern part of Canada, which is 
exciting,” she says. Leah wants to build on 
that, adding more face-to-face gatherings to 
YPAHD’s slate of events to help create lasting 
and important friendships within the HD 
youth community.

To learn more and get involved with Young 
People Affected By Huntington Disease 
(YPAHD), visit www.ypahd.ca. 

Fundraising  
with flair
By Julie Stauffer

Is your chapter looking for a fresh new 
fundraising idea? Doris Ramphos may have 
just the ticket.

Last year, the Ottawa HSC supporter 
convinced a friend with a talent for 
jewellery design to put her skills to work 
for Huntington’s. A cancer survivor herself, 
Voula Delis was happy to help an important 
health cause. Using the Huntington Society of 
Canada’s logo as inspiration, she produced 
a pair of beautiful sapphire bead earrings 
capped with silver flowers.

“I had the pleasure of buying two pairs of 
these lovely earrings at our last National 
Conference, a pair for myself and a pair for 
my 83-year-old mother. She loved them,” 
says Barb Horner, HSC’s Nova Scotia and 
PEI Resource Centre Director.

Not only do the earrings look wonderful, they 
are surprisingly simple to make. All you need 
is the right type of pliers, Doris explains. 
The supplies are available online and at 
craft stores like Michaels. Get a few friends 
together and you can easily produce a few 
dozen over the course of an evening.

The Daughters of Penelope, a Hellenic 
women’s group Doris belongs to, had great 

success selling them last Christmas at $10 a 
pair. Altogether, they raised more than $2,300 
for the Huntington’s cause.

Now Doris wants to make it a trademark 
earring for the organization. “I really hope 
that other chapters will come on board and 
continue it,” she says. “That was my goal.”

But this philanthropic dynamo isn’t resting 
on her laurels. Currently she is getting 
ready to hone her knitting skills for 
another fashionable fundraiser this coming 
Christmas. “We are going to learn how to 
make these really funky-looking scarves,” 
she says.

Thanks to Doris and the Daughters of 
Penelope, HSC supporters can flaunt their 
style while contributing to their favourite 
cause.

If you’d like to learn more about making 
these fabulous earrings, or if you have  
your own fundraising ideas to share, 
contact our Chapter Development 
Department at  
events@huntingtonsociety.ca.Doris Ramphos
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By Josh Martin

Kumiko Forsyth was apprehensive the first 
time she walked into the Vancouver Island 
care facility to see Frank. A senior leader in 
her Buddhist community suggested visiting 
Frank to practise giving joy and taking away 
the suffering of others. And although she 
agreed, she had some nagging concerns.

What would it be like interacting with 
someone with a fatal, degenerative disease? 
How would she fit these volunteer hours into 
her already busy work schedule? Was she 
really up for the challenge?

Turns out she was. And then some.

With the exception of brief breaks after giving 
birth to her two children, Kumiko visited 
Frank every day for 10 years. More than 3,600 
visits later, she wonders what life will be like 
without their daily chanting sessions.

During that time, Kumiko’s life has seen a lot 
of changes: she beefed up her education, got 
married and started a family. But through it 
all, she found time to hop on her bicycle and 
pedal over to see Frank, who had no family of 
his own in the area.

Frank had Huntington disease (HD): a 
genetic disease that causes the progressive 
breakdown of cells in the brain. And although 
HD had become a big part of Frank’s life, 
Kumiko quickly found out that it did not define 
him.

She got to know about Frank’s past as a 
talented artist and graphic designer and about 
his love of nature. When they weren’t chanting 
together by his bedside shrine, they would 
go outside for walks. And when Frank could 
no longer walk, Kumiko pushed him in his 
wheelchair. Frank helped Kumiko too, opening 
her eyes to the everyday beauty around 
them. “He often stopped and gazed intently at 
individual flowers, trees or houses,” she says. 

“I’d never really paid attention to those things 
before.”

Frank also showed her how someone can 
grow stronger as a person, even as they 
became weaker physically. In the early days, 
their chanting focused on Frank and his 
health. In time though, the tone shifted, with 
Frank suggesting they chant for others, from 
world peace to finding a husband for Kumiko. 
She marvels at the gratitude he was able to 
express, even in the midst of suffering. “The 

last words he spoke were ‘thank you,’” she 
recalls.

Their visits didn’t just benefit Frank and 
Kumiko. Wendy Margetts, the care manager 
at Aberdeen Care Home, remembers the 
effects Kumiko’s joyful presence had on the 
entire facility. “It was like a trail of positive 
energy following on behind her,” she says.

Frank passed away peacefully last 
November. On the day of his memorial 
service, Kumiko took a page out of the Book 
of Frank and chanted “thank you” to the 
man that had such a profound impact on 
her. “At the beginning of my visits, I could not 
imagine how Frank would affect my life,” she 
says. “I thought that it would be a challenge 
to visit him every day, but it became part of 
my life and a joy.”

“I realized that volunteering is not only giving 
but also receiving a gift from others,” she 
concludes.

In May, HSC recognized Kumiko with an 
award for her years of devoted service. “I 
am humbled to receive such an honour from 
your society,” she says.

Thank you Kumiko, we could never achieve 
what we do without the incredible support 
from volunteers like you.

If you are interested in learning more 
about volunteering please contact us  
at 1-800-998-7398 or at  
info@huntingtonsociety.ca, there are 
many ways to give back and make a 
difference.

Emily Neuman’s speech
Emily Neuman spoke at the 2013 
Walk to Cure Huntington Disease on 
May 25th in Peterborough. Her speech 
captured the challenges that those who 
know Huntington disease face every 
day. We wanted to share it with you. 
Emily Neuman is an active member of 
the Peterborough Chapter as the YPAHD 
representative.

I’m sure that most of us volunteers have 
to pause briefly when asked the question 
“what exactly is Huntington disease?” How 
do we explain such a complicated and 
difficult disease in a mere sentence? No 
matter how hard we try, we just can’t seem 
to cram that much emotion into a simple 
short reply. Because of this, people often 
brush it off, and forget about it. Yet when 
we’re given the time to open up and tell our 
stories, we often leave people at a loss for 
words.

Because only then can they understand 
why HD is often described as a roller 
coaster, or a nightmare, and even one of 
our volunteers who’s had a double lung 
transplant due to cancer says that HD is 
the worst disease she’s ever seen – there’s 
nothing else quite like it. It is a ticking time 
bomb, a race against the clock. It starts 
off slowly, and then picks up speed as the 
disease spreads through the brain, and 
before you know it, it’s like a locomotive, 
changing and worsening faster and faster 
until you can no longer keep up with it.

Most of us here have been affected by 
Huntington’s in one way or another, so we 
all know how terrible it is, but every once 
in a while we need to be able to look on 
the bright side of things. Each and every 
person who has acted as a caregiver for 
someone with HD, grew up surrounded by 
the disease, is at risk, or has the disease; 
these are without a doubt the strongest and 
most resilient people I have ever met.

Today we are fighting not only for a cure, 
but for awareness and understanding 
within our community. A huge thank you 
goes out to all of you who have told your 
stories time and time again. And to those of 
you who are dedicated supporters, thank 
you for coming out and showing that you 
care. It means more to us than you will 
ever know.

Let’s hope that the 2013 Walk to Cure 
Huntington Disease is an outstanding 
success!

Thank you,

Emily Neuman

Celebrating Our Heroes
3,685 days with Frank
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Save the Date - October 26, 2013  
2013 Fall Symposium

Available Online

Join us for an informative discussion on the process of  
Predictive Testing and Genetic Counselling. Meghan 

Ferguson, a genetic counsellor from the Maritime Medical 
Genetics Service is our guest speaker.  

It is important to understand that once a basic science 
discovery is made there are still many steps to take before 
clinical trials and even more steps to get the treatments to 
the population, join Dr. Oksana Suchowersky, Dr. Simonetta 
Sipione and Bev Heim-Myers as they discuss this process. 

presents

Connecting our community coast-to-coast.To learn more: www.huntingtonsociety.ca

Potlucks and Passion:  
Celebrating Geri Stewart’s many years of service

Food has a wonderful way of lifting spirits 
and bringing people together. For Geri 
Stewart, it has been the delicious cornerstone 
of our Southern Vancouver Island chapter, 
where she served as president for 20-plus 
years. Now, after more than two decades of 
monthly potlucks, fundraisers and countless 
lives touched, Geri is ready to hang up her 
salad tongs and turkey carving knife and let 
someone new put their own stamp on things.

Geri’s involvement with the Society goes back 
to the early 90s. After her mother passed 
away from Huntington disease (HD), Geri 
found herself at-risk and uncertain about her 
future. She reached out to the Huntington’s 
community, attending a Huntington Society 
of Canada conference in Vancouver. “Before I 
went there, I just felt so isolated,” she recalls, 

“and I left there in awe.”

Geri also left the conference as the new 
area representative for Southern Vancouver 
Island, opening her heart and her home to 
help people affected by HD in her community 
overcome those feelings of isolation. With her 
living room serving as chapter headquarters, 
Geri hosted weekly games of Yahtzee and 
monthly potluck-fuelled meetings.

In those early days, only a handful of people 
came out. As word spread, however, the 
group ballooned to more than 40. Outgrowing 
Geri’s living room, the meetings moved to the 
basement of her church, where families and 
caregivers affected by HD have been bonding 
and breaking bread ever since.

Time and time again, Geri has gone above 
and beyond the call of duty, educating those 
around her about HD and through her 
countless public speaking engagements at 
long term care facilities.

Geri’s professional and personal backgrounds 
give her unique insight into the world of 
HD. As a neurological rehab nurse, Geri 
understands the medical side of Huntington’s. 
And while she ultimately tested gene-negative, 
four of her eight siblings have the disease.

That unique combination has allowed Geri 
and our Family Services group in British 
Columbia to team up over the years and 
provide training sessions to police, hospitals, 
nursing classes and other community groups. 

“She had that expertise to talk about it from a 
family point of view and a professional point 
of view,” says British Columbia HD Resource 
Centre Director Susan Tolley.

Her professional 
background also 
led to one of her 
favourite roles: 
camp nurse at the 
annual HD retreat in 
Squamish, British 
Columbia. Given 
her go-get-’em 
enthusiasm, it is no 
surprise she also 
took on other roles, 
from art director to 
luggage porter to 
participant greeter. 
As Geri’s bunkmate, 
Susan has even 
caught her mopping 
bathroom floors late 
at night. “When she 
gets an idea of what 

role as President, longer than probably she 
would have.” Together, this dynamic duo has 
made a tremendous difference in so many 
people’s lives.

Geri is quick to point out that there were 
many, along with Irene, who helped her over 
the years, Elia Albert spent many years 
as Treasurer, Judy Summerhayes, Merle 
Edmonds and Jeannie Shenton contributed as 
Secretary for a few years prior to Irene, along 
with her partner Michael K., just to name a few.

So what is in store for the Southern Vancouver 
Island chapter? We are excited to see who will 
step forward to build on Geri’s momentum 
and bring their own set of skills and ideas to 
the group. “Change is good,” says Geri. “The 
chapter can be whatever you want it to be.”

To learn more about starting or getting 
involved with a chapter in your area,  
contact us at info@huntingtonsociety.ca.

Celebrating great teamwork: Brandy, Alanna, Merle, Geri, Flo

she wants to do, she’s a force to be reckoned 
with,” says Susan.

Geri has given so much, but she has also 
received a lot out of her involvement. “My 
life has been so enriched being connected to 
Huntington’s,” she says. We cannot thank Geri 
enough for her outstanding contributions over 
these many, many years. And although we are 
sad to see her go as chapter president, we 
are happy that she will be staying involved 
in other ways. Her annual garage sale and 
barbeque fundraiser will continue, and she 
plans to stay on as camp nurse as long as she 
is able. “I am not disappearing into the night,” 
Geri assures us.

Geri’s right-hand woman, Irene Emerick, also 
stepped down this year after over five years 
as chapter secretary, and we want to extend 
our heartfelt appreciation to her as well. “I see 
Irene as really a co-president,” says Susan. “I 
think Irene allowed Geri to continue on in her 
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