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How volunteers are speeding up the 
pursuit of treatments

Accelerating research – I Believe!

According to University of Alberta neurologist 
Dr. Wayne Martin, Enroll-HD is painting a more 
accurate picture of Huntington disease. Because 
the disease progresses quite slowly, it’s not going 
to be immediately obvious whether a particular 
drug makes a difference. However, the more we 
understand the details of the motor, cognitive and 
behavioural symptoms of HD, as well as disease 
biomarkers in the blood, the faster researchers can 
assess whether a potential treatment is working.

Plenty to choose 
from
Enroll-HD isn’t the only study currently 
looking for participants . The following 
clinical trials are recruiting volunteers 
across the country, and we expect more in 
the future .

Amaryllis is a Phase II clinical research 
study of a PDE10 inhibitor drug that 
may help neurons communicate more 
effectively .

Legato-HD is a Phase II clinical trial to 
examine the effect of different doses of an 
investigational drug called Laquinimod . 
The study will look at its impact on HD 
symptoms, including abnormal movements, 
memory problems and emotional disorders .

For a detailed description of these HD 
clinical trial studies being conducted in 
Canada and for both the locations and 
contact information, please visit our new 
clinical trials map at  
www .huntingtonsociety .ca/clinical-trials-
locations/ . 

How soon?
According to Dr . Martin, families have 
good reason for hope . After all, a great 
deal of promising research is currently 
underway, and more potential treatments 
are reaching the stage of clinical trials .

At the same time, he says, it’s important 
to have reasonable hope . A cure in mice 
today does not mean a drug will be 
available tomorrow . It takes time – often a 
decade or more – for a potential treatment 
to move from animal tests to the shelves 
of your local pharmacy . That’s because it 
takes time to figure out whether a drug is 
safe, whether it is effective and what kind 
of dose works best .

“What I always like to tell patients is the 
answer is just around the corner, but I 
don’t know how far away the corner is,” 
says Dr . Martin .

One thing is clear, the more volunteers 
that step forward, like Stephanie and 
Derek, the closer we get to turning the 
corner .

By Julie Stauffer

At the end of January, Stephanie Rees and her 
husband Derek headed to Calgary’s Foothills 
Hospital to contribute to Huntington disease 
research. The two have signed up for Enroll-HD, a 
global study that welcomes anyone from families 
affected by Huntington disease: people who are 
symptomatic, gene positive or at-risk. Even spouses 
can volunteer to serve as participants or, in scientific 
terms, control subjects.

So Derek was right there at the hospital with 
Stephanie, doing the mental tests, undergoing 
neurological assessments and offering up a blood 
sample. “We kind of made it a family thing,” she 
says. Once a year, they’ll return to repeat the process.

In centres across Canada and around the world, 
thousands of Enroll-HD volunteers are doing the 
same thing. The enormous mass of data they’re 
creating will drive Huntington’s research in all  
kinds of ways.
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Note from the CEO

HORIZON

I would like to recognize the hundreds of volunteers 
who made this year’s May Awareness campaign an 
enormous success. Special thanks to Jamie Walters, 
whose efforts saw the CN Tower light up in blue 
and purple glory for HD. Special thanks also to the 
Carmichael family, who bravely told their story in 
our direct mail fundraising campaign.

We continue to build new donor relationships 
and partnerships and are optimistic that these 
partnerships will lead to new research opportunities 
that could be a game changer for HD research 
in Canada. To prepare for future investments in 
research, we invited global HD thought leaders to a 
roundtable meeting in Toronto earlier this year. We 
identified gaps in research investments and how 
HSC could best fill those gaps to the benefit of the 
global HD community. These are exciting times and 
HSC continues to play a leadership role.

Our Be Brave, Be Bold, Be Ready clinical trials 
campaign continues to engage clinicians, 
researchers, research assistants and volunteers from 

across Canada. A new map on our website makes 
clinical trial information more easily accessible for 
those considering participation in HD clinical trials. 
This fall we will have our third face-to-face Clinical 
Trial Readiness meeting that will be attended by 
HD clinicians, research assistants, basic researchers 
and others. Our focus will be on developing a Best 
Practices Clinical Trials Guide and a mechanism to 
foster an HD clinician mentorship program.

Progress towards genetic fairness in Canada took 
a significant step forward this year. In June, the 
federal government introduced a government bill 
to prohibit genetic discrimination. Bill C-68, new 
legislation introduced to protect Canadians from 
discrimination based on genetic test results and 
information, was not presented in time to move 
it through parliament prior to the fall election. 
We will, however, continue to work with federal, 
provincial and territorial governments to make 
genetic fairness in Canada a top priority, ensuring 
Canadians can learn their genetic status without 
fear of repercussions and know that the information 
is protected.

Finally, I would like to share the essence of a letter 
that I received from a Grade 4 student who is part 
of an HD family. She told me how much the Society 
has changed her life and how she created a trivia 
game to teach her classmates about HD. Quoting 
Helen Keller she wrote: “Alone we can do little. 
Together we can do so much.”

We can indeed, and that is what the Society is all 
about.

Bev Heim-Myers 
Chief Executive Officer

Huntington 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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By Julie Stauffer

Damion was just seven years old when he was 
diagnosed with Juvenile HD. For his adoptive 
parents, Lynn and Tim Mackey, it marked the start of 
a long grieving journey. But for Damion, it was just 
part of who he was.

Tim remembers buying Damion the bicycle he so 
desperately wanted, not long after that diagnosis. 
Because HD was already affecting his balance, they 
told him he could only ride it on the grass. Damion 
would pedal furiously, cycle 15 or 20 feet and then 
keel over. “He’d holler out ‘I’m OK Mom and Dad! 
I’m OK!’” Tim recalls. He and Lynn sat on the porch 
laughing at the spectacle but also crying because 
they knew what it meant.

For the next decade, juggling that mix of emotions 
became second nature. “You have to be able to 
love, laugh and cry at the same time,” says Tim. “He 
taught us how.”

Because Juvenile HD is so rare – accounting for 
roughly seven per cent of all Huntington’s cases – 
Tim and Lynn also had to become fierce advocates 
for their son, fighting for exceptions in a system that 
wasn’t set up for his needs.

Fortunately, they found allies: the Niagara Peninsula 
Children’s Centre special-needs school that offered 
an alternative from public school; the group home 
where Damion moved when Lynn and Tim could no 
longer care for him at home; and the hospice where 
Damion passed away in February at the age of 18.

Amidst the countless trips to emergency and the 
merry-go-round of medications, there were plenty of 
jokes, hugs and Beatles songs. They also carved out 
time to make special memories. At age 13, Damion 
danced with Cinderella at Disney World. On a trip to 
Mexico two years later, he spent the week floating 
in the pool, admiring the young girls in bikinis. “You 
have to live life as full as you can,” says Tim.

Cindy Moore knows all about that. Five years ago, 
her daughter Erin was diagnosed with Juvenile HD. 

“You live one day, one hour and one minute at a 
time,” she says. “You’re only promised today, so you 
don’t look forward or back.”

Erin’s symptoms began when she was 16: mood 
swings, problems focusing on tasks, rapid speech 
and muscle stiffness. With the help of supportive 
teachers, she managed to graduate.

Now, at the age of 23, Erin needs a walker to get 
around her home and a wheelchair otherwise. She 

Juvenile HD:
Living life to the fullest

suffers from 
OCD and 
has had 
two serious 
seizures 
linked to 
Juvenile 
HD. To 
complicate 
things, she also has severe ulcerative colitis 
unrelated to Huntington’s.

As Erin’s disease progressed, Cindy was forced 
to quit work to look after her. Her days are now 
filled with helping Erin eat, bathe and get to her 
appointments, as well as all the regular household 
chores.

Nights come early because Erin needs rest and 
can’t sleep if there is light or noise in the house. 
Come 8:00 pm, you’ll find Cindy sitting in the dark, 
working on her computer, always listening should 
Erin call. “It just becomes a way of life,” she says.

She draws hope from Huntington’s research – and 
she’s done more than her share to fund it. Over the 
space of the last 12 months, she has raised well 
over $10,000 through a national Pie in the Face 
challenge and local events.

She has also learned to appreciate all the little 
things that she once took for granted – like Erin’s 
smiles. “Erin is remarkable,” says Cindy. “If she can 
smile through it, so can I.”

HSC’s Director of Family Services, Maribeth Meijer, 
acknowledges just how tough Juvenile HD can be. 

“Everything you could say about Huntington disease, 
magnify it by a hundred and that’s what you would 
say about Juvenile HD,” she says.

People on the street have never heard of HD. Few 
healthcare professionals have encountered the 
complex symptoms. Even within HSC, many staff 
haven’t worked closely with families like Damion’s 
and Erin’s. However, says Maribeth, they do have a 
national and international network of expertise to 
draw on.

“We’ll be with you, we’ll help you gather information, 
we’ll problem-solve,” she promises. “We’ll be 
involved when you need, as you need.”

If you have a child with Juvenile HD, we are here to 
help. Contact your closest HSC HD Resource Centre 
Director or Family Services Worker. For a complete 
listing and contact information, please go to www .
huntingtonsociety .ca or call us at 1-800-998-7398.

First-ever 
Yes, I Believe: 
Regional YPAHD 
Day Coming in 
November
Last year’s YPAHD Day, preceding the National 
Conference, was a huge success. So huge, in fact, 
that the number one comment we received was 
a resounding “more!” Both the 2012 and 2014 
YPAHD Days were successful and organized by 
youth, for youth. This past year, youth told us 
they wanted more opportunities to get together, 
connect face to face and share their experiences.

We listened. And we did something.

On November 21, we’re holding HSC’s first-ever 
Yes, I Believe: Regional YPAHD Day at three sites 
across the country: Calgary, Toronto and Halifax.

It all kicks off with a social event on Friday 
night. On Saturday we’re featuring a full day of 
programs for youth, by youth. We’ve scheduled 
different sessions appropriate for all ages, with 
attendees ranging in age from 12 to their 
mid-30s, and topics ranging from HD 101 and 
genetic testing to mentorship and (for older 
participants) family planning.

Videoconferencing will link the three sites, so 
participants can connect across the country. To 
boost the fun quotient, we’ll also have a “Chill 
Room” for casual activities and games.

This is going to be big. We’re aiming to attract 
over 100 participants across Canada – double 
the number of youth at YPAHD Day last year.

So if you want more of the awesome sessions 
and connections you enjoyed in Winnipeg, or 
if you couldn’t make it to last year’s event 
and want to find out what you missed, this is 
your chance! There are opportunities to have 
registration fees and travel expenses subsidized. 
Please contact ypahd@huntingtonsociety .ca for 
event and funding information.

For more information, visit  
www .huntingtonsociety .ca/ypahd . Coming 
from out of town? Financial help is available! 
Contact us at 1-800-998-7398 x133  
or ypahd@huntingtonsociety .ca .
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Lighting It Up for HD 
#LightItUp4HD
May 4th was a monumental day for the HD community thanks to Jamie 
Walters, a volunteer with the Huntington Society of Canada. If you’re 
trying to raise the visibility of Juvenile HD and HD, it doesn’t get much 
bigger than this. When the sun set on May 4th, hundreds of thousands 
of Torontonians saw the CN Tower lit up in blue and purple: blue for HD 
and purple for Juvenile HD.

That’s 1,815 feet or 553.33 m of awesome public awareness, all thanks 
to Jamie, HSC volunteer extraordinaire in Guelph, Ontario, whose vision 
and persistence made it happen.

The social media universe lit up as well. More than 37,000 people 
viewed the first photo, and things just took off from there. “It was 
phenomenal,” says HSC’s Communications Coordinator, Christina 
Steinmann. “Every time we posted pictures, more people saw it and 
shared it.”

Some supporters took selfies in front of the Tower. Others held hands 
around it. “Pictures kept popping up all over the place,” Christina says. 

“It was something that people shared around the world.”

“Wow! It’s beautiful!!” read one post. “So happy Huntington disease is 
getting this kind of awareness tonight!” read another.

But why stop there? We want to light up even more landmarks for 
May Awareness 2016. Give us your input! We have received many 
suggestions on social media and heard from sister HD organizations in 
Ireland and the U.S. Lots of our sister organizations have participated in 
lighting it up for HD and this year we want to work collaboratively –  
lighting up the world in purple and blue, for Juvenile HD and HD, 
throughout the month of May in 2016. Why not join this growing 
movement and choose a building, monument or statue in your area; let 
us know and we will send you information on how to ask them to light 
it up for HD in May 2016.

Send your suggestions to communications@huntingtonsociety .ca and 
help us Light It Up for HD across Canada and the world next year. We are 
tracking our progress so we can share next May.

Mentors trained and 
ready to go – Meet Your 
Match!
By Julie Stauffer

HSC has more than doubled the number of youth mentors available to 
help their younger peers . In May, eight enthusiastic volunteers gathered 
in Toronto for an intensive training weekend .

Because they’ve grown up in families affected by HD, they understand 
the challenges on a very personal level: seeing a parent become more 
and more ill, knowing they could develop the same disease and dealing 
with all the emotions and practical issues that creates . Now they’re 
keen to use their experience to help others, developing one-on-one 
relationships with teens or 20-somethings facing those same challenges .

“This kind of support can really make a difference,” says Maribeth 
Meijer, HSC’s Director of Family Services . “It’s a safe place for kids to talk 
about HD or whatever is on their mind with an experienced buddy who 
understands the HD world .”

Over the course of the weekend, the mentors covered issues like 
confidentiality, boundaries and how to recognize when someone needs 
professional help .

“It was exciting to see how quickly they connected and how quickly they 
shared their own stories and built that team,” says Mentorship Program 
Coordinator Erin Stephen . The discussions made it clear to everyone how 
complex and diverse HD is, just like our mix of program participants .

Mentees range from 12-year-olds to young adults in their 20s . Some have 
grown up knowing about HD, while others have only recently discovered 
that the disease runs in their family . Meanwhile, our mentors range in 
age from 18 to 30-something .

Erin is particularly excited by the number of male mentors in this round, 
as well as the number of young people stepping forward who haven’t 
been involved in YPAHD or the national conference .

“It’s introducing a new way for people to volunteer,” she says . Not 
everyone is interested in fundraising or speaking publicly to raise 
awareness, she explains, but becoming a mentor offers a different way to 
contribute . “It’s bringing out people who otherwise didn’t see their place .”

Meet your match! If you’re 12 years old or over and you’d like to connect 
with a mentor via Skype, text, phone or face to face, contact us at 1-855-
253-0215 or mentorship@huntingtonsociety .ca
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Get the inside scoop  
on clinical trials:

Join us  
at the 2015  
HSC National Symposium
Mark Saturday, October 17th on your calendar! We’ll be talking clinical trials at HSC’s 
2015 Yes, I Believe: National Symposium. If you want the latest news of potential 
treatments, you’re wondering how drugs move from the lab bench to the medicine cabinet, 
or you’re thinking about signing up as a study volunteer, this is one event you won’t want 
to miss.

Join us in person at one of our 15 confirmed sites across the country, or live-stream the 
event on your home computer via high-speed Internet.

The participant perspective
Take the mystery out of participation! In this session, YPAHD president Jaclyn Skinner will 
interview neurologist Dr. Mark Guttman about what you can expect if you volunteer for a 
clinical trial or observational study. Learn who is eligible for which trials, how the enrolment 
process works, how long an average visit takes, and much more.

The Canadian and global perspectives
Next up, HSC’s CEO Bev Heim-Myers will chat with CHDI’s Joe Giuliano about the bigger 
picture. Find out what trials are currently taking place in Canada and around the world 
and what we hope to learn from them. Bev and Joe will cover the latest developments, as 
well as how clinical sites are chosen and which pharmaceutical companies are showing an 
interest in HD.

Questions and answers
After each session, we will open up the floor to questions from participants at the 
symposium sites. (If you’re live-streaming from home, you’ll be able to follow everything. 
However, you won’t be able to ask your own questions.)

Enjoy local events
Most of the sites will offer additional programming with 
local presenters. This is also an excellent opportunity to 
connect with other families, healthcare professionals, 
researchers and local HSC staff. Be sure to check the 
details at www .huntingtonsociety .ca/symposium and 
RSVP if you’re planning to attend.

If you’re coming from out of town, some funding may be 
available to help cover your travel and accommodation 
expenses through our Stay Strong program. To find out 
more, email events@huntingtonsociety .ca or call us at 
1-800-998-7398.

Connecting from home
Planning to stream the sessions from home?  
You’ll find the link and all the details and updates at  
www .huntingtonsociety .ca/symposium. Whichever way 
you choose to join us, it’s going to be a fantastic day.

An Ariel View
One of the saddest things 
about Ralph passing away so 
young is that our grandchildren 
never really had a chance to 
know him . When Ralph died in 
2002, Jack and Will were four 
years old and Leah was three . 
Hannah was just a baby, and 
Elisabeth wasn’t even born . 
We’ve told them lots of stories 
about grandpa, of course, but 
they don’t truly know what he did .

So earlier this year, when I was cleaning out the 
basement, I thought I should go through all the old 
Huntington Society clippings and newsletters and 
photos . I figured I’d sort out the stuff that should 
really go to the Society’s archives and then maybe put 
together a little bundle for the grandkids .

Well, that little project turned into a major production . I 
ended up putting together five three-ring binders – one 
for each grandkid – and each one must be three inches 
thick . It’s certainly been a walk down memory lane .

On the very first page I have a picture of Marjorie 
Guthrie from what became the Huntington Disease 
Society of America, because she was the one who 
encouraged us to start the Huntington Society of 
Canada . We wrote to her early on thinking that we 
could be a Canadian chapter of their organization, but 
she told us that we should create our own society .

Next comes the article about the Raggedy Ann crusade 
that got published in the United Church Observer and 
helped us reach so many families across Canada . After 
that, I put photos and articles about all the events 
we organized to raise money and awareness: garage 
sales and hoop-a-thons and Indys and fashion shows . 
When we launched the Society, Ralph could never have 
imagined his job would include strutting his stuff down 
a runway!

There are the accolades Ralph received on the tenth 
anniversary of the Society, as well as pictures and 
stories about his retirement . I also included the 25th, 
35th and 40th anniversaries so the kids could see how 
this little organization has grown and helped so many 
people .

I want them to know that you can fulfill your dreams –  
or at least you should try . When we were debating 
whether to start this organization, I remember saying 
to Ralph, “If we don’t do it, then you’re always going 
to wish you had .” Our main concern was money: how 
were we going to pay the mortgage and support our 
young family? But it all worked out, and I want our 
grandkids to see how much you can achieve if you 
really put your mind to something .

Symposium sites

Vancouver, BC
Victoria, BC
Kelowna, BC
Grande Prairie, AB
Edmonton, AB
Calgary, AB
Pincher Creek, AB
Winnipeg, MB
Toronto, ON
Ottawa, ON
London, ON
Kitchener, ON
Whitby, ON
Barrie, ON
St . John’s, NL

continued on page 8
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By Julie Stauffer

When it comes to boosting quality of life for 
people with HD, a little creative problem-solving 
goes a long way. “Sometimes that one tweak can 
really make a significant difference,” says Maribeth 
Meijer, HSC’s Director of Family Services. With that 
in mind, here’s a roundup of great suggestions 
from families and the HSC Family Services team.

No more bumps

Taking a tumble isn’t good for your noggin. So 
when your balance gets shaky, many people with 
HD opt to wear a helmet. Now there’s another 
option: the Ice Halo. Despite the name, this padded 
headband works in all weather. Developed by a 
curler, who hit his head and wanted to return to 
curling without worrying about hitting the ice, the 
Ice Halo is a great alternative to wearing a helmet.

According to Robert Schellenberg, a long-standing 
volunteer with the Society, Lenita, his wife, likes 
wearing it because the Ice Halo is lightweight, 
flexible and very comfortable to wear. While it may 
not provide the protection of a full helmet, it does 
significantly reduce the impact if your head hits the 
ground.

And protecting your head doesn’t mean sacrificing 
style. Choose from wraparound bands in a variety 
of colours, or a hat or cap that incorporates the 
Halo. Prices range from $49.95 to $125.00 at 
icehalo.ca.

No more spills

File this one under “you’ve got to see to believe.” 
The Mighty Mug looks like a typical vacuum-
insulated travel mug for grabbing coffee on the go. 
Pick it up and you won’t notice any difference. But 
try knocking it sideways and you’ll be astounded: 
this mug doesn’t budge.

Thanks to Vickie and Mike Micallef for the heads-
up! They tell us that Mike hasn’t spilled a drop 
since they bought one. Thanks to super-powerful 
airlock technology, the Mighty Mug sticks firmly to 
any smooth, flat surface.

Models range from US$16.99 to $24.99 plus 
shipping at www .themightymug .com, or order a 
couple and get free shipping.

Plenty of smiles

Finally, from Bunny Clark, a reminder about the 
value of a little heavy metal – or whatever your 
particular passion happens to be.

Her son Rob and her nephew Roy used to listen 
to heavy metal when they worked construction 
together. Roy may have HD now, but his musical 
tastes haven’t changed. So when Canadian metal 
legend Anvil played the Oshawa Music Hall in 
April, Bunny arranged tickets for Roy, Rob and 
Brian, a personal support worker from Roy’s long-
term care home.

Bunny had to work that night, but Rob and Brian 
kept her updated. “The first picture I received was 
a picture of Roy in the taxi with a huge smile,” 
she says. The texts kept coming. “OMG he’s loving 
this,” read one message. “Roy’s rocking out,” said 
another.

Despite the late night, Roy was chipper the next 
day, telling everyone about his concert experience. 
“Many of his caregivers had never even heard him 
talk,” Bunny says. “Going out with the boys like in 
the good ol’ days was truly the best!”

If you have an idea that works well, why not share 
it? While the Huntington Society does not endorse 
these products, we do share ideas of what has 
worked well for some in our community. Join us 
on Facebook, Twitter and Instagram through our 
website www .huntingtonsociety .ca. What works 
for you may work for many.

Getting Creative
From mighty mugs to heavy metal concerts, small 
things pay big dividends for people with HD

Have you 
placed your 
Amaryllis order?
This year’s Amaryllis campaign took off quickly 
and just kept going. By the end of May, we 
were already 60 per cent sold out, and the 
orders continue to pour in.

The perennial popularity of these flowers 
doesn’t surprise Cyndy Forsyth, HSC’s Director 
of Development. “People look forward to these. 
They bring such warmth and huge smiles to 
people,” she says. “It’s a vibrant, living symbol 
of awareness and of hope.”

Each Amaryllis sold raises money for family 
services, education and the research that 
is bringing us ever closer to meaningful 
treatments. “Every Amaryllis contributes, in 
some way, to funding all of our programs,”  
says Cyndy.

This campaign wouldn’t be possible without 
our many fabulous volunteers across the 
country. Cyndy is thrilled to welcome many  
new sellers on board this year, including Patti 
Clark who won a very cool FitBit activity 
wristband in a special draw for new sellers. 
Meanwhile, Jan Malcolm also won a FitBit in 
our early-bird draw for everyone placing orders 
before July 1st.

If you’d like to join our team of Amaryllis sellers, 
it is not too late! We are still taking orders 
in September and October, so just call us at 
1-800-998-7398 or order online at www .
huntingtonsociety .ca/amaryllis-campaign.

Already placed your order? We will be 
shipping out the kits between October 7th and 
December 4th, in plenty of time for holiday gift 
giving.

We’ve set our sights on raising $120,000 this 
year. Help us make Amaryllis 2015 our most 
successful campaign ever! We’re happy to 
report that the price remains at $15. Place your 
order at www .huntingtonsociety .ca or contact 
us at amaryllis@huntingtonsociety .ca.

Roy Clark
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It’s a family 
thing
Have you considered 
establishing a family fund?
By Julie Stauffer

Huntington’s families give in so many ways: organizing 
fundraisers, sitting on Chapter executives, mentoring, sharing 
their stories to raise awareness, and much more .

HSC’s Senior Manager Donor Relations, Danielle Havelka, wants 
to boost the profile of another important avenue: family funds . 
These are a wonderful way to honour a loved one and create a 
lasting legacy .

Don’t think you need to be wealthy to establish your own fund . 
It only takes $1,000 to set up initially and then $1,000 a year to 
maintain it . “Anyone can contribute,” says Danielle .

Some people make a one-time donation from life insurance 
funds when a loved one passes away, she explains – enough 
to keep the fund going for many years . Other people contribute 
smaller monthly amounts . A fund also makes it easy for friends 
and relatives to support the Huntington’s cause . Some families 
forgo birthday or Christmas gifts, for example, asking guests to 
donate to the family fund instead .

“It’s unbelievable when you see how much they can grow over 
several years,” says Danielle .

“The decision to set up a family fund was easy for us . The 
Huntington Society has always been there for us, and we 
want to give back so it’s there for all families . Our family 
fund helps the Society budget more effectively . They 
know how much money is coming and when, and we can 
remain true to our personal commitment and vision .”

Vern Barrett

Whatever approach you take, family funds are a great way to 
support the Huntington’s cause . The Society’s current 45 funds 
give us a source of revenue we can count on each year, making 
it easier to budget for our research, education and family 
service programs .

“Shortly after the loss of my mother to Huntington 
disease, I thought about how I could honour her and 
her courageous fight with HD . I felt it was an honour to 
dedicate the family fund in my mother’s name . Our fund 
has allowed others in our family to give in my mother’s 
name and give the opportunity of being part of the cure 
and ultimately an end to Huntington disease .” 

Tara Johnson

Setting up a fund couldn’t be easier . “It’s literally just a 
conversation with me,” says Danielle . And, of course, we 
provide an income tax receipt for every contribution .

If you’d like more information on how to set up a family fund, call 
1-800-998-7398 or email us at info@huntingtonsociety .ca .

HD brings youth from 
across Canada together to 
support one another.
Brittany Carmichael never felt that her father’s Huntington disease (HD) made her 
family different – in fact, his constant presence at home was a blessing. When his 
symptoms forced him to stop working, Steve Carmichael became intensely involved 
in his children’s lives. He attended every swim meet and soccer game. He was the first 
one up on snowy mornings, anxious to help dig out the neighbours. Even when he 
could no longer speak, it was always apparent that Steve adored his family – his blue 
eyes sparkling with joy each time they entered his room.

When his symptoms could no longer be managed at home and he moved into a 
specialized care facility, things changed. “I did feel a sense of being alone at that 
point, just because I didn’t know anybody else who had Huntington disease in their 
family,” remembers Brittany. She was full of questions, but felt she might burden 
her mother with her worries. No one else in her community could relate to her 
struggle with her father’s illness. For most of her teen years, Brittany coped with the 
challenges of an HD family without much outside support.

Then, through the Huntington Society of Canada’s HD Resource Centre Director, 
Brittany learned of a new conference focused on youth affected by HD. With her 
brother Brad by her side, Brittany attended the very first Young People Affected by 
Huntington Disease (YPAHD) Day. Surrounded by other young people whose lives 
had been touched by this terrible disease, Brittany felt a wave of relief. She realized 
that everyone in the room understood it all: what she was going through, how it felt 
to be at-risk, and the challenges of coping with tragic loss. “I was hooked. I knew 
that I needed to help bring support for HD-affected youth to my area.”

“This needed to be talked about,” says Brittany. Everyone who attended led different 
lives, but HD brought them together.

When YPAHD introduced the Youth Mentorship Program, Brittany jumped on board. 
She knew from experience the difference that connecting with other young people 
from HD families can make. Like her father, Brittany couldn’t wait to get involved, 
share stories, and help people just like her.

After extensive training, Brittany was matched with a younger mentee. The two 
began to develop a friendship through email and texting. They share everything 
from their summer plans to their personal concerns, but it’s also a private support 
system. Mentees feel safe to ask tough questions, share their experiences, and know 
that they are never alone. It’s a program that Brittany would have loved to have had 
during her hardest moments. Her involvement is the perfect way to give back to the 
community that opened up her world.

Through the Youth Mentorship Program, young people from HD families can get the 
support of a mentor. Brittany hopes that by sharing this network with others, she can 
also spread knowledge about HD and excitement about the amazing advancements 
in treatment.

When asked how she feels about being a mentor, Brittany is enthusiastic. “It feels so 
good!” she says. “I’m just constantly thankful that I have an opportunity to do this.”

HSC would like to extend its sincere appreciation to the Mark Mercier Foundation  
for their generous support of this program. Anyone interested in becoming involved  
in YPAHD or the Youth Mentorship Program can email us at  
mentorship@huntingtonsociety .ca or connect with us on Facebook at  
www .facebook .com/HuntingtonSC. To learn more visit www .huntingtonsociety .ca.

7HORIZON

mailto:info@huntingtonsociety.ca
mailto:mentorship%40huntingtonsociety.ca?subject=
www.facebook.com/HuntingtonSC
http://www.huntingtonsociety.ca


HealthPartners: Charities at work
Since 1988, HealthPartners has raised more than $135 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 sessions, or participate in Health Checks. Your continued support and efforts 
contribute significantly to the success of the HealthPartners and Huntington Society partnership.

Did you know that 87 per cent 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.

Talk to your employer about the HealthPartners Campaign. The “Charities at work” campaign reflects the 
commitment to focus on our collective efforts in 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

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.

The Kidney Foundation of Canada

The Lung Association

Multiple Sclerosis Society of 
Canada

Muscular Dystrophy Canada

Parkinson Society Canada

At the very back I put the woman of 
distinction award that I received for my 
own contributions to the Society and for 
co-founding a national group for family 
practice nurses, just so the kids know that 
grandma wasn’t sitting on her duff all those 
years .

The whole process took me almost a month, 
but now the kids have something to help 
them understand their roots . The Society 
also has a stack of material for the archives: 
I spent an afternoon with Ann Wipp and 
Dorothy MacMillan going through old 
photos and writing names and dates on the 
back . On top of all that, I now have a much 
cleaner basement .

Now I’m going to have a little garage sale –  
just like in the old days – to get rid of all 
the stuff I’ve purged . Now that will bring 
everything back full circle!

Have a story to tell about your involvement 
with HSC? We are collecting your memories 
of the Society’s impact over the years . Please 
share your story with us . Email us at  
info@huntingtonsociety .ca or call us at 
1-800-998-7398 . We will interview you, write 
your story and share it with our readers .

An Ariel View
continued from page 5

By Kaija Hutteri

Crowdfunding websites have been gaining 
popularity over the past few years. These websites 
make it possible for anyone to launch a campaign 
to raise money for charitable causes or to fund 
personal projects.

Crowdfunding can be an appealing option for 
individuals who want to finance projects that 
cannot be funded by government programs or 
charities. Feature films, video games and new 
products have come to life with the help of 
crowdfunding campaigns. Crowdfunding can also 
provide a way for communities to raise money 
for an individual or family in crisis. By leveraging 
the power of social networking, individuals have 
been able to raise money with little more than 
determination and an Internet connection.

“It’s reasonably simple to get up and going 
for people whose needs are not met through 
traditional programs,” says Jim Martin, HSC’s former 

Crowdfunding: Does it live up to the hype?
Development Manager. “Crowdfunding uses the 
power of someone’s contacts, friends, family or co-
workers to help fund a particular need.”

However, tread carefully before starting or 
contributing to a campaign. Some crowdfunding 
platforms operate on an “all or nothing” principle. 
If you do not raise the money you set out to raise, 
all donated funds are returned to donors. Many 
crowdfunding platforms also include processing fees, 
which means that donor dollars may not stretch as 
far as you think. Another reason for caution is that 
anyone can start a crowdfunding campaign. Do you 
trust the person behind the campaign to put your 
money in the right hands? Jim cautions charities 
before making the leap into crowdfunding.

Although crowdfunding has its place, the 
Huntington Society of Canada cannot promote 
these campaigns through its website or social 
media for a very simple reason: accountability to 
the HD community. With no means of verifying the 

legitimacy of each campaign, and no control over 
the money raised, HSC cannot encourage fans and 
followers to donate to a particular campaign.

“How does HSC decide?” says Jim. “Should HSC 
promote them all? Does HSC promote some? If HSC 
can’t verify them, there is a danger in selecting the 
wrong ones.”

Besides, says Jim, charities are already using the 
principles of crowdfunding. Every year, Canadians 
from coast to coast organize, participate in or 
donate to events and campaigns that raise money 
to find a meaningful treatment for HD. Each of 
these events is an opportunity for people to pool 
their efforts to raise funds and awareness for a 
cause close to their heart.

“HSC is reaching out to the broadest number of 
people possible,” says Jim. “Charities are raising the 
greatest amount of funds for the greatest number 
of people.”
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Making a Difference from Castor, Alberta

Small town, big hearts
By Julie Stauffer

Castor, Alberta is a typical small town: one main street, a hockey arena, a 
hospital and a curling rink, plus plenty of people who pull together when a 
neighbour needs help. So when Angela Weeks tested positive for the HD gene, 
everyone stepped up to support her, her husband and their three small girls.

At Castor Evangelical Missionary Church, the congregation prayed and provided 
practical help. But they also wanted to do more. That’s when a small group from 
the church approached Pastor Grant Sikstrom who then approached three other 
local churches to organize a fundraiser for Huntington disease research. The 
buy-in was immediate.

Volunteers lined up to organize a silent auction, print up tickets, arrange 
presenters and bake up a storm. “That’s when people went to work,” says 
Pastor Grant Sikstrom. “It was awesome.”

HSC’s National Office provided everything they needed to collect donations and 
raise awareness about HD. Meanwhile, Castor residents snapped up so many 
tickets, Grant had to negotiate with the local fire marshal just how many people 
could safely fit in the community hall. “We called the event Laugh Again, as the 
idea was to find encouragement and hope in hard times,” Sikstrom added, “a 
theme that applies to us ALL!”

When the big night rolled around, there wasn’t an empty seat in the house. The 
evening kicked off with Castor’s Singing Nuns – a local institution – boogying 
on stage. Keith Weeks talked about how Angela’s test results redefined his 
commitment to his wife and daughters.

HSC’s Northern Alberta Resource Centre Director, Bernie Modrovsky, talked 
about HD, while the University of Alberta’s Paul McCann discussed hugely 
promising research advances. Finally, inspirational speaker Phil Calloway 
brought his trademark mix of faith, wisdom and keep-them-in-stitches humour.

Back at HSC’s National Office, Sally Litchfield had to add up all the donations 
twice before she believed the total. Castor, Alberta, population 932, raised 
nearly $25,000 for Huntington disease research in a single night.

“It was incredible,” she says. “It really is a great story of small town Canada 
rallying around a cause.”

We love to support local fundraisers! To find out how we can help make your 
event a success, call us at 1-800-998-7398 or email  
events@huntingtonsociety .ca.

Paul McCann (right) shares a special moment with Angela and Keith.

Two steps  
forward, one  
step back
Recently, HSC’s CEO Bev Heim-Myers got a call from a young man at-
risk for HD who had decided to learn his genetic status . Unfortunately, 
he tested positive for the HD gene . When he told his employer the 
results, he had tested positive but did not have HD yet, he was let 
go . “He told his employer on Friday,” Bev recounts . “He was fired on 
Monday .”

That’s why HSC continues to push for legislation to protect genetic test 
information . While we have seen progress over the past few months, 
we have also seen setbacks . Senate Bill S201 – championed by Senator 
James Cowan – was significantly weakened during debate, to the point 
where Senator Cowan tried to restore it to its original form before third 
reading, which did not happen . Senator Cowan is continuing his work 
to ensure adequate protection is legislated for all Canadians . 

“He has been an incredible champion,” says Bev . “Through Senator 
Cowan’s commitment, more people know about genetic discrimination 
and the critical need to robustly protect genetic test information .”

Tabling the new Government Bill C-68 to prohibit genetic discrimination 
was a significant step forward by our Federal government in June . 
Although time ran out to pass this tabled legislation, our hope is 
that Bill C-68, or similar but more protective legislation, will act as a 
deterrent to the practice of genetic discrimination in Canada . We hope 
legislation will be tabled shortly after the Federal election, and passed .

Genetic fairness is a nonpartisan issue, she points out . “We will have to 
continue to work with all jurisdictions, federal, provincial and territorial, 
to ensure we legislate to protect genetic test information and quickly 
follow the Federal lead,” she says . “Genetic discrimination is still a 
reality in Canada, a reality that we must change for all Canadians .”

To learn more about genetic discrimination in Canada, or to share your 
story, visit  www .ccgf-cceg .ca .

Advocacy earns national award
Bev Heim-Myers’ persistence in advocating for genetic fairness earned 
her a national award in April. Health Charities Coalition of Canada 
presented her with an Award of Distinction for her leadership on this issue. 
Congratulations, Bev!
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For Stephanie, signing up was an easy decision. “To 
me, knowledge is power. The more that we know, 
then the more power, the more chance of success,” 
she says. “I would strongly encourage everyone to 
do it.”

Was the process intimidating? Not at all, she 
says. She and Derek joked about some of the 
tests: sticking their tongues out at a researcher, 
for example, or trying to list as many animals 
as possible that start with a certain letter of the 
alphabet.

“It’s a way of being involved and giving back,” she 
says. “We can’t always afford to donate a lot of 
money, but I can afford to donate my time.”

Stephanie also lists a few selfish reasons for getting 
involved, like getting to know her local movement 
disorders clinic. “It gives me a chance to build that 

Accelerating Research  continued from page 1

Celebrating Our Heroes
The Power of the Paintbrush

By Julie Stauffer

For the first five months after he moved into 
KinVillage Care Home in 2013, Dan Shay barely 
left his bed. He slept most of the day and 
ate only when his wife, Kathy, fed him. Kathy 
worried this was all that was left of the man she 
married: a successful mechanical engineer who 
travelled the world, ran marathons in his spare 
time and had no idea that he carried the gene 
for HD.

“He was pretty much acting like a vegetable,” 
she recalls. “I thought ‘This is the way it’s going 
to be, and I’m just going to have to watch him 
go down, down, down until I lose him.’”

The transformation happened when Kathy went 
to Florida with their daughter and her family for 
March break. Her absence spurred Dan to get 
out of bed. First came the photo of him joining 
in St. Patrick’s Day celebrations, a green wig 
on his head. A few days later, Kathy received a 
photo of a painting Dan produced at KinVillage’s 
Tuesday morning art class. Kathy was thrilled 
but thought he couldn’t possibly have done the 
piece himself. After all, Dan had never painted 
in his life.

When Kathy got back to Vancouver, she 
discovered the secret: Liz McKenna. Armed with 
acrylics, watercolours, markers and music, this 
clinical counsellor, with graduate training in 

expressive therapy, coaxes impressive artwork out 
of her students.

In the bright, laughter-filled room looking out 
onto a courtyard, residents are welcome to pursue 
whatever kind of art they want. Some colour with 
crayons or markers. Some do abstracts. And some, 
like Dan, undertake ambitious realistic work.

“On the surface of it, we’re just doing art. We’re just 
picking up a paintbrush and doing some painting. 
And I am being daft and silly and we’re having 
a fun time,” Liz says. In the process, however, 
residents are stimulating their senses, activating 
their conscious and unconscious mind, being part 
of a community and enjoying a sense of purpose. 

“That’s huge,” she says.

Week after week, Liz painstakingly coaches Dan to 
breathe, hold the brush without shaking and focus 
on one shape and one colour at a time. “She’s 
totally amazing,” says Kathy. “I wish we could 
clone her.”

Dan is just as dedicated. Although he can’t speak 
much these days, he works away for months on 
each painting, producing stunning results. His work 
has been featured in an art show at KinVillage, a 
calendar sold to raise money for the program’s 
supplies and even in the local paper. His favourite –  
a picture of a bridge over a river – is framed and 
proudly hangs in Dan’s room.

“Painting returned my self-esteem,” he told 
Kathy earlier this year.

B.C. Resource Centre Director, Susan Tolley, isn’t 
surprised. “Both art and music therapy are great 
non-verbal ways to communicate and express 
oneself as the disease progresses,” she says. 

“It’s looking at people for what their strengths 
are, rather than what their limitations are – and 
then it’s magic.”

It’s a magical process for Liz as well. “The 
reward is seeing the light,” she says. “The pride, 
the self-esteem come back to somebody like 
Daniel. The hope. The anticipation of looking 
forward to something.”

Kathy sums up the impact of Dan’s art classes 
even more simply. “To see the turnaround?” she 
says. “It just means everything.”

relationship while I’m pre-symptomatic, so that 
when I am symptomatic, it’s already there and I’m 
comfortable with the doctors and the team,” she 
explains.

The annual visits help her stay in touch with the 
latest research. And when local drug trials begin, 
being in the database ensures she’ll have an 
opportunity to sign up.

Clinical research cannot move forward without 
volunteers. “We get useful information from animal 
models, but we’re not mice,” says Dr. Martin. 

“Something that works in mice may, or may not, 
work in humans.”

McMaster University’s Dr. Ray Truant agrees. 
“Volunteers are essential to develop therapies for 
HD now that we have promising leads from animal 

models. The more people we can get into studies, 
the higher the quality of the data that tells us what 
is working, and what is not. This will focus HD 
research tremendously.”

To learn more about clinical trials in Canada, see  
our new HD Clinical Trial map at  
www .huntingtonsociety .ca/clinical-trial-locations

The Huntington Society of Canada (HSC) recognizes 
that making the decision to be involved is complex 
and some individuals may choose not to participate 
in clinical trials. Choosing to participate in clinical 
trials is a personal decision; the Society encourages 
those who are interested to consult with their HD 
Resource Centre Director or Family Services Worker 
to understand all aspects of this decision. To learn 
more, go to www .huntingtonsociety .ca.
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Hedley Cullen: 
“Hopeful for a Cure”
Growing up in Moncton, New Brunswick, Hedley Cullen knew 
that his grandmother was sick . She had a short temper, yelled 
frequently and seemed to be very clumsy .

Shortly before his first tour with the Canadian Armed Forces, 
Hedley’s grandmother passed away . That was when he learned of 
Huntington disease, a fatal genetic neurodegenerative disorder .

As Hedley continued his Navy career, married his wife Kate and 
raised two step-children, HD raised many questions . With a 50 per 
cent chance of getting the disease, what did his future hold?

At the time, a Navy regulation allowed for immediate dismissal if 
he tested positive for HD . So he postponed genetic testing in order 
to provide for his growing family – he and Kate had two children 
together .

When the regulation changed in 2005, Hedley was finally able to 
undergo testing . The results would change his life: he had the HD 
genetic mutation .

“My world and the world of my family had just been changed,” 
says Hedley .

Eight years later, after moving to Victoria, B .C ., Hedley’s symptoms 
had progressed and he was no longer able to work for the Armed 
Forces . He took this setback in stride . His growing involvement 
with HSC’s Victoria Chapter allowed him to connect with people 
with shared experiences .

After attending his first HD Retreat, Hedley felt inspired to give 
back to the HD community in his own way . He emblazoned the 
tailgate of his truck with “Please Help Find a Cure for Huntington 
Disease” and an appeal for donations . He also organized a “Tats 
for a Cure” fundraiser at a local tattoo parlour last summer . 
The event was a huge success, raising over $2,000 and a lot of 
awareness .

Why does he do it?

“I am hopeful for a cure so that my children and all other affected 
people can one day be free of this disease .”

Meghan Andrews: 
Capturing the Trials 
and Triumphs of HD
Meghan Andrews’ love of photography started at a young age. 
Documenting her travels and taking photos of family and friends 
eventually led her to become a freelance photographer.

Meghan’s father had Huntington disease and passed away in 2004. 
It was hard for her to watch him grow progressively worse until he 
could no longer walk, talk or feed himself. After he passed away, 
she was tested and found out that she also has the HD gene.

At first she was upset about the results, but her friends and family 
helped her through it and she began to seek ways to turn her 
results into something positive. She decided she could use her skills 
as a photographer to document families affected by HD.

“I thought that by documenting families with Huntington’s I could 
bring awareness to the disease and illustrate how the disease 
affects not only the patient, but the family as a whole,” says 
Meghan.

Accompanied by her mother, Meghan travelled across the  
country to photograph HD families from coast to coast. Her 
photobook, Huntington Disease: Trials and Triumphs, highlights the 
strength, courage and positivity of 15 families coping with various 
stages of HD.

Meghan’s photobook can now be purchased online at  
www .blurb .ca/b/5738114-huntington-disease-trials-and-triumphs 
or by contacting the Huntington Society of Canada at  
1-800-998-7398. The photos will also be featured at an exhibit at 
Toronto’s Gallery50 November 11-22, 2015.

As a result of this project, Meghan says that her attitude has shifted 
for the better. She constantly finds herself thinking, “If these people 
can get through this with a smile on their face, then so can I.”

Christine and Meghan Andrews

Hedley Cullen
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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.

Developing a National Huntington 
Disease Clinical Trial Strategy

Prior to 2012, Huntington disease (HD) clinics in 
Canada worked independently with no formal 
mechanism in place to connect clinicians and share 
best practices. Those affected by HD have expressed 
confusion with how clinical trials work and whether 
they should participate. In 2012, as part of a 
five-year strategic plan, the Huntington Society of 
Canada (HSC) identified a critical need to develop 
a national HD clinical trial strategy complete with 
the structure and implementation steps required 
to ensure Canada is prepared for HD clinical trials. 
This was the first step in connecting researchers, 
scientists, and clinicians to work together and 
develop a comprehensive national strategy that will 
promote health research in Canada and ensure best 
practices are shared, and knowledge transferred.

In 2014, the HD Clinical Trials Consortium was 
created to carve a new path for the research 
community and provide an opportunity for clinicians, 
HSC and Canada’s Research-Based Pharmaceutical 
Companies (Rx&D) to partner in the outreach efforts 
to encourage participation in HD clinical trials. The 
Consortium is a conduit between researchers and 
individuals leading to the creation of a national 
HD clinical trial strategy. The Consortium is open to 
all Canadian clinicians and clinical teams who are 
treating HD patients.

HSC plays a key role in bridging the relationship 
between researchers and individuals by educating 
Canadians on the importance of the clinical trial 
process; how they can get involved; and why their 
participation is so crucial. The urgency lies in not 
only educating as many people as possible and 
including efforts in rural and culturally diverse 
communities, but also ensuring clinicians have 

sustainable mechanisms in place to support  
the process.

The Be Brave, Be Bold, Be Ready: Clinical Trial 
Readiness Preparation Initiative is a complex 
initiative that will benefit the health of Canada’s 
HD families and strengthen our clinical trials 
infrastructure. The difference this initiative will make 
is tangible and concrete, our key strategies are 
distinct and will change the way HD clinical trial 
research is conducted in Canada. Our mission is 
clear. Our vision is vibrant. Our values and guiding 
principles speak to what we believe in. Our goals 
and objectives are achievable. Our strategic alliances 
are highly valued and critical to the success of this 
initiative.

This year, 2015, has seen dramatic forward 
movement with our national HD clinical trial 
strategy, and the following has been undertaken:

•	 A	national	Huntington Disease Clinical Trial 
Strategy document has been prepared

•	 A	national	HD	Clinical	Trial	Strategy	schedule	has	
been prepared

•	 A	fundraising	strategy	has	been	implemented

•	 A	national	HD Clinical Trial Map has been 
prepared and launched on the HSC website

A clinicians’ workshop will be hosted October 5, 
2015, in Toronto, by the Consortium, to present 
a Participant Best Practices Guide, an HD specific 
Clinical Trial Checklist and an HD Clinician 
Mentorship program and define next steps.

“We are excited about the new research 
opportunities coming forward, and pleased to 
be able to help strategically position our HD 
community to benefit as much as possible from 

these opportunities,” says Bev Heim-Myers, CEO of 
the Huntington Society of Canada. “This initiative 
will not only transform the way HD dlinical trials 
are managed in Canada but has the potential to 
influence other disease groups as well.”

To read the Be Brave, Be Bold, Be Ready: 
Clinical Trial Readiness Preparation  
Initiative strategy document please go to  
www .huntingtonsociety .ca/be-brave-be-bold-be-
ready/  
and to visit our new Clinical Trial Location Map visit  
www .huntingtonsociety .ca/clinical-trial-locations/.

Our time is now. There is an unprecedented number 
of HD clinical trials currently happening in Canada. 
The time is right to build on the momentum of 
accomplishment and create a national HD clinical 
trials strategy that will transform the way HD clinical 
trial research is done in Canada.
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