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Go, Mouse, Go!
HSC-funded research opens door to drug 
for motor symptoms
By Julie Stauffer

The breakthrough came when Dr. Stephen 
Ferguson and his team put the mouse on the 
rotarod: a tiny treadmill used to test balance and 
coordination in mice. The rodent ran. And it ran. 
And it just kept on running.

Long after other Huntington disease mice hit 
their limit, this guy kept going. In the process, it 
revealed a potential treatment for HD.

This particular mouse had the HD gene. So what 
made it different? The secret, says Dr. Ferguson, 
lies in a glutamate receptor called mGluR5 found 
in the membrane of brain cells. In healthy mice 
and humans, mGluR5 is an essential part of the 
machinery that transmits signals from one brain 
cell to the next. In Huntington disease, however, 
things go awry.

In his glass-enclosed lab at the Robarts Research 
Institute, where lab benches overflow with 
reagents and equipment, Dr. Ferguson and his 
team have been examining the connection 
between mGluR5 and Huntington disease for 
more than a decade. They discovered that the 
huntingtin protein interacts with mGluR5, and that 
the mGluR5 signaling pathway looks different in 
HD mice.

In 2011, HSC awarded Dr. Ferguson a NAVIGATOR 
grant to see what would happen if they knocked 
out mGluR5 in Huntington’s mice. The results 
were dramatic. When the researchers crossed 
Huntington’s mice with mice that lack the gene 
for the receptor, they ended up with offspring 
that could run marathons on the rotarod. His 
conclusion: blocking glutamate receptors has a big 
impact on motor symptoms.

Not only that, there were also big differences 
inside the brain cells. When Dr. Ferguson and his 
colleagues looked at the nucleus, they found 90 
per cent less of the huntingtin protein aggregates 
that are a hallmark of HD.

While they used genetic engineering to achieve 
these results, there are other ways to accomplish 
these types of results. The pharmaceutical industry 
has already come up with mGluR5 blockers to 
treat other diseases and tested them in humans to 
prove they are safe. So instead of going through 
time-consuming phase I and phase II clinical trials, 
researchers could jump straight to phase III, fast-
tracking these drugs as potential HD treatments.

HSC Research Council Chair, Dr. Ray Truant, 
predicts Dr. Ferguson’s paper will grab the 
attention of the pharmaceutical industry. 
Glutamate receptor blockers are all the buzz right 
now, he says, and these results could convince big 
drug companies to consider applying them to HD, 
Parkinson’s and other movement disorders.

Dr. Ferguson’s current study did not look at 
cognitive symptoms, but that is his next goal. 
Because other research has shown that mGluR5 
plays an important role in memory and learning, 
he expects to see an impact.

All that said, we shouldn’t be reaching for the 
champagne bottle just yet.

“It’s certainly not going to be a cure,” Dr. Ferguson 
cautions. “But maybe we could slow down the 
progression and give people a better quality of 
life.” Having seen how an experimental cancer 
drug gave his father an extra five months of life, he 
knows how much that can mean.

Horizon: New 
fresh look. Same 
great content.
By Christina Steinmann

HSC is pleased to announce a new updated 
design for Horizon . It has been several years 
since the last time Horizon had a new look . 
The time seemed right to update Horizon 
to coincide with the updating of other 
Huntington Society materials; including our 
brochures and booklets and of course our 
new website . Not only have we updated the 
look, but we have changed and increased 
the font size and removed the response card 
from the back panel . It is now included as 
an insert, which you may have noticed in the 
past few issues . This provides us with more 
space for great articles .

Thank you to those who provided feedback 
contributing to the new design . A very 
special thank you to our designer Steve 
Dunnings, from Real World Graphic Design . 
Steve volunteered his time on this project 
and we are very grateful .

We are always interested to hear your 
feedback . Please let us know your 
thoughts on the fresh look and send any 
comments or questions about Horizon to 
communications@huntingtonsociety .ca or 
call us at 1-800-998-7398 .
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Note from the CEO
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There is nothing like standing up in front of a room 
full of supporters to keep me feeling passionate 
and inspired. Take for instance Co-op Atlantic’s 
charity golf tournament last September. It was my 
chance to not only thank them for over 14 years of 
incredible support but also to describe how much 
impact their donations are making as we put our 
strategic plan into action.

One way that is happening is through 
groundbreaking research. This year got off to 
an amazing start when Dr. Stephen Ferguson’s 
HSC-funded research made headlines in January. 
His work with glutamate receptors could pave the 
way to treatments that reduce motor symptoms, 
not just in HD, but also in Parkinson’s and other 
movement disorders.

As Dr. Ferguson proves, HSC grants lead to 
important breakthroughs. The calibre of proposals 
we get each year is staggering, and each year we 
are forced to make very difficult choices. That is 
why one of our key priorities going forward is to 
raise more money for research, so no promising 
proposal goes unfunded.

Meanwhile, our service to families continues 
to grow. The multi-disciplinary HD clinic that 
recently opened in Newfoundland is just the latest 
example. I am also thrilled to see our first youth 
being paired with trained mentors, making HSC a 
world leader in supporting young people affected 
by HD.

We have been seeing even more momentum 
on the advocacy front. Last fall, the federal 
government announced, in the Speech from the 
Throne, that it was making genetic fairness a 
priority. To push that agenda forward, I have been 
meeting with key stakeholders like the Canadian 
Human Rights Commissioners, the Federal Privacy 
Commissioner’s office and the Ontario Genetic 
Secretariat. Change is in the air. As a result, we 
need your voices now more than ever so we can 
put an end to genetic discrimination in Canada.

Finally, we continue to look for ways to make each 
dollar go further, whether it is by streamlining our 
financial reporting process or installing a better 
telephone system. The more efficient we can make 
our operations, the more money we can put where 
it really counts: research, advocacy and services.

Today, HSC is in a strong position and ready 
to take on new challenges. That is all possible 
because of your support. To everyone who 
contributes to HSC, from charity golfers to monthly 
donors to the families who tell their stories during 
May Awareness month, thank you for believing in 
what we are doing.

Bev Heim-Myers 
Chief Executive Officer

By Christina Steinmann

The Huntington Society of Canada tells a powerful story; a story of a 
community of caring people who pull together and change the reality for 
families living with Huntington disease. We wanted to share some of these 
powerful stories with you to let you know that by learning more about the 
work that is done at the Society, you make a difference in helping us educate 
Canadians about Huntington disease.

There are benefits to sharing our stories via short videos. Recent studies tell us 
that our attention span has dropped considerably over the last 10 years and 
many people are too busy to watch a lengthy educational video. Short, direct, 

A New Way to View the Society
engaging videos are more likely to be watched and shared by viewers. Videos 
help to personalize the stories we are sharing, you can hear it ‘straight from 
the horse’s mouth’, and in a quick and concise manner.

We are continually working to create new videos and fresh content to share 
with and inspire you. Check out the video library on our website at  
www .huntingtonsocety .ca/videos. If you have an engaging story to tell, 
contact us at communications@huntingtonsociety .ca, or call  
1-800-998-7398. We would love to share your story.

Sponsored by:
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By Josh Martin

High atop Dundas Peak, Robert “Schelly” 
Shellenberg has a chance to catch his breath 
and take in the view of his hometown of Dundas, 
Ontario, nestled far below. The craggy lookout is 
just one of the 73-year-old’s favourite stops during 
the two-hour walk he takes each morning along 
the Niagara Escarpment.

There is more to Schelly’s daily constitutionals 
than keeping the pounds off. Ever since his wife 
Lenita was diagnosed with HD in 1994, staying 
active also helps both his mind and body stay fit 
to handle the everyday challenges he faces as a 
caregiver. “It gives you a feeling that everything is 
going to be all right, that you can deal with living 
again,” he says.

Schelly can feel the difference the moment he 
steps outside his door. “The first thing I notice 
walking is the air hitting my face,” he says. “You 
get happier right away.” Schelly winds his way 
along Spencer Creek and the Bruce Trail, taking 
in the sights and sounds around him: the ripples 
in the water, the chirping birds, the chatter of 

By Josh Martin

The concept is simple, to provide youth with 
an experienced peer to help them through the 
challenges they may face, provide positive role 
models, and break down the sense of isolation 
many young people feel growing up in families 
affected by HD. “It is just a really great way to 
provide young people with information and 
support,” says Youth Mentorship Coordinator, Erin 
Stephen.

Are you a teen or young adult? Have you thought 
about having your own HD guide, someone to 
bounce your ideas and thoughts off of? Are you 
a parent and think your child could benefit from 
having a mentor? Talk to the Youth Mentorship 
Coordinator or your local Family Services staff who 
will give you more information and help you with 
the process. It does not matter where you live, 
because you can connect with your mentor via 
FaceTime, Skype, texting, email and more.

An 
Ariel 
View
Memory Stories with 
Mary Rivard-David
I have invited some friends to share their 
memories of the Society’s early days . In this 
Memory Story, Mary Rivard-David, former 
chair of the HSC Board, recalls a few personal 
moments of the past 40 years .

In 1973, on my 31st birthday, my youngest 
sister came to visit in Montreal and dropped 
a bombshell . Evidently, our dear mother, who 
had recently passed away, had died from 
Huntington’s (HD), a disorder which is both 
hereditary and fatal . Such a devastating piece 
of news to have received on my birthday! After 
several weeks of self-pity I decided that the best 
way to deal with this shock was to become very 
informed about this unfamiliar disease and, if 
possible, to contact others who were in the same 
predicament as I .

Montreal neurologists referred me to Ms . 
Marjorie Guthrie, Executive Director of the 
Committee to Combat Huntington’s Disease 
in the U .S . She in turn referred me to Canadian 
volunteers, Ralph and Ariel Walker, who were 
in the process of forming a self-help group for 
Canadian families afflicted with Huntington’s . 
Ralph, a high school guidance counsellor, had 
taken a leave of absence from school and had 
begun building an HD network, working from 
a closet/office in his Galt (Cambridge), Ontario 
home . He really didn’t know where this idea 
was going, and I didn’t either, but after much 
long distance dialoguing we agreed to work 
together, he in Ontario, and me in Quebec . My 
new obligations included media interviews, 
fundraising activities, personal home visits, etc . 
I had never in my life done any of these things! 
My busiest volunteers were the friends and 
neighbours I recruited, nobody was spared . 
Everyone who knew the Rivard-David family 
knew about Huntington’s and they all helped 
(whether they wanted to or not) .

In the 1980s, the International Huntington 
Association was born and in 1985 I was 
honoured to be the Canadian representative 
at its meeting in Lille, France . Since concepts of 
volunteerism are not valued equally in Europe as 
in North America, I found myself coming to 

“There is nothing else like this in the HD world,” 
says Erin. When the new Youth Mentorship 
Program was presented at HSC’s 2012 National 
Conference, it was little more than the proverbial 
sketch on the back of a napkin. Now, with the 
first crop of mentors trained, Erin is busy recruiting 
mentees. “We are very excited about it,” she 
says. Connecting mentors and mentees is the next 
step in making the Youth Mentorship Program a 
success and helping youth across Canada.

In 2013, the Huntington Society of Canada 
established a Youth Mentorship Coordinator 
position, to help develop and support this program. 
As a social worker, with a background working 
with youth, Erin knew how valuable it was for 
youth to have people in their lives who can offer 
a sympathetic ear so, she was an ideal candidate 
for the position. This role expands on her existing 
duties as the Saskatchewan Resource Centre 
Director.

To help bring the idea to life, HSC turned to the 
Edmonton-based Mark Mercier Foundation, an 
organization that knows first-hand how a little 
idea can grow into something big. After Mark was 
diagnosed with Parkinson’s disease, the family 

Calling All Youth! 

Fresh Air and Exercise
chipmunks, the wind in the top of the trees. These 
outings are a chance for Schelly to recharge his 
batteries, clear his head and rejuvenate his spirits. 

“Being a caregiver is a very difficult endeavour,” he 
says. “If I didn’t have the walking, it would be a 
terrible time.”

According to award winning scientist and author, 
Diana Beresford-Kroeger, the forests around 
Schelly’s home may be doing more than just 
buoying his spirits, however. Diana is an expert 
in something called forest bathing: a practice 
that involves spending time in mature forests to 
breathe in and absorb healing compounds that 
are released from certain trees. Advocates of forest 
bathing believe these compounds have curative 
properties that help boost the immune system, 
improve heart flow and strengthen the nervous 
system.

Whether you are a caregiver, someone with HD, or 
someone at-risk, Diana believes forest bathing can 
bring benefits across the continent. For best results, 
she recommends walking slowly through a mature 
pine or cedar forest during a warm, sunny day, 
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taking the time to breathe deeply and physically 
handle the sticks and other tree material you come 
across. While the jury is still out on the health merits, 
it is hard to argue with the price tag. “What I am 
talking about is not a strict science,” Diana says. 

“But it is something that can be tried for next to 
nothing.”

Just down the road from Schelly’s house, Dr. Tamara 
Maiuri is hard at work at Dr. Ray Truant’s HD lab at 
McMaster University. As a contributor to HD Buzz, 
Tamara has seen mounting evidence supporting the 
idea that active lifestyles are beneficial to patients 
with Huntington disease. Recent studies out of 
Norway and Australia show that patients engaged 
in programs that promote physical, mental and 
social stimulation saw a noticeable improvement in 
symptoms.

Participants in the studies did not have to go on 
hikes, like Schelly, each day to see results. The 
regular exercise they were getting had a positive 
effect on things like balance, walking ability and 
physical quality of life, underscoring an age-old 
truth: exercise is good for you.

Another study involving gardening activities 
highlighted some of the psychological benefits of 
getting off the couch. “People reported that they 
got a lot from being outside,” says Tamara. “The 
gardening aspect of it really gave them a sense of 
achievement.” Interesting, yes, but Tamara is quick 

hosted a simple fundraising dinner for him. What 
they got was an overwhelming outpouring of 
donations from the community, inspiring Mark to 
establish the foundation to help others dealing with 
neurological disorders.

Since 2006, the Foundation has contributed more 
than $130,000 to the Society, specifically helping 
HSC expand the youth programs. “We try to fill in 
gaps where there isn’t support for people,” says 
Mark’s daughter, Ricki Mercier.

Fresh Air and 
Exercise
continued from page 3

Calling All Youth!
continued from page 3 

Taking Up the Torch

to point out that the sample sizes of these studies 
were very small and that more research needs to 
happen before any concrete conclusions can be 
made.

Still, she says, finding an activity you can safely 
enjoy that keeps your body and mind stimulated 
is never a bad thing. “If something improves your 
quality of life, then do it,” Tamara suggests.

You do not have to tell Schelly twice. Back in 
Greensville, he is lacing up his hiking shoes for 
another trek up to Dundas Peak. Maybe today 
he will see his favourite kingfisher. As far as he is 
concerned, a breath of fresh air and the sun on his 
face are the best kinds of medicine out there. “It is 
kind of like a happy pill,” he says.

To learn more about the benefits of exercise and HD 
check the Fact Sheets section of the HSC website at 
www .huntingtonsociety .ca or call us at  
1-800-998-7398.

Thanks to the generous support of the Mark Mercier 
Foundation, HSC has been able to establish the pilot 
Youth Mentorship Program, develop policies and 
procedures and run an intensive training weekend 
for mentors-to-be.

Mentees and mentors also have support from 
the Coordinator through monthly check-ins, as 
well as an annual review with both the youth and 
their parents. Mentors will also stay at the top of 
their game by participating in ongoing training 
throughout the year with the Youth Mentorship 
Coordinator.

The pilot phase of the Mentorship Program is set 
to run for a year. If all goes well, the Society hopes 
to expand it in 2015. For now, however, Erin’s 
message is simple: “We are up and ready to go!” 
The mentors are ready to begin helping other youth.

If you or someone you know would like more 
information about the program, or would like to  
be matched with a mentor, contact us at  
mentorship@huntingtonsociety .ca or call the 
Youth Mentorship Coordinator at 1-855-253-0215.

By Julie Stauffer

Steve Carmichael can no longer speak up about 
HD . These days, the Halifax father of two can only 
communicate by winking and smiling with his 
whole face . But his can-do attitude has inspired 
his children, Brittany and Brad, to go public with 
their family’s story during May Awareness month 
and to contribute to the Huntington’s cause year 
round .

Steve started showing signs of HD when Brittany 
was just a toddler . As his symptoms progressed, 
he lost his job and drivers license . But he was 
always there for his kids, Brittany recalls: walking 
them home from school, helping them with 
homework and organizing games of Marco Polo 
in the neighbourhood pool . “He didn’t let the 
Huntington’s stop him,” says Brittany, now 23 .

For years, Steve called up members of their 
church to support local HSC fundraisers . When the 

disease advanced to a point where he couldn’t 
speak clearly anymore, the rest of the family took 
up the torch .

To put HD on the public radar, the Carmichaels 
volunteered to be the primary focus of our 2001 
Partners in Hope video . More recently, Brad 
became an active member of YPAHD, raising 
awareness and funds throughout the East Coast . 
Meanwhile, Brittany is a trained HSC mentor, 
ready to offer support and an empathetic ear to 
other youth affected by HD .

Now, by telling their story, Brittany and Brad want 
to inspire Canadians to donate to HSC –  
providing the dollars so vital for serving 
families like theirs and funding the research the 
Carmichaels believe will produce treatments . 

“That’s why my dad is still alive,” says Brittany . 
“He is so positive .”

Neither Brad nor Brittany know whether they 
have inherited Steve’s HD gene . There is no 
question, however, that they have inherited his 
positive attitude and his determination to make 
a difference .

We would like to extend our deepest sympathy 
to the Carmichael Family on the loss of Steve 
Carmichael . This article was written prior Steve’s 
passing . We wanted to honour his memory by 
sharing their story in its entirety . 

HSC  
March 5, 2013
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If you are part of the HD community you will 
want to be in Winnipeg in October. This year’s 
conference committee is working hard to make 
the 2014 conference an outstanding event! Join 
us for two days of education and learning while 
exploring the cosmopolitan  and international 
flair of Winnipeg, combined with its warm and 
welcoming spirit. From world-class historic sites 
to exhibits to attractions to festivals, there is a lot 
to do in Winnipeg. The conference will be held at 
the Holiday Inn Airport West, on Portage Avenue 
in Winnipeg, Manitoba. For more information or to 
register, contact us at 1-800-998-7398, email us 
at events@huntingtonsociety .ca, or visit  
www .huntingtonsociety .ca/events.

Conference Featured 
Speakers Include:

Dr. Ed Wild, 
MRCP

Dr. Wild is a popular 
speaker and friend 
of HSC, a Clinical 
Lecturer in Neurology 
at UCL Institute of 
Neurology, Queen 
Square, London, and an 

Honourary Specialist Registrar in Neurology at the 
National Hospital for Neurology and Neurosurgery. 
Dr. Wild’s wit and charm informs and dazzles 
HD audiences worldwide. Since 2009, he has 
been collaborating with Dr. Jeff Carroll to make 
HD research news accessible to the global HD 
community.

Dr. Jeff Carroll

A friend of the Society, 
Dr. Jeff Carroll is a 
scientist studying HD as 
an assistant professor 
at Western Washington 
University. His 
research is focused on 
understanding the links 

between metabolism and CAG-expansion in the 
huntingtin gene. As well as conducting research, 
Jeff is a member of an HD family and himself 
carries the mutation which causes the disease. Jeff 
also co-founded and serves as co-editor-in-chief of 
HDBuzz.net with Dr. Ed Wild.

Save the 

Date!

HSC 2014 National Conference

Charles Sabine

Emmy-award winning 
TV journalist, and 
friend of the Society, 
Charles Sabine, worked 
for the US network 
NBC News for 26 years. 
His career took him 
through twelve wars, 

six revolutions, and four earthquakes, to most 
of the major news events of Europe, the Middle 
East, Africa and Asia. There, he learnt first-hand 
the extraordinary limits that the human spirit 
is capable of reaching, in the face of tragedy, 
inflicted by both nature and mankind.

Dr. Michael 
Hayden

An honoured friend 
of the Society, Dr. 
Michael Hayden will 
join us at the 2014 
National Conference. 
As President of 
Global R&D and Chief 

Scientific Officer at Teva, he remains a Killam 
Professor of Medical Genetics at the University 
of British Columbia and Canada Research Chair 
in Human Genetics and Molecular Medicine. Dr. 
Hayden is a Senior Scientist at the Center for 
Molecular Medicine and Therapeutics (CMMT) in 
Vancouver, BC, a genetic research centre within 
UBC, and the Program Director of the Translational 
Laboratory in Genetic Medicine in Singapore. HSC 
is pleased to welcome Dr. Michael Hayden to the 
2014 National Conference.

For further details on 2014 National Conference 
visit www .huntingtonsociety .ca/events

Annual General 
Meeting of the 

Huntington Society 
of Canada

Date: Saturday, October 25, 2014

Time: 10:45 AM

Place: Holiday Inn Airport West 
2520 Portage Avenue 

Winnipeg, Manitoba  R3J 3T6  
The Chateau Riel Room

Please go to www .huntingtonsociety .ca or 
contact us at info@huntingtonsociety .ca 

or 1-800-998-7398 for further details .

YPAHD Day
Back by popular demand, the 
HSC National Conference 2014 
will include a day dedicated to 
youth.

Young People Affected by Huntington Disease 
(YPAHD) is delighted to announce the second 
national day dedicated to youth. Hosted at the 
Holiday Inn Airport West in Winnipeg, Manitoba 
the day before the National Conference, this 
day will focus on embracing our strength. The 
challenges faced by youth who are affected 
by Huntington disease are unique. By bringing 
young people together in a face-to-face forum, 
YPAHD’s goal is to create a stronger network 
that addresses feelings of isolation and fear of 
the unknown. All youth are welcome.

To ensure your spot, please register by 
September 15, 2014. To learn more about this 
special day or to volunteer please check out 
www .huntingtonsociety .ca or call  
1-800-998-7398.

Date: October 23, 2014 
Where: Holiday Inn Airport West, Winnipeg, MB 
Age Groups: 12 – 17 and 18 – 40 
Register: www .huntingtonsociety .ca/events or 
call 1-800-998-7398.

October 24 & 25, 2014

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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Events Calendar 2014: Coming to your Neighbourhood Soon!

Join us to help raise funds and awareness for HD! For a complete list of all HSC events across 
Canada, visit www.huntingtonsociety.ca/events

April
April 5

Score ONE for the TEAM
Peterborough, ON  
Peterborough Sport and Wellness Centre
Join us for the 6th annual score ONE for the TEAM, 3 
on 3 Basketball Tournament! For more information, 
email score .one3on3@gmail .com.

Web: http://score-one-for-the-team .com/

April 5
Billiards Night
Sudbury, ON, Rhythm N’ Cues
Join the Sudbury Chapter for an evening of billiards, 
prizes, and silent auction. Tickets are $20 each. 
Tickets and more information are available from 
Rita at 1-705-586-2429 or reach her by email at 
hd .sudbury@live .ca.

April 5 & 6
8th Annual Volleyball Tournament
Port Colborne, ON
Recreational and Competitive ‘B’ divisions. To enter a 
team and for more information, contact Lynn or Rick 
at 1-905-834-3640 or rminer2@cogeco .ca.

April 25 
Walk for a Cure
Wawota, SK
For more information, please contact Joanne Corkish 
at 1-306-739-2237.

April 27
16th Annual Architectural Gems of 
Toronto Walk
Toronto, ON 
Starting location: Small park on the west side of 
Madison Ave, just north of Bloor St. West
Walking tours of the Annex Neighbourhood. 
Registration 1:00 p.m., walking tours 2:00 p.m., social 
gathering 3:30 p.m. at Shoeless Joe’s (720 Spadina). 
For more information, call Jim at 1-416- 809-2469 or 
email gems@hdtoronto .org.

Web: http://huntington .akaraisin .
com/2014GemsWalk

April 29 – May 3
Niagara Book Sale
St. Catharines, ON 
Fairview Mall
Semi-annual fundraiser, Tuesday to Friday 9 a.m. 
to 9 p.m., & Saturday 10 a.m. to 4 p.m. For more 
information, call Gail at 1-905-892-6024 or email 
gaildekoning@gmail .com.

May
May 4 

GoodLife Fitness Toronto Marathon
Toronto, ON
Join TeamHD and the 2014 Running Challenge. 
Run for a reason! Options include a marathon, 
½ marathon, 5k run, 5k walk, and a relay event. 
Fundraising prizes include TeamHD tech shirts, 
TeamHD hoodies, and race registration refunds! 
Contact events@huntingtonsociety .ca or 1-800-998-
7398 for more information.

Web: www .teamHD .ca

May 18 
Scotiabank Blue Nose Marathon
Halifax, NS
Join TeamHD and the 2014 Running Challenge. 
Run for a reason! Options include a marathon, ½ 
marathon, 10k run and 5k run. Fundraising prizes 
include TeamHD tech shirts, TeamHD hoodies, 
and race registration refunds! Contact events@
huntingtonsociety .ca or 1-800-998-7398 before 
registering for a free registration code!

Web: www .teamHD .ca

May 24   
7th Annual Run to Finish  
Huntington Disease
Vernon, BC 
Kin Beach Park
Options include 1k walk, 5k walk or run. Registration 
9:00 a.m. Run 10:00 a.m. For more information, call 
Dan at 1-250- 808-8072 or email hscokanagan@
yahoo .ca.

Web: www .teamHD .ca

May 24 
Walk to Cure Huntington Disease
Peterborough, ON 
City Hall
Registration starts at 9:00 a.m. The walk starts at 
10:00 a.m. and is followed by a Party in the Park at 
Del Crary Park. For more information, call Amanda at 
1-705-875-5059 or email walk@peterborough .org.

Web: http://huntingtonsociety .kintera .org/
PeterboroughWalktoCureHD

May 24 & 25 
Ottawa Race Weekend
Ottawa, ON
Join TeamHD and the 2014 Running Challenge. Run 
for a reason! Options include marathon, ½ marathon, 
10k, 5k, 2k, Y kids marathon & wheelchair marathon. 
For more information, contact Ray at 1-613-741-0282 
or raybailey209@gmail .com.

Web: www .teamHD .ca

May 25 
Walk to Cure Huntington Disease
Bowmanville, ON, 
Bow Memorial Park
Registration starts at 10:30 a.m. The walk starts 
at 11:00 a.m. and is followed by lunch and 
entertainment in the park! For more information, 
call Bunny Clark at 1-905-723-5262 or email 
durhamregionhd@gmail .com.

Web: http://huntingtonsociety .kintera .org/
DurhamRegionWalk

May 31 
Edmonton Walk to Cure HD
Edmonton, AB 
Emily Murphy Park
The walk is held at Edmonton’s wonderful Emily 
Murphy Park (11904 Emily Murphy Park Road NW) 
on the south bank of the North Saskatchewan River. 
Registration begins at 1:00 p.m., Walk begins at 
2:00 p.m. No dogs please. Please contact Joan at 
1-780-352-7937 or jlcallum@hotmail .com for more 
information.

Web: http://huntingtonsociety .kintera .org/
EdmontonWalktoCureHD

June
June 1 

Scotiabank Calgary Marathon
Calgary, AB
Join TeamHD and the 2014 Running Challenge. 
Run for a reason! Options include marathon, ½ 
marathon, 10k, 5k, & kids marathon. For more 
information, call 1-800- 998-7398 or email events@
huntingtonsociety .ca.

Web: www .teamHD .ca

June 7 
TeamHD St. John’s Run & Walk for HD
St. John’s, NL
Join us for a fun run (or walk) around the Quidi Vidi 
Lake Trail (3.8km). Registration begins at 10:30 a.m., 
the run/walk starts at 11:00 a.m., and is followed by 
lunch and refreshments. For more information, contact 
Catherine Price at 1-709-832-7870 or catherine .
price@mun .ca.

Web: www .teamHD .ca

June 7 
7th Annual Saskatchewan Walk  
to a Cure
Saskatoon, SK 
Meewasin Trail, University of Saskatchewan
Registration 9:30 a.m., Walk 10:00 a.m. For more 
information, call June at 1-306-997-2052.
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Looking to get involved? To volunteer, participate or if you have an event 
idea please contact us.

To volunteer please email volunteer@huntingtonsociety.ca. 
For event suggestions, please email events@huntingtonsociety.ca or call 1-800-998-7398

June 7 
PEI Indy Go-Kart Challenge
Burlington, PEI 
Burlington Amusement Park
Join us at the PEI Indy for a fun family day from 9:30 
a.m. to 12:30 p.m. For more information, call Stephen 
or Janet-Rose Hurst at 1-902-888-3013.

June 7 
2nd Annual Game On for  
Huntington Disease
Tweed, ON 
Poplars Golf Club
Registration at 9:00 a.m., Shotgun start at 10:00 a.m. 
$80 per player, includes a $20 tax receipt per player. 
For more information, contact Becky or George at 
1-613-902-0549 or georgerussell34@yahoo .com.

June 7 
4th Annual HSC Southern Alberta  
Golf Tournament
Calgary, AB
For more information, please contact Jacob Hendricks 
at jhendriks1962@gmail .com.

June 7 
8th Annual Hike for Huntington’s
Exeter, ON, McNaughton Park
Hosted by the Knights of Columbus. Registration starts 
at 9:30 a.m., Walk starts at 10:00 a.m. For more info, 
contact Herman at (519) 532-1558.

June 8 
19th Annual Golf Tournament
Brandon, MB, Glen Lea Golf Course
Shotgun start at 12 noon, 3 divisions of 2 teams, 
mens/ladies/mixed. For more information, call Sandy at 
1-204-724-0534.

June 12
Race for a Cure
Ottawa, ON, Rideau Carleton Raceway
Join us at Canada’s fastest 5/8 mile track for a fun 
night at the races! For more information, please 
contact Sharon Haig at sharon .haig@sympatico .ca or 
1-613-739-4446.

June 14 
4th Annual Hope for a Cure for HD
Guelph, ON, Riverside Park
Join the Grand River Chapter, TeamHD, and the 2014 
Running Challenge. Run for a reason! Registration 
9:30 a.m., Run 10:00 a.m., 5k run/walk. For more info, 
email Murray at murray .mccullough@gmail .com or 
call Pamela at 1-519-212-1989.

Web: www .teamHD .ca

June 14
A Night To Flourish
Calgary, AB, Calgary Italian Club
Cocktails at 6:00 p.m., Dinner at 7:00 p.m., Cash bar. 
Tickets $125. For tickets or more information, call Tara 
at 1-403-861-5730.

June 22 
Run to Finish Huntington Disease
Saint John, NB, Rockwood Park
Options include 1k walk, 5k walk or run. Registration 
10:00 a.m., Run 11:00 a.m., Refreshments & Fun at 
12:00 p.m. For more information, call Doug at 1-506-
662-4920 or email dougy_mall_39@hotmail .com.

Web: www .teamHD .ca

June 22 
Run for Huntington Disease
Toronto, ON 
Wilket Creek Park
Options include a 10k run, 5k run, and a 5k hike. 
Registration 8:00 a.m., 10k run 10:00 a.m., 5k hike 
10:05 a.m., 5k run 10:15 a.m. For more information, 
call 1-647-238-6294 or email run@hdtoronto .org.

Web: http://huntington .akaraisin .
com/2014TorontoRunforHD

June 28 
HOPE for a Cure Run & Walk
Calgary, AB 
Glenmore Park, Snowy Owl Picnic Site
6th Annual 8k Run, 5k Run, or 5k Walk. For more 
information, contact events@huntingtonsociety .ca or 
1-800-998-7398.

Web: www .teamHD .ca

July
July 19

11th Annual Beach Volleyball Tournament 
for HD
Barry’s Bay, ON
For more information or to register a team, contact 
Melissa at 1-613-756-3060.

August
August 13 

10th Annual Cameron Golf Tournament
Toronto, ON 
Deer Creek Golf & Banquet Facility
In partnership with Cameron & Associates. Join us for 
a great day of lunch, golf, games, dinner, and a silent 
auction. For more information, call Kim at 1-416-529-
4340 or email kim_cameron@rogers .com.

August 23
5th Annual HD Ride 4 a Cure Trail Ride
Grande Prairie, AB
Bring your horse, jump in a wagon, or just come down 
for a drink and dance the evening away! For more 
information, call Mack at 1-780-897-8048 or email 
merno@jadecash .com.

Web: www .peacecountryhd .ca

September
September 6 

Bert Sauder Memorial Golf Tournament
Port Colborne, ON 
Whisky Run Golf Club
Shotgun start at 10:00 a.m. For more information, 
please contact Gail DeKoning at gaildekoning@
gmail .com or 1-905-892-6024.

September 7 
Indy Go-Kart Challenge
Winnipeg, MB, 
Thunder Rapids Fun Park, Headingley
Join us for a great day full of fun and prizes! For more 
information, contact Vern at 1-204-694-1779 or 
vbarrett@mts .net.
Web: www .hdmanitoba .ca

September 7 
Indy Go-Kart Challenge
Windsor, ON, XS Family Fun Centre
Join us for a great day of family fun! Check in begins 
at 8:45 a.m. and racing goes from 9:30 a.m. to 
11:30 a.m. For more information, contact Paul at 
thebatemans@sympatico .ca or 1-519-322-5924.

Web: http://huntingtonsociety .kintera .org/EssexIndy

September 7 
Indy Go-Kart Challenge
Halifax, NS 
Atlantic Playland, Hammonds Plains
Join us for a great day full of fun for the entire family! 
For more information, contact Jim at 1-902-445-3516 
or email jimrussell@eastlink .ca.

Web: http://huntingtonsociety .kintera .org/
HalifaxIndy

September 7
Hike 4 Huntington’s
North Vancouver, BC 
Lower Seymour Conservation Reserve
Registration 8:30 a.m., Entertainment & warm-up 
9:15 a.m., Hike 10 a.m., BBQ 11 a.m. For more 
information, contact Diane at 1-604-596-6615 or 
email dianetullson@hotmail .com.

Web: www .hike4huntingtons .ca
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Raise Your 
Voice for 
Genetic 
Fairness
By Josh Martin

On October 16, 2013, 
Governor General 
David Johnston 
made history when 
he announced “Our 
Government will 
prevent employers 
and insurance companies from discriminating 
against Canadians on the basis of genetic 
testing .” Those words, spoken in the Speech 
from the Throne, signaled an unprecedented 
commitment from our national leaders to 
make genetic fairness a reality in Canada .

Now, says Bev Heim-Myers, HSC’s CEO and 
Chair of the Canadian Coalition for Genetic 
Fairness, we need to help them deliver on 
that commitment and to drive change at both 
the federal and provincial levels . To move the 
agenda forward, Bev has been meeting with 
key players like the Canadian Human Rights 
Commissioner, the Ontario Genetic Secretariat 
and the Federal Privacy Commissioner, to 
name a few .

At the federal level, Senator James Cowan 
retabled a genetic non-discrimination bill, Bill 
S-201 . This bill was taken to a second reading 
in February 2014 . In Ontario, MPP Mike Colle 
tabled Bill 127, which aims to add genetic 
characteristics to the province’s human 
rights code . And in Alberta, the provincial 
government is seriously discussing genetic 
fairness legislation .

The momentum we are seeing with legislators 
and decision-makers is exciting . Still, the 
success of our cause hinges on the most 
important stakeholders of all: you . “It is now 
time for all Canadians to let those people 
know that this is important to them,” says Bev . 

“We need everybody to raise their voice .”

So take action . Contact your senator, your 
MP and your provincial representative and 
let them know you support ending genetic 
discrimination in Canada .

For resources and contact information, just head 
to the Canadian Coalition for Genetic Fairness 

“Take Action” page at www .ccgf-cceg .ca.

Youth Action on 
the National and 
International Level
By Leah Skinner

In October 2008, at the Huntington Society 
of Canada’s National Conference held in 
Charlottetown, PEI, a group of young people 
addressed a growing need in the HD community: 
a youth-run chapter within HSC to focus on 
youth related issues. Young People Affected by 
Huntington Disease (YPAHD) was founded and 
has evolved immensely over the last five years with 
the core goals being to support, advocate, and 
raise awareness among, and for, youth in the HD 
community and beyond. As YPAHD was gaining 
momentum and membership, the importance 
and awareness of young people around the 
world affected by HD, and their need for support 
and advocates was developing. With YPAHD as 
a guiding force, an independent and non-profit 
international organization (with funding and 
support from HSC) was founded; the Huntington 
Disease Youth Organization (HDYO). HDYO’s goals 
are parallel with YPAHD’s, both aiming to provide 
information and support to young people impacted 
by HD, reason enough for me to be involved.

Since YPAHD and HDYO are so closely linked in 
their goals and desired outcomes, it is essential 
that collaboration and communication occur. One 
means of ensuring this happens is having a YPAHD 
member sit on the HDYO board and communicating 
initiatives that YPAHD is undertaking so other 
countries and organizations can take note of 
our cutting edge ideas, such as the HSC Youth 
Mentorship Program. Another undertaking that 

HDYO and YPAHD are presently working on is a 
video project. The video project will be focusing on 
inspiring youth from across the country that are 
taking action, large or small, against HD; the video 
should be ready this summer. Most recently, YPAHD 
is collaborating with HDYO in launching a Regional 
Representative project where seven YPAHD 
members will attend a training session in April. Here 
they will help to form a team of young people who 
will be trained to tackle social stigma regarding HD 
in their local communities as well as connecting 
individuals and families with support opportunities 
within the community and beyond. We are very 
excited to see this project unfold!

Further momentum is also being felt on the Board 
of Directors for the Society. In 2013, an official 
youth-specific position was created with a two-year 
term. Having an elected representative on the board 
enables the voice of YPAHD to have an influence 
in effecting change and policy, another big step for 
young people affected by HD.

The future for youth affected by HD has never been 
so bright. On behalf of YPAHD, we are excited 
to play a role in strengthening our community in 
preparation for this hopeful future.

Interested in participating in YPAHD?  
Email ypahd@huntingtonsociety .ca or call  
1-800-998-7398 for more information about our 
meetings, events and activities!

Be Brave Be Bold Be Ready:  
HD Clinical Trial Preparation
HD 101 Clinical Trials Workshop for Researchers, Scientists and Clinicians

October 23, 2014, Winnipeg, Manitoba

Calling all researchers, scientists, and clinicians in 
Canada! Join us in Winnipeg on Thursday October 
23 for this innovative, cutting-edge workshop 
designed to create a national HD Clinical Trial 
strategy and build momentum for clinical trial 
readiness.

In partnership with Rx&D, HSC is inviting Canadian 
researchers, scientists and clinicians to participate 
in the first HD 101 Clinical Trials Workshop. Learn 

what you need to know about setting up a clinical 
trial; who needs to be involved; how to engage 
the HD community to participate and how you can 
help advance clinical trials in Canada. By attending 
this workshop during the HSC conference, you will 
have the opportunity to learn from your peers and 
learn from those affected by HD.

To register for this unique opportunity contact  
info@huntingtonsociety .ca or call   
1-800-998-7398.
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By Josh Martin

Whenever Anne Watts walked past the basement 
stairway, her husband’s stomach lurched. Although 
Anne is still in the early stages of HD, her motor 
symptoms are becoming a growing concern, and 
Brian knew one misstep could send her tumbling 
down the stairs.

When they recently moved back to their hometown 
of Peterborough, Ontario, Brian and Anne chose a 
home that would cater to Anne’s future needs. The 
bungalow they decided on made sense: bedrooms 
and living areas on the main level, wide hallways 
to accommodate a walker or wheelchair. However, 
the open layout meant there were no doors or 
walls protecting the basement stairway, and that 
had Brian tossing and turning at night. “When her 
balance started to get to the point where I was 
getting worried, I had to do something,” he says.

He went shopping for a gate that would fit across 
the top of the stairway. However, the ones he 
found were designed for children: sturdy enough to 
prevent toddlers from taking a tumble, but not high 
or strong enough to keep Anne safe.

So Brian got out his tape measure and gave his 
design-savvy friend Bill Turney a call. Although Bill 
was more familiar with building go-karts than safety 
gates, he was up for the challenge and soon had a 
prototype ready.

After a few design tweaks, Bill ran the final 
AutoCAD design through his router. The result? An 
elegant, shoulder-high gate made of sturdy Russian 
fir plywood. Brian installed the gate using the kind 
of self-closing hinges you would find in backyard 
pools and set it up so it can only swing outward, 
guaranteeing that anyone falling into it will not end 
up in the basement. “It is awesome,” he says.

Staying a Step Ahead of Missteps

Before: a safety 
concern.

The finished stair 
gate.

HealthPartners 
Update
By Cyndy Moffat Forsyth

HealthPartners is the workplace giving arm of 16 of 
Canada’s best known national health charities.

More than 25 years ago 16 health charities had a 
vision: Together they could do more to improve the 
lives of Canadians likely to be affected by chronic 
disease or major illness. Since then, more than 
$100 million has been raised for life-saving medical 
research and treatments.

Connecting with HealthPartners through one of 
their social media channels is a great way to stay 
up-to-date with the 16 national partners, campaigns 
and news. It will allow you to see the difference 
your contributions are making in the lives of roughly 
87 % of Canadians who are likely to be personally 
affected by a major illness like cancer, Huntington 
disease, heart disease or diabetes in their lifetime.

Join HealthPartners on Facebook, Twitter, YouTube 
or LinkedIn, make a difference and remain at the 
forefront of health research, services and programs 
all across the country.

To learn more about volunteering on behalf of the 
Huntington Society of Canada for HealthPartners, 
please email us at info@huntingtonsociety .ca or call 
1-800-998-7398. Together we can achieve more.

The Impact of Time –  
Celebrating National Volunteer 
Week April 6 – 12, 2014

These days, when Brian heads off to work, both he 
and Anne feel a little more secure.

To learn more about Bill Turney and how he 
designed the gate go to www .waycoolkits .com. If 
you have a suggestion or want to share a good idea 
send it to communications@huntingtonsociety .ca  
or call 1-800-998-7398. We want to share ideas 
that will help everyone in the HD community.

By Christina Steinmann

Each year in Canada we dedicate an entire week to celebrating those who choose to volunteer; 
many of whom dedicate far more than one week of their time . These hard-working heroes devote 
a lot to help organizations close to their hearts . We at the Huntington Society of Canada are 
extremely fortunate to have an outstanding number of volunteers across Canada . It is our turn 
to extend our deepest gratitude to all of our volunteers who inspire us and help us achieve our 
mission each and every day .

To our fabulous volunteers, when it comes to giving back, you have more to offer than just your 
dollars . Your time is just as valuable . Everyone has specific expertise, things they are good at and 
enjoy doing . By sharing your expertise with HSC you are providing invaluable help and support . A 
skill that you may take for granted, when combined with your time, can be of big benefit to any 
charity . Thank you for choosing HSC .

One of HSC’s many amazing volunteers is Heather Heick: a great example of using professional 
skills in volunteering . Heather is a program manager at a financial institution and has been 
volunteering with HSC since 2000 . At one point, while helping at the national office, she heard 
that the Society was looking for a project manager for the upcoming 40th Anniversary Campaign . 
Heather jumped at the opportunity . She called the Society right away, and speaking with CEO 
Bev Heim-Myers, said, ‘Bev, I don’t know if you know this, but I am actually the person you are 
looking for to fill the project manager position .” That was the beginning of her newest role 
with the Society . Heather has been sharing her professional expertise with HSC ever since, and 
volunteering in many other ways long before then .

Selling Amaryllis is another way that Heather gets involved with the Society . It is something she 
enjoys very much . “Do something that makes you feel good . If you find your passion, it becomes 
something you love,” Heather explains . “The universe is a beautiful thing and anything you do, 
no matter how big or small, gives back .”

To learn how you can use your expertise to help the Society please email us at volunteer@
huntingtonsociety .ca or call us at 1-800-998-7398 . Everyone has something to offer .
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Celebrating HSC’s 
Champions of Hope
By Cyndy Moffat Forsyth

What makes a Champion?
According to author Dorothy Richardson, a true champion is someone who wants to 
make a difference, who never gives up, and who gives everything he or she has no 
matter what the circumstances are . A true champion works hard and never loses sight 
of his or her dreams .

This past winter, the Huntington Society declared February as Champion of Hope 
Month . This month was dedicated to expanding our monthly giving program and 
featuring several of the Society’s Champions .

When you join Champions like Janet, Ally and Janet, as a Champion of Hope, you make 
a difference every day of the year! Our supporters who make their gift monthly provide 
a stable and steady funding base, allowing us to plan ahead and to respond quickly 
when urgent situations arise .

Making a monthly gift is safe and secure . Your gift is processed in the middle of each 
month and is automatically sent from your bank account or credit card directly to us . 
This preauthorized payment is also the most efficient way to make your gift – and you 
receive less mail from the Society, which cuts down on our costs . Best of all, you have 
the knowledge that your gift is enduring . You are there when we have an increased 
demand for our social workers in the Family Services Program . You are there when we 
have an innovative research project . Knowing that we can count on your support puts 
us in the best position to be able to select the most promising projects, all focused on 
finding a meaningful treatment for HD .

Please consider becoming a Champion of Hope . You can find information about our 
Champions of Hope program at www .huntingtonsociety .ca or, you can contact us anytime 
at 1-800-998-7398 . Thank you!

“I feel great knowing my 
support is used to help 
families today and fund 
research for tomorrow 
to find a cure.”

- Janet Trim

“My monthly gift is not 
much, so it doesn’t 
affect my day-to-day 
living, but over the 
course of a year or 
two I feel really proud 
of the contribution 
I have made to the 
Huntington Society of 
Canada.”

- Allison Hurst

“I heard from the 
Society that monthly 
gifts provide both 
a steady income for 
planning and also 
means that if a great 
project comes along 
they know they can 
fund it. That makes 
perfect sense to me – 
anything that gets us 
closer to a cure!”

- Janet Slade

verbal blows with esteemed neurologists who deemed us 
volunteers to be of little value in the Huntington’s world. 
Heated words were spoken on my part and I feared the wrath 
of Ralph Walker on my sweet little neck. Happily however, 
I left France with my sweet little neck in one piece and my 
reputation as ‘the woman with whom one does not mess 
around.’ I love that!

Many, many wonderful things have happened since those 
early years. HSC grew province by province, flourished and 
has made major contributions to the medical world we know 
today. The Huntington Society of Quebec was incorporated in 
1986 and is working miracles here in Quebec. My husband 
Claude and I have served on the boards of the Huntington 
Society of Canada and the Huntington Society of Quebec. As 
an annual fund-raiser, here in Quebec I’ve sold thousands of 
Amaryllis bulbs over the last 20 years and actually am known 
as The Queen of the Amaryllis, a title which I continue to 
defend.

Famous last words… 1973… “Mary, I’m so sorry about this 
bad news. As your husband I support you in whatever you 
do for Huntington’s, but don’t include me.” Was he kidding? 
Since day one, we have been working side-by-side for the 
Huntington cause. Could it be my pleasant personality?

Thank you Mary for sharing your story, you bring back some 
wonderful memories. HSC is collecting memories of the Society’s 
impact over the years. If you have a story to share, email us at 
info@huntingtonsociety .ca or call us at 1-800-998-7398.

An Ariel View
continued from page 3
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Don’t Be A Donkey! Life Lessons 
Learned from Gordon Ramsay

Leading Your Best Life
By Chadd McArthur

Life wasn’t easy when I was growing up. Ever since I can remember, my mother 
was sick. She had Huntington’s. Over the course of several years my mom got 
worse and eventually we had to check her into the hospital. My memories 
leading up to that day still haunt me.

One weekend when I was about fourteen and my father was away on business; 
my mom was having a really bad day. She had already fallen several times, and 
I had to help her up every time. I was getting scared, and I couldn’t relax in 
case she fell again and hurt herself. Finally she agreed to go to bed. I remember 
helping her up the stairs. She’d been trying it herself, but was holding her body 
at the same angle as the stairs, so I had to push on her back to keep her from 
falling down the stairs. I told her to hold on to the railing, the only way she 
could help me. It is extremely difficult to push someone up the stairs but I finally 
got her upstairs and into bed safely.

I was so traumatized by this that I had to call my aunt and talk to her about 
what had happened. Fortunately, in my life, the right people seem to be there 
for me when I have needed them and my aunt is one.

Sometime later, my father and I were visiting Mom in the hospital. She had been 
in the hospital for a while, and Dad was feeding her as he often did on his visits. 
Huntington’s patients have a high risk of choking, because they can’t control 
their swallowing muscles very well. Mom’s food was puréed, but this time it 
must have gone down the wrong way, for she was choking. It was hard for 
Mom to indicate this to us, but my dad could tell. He tried to clear food from her 
mouth. This didn’t work so he went to get help. While he was gone I watched 
my Mom die. Her eyes glazed over and she seemed to be looking somewhere I 
couldn’t. Thank God that the nurses arrived in time to revive her.

After a couple of years in the hospital’s chronic care unit my mom finally did die. 
I was sixteen. I was lost for a while, trying to understand what happened. One 
thing that comforted me was knowing that my Mom was not in pain anymore 
and in a much better place now.

Looking back, I think one of the biggest things I learned while she was still alive 
was responsibility. As a result I was always the one who was entrusted with the 
keys to the student council office or with the captaincy of the hockey team in 
Norway, or more recently, with the keys to the kitchen.

I also learned that sometimes you have to laugh, otherwise you’ll cry. Life is too 
short and too important to take everything seriously. We might as well live it to 
the fullest and enjoy all of its wonders while we are here. This has really helped 
me to cope with many lows. Once you laugh about something that would 
normally be traumatizing it loses its power over you, because you can put it 
in perspective. Sometimes you need to take a step back, look around you and 
thank God that you were not born in Uganda to parents who have died from 
AIDS. If you do step back, the trauma doesn’t retain its grip on your mind.

As I said before, I was blessed by having the right people in my life at the right 
time, and these include some incredible teachers and mentors. Gordon Ramsay 
was one of them, although I didn’t realize it until now.

To learn more about Chadd or to purchase his book “Don’t be a donkey! Life 
lessons learned from Gordon Ramsay” with tons of inspirational stories about 
Chadd’s life as a chef and dealing with Huntington disease, email Chadd at 
chefforallseasons@gmail .com.

Making a Difference

Fore! Celebrating 
Over 14 years 
with Co-op 
Atlantic
By Josh Martin

There is a lot to love about Co-op Atlantic’s annual charity golf 
tournament in Moncton, New Brunswick . A great day on the links . 
Prizes . A belt-busting surf and turf dinner . But Merchandising Services 
Supervisor Yvonne Moore’s favourite part? “We get to raise a lot of 
money for charity,” says the tournament organizer . “It is a wonderful 
thing to be able to do .”

HSC has been one of those charities ever since a presentation by our 
staff inspired Co-op Atlantic to rally behind families affected by HD . 
Since the partnership began over 14 years ago, Co-op Atlantic has 
raised more than $250,000 for the Society, more than half of this has 
been generated from their annual charity golf tournament .

As an organization with family and neighbourliness built into in its 
DNA, supporting HSC was a perfect fit . “Caring for others and concern 
for community is who we are,” says Yvonne . “It is what we do .”

One of the 160 or so tournament participants each September is Dan 
Tremblay, Co-op Atlantic’s Merchandising and Food Safety Director . 
Although Dan is not waiting by the phone for the PGA to ring any time 
soon, he did get a call from us: inviting him to join our national board 
of directors .

Dan has always been involved in charitable causes . Still, he admits 
that the fact his brother-in-law had HD made joining the board in 
November an easy choice . “My main hope is that I will be able to 
provide some value in the stewardship of the charity,” he says .

From the back nine to the boardroom table, HSC’s partnership with 
Co-op Atlantic continues to be as solid as a seven-iron . 

If you know someone who is making a difference let us know .  
We would love to share their story . Contact us at  
communications@huntingtonsociety .ca or call 1-800-998-7398 .
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Thank you
On behalf of families living with HD, thank you for your continued partnership 
and generous support. Our community makes the difference as we reach out to 
families who are not yet connected to HSC, continue to support and advocate 
for families from coast-to-coast, invest in world-class research, and play a 
leadership role in the international Huntington disease community. 

With your help, we are continuing to improve the quality of life for people with 
HD, cultivating strength and resilience in the Huntington disease community 
and providing substantive reasons for hope. If you have questions, story ideas or 
comments about Horizon or the Huntington Society of Canada, please contact 
us at info@huntingtonsociety .ca or call us at 1-800-998-7398.

Learning and 
Helping – 
A Valuable 
Experience
by Dana White

Experience Matters is a customized core competency training program 
offered through the Region of Waterloo . They offer training and 
certificates in Office Customer Service, Customer Service Specialist (Food 
& Retail) and Industrial sectors . The Huntington Society of Canada offers 
placements for participants three times a year . The following article was 
writing by Dana White, an Experience Matters’ placement student in the 
fall of 2013 .

I never thought I’d be working with a health charity, but here I 
am . I got caught up in the industrial meltdown southern Ontario 
experienced in the mid 2000s, was out of work and seeking a career 
change . I had temporary jobs and even delivered flyers door-to-door to 
stay busy but I wanted job security .

In the Waterloo Region area we are fortunate to have comprehensive 
career transition programs . When I found the one that was right for me 
I jumped at the chance to participate . When it came time to choose my 
placement I decided on the Huntington Society of Canada .

It was easy for me to choose the Huntington Society of Canada as one 
of my placement options for the Experience Matters program . The staff 
at the head office are dedicated and determined . At the Society I have 
been responsible for answering phones, mailing literature, helping pull 
publications together, and inputting data . I have gained a significant 
amount of knowledge during my short time here and will carry that 
with me wherever I go . When my placement is finished I will leave 
behind, not only job training, but some great people who really do 
care . They do a lot with every dollar . I urge readers of this publication 
to keep the donations coming and if you have not donated yet, it is 
never too late . From what I have seen here at the Huntington Society 
of Canada, I have hope that a meaningful treatment is very possible .

The Huntington Society is grateful to Waterloo Region’s Experience 
Matters’ Program and all of the placement students we have had the 
privilege to work with over the years .

To learn more about this program or programs in your area contact us at 
info@huntingtonsociety .ca or call us at 1-800-998-7398 .

By Josh Martin

Tara Johnson-Ouellette was 20 when 
her mother, Janice, was diagnosed with 
HD. In the months that followed, both 
women cried themselves to sleep each 
night. Dark times? Absolutely. But amidst 
the pain and sorrow, Tara also found 
purpose. She promised herself she would 
do everything she could to help other 
families affected by Huntington disease.

She started by joining the HSC Calgary Chapter. She raised awareness about 
HD by talking to the media about going through predictive testing: the 
discrimination she faced from insurance companies, the fear she felt, and the 
survivor guilt that hit after learning she was gene-negative.

Tara has been instrumental in many Alberta fundraising initiatives. When 
Ada Ballard, long time volunteer for HSC, was ready to pass the torch to 
someone to organize the Achieve Fundraising gala, she knew where to look. 
Tara took over the prestigious event, originally the gala was a joint fundraiser 
with the Rotary Club of Calgary Olympic, celebrating the Rotary Olympics 
Anniversary, the first day of the 1988 Olympics. Tara’s efforts do not stop 
there. She has worked at pioneering many of HSC’s partnerships in Alberta: 
the Alberta Diamond Exchange, the Newbury Spa, Maxim Power, and DIRTT 
Environmental Solutions, just to name a few. Her countless hours contribute 
to both raising funds and much needed awareness of HD. “You cannot be 
afraid to ask for help,” says Tara. “The number one reason they do not give is 
because you do not ask.” That philosophy helped her secure many generous 
contributions for our YPAHD program and convince the Oilympic Charity 
Hockey Tournament Committee to support our cause.

Always looking for ways to leverage strategic partnerships, Tara joined Rotary, 
became the Vice Chair of Parkinson’s Alberta and served on HSC’s National 
Board. Now she chairs the Alberta Council of HealthPartners, where she is 
expanding the successful government workplace giving program into the 
private sector.

For Tara, it is all about keeping her mom’s spirit alive and working her hardest 
to give hope to the next generation. Today, she continues to raise the bar for 
herself and HSC.

Know a hero in your area? Help us thank them by highlighting their efforts. 
Email us at communications@huntingtonsociety .ca or call us at  
1-800-998-7398.

Celebrating Our Heroes

Tara Johnson-Ouellette
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