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Supporting the Huntington Society of Canada 
(HSC) has always been a family affair for the 
Carmichaels. Peggy and her husband, Steven, were 
high school sweethearts who married in 1987, 
both in their early twenties. Two children soon 
followed: Brittany in 1990, and Brad in 1992.

Steven’s Huntington disease (HD) symptoms 
began to progress rapidly after Brad’s birth. But 
as daughter Brittany says, “He didn’t let the 
Huntington’s stop him.” Steven began fundraising 
within their church community, raising both money 
and awareness for the disease. The rest of his 
family soon joined in.

Nearly two decades later, Brittany and Brad 
attended the 2012 HSC National Conference 
where they learned about Young People Affected 
by Huntington Disease (YPAHD). “I was nervous 
about them attending at first,” admits Peggy, “But 
they came home so uplifted.”

For Brittany and Brad, the conference was an 
eye-opening experience. Having a loved one 
with HD can feel isolating but suddenly they 
were connected to a national network of support. 
YPAHD provides a community for young people 
affected by HD, in addition to increasing public 
awareness and raising funds to deliver services 
and further research.

Brad signed on to the executive of YPAHD, while 
Brittany was invited to participate in the pilot of 
HSC’s new Youth Mentorship Program. She flew 
to Toronto, where she and other young adults 
completed a training program that equipped them 
to provide valuable support to a young person 
from an HD family at critical points in his or her life. 
She was then matched with a younger mentee.

“I think it would have been helpful for that kind of 
thing to have been available when the kids were 
younger,” says Peggy. “It’s really great to get the 
young people involved.”

Brittany also became an outspoken advocate 
for genetic fairness and continued to speak out 
against genetic discrimination after Steven passed 
away in March 2014. Visiting her father in care 
each week, she says she was constantly reminded 
of her own 50 per cent chance of inheriting the 
disease. But while she may not know what the 
future holds, she is determined not to let her life 
be ruled by uncertainty.

The Carmichael family has truly come together as 
activists for the HD community, and HSC is very 
thankful for their tremendous involvement in 
fundraising and youth programs.

When asked how she’s feeling about moving 
forward in 2015, Peggy is optimistic. “There is so 
much hope now,” she says. “It’s a really exciting 
time for the community.”

The Carmichael family has agreed to participate as 
spokespeople for the Huntington Society of Canada 
in 2015. More about how the Carmichaels are 
making a difference will be featured in a variety 
of publications, as well as through the Society’s 
annual fundraising campaigns. To learn more about 
how the Huntington Society of Canada makes a 
difference across Canada and to support our efforts, 
please visit www .huntingtonsociety .ca.

The Carmichael Family: Supporting 
the HD Community Together

Goodbye Gatorade, 
hello V8
Improving life through diet
By Julie Stauffer

In Steve and Melinda McKie’s Vancouver 
home, things have changed over the past year, 
in the kitchen that is . Ever since Steve visited 
a dietitian, fruit-flavoured V8 has replaced 
bottles of Gatorade, chopped fruit and yogurt 
fill their fridge, and their freezer is stocked 
with homemade soups and stews . 

Like many people with mid-stage Huntington 
disease, Steve has started having some 
problems with swallowing and stabilizing his 
weight . Although both Steve and Melinda 
knew the importance of choosing a nutrient-
dense diet, meeting with a dietitian helped 
them create healthier eating habits . 

For Steve, that meant ditching the beer, 
replacing sugary Gatorade with vegetable-
rich V8 and reaching for healthy snacks . 
Instead of consuming empty calories, Steve 
now gets plenty of vitamins, minerals and 
protein to sustain him . 

One of the keys has been carving out time 
on the weekend to prepare snacks and meals 
for the week ahead, say both Steve and 
Melinda . With washed and cut fruit in the 
fridge, healthy snacking is a snap . Meanwhile, 
freezing individual portions of stew and 
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Note from the CEO

HORIZON

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!

Spring always brings renewed energy, and that 
is certainly true at the Huntington Society of 
Canada! The key reason for this year’s optimism 
is, of course, clinical trials. This year will see the 
launch of five different trials designed to test 
some highly promising potential treatments. Now 
we need community members to step forward, 
sign up and spread the word. Participating in 
clinical trials is a personal choice. We understand 
the barriers, including access to information 
regarding clinical trials, choice to know genetic 
status, genetic discrimination and other personal 
and family reasons. We will continue to address 
barriers to clinical trial participation and provide 
the information and protection that individuals 
need to make informed decisions that are right for 
everyone involved.

In the meantime, it is crucial to continue pursuing 
impactful avenues of Huntington disease research. 
A promise of a very significant donation this year 
will enable us to support research more than 
before. In February, we invited key researchers, 
clinicians and thought leaders from the global 
HD community to discuss important areas of HD 
research that may be underfunded yet critical 
to the overall understanding of moving viable 
treatments forward. We will use the insights of 
these key thought leaders to move HD research 
forward in an impactful way.

Another key priority is providing more services for 
youth, so I am delighted to say we are expanding 
our Youth Mentorship Program. With this program, 
we are providing a model not only for other HD 
communities around the world but also for other 
disease organizations.

Looking forward, this spring is shaping up to be 
a great opportunity to showcase our incredible 
volunteers. Volunteer Week and May Awareness 

month are two important occasions for us to 
celebrate. Thank you to all of our volunteers 
who are telling their stories, raising vital dollars, 
providing leadership and putting HD (and genetic 
discrimination) on the public radar. Your help is 
making a significant difference.

From an advocacy perspective, 2015 may be 
the first year that the federal government takes 
on a leadership role and addresses genetic 
discrimination in Canada. We have been working 
hard and remain optimistic that this government 
will honour its promise in the 2013 Speech from 
the Throne to end genetic discrimination in Canada. 
We will still need to work with all provincial 
legislators and decision makers but look forward 
to the federal government setting an example to 
protect all Canadians and their genetic information.

I would like to wrap up with a special thank you 
to Gioia Levesque and Susan Tolley, who recently 
celebrated a quarter century of service to our 
families. This organization is built on the strength 
of many people, including an incredibly committed 
staff. We could not do it without you!

Bev Heim-Myers 
Chief Executive Officer

Are you a supporter 
of the Huntington 
Society of Canada?
Interested in getting 
more involved? 
HSC is now accepting nominations to its 
Board of Directors for vacancies beginning 
in 2015 and 2016. This national board 
includes 15 directors from across the 
country who combine enthusiasm for the 
work of the Society with expertise in one 
or more areas of business including law, 
fundraising, communications, strategic 
planning, media and human resources. If 
you, or someone you know, is interested, 
please let us know. There is a process 
that we follow, and expertise that we are 
looking for, but it starts with your interest. 
Forward your CV and Letter of Interest 
outlining your skills and experience to:

Huntington Society of Canada 
151 Frederick St., Suite 400 
Kitchener, ON  N2H 2M2 
Attention: HSC Board

All nominations received by April 30, 2015 
will be considered.
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“The more, the better”
Two very personal missions to 
promote participation in clinical trials
The Huntington Society of Canada recognizes that some individuals at-risk for 
HD may choose not to participate in clinical trials, as genetic information is not 
protected in Canada. Genetic test results can be used as a basis for genetic 
discrimination from insurance companies and employers. The Society is  
advocating for genetic fairness in Canada, however, at the time of publication 
protection is not in place. 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. For a complete list of our Family Services Team, please go to 
www .huntingtonsociety .ca.

By Julie Stauffer

This year will see the launch of clinical trials for the first-ever gene-silencing 
drugs. This is just the beginning, with many other potential treatments expected 
to reach the clinical testing stage very soon.

What this means to the Huntington community is that researchers need 
volunteers to step forward. The more people who sign up and the more quickly 
they do it, the faster we will know which drugs work and which do not.

That is why Jamie Walters is one heck of a busy guy these days. “I’m one of 
the HD warriors,” says the 55-year-old, ticking off the many ways he is raising 
awareness about clinical trials through a slew of organizations and online 
groups. He has watched numerous family members, including all of his siblings, 
succumb to HD.

“I don’t know if a lot of people realize how important this is,” Jamie says. “Step 
up. Let’s show everybody that we are here and we are ready.”

Bunny Clark came home from the 2014 HSC National Conference filled with 
that same sense of mission. In her case, she has chosen to spread the word 
about clinical trials to her in-laws, and that is no small job. Bunny’s late 
husband, who succumbed to HD, was one of 17 children.

Together with her daughter Amanda, she began organizing a series of 
get-togethers to reunite their extended family, support each other and raise 
awareness about the upcoming clinical trials.

Not everyone will sign up, she recognizes, since in many cases you will need 
to know your genetic status. “I would love for everybody to join in these trials 
because the more, the better,” she says. “However, you know it’s their own 
individual choice. They have to do what feels right to them.”

There is no question that at least one family member will enroll. Amanda, who 
has the HD genetic mutation, has been following the gene-silencing research 
closely and plans to be first in line when the trial opens. “It’s an amazing 
feeling to know that there is hope,” she says.

Whether she ends up with the drug or a placebo doesn’t matter. “Either way, 
something positive is going to come out of it,” she explains. “I just want to be 
a part of that.”

The Huntington Society is helping to educate the HD community about which 
clinical trials are offered, about genetic fairness in Canada and how to learn more 
about clinical trials. HSC encourages interested members of our community to 
visit www .huntingtonsociety .ca/clinical-trials, where we have outlined what 
trials are in progress now. Consider signing up for Enroll-HD. Detailed information 
about Enroll-HD can be found in this section of the website.

An Ariel View
with Doreen Janes

As a change of pace, I have invited 
a few of the Society’s stalwarts 
to share some of their favourite 
HSC memories . This time our 
contributor is Queen’s Jubilee 
Medal recipient Doreen Janes, who 
has been volunteering with us for 
the past 30 years in Cornerbrook, 
Newfoundland .

I first got involved with the 
Huntington Society more than 
30 years ago . After my husband 
was diagnosed with Huntington 
disease (HD) in 1979, our 
neighbour Margaret (whose mother had HD) encouraged me to get in 
touch with Ralph Walker .

I had never heard of Huntington disease up to that point and had no 
idea what it was all about . So, I called Ralph and he sent me some 
information . Ralph was a real doll . He stayed with me one time when 
he came for meetings . I made sure to have all Newfoundland food 
cooked for him: a Jiggs’ dinner, rabbit, moose pies, and all this stuff . 
Well, he put on a good face but I could tell he wasn’t too keen on it . 
Afterwards, I sent him a recipe book with Newfoundland meals .

Here in Cornerbrook, we raised a lot of money for the Society . We did 
16 walk-a-thons . One gentleman in our community was always sure to 
line up his vacation time with our walk-a-thons . He wore out four pairs 
of running shoes over the years . They were a lot of work to organize, 
but we had a lot of fun with it all, I must say .

We also did a moonlit ski-a-thon . One year we had a big rainstorm 
overnight, which took away all our snow . But I had collected this 
money, so I was determined to do something . Myself and another 
friend decided we could always make some mud balls if we couldn’t 
ski, so that’s what we did .

Then there were craft sales . When I knew there was a cruise ship 
coming in, I would take a fold-up table down to the waterfront and sell 
crafts to the tourists getting off . And when I went on holidays, I would 
take tickets for our Amaryllis Quilt of Hope with me to sell .

Barbecues, Easter Bunny cake sales, jail and bails, you name it, we 
did it . There wasn’t much interest in having meetings or setting up a 
president, secretary or things like that . But once I had the groundwork 
for an event organized, people would come forward and help out . I got 
a lot of response .

Sometimes, I would get up in the middle of the night, thinking about 
what to do next . Before I had one project finished I would be starting 
another one . I don’t know what kept me going . I often say to my 
friends, how did I ever do all that?

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 .
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Making A Difference 

infinity conquers
By Lee-Anne Peters

As the world passed by her feet she stopped 
And stared as the days went by. 
She saw the people from her childhood days. 
Distant faces of cousins rarely seen; 
Memories of ice cream, swimming at the lake, pies over the fire, 
And ice cold lemonade. 
So long ago; yet in her memory they are her Now. 
All she has is the past to keep her company through 
The night. 
Voices in front of her faded eyes as she hears the remnants 
Of a song. 
Past or present she can’t even tell.

Then she thinks of the days of old jumping off bridges, 
Falling in love, getting high for the very first time. 
She sees her sister standing with child 
And joy she’s never experienced. 
Her brother the most amazing of people who always made her smile 
With a voice to charm the most cold of people. 
Then a friend so true they stuck together through everything 
From funerals to weddings to drunken nights spent playing trivial pursuit. 
And little does she know that the one singing 
Is the same friend who stayed true.

Then she thinks to her father a man so wonderful, 
He raised her well to become a woman yet even he 
Can do no more. 
Left to sing to his daughter just like he did to his wife before 
Her. 
Then all is blurry and she can’t comprehend anything anymore. 
No memories no present 
She can’t remember who she even is 
And then she’ll fade away till nothing’s left. 
And all you’ll have is the memories of me.

Insider Book Review
Inside the O’Briens 
A Novel

By Lisa Genova

The Huntington Society of Canada is 
pleased to announce the release of Inside 
the O’Briens, the new novel from Lisa 
Genova, author of Still Alice . Inside the 
O’Briens was released in early April and 
is an engaging read for anyone wishing 
to gain an understanding of how an 
individual and their family are impacted 
by a diagnosis of Huntington disease .

Update
By Doug Mallock

We had yet another very successful Young People Affected by HD (YPAHD) 
Day in Winnipeg in October 2014 and things have really been going well! We 
had young people of all ages from all over the country who came to connect 
and engage with other young people. It was really quite inspiring to see just 
how impactful the day was for youths who have never really had a means 
to discuss Huntington disease with other people. The energy we witnessed 
throughout YPAHD Day as well as the entire conference really gave me hope 
and a sense of peace for the future of YPAHD. Our future is in good hands.

We are excited about the Youth Mentorship Program starting its second round 
of training! This is something that I hold near and dear to my heart, as I have 
had the honour of being involved in the program from the very beginning. All 
of our mentors have been matched with young people from all over Canada. 
This is a program to watch and be proud of as it is going at rapid rate. Two 
of HSC’s Resource Centre Directors, Erin Stephen and Angèle Bénard, had 
the chance to speak about the program at the conference. There was much 
conversation about the relative “newness” of the program as well as the 
future plans and aspirations for the program. One of the most memorable 
moments of the talk was a mother of one of the mentees discussing just how 
beneficial she has found the program for her son, even in the relatively short 
amount of time he has been involved.

I encourage anyone who has any interest in getting involved in YPAHD to 
check out our website or send us a message on Facebook. Even if you don’t 
want to be “involved” we would still love to be able to keep in touch with 
you.

Doug Mallock, 
YPAHD Vice President

Interested in the Youth Mentorship Program? Send Erin Stephen, the 
Coordinator of HSC’s Youth Mentorship Program, an email (mentorship@
huntingtonsociety .ca) and she would love to send information to you!

Genova chronicles the challenges of a 44-year-old police 
officer, devoted husband and proud father of four who begins 
experiencing bouts of disorganized thinking, uncharacteristic 
outbursts of anger and strange, involuntary movements . He 
initially attributes these episodes to the stress of his job, but as 
these symptoms worsen, he agrees to see a neurologist and is 
handed a diagnosis that will change his and his family’s lives 
forever: Huntington disease .

“Praised for writing that ‘explores the resilience of the human 
spirit’ (The San Francisco Chronicle), Lisa Genova has once again 
delivered a novel as powerful and unforgettable as the human 
insights at its core . This powerful new novel has the potential to 
do for Huntington disease what Genova’s novel, Still Alice, did for 
Alzheimer’s .” (Goodreads)
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Meet your match:
More youth mentors 
begin training this May
By Mary Ellen Wales

It is official: HSC’s Youth Mentorship Program is 
about to get bigger. With our pilot program officially 
declared a success, we are now getting ready to 
train new mentors and take on new mentees.

This is great news for youth who would love the 
support of an older peer, someone who knows 
what it is like growing up in a family affected 
by HD. It also creates a fantastic opportunity for 
20-somethings and 30-somethings looking for a 
meaningful way to contribute to the HD community.

And there are plenty of both, says Saskatchewan 
Resource Centre Director Erin Stephen, who heads 
up the program. A session at the 2014 HSC National 
Conference in Winnipeg attracted plenty of parents 
and youth interested in learning more about 
mentorship.

They heard how the program has allowed families 
to be more open and talk more with one another. 
Youth feel more comfortable asking questions and 
sharing concerns that they may have bottled up 
in the past, while parents feel confident that their 
children are getting personal support and accurate, 
age-appropriate information from their mentors.

Meanwhile, for the mentors currently in the pilot 
program, the one-on-one relationships have offered 
a way to pass on their knowledge and strength, 
whether it’s in person, on the phone or via Skype, 
texting, email or FaceTime.

Thanks to all that positive feedback, potential 
mentors and mentees are lining up for the next 
round of the program. “Bringing everybody together 
at the conference had a huge impact,” says Erin.

Erin has been busy over the past few months, 
screening and selecting new mentors to add to 
the current roster. The newly recruited group will 
go through an intensive training weekend in May 
before being matched with mentees. “There is a lot 
of interest,” says Erin. “We’ve got people who are 
ready and excited.”

Looking for a mentor? Call 1-855-253-0215 or email 
Erin at mentorship@huntingtonsociety .ca. Want to 
become a mentor? Although the second round has 
been selected, Erin would love to hear from anyone 
interested in becoming a mentor in the future. To 
learn more about HSC’s Youth Mentorship Program 
visit www .huntingtonsociety .ca and check out the 
Learn About HD section. 

Of the many symptoms of HD, some are easier 
to deal with than others. Growing up, Meghan 
Andrews suffered through her father’s frequent 
outbursts of anger, his denial of the disease and 
his stints in psychiatric facilities.

Meghan tested gene-positive when she was 
21. Testing positive was a huge shock, but with 
great support from both friends and family, she 
pulled herself through. She traveled, pursued a 
diploma in photography and launched her own 
photography business.

She also started to volunteer at HSC’s Toronto 
Chapter, ultimately becoming vice-president and 
helping to plan events such as the GEMS Walk 
fundraiser. But she wanted to do more. That is 
when she came up with the idea for a photo 
book. “Not everyone knows what HD is,” she 
says, “so I thought I would bring awareness to it 
and bring an actual image and face to it.”

Accompanied by her retired mother, Meghan 
traveled across Canada, photographing 15 
families from B.C. to P.E.I. affected by HD. “Total 
strangers let me stay at their house and hugged 
me when I left,” says Meghan. “I found this 
whole experience to be an incredibly healing 
one.”

The 94-page book features rich black and white 
images of people with HD alongside their families, 
revealing plenty of smiles, tenderness and strong 
family bonds. “Seeing the positivity… and the way 
people deal with their disease, it’s quite uplifting,” 
says Christine, Meghan’s mother. “I don’t think 
there’s been a person who’s read it that hasn’t 
teared up.”

The book has already had impact beyond the HD 
community, thanks to local media coverage. “I am 
incredibly proud,” says Christine. “Even if I wasn’t 
her mother I’d think that.”

Meghan’s book Huntington Disease: Trials and 
Triumphs can be purchased online at http://www .
blurb .com/b/5738114-huntington-disease-trials-
and-triumphs. Proceeds will be donated to the 
Huntington Society of Canada.

New book brings Canada’s HD 
community to life
By Mary Ellen Wales

chili means Steve can simply throw dinner in 
the microwave when Melinda is traveling or 
working late .   

According to Janna Kwong, a clinical 
registered dietitian at Toronto’s Runnymede 
Healthcare Centre, one of the biggest 
nutritional issues for people with HD is 
maintaining a healthy body weight . This is why 
she recommends a high-calorie, high-protein 
diet for patients with late stage HD .

The longer you can maintain your muscle 
mass, the longer you can stay active and 
independent, she explains . Staying a healthy 
weight can also help you avoid infections . 

“Make sure you get the vitamins and minerals 
and the appropriate macronutrients,” she 
suggests . “Eating the right nutrients gives 
you the energy you need to sustain yourself 

throughout the day .” 

Protein powders and nutritional shakes or 
puddings can help give your diet an extra boost 
if needed, says Janna, especially if you’re starting 
to have swallowing difficulties . Batch cooking is 
a great way to stock up on healthy meals . And 
don’t be afraid to reach for quick fixes to add to 
your meal like canned tuna for protein when you 
need to get dinner on the table, she says, just 
keep an eye on the salt levels .

Back in Vancouver, Steve says changing his 
diet has helped him physically, but the biggest 
difference has been mental . Melinda agrees . 

“He’s become much more himself again because 
of the ability to have that brain food,” she says . 

“It’s been a big turnaround, from my perspective .” 

For more information on nutrition and Huntington 
disease, visit  www .huntingtonsociety .ca/hd-
factsheets-articles and look under “Diet .” 

Goodbye Gatorade, hello V8
continued from page 1
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Events Calendar 2015: 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 11

Score ONE for the TEAM
Peterborough, ON 
Peterborough Sport and Wellness Centre
Join us for the 7th 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 11
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 (705) 
586-2429 or reach her by email at  
hd .sudbury@live .ca.

April 14 – 18
Niagara Book Sale
St. Catharines, ON,  
Fairview Mall
Semi-annual fundraiser, Tuesday to Friday 9:00am to 
9:00pm, & Saturday 10:00am to 4:00pm. For more 
information, call Gail at (905) 892-6024 or email 
gaildekoning@gmail .com.

April 24
Huntington’s Charity Dinner, Auction & 
Casino Night
Bellamere Winery,  
London, ON
Tickets are $85 each. For more information or to 
purchase tickets for an entire table, contact Cheri at 
delfive5@gmail .com.

April 26 
Walk for a Cure
Wawota, SK
For more information, please contact Joanne Corkish 
at (306) 739-2237.

April 26
17th Annual Architectural Gems of 
Toronto Walk
Toronto, ON
Starting location: Berczy Park, just east of the Flatiron 
building, near the intersection of Wellington St. East 
and Scott St. in downtown Toronto. Registration 
1:00pm, walking tours 2:00pm, social gathering 
3:30pm at Jack Astor’s (73 Front Street). For more 
information, call Jim at (416) 809-2469 or email 
gems@hdtoronto .org.

Web: huntingtonsociety .kintera .org/GemsWalk

May
May 2

A Night To Flourish
Calgary, AB 
Sheraton Cavalier, 2620 32 Avenue NE
Cocktails at 6:00pm, Dinner at 7:00pm, Cash bar. 
Tickets $125. For tickets or more information, call Tara 
at (403) 861-5730.

May 21
12pm to 1pm

Year of the Brain 2015 Webinar Series 
Understanding Huntington Disease
Presenter: Corey Janke, HSC Director SWO Resource 
Center

http://yearofthebrain2015 .com/events/you-your-
brain-webinar-series/

May 23 
8th Annual Run to Finish  
Huntington Disease
Vernon, BC,  
Kin Beach Park
Options include 1 km walk, 5 km walk or run. 
Registration 9:00am, Run 10:00am. Refreshments and 
fun. For more information, call Dan at (250) 808-8072 
or email hscokanagan@yahoo .ca.

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

May 23 
Walk to Cure Huntington Disease
Peterborough, ON,  
City Hall
Registration starts at 9:00am. The Walk starts at 
10:00am and is followed by a Party in the Park at Del 
Crary Park. For more information, call Rob Laycock at 
(705) 875-4986 or email rddl44@gmail .com.

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

May 23 & 24 
Ottawa Race Weekend
Ottawa, ON
Join TeamHD and the 2015 Running Challenge. Run 
for a reason! Options include marathon, ½ marathon, 
10 km, 5 km, 2 km, kids marathon and wheelchair 
marathon. For more information, contact Ray at (613) 
741-0282 or raybailey209@gmail .com.

Web: huntingtonsociety .kintera .org/
OttawaRaceWeekend

May 23 & 24
Fundraising BBQ
Canadian Tire,  
Leduc, AB
For more information, contact Joan at  
jlcallum@hotmail .com.

May 24 
Walk to Cure Huntington Disease
Bowmanville, ON,  
Bow Memorial Park
Registration starts at 10:00am. The Walk starts at 
11:00am and is followed by lunch and entertainment 
in the park! For more information, call Bunny Clark at 
(905) 723-5262 or email  
durhamregionhd@gmail .com.

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

May 30 
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 1:00pm, Walk begins 
at 2:00pm. No dogs please. Please contact Debbie 
at (780) 456-6886 or taylord3@telus .net for more 
information.

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

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

Web: http://huntingtonsociety .kintera .org/
StJohnsRun4HD

June
June 4

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 
(613) 739-4446.
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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 6 
8th Annual Saskatchewan Walk to a Cure
Saskatoon, SK 
Meewasin Trail, University of Saskatchewan
Registration 9:30am, Walk 10:00am. For more 
information, call June at (306) 997-2052.

Web: www .huntingtonsociety .kintera .org/
SaskatoonWalk

June 6 
Run 2 Finish Huntington Disease
Winnipeg, MB 
Assiniboine Park, Conservatory Area
Options include 10 km run, 5 km run, or 5 km walk. 
On-site registration 8:00am, Start 9:30am. Pancake 
breakfast free to all participants. For more information, 
contact Vern at (204) 694-1779 or vbarrett@mts .net.

Web: www .hdmanitoba .ca

June 6
9th Annual Hike for Huntington’s
Exeter, ON 
McNaughton Park
Hosted by the Knights of Columbus. Registration at 
9:30am, Walk starts at 10:00am. BBQ and children’s 
activities after the Walk. For more information, contact 
Herman at (519) 235-1558 or email Lindsay at 
lindsay .muller .13@gmail .com.

Web: www .huntingtonsociety .kintera .org/ExeterHike

June 6 
Walk to Cure Huntington Disease
Lafleche, SK 
Club 50, 181 Main Street
10:30am Registration, Walk at 11:00am, lunch 
and social to follow. Please contact Marg at (306) 
472-5756 or Betty-Ann at (306) 472-5766 for more 
information.

Web: www .huntingtonsociety .kintera .org/
LaflecheWalk

June 7 
20th Annual Golf Tournament
Brandon, MB 
Glen Lea Golf Course
Shotgun start at noon, 3 divisions of 2 teams, mens/
ladies/mixed. For more information, call Sandy at (204) 
724-0534.

June 13 
5th Annual Hope for a Cure for HD
Cambridge, ON, Riverside Park
Join the Grand River Chapter, TeamHD, and the 2015 
Running Challenge. Run for a reason!

Registration 9:30am, Run 10:00am, 5 km run/walk. 
For more info, email Murray at murray .mccullough@
gmail .com or call Pamela at (519) 212-1989.

Web: huntingtonsociety .kintera .org/GrandRiverRun

June 20 
Camrose Golf Tournament
Silver Creek Golf Course 
New Norway, AB
For more information, please contact Rob Campbell at 
rcampbell@leduc-county .com.

June 28 
Run for Huntington Disease
Toronto, ON, Wilket Creek Park
Options include a 10 km run, 5 km run, and a 5 km 
hike. Registration 8:00am, 10 km run 10:00am, 5 
km hike 10:05am, 5 km run 10:15am. For more 
information, call (647) 238-6294 or email run@
hdtoronto .org.

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

JULY
July 18

12th Annual Beach Volleyball Tournament 
for HD
Barry’s Bay, ON
For more information or to register a team, contact 
Melissa at (613) 756-3060.

August
August 16 

Run for Lor 
Prince George, BC, Fort George Park
Join us for our annual Run for HD. Options include a 5 
km run or walk, and a 1 km walk. Registration starts 
at 11:00am, Run/Walk starts at 11:30am. For more 
information, contact Heather at (250) 596-1705 or 
heather .3 .reasons@gmail .com.

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

August 29
6th 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 (780) 897-8048 or email 
merno@jadecash .com.

Web: www .peacecountryhd .ca

September
September 12 

Bert Sauder Memorial Golf Tournament
Excited to announce a new location for this year! Stay 
tuned!

For more information, contact Barb at 
beadestainsby@gmail .com.

September 12 
London Chapter Golf Tournament  
for Huntington’s
Kettle Creek Golf & Country Club 
Port Stanley, Ontario
For more information, contact Cheri at delfive5@
gmail .com.

September 13
Hike 4 Huntington’s
North Vancouver, BC 
Lower Seymour Conservation Reserve
Registration 8:30 am, Entertainment & warm-up 9:15 
am, Hike 10 am, BBQ 11 am. For more information, 
contact britishcolumbiahd@gmail .com or (604) 682-
3269 ext. 6159.

Web: www .hike4huntingtons .ca

September 13 
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 (204) 694-1779 or 
vbarrett@mts .net.

Web: www .hdmanitoba .ca

September 13 
Indy Go-Kart Challenge
Windsor, ON 
Zap Zone Family Fun Centre
Join us for a great day of family fun! Check in begins 
at 8:45am and racing goes from 9:30am to 11:30am. 
For more information, contact Paul at  
thebatemans@sympatico .ca or (519) 322-5924.

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

continued on page 8

golf tournamentTeamHD Go-Kart Indy HD Run/Walk
Legend
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Creating 
Positive 
Impact: 
Jaclyn 
Skinner
Huntington disease has 
affected me my whole life. It 
has brought tears, but it has 
also brought a lot of laughs 
and memories. I have seen many people I love and care about be 
taken away from us or stripped of the life they once knew so well, 
but I have also been introduced to an incredible community full of 
hope and people who share the same thoughts and feelings. After 
attending a few conferences, I feel fortunate in this unfortunate 
situation for all the love, support and all the people I’ve met along 
the way.

It is one of my goals to be part of the last generation to see what 
this disease can do. For the last number of years I have been a 
part of YPAHD’s executive team, where I currently sit as president, 
supporting youth affected by the disease, raising awareness and 
collecting donations for HSC. I am a mentor in the Youth Mentorship 
Program and participate in events whenever I possibly can.

I believe that one day we will have a treatment for this disease and 
not have to worry about its effect. But until then, I plan to continue 
to do all I can so that day is always one day sooner.

#unitethefight

Jaclyn Skinner is currently President of Young People Affected by 
HD and has agreed to let HSC profile her story during our 2015 
May Awareness Campaign. To learn more about how you can help 
promote May Awareness, please contact info@huntingtonsociety .ca.

have been working together to create healthy workplaces and communities, 
raising over $120 million for its members and impacting thousands of 
lives. Living proof of these donations at work can be seen through the 
HealthPartners’ Iamlivingproof .ca stories.

To learn more about how you can get involved with the Huntington Society of 
Canada’s HealthPartners Campaign, contact us at info@huntingtonsociety .ca.  
To learn more about the Iamlivingproof campaign, or more about 
HealthPartners, visit www .healthpartners .ca.

Health Charities at Work
Did you know?

•	 87%	of	Canadians	are	likely	to	be	affected	by	chronic	disease	or	major	
illness in their lifetime.

•	 Chronic	disease	costs	Canadians	an	estimated	$190	billion	every	year	in	
direct health care and lost productivity.

•	 16	health	charities	most	trusted	by	Canadians	are	working	together	to	help	
those most affected.

•	 The	Huntington	Society	of	Canada	is	a	proud	member	of	HealthPartners

Research, education and support programs for those affected by these 
diseases like Huntington disease are being funded through the generosity 
of Canadians who donate to HealthPartners through workplace giving 
campaigns. For over 25 years, HealthPartners and its member health charities 

September 13 
Indy Go-Kart Challenge
Halifax, NS
Join us for a great day full of fun for the entire family! New location to be announced 
soon! For more information, contact Jim at (902) 576-5660 or email  
jimrussell@eastlink .ca.

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

September 13 
Chris Clayton Memorial Indy  
Go-Kart Challenge
Langford, BC 
All Fun Raceway at Western Speedway
Join the South Vancouver Island Chapter for their first annual Indy Go-Kart Challenge! 
Registration begins at 8:00am, Go-Karting will be from 9:00am to 11:00am, and will 
be followed by a BBQ and prize presentations. For more information, contact Shena 
at (250) 516-6664.

Web: http://huntingtonsociety .kintera .org/SVI-Indy

September 13 
Indy Go-Kart Challenge
Mississauga, ON 
Playdium, 99 Rathburn Road West
Join us for a great day of family fun! Check in begins at 8:30am and racing goes from 
9:30am to 11:00am. For more information, contact 1-800-998-7398 or  
events@huntingtonsociety .ca.

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

September 19 
Niagara Chapter Couples Golf Tournament
For more information, contact Lynn or Rick at (905) 834-3640 or  
rminer2@cogeco .ca.

Events Calendar 2015

continued from page 7
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The universal goal for international Huntington 
disease (HD) research is to find treatments that 
reverse, slow or prevent the progression of HD. 
The Huntington Society of Canada (HSC) and 
Canadian HD researchers are a key part of this 
effort and the Society has a unique role to play. 
We invest in the most promising peer-reviewed 
research, leading to viable treatments for HD. 
Since 1973, the Society has partnered with 
world-class organizations to leverage the best 
resources and expertise that will positively 
influence the direction of HD research in 
Canada and globally.

Currently our research program involves 
two research competitions that are normally 
launched at the beginning of each calendar 
year for funding in June, the NAVIGATOR 
Research Competition and the NEW 
PATHWAYS Research competition. At the 
Huntington Society of Canada, all research 
proposals are reviewed by a panel of peer 
review experts. We only fund excellent 
proposals and in many cases cannot fund all of 
those that are submitted.

Recent HSC 
Funded Research 
Breakthroughs
2011-2012

Dr. Ray Truant, McMaster University

Dr. Truant discovered a common link between 
Alzheimer’s and Huntington disease. This could 
lead to a treatment for Alzheimer’s disease 
once we find the treatment for HD.

2012-2013

Dr. Ray Truant, McMaster University

Using highly sophisticated FLIM-FRET 
microscopy, Dr. Truant was able to see that the 
huntingtin protein produced by the disease-
causing HD gene folds into a different shape 
than the protein produced by the normal gene. 
This research leads to interesting questions 
like “Are there drugs that could reshape the 
disease-causing protein and if so will they 
halt HD?” This discovery will be significant in 
understanding treatments for HD and how they 
work.

Dr. Simonetta Sipione, University of 
Alberta

Administering GM1 (a substance that naturally 
occurs in humans) to mice, Dr. Sipione was able 

to reverse the symptoms of HD in two mouse 
models of the disease, bringing them back to 
normal. GM1 induced changes in the shape of 
the huntingtin protein that made it less toxic. 
In a third HD mouse model, GM1 was able to 
slow down death of brain cells and to increase 
the lifespan of mice with the disease.

2013-2014

Dr. Jeff Carroll, Western Washington 
University

By examining liver cells in HD mice, Dr. Carroll 
discovered that where the mutant HD protein 
severely affects metabolism in brain cells it 
affects metabolism in liver cells even more. 
This is critical information when looking for 
other biomarkers in the body to identify the 
early onset of HD symptoms and the efficacy 
of potential drugs to treat HD. The link 
between the liver and the brain in individuals 
with the HD mutation could very well lead to 
early treatments. The promise of this exciting 
research is supported by CHDI (a major HD-
focused research funder) who has committed 
to the ongoing funding of Dr. Carroll’s research.

Dr. Stephen Ferguson, University of 
Western Ontario

In healthy humans, mGluR5 (a glutamate 
receptor found in the membrane of brain cells) 
is an essential part of the machinery that 
transmits signals from one brain cell to the 
next, but not in an HD mouse. Dr. Ferguson 
and his team discovered that when mGluR5 
receptor was genetically knocked out in an HD 
mouse, it ran long after the other HD mice that 
were not given the glutamate receptor. There 
was also a big difference 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 in the HD 
mouse given the glutamate receptor blocker. 
These protein aggregates are a hallmark of 
HD. This research has resulted in HD clinical 
trials in humans. The pharmaceutical industry 
has already created mGluR5 blockers to treat 
other diseases, and tested them in humans. 
It is reasonable to assume that this could 
go straight to Phase III clinical trials for the 
treatment of HD.

To learn more about Huntington disease 
research, HSC’s NAVIGATOR and NEW 
PATHWAYS research competitions or about 
promising HSC Funded Research in 2014-2015 
please visit www .huntingtonsociety .ca and 
visit our research section.

Addressing the 
Senate
Bev Heim-Myers makes the 
case for genetic fairness
Last December, HSC’s Chief Executive Officer, Bev 
Heim-Myers, had the opportunity to address the 
Senate Committee on Human Rights on the need to 
protect Canadians from genetic discrimination . Here 
are some of the highlights from her presentation .

When the global genome project started, many 
countries, including Canada, engaged in a dialogue 
about where the genome project would lead . 
During that time, Canada accommodated the 
insurance industry and agreed to take a wait-
and-see approach . That was almost 25 years ago, 
and the industry is still asking for a wait-and-see 
approach . Now Canada is the only G7 country that 
does not protect genetic information . Science has 
outperformed legislation . It is time that Canada 
acted .

It is well established that individuals shall not be 
discriminated against based on their disability, yet 
outdated laws still enable insurance companies to 
discriminate based on perceived disability or the 
prospect of a future disability .

Research indicates that 86 per cent of individuals 
at-risk for HD fear genetic discrimination for 
themselves and their families . This is a sad outcome .

Young families should have the right to make 
informed life decisions, like starting a family . We 
know that a person can delay the onset of HD 
symptoms if they lead a full life, including cognitive 
stimulation, physical exercise and strong social 
interaction . We are also beginning clinical trials in 
2015 that target the root cause of HD and have the 
potential to stop and reverse the symptoms of this 
disease .

Why are we letting the barrier of genetic 
discrimination stand in the way of Canadians 
leading their best-informed lives and participating 
in life-saving research? It is time to make genetic 
fairness a reality in Canada and support Bill S-201 
because no one has perfect genes .

Unfortunately Bill S-201 was minimized by some 
members of the Senate during the clause-by-clause 
debate on February 19, 2015 . We continue to work 
with the federal government to help them realize 
their promise in the Speech from the Throne to 
end genetic discrimination in Canada . We will 
also continue to work with Senator James Cowan, 
who tabled Bill S-201 originally and is a tireless 
champion of a genetic fair Canada for all Canadians . 

To learn more, visit www .ccgf-cceg .ca .

Investments in Research
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Planned giving: a legacy 
that lives on
By Julie Stauffer

May, along with Huntington Disease Awareness Month, is Leave a Legacy 
Month in Canada. LEAVE A LEGACY™ is a national public awareness program 
designed to encourage people to leave a gift through their will or any other gift 
planning instrument to a charity or non-profit organization of their choice. The 
LEAVE A LEGACY™ program goal is to raise awareness of the importance of 
thoughtful, well-planned, tax-preferred gifts, their benefit to the donor and their 
impact on the quality of life for everyone in our communities.

Bob Stevens was a lifelong contributor to HSC: a driving force behind the B.C. 
Chapter, a long-time member of our national board of directors and a very 
generous donor.

It made sense for Bob to continue supporting the Society that meant so 
much to him, even after his death. “We have seen the devastation that this 
disease causes in the whole family,” says his wife, Norma Stevens. “His son 
passed away with it. My daughter is in a care home with it. We have other 
kids that can get it.”

And, of course, Bob built close ties with many families across Canada facing 
the same challenges.

That is why he chose to designate HSC as the beneficiary of his life insurance 
policy. “I think he gave to the Society in hopes that it would help to find a 
cure for our children and all the HD sufferers,” says Norma.

“We are incredibly honoured that Bob chose to remember the Society in this 
way,” says HSC’s Development Manager Jim Martin. “Gifts like these give us 
vital funds to support families and invest in research, but they mean more 
than that. They are an important vote of confidence for the future of the 
Huntington cause.”

When you are thinking about wills and estates, family naturally comes first, 
says Norma. Once they are looked after, however, there are many ways to 
benefit the Huntington’s community through gifts of life insurance, charitable 
remainder trusts and gifts of retirement funds.

Looking for more information? Your lawyer, financial advisor and insurance 
agent can help you to develop a planned giving strategy tailored to the needs 
of you and your family. We’d also be very happy 
to discuss the options and the tax benefits of 
leaving a gift to the Huntington Society of 
Canada after you have gone. Contact Jim 
Martin at 1-800-998-7398 ext. 125 or 
jmartin@huntingtonsociety .ca.

Amaryllis Campaign 
2015: Bigger and 
bolder than ever
There is no question: the Amaryllis is a gorgeous flower. But for the 
HD community and all the wonderful people who buy our bulbs, it 
represents a lot more: support for families living with HD today and 
hope for meaningful treatments tomorrow.

So when one of our long-time Ontario sellers passed away last year, 
her daughter took up the torch, ensuring that her mother’s loyal 
buyers received their bulbs. She is just one of the many amazing 
volunteers who helped us surpass our goal of raising $115,000 last 
year, spreading Amaryllis joy in every province.

According to HSC’s Development Manager Jim Martin, three factors 
drove the campaign’s success. “The volunteers were enthusiastic, 
and the flowers really sold themselves,” he says. “We get such terrific 
co-operation from the bulb’s grower, Van Noort Bulbs, who contribute 
with their own donation on an annual basis.”

A Facebook photo festival revved up the excitement, with people 
across the country sending in photos of their stunning blooms 
throughout the winter. The article on Leon Frazer’s office Amaryllis 
contest in the last issue of Horizon also inspired other workplaces to 
share their stories.

This year, we are aiming even higher. We have set our sights on 
raising $120,000 through our 2015 campaign. Help us get things 
off to a roaring start! We will begin taking online orders in May. 
Get yours in before June 30th and you will have a chance to win a 
fabulous Fitbit wireless activity and sleep wristband.

Learn more about how you can get involved in the 2015 Amaryllis 
campaign. Visit www .huntingtonsociety .ca/amaryllis-campaign, 
email us at amaryllis@huntingtonsociety .ca or call us at  
1-800-998-7398. 

Donate2Celebrate!
More and more people are donating to celebrate special events such as 
birthdays, anniversaries, weddings or holidays in lieu of giving gifts . Each 
year, many people ask for donations to be sent to HSC in lieu of gifts and 
that number is growing . To help you direct donations for your special 
occasion, HSC is pleased to announce our Donate2Celebrate program . 

It’s quick and easy to participate . Follow these three simple steps . 

1 . Create an event on our celebration page .

2 . Share your unique celebration link with your friends, family and social 
media contacts .

3 . Watch your individual thermometer track the donations as they come in .

For more information, see our Donate2Celebrate page at  
www .huntingtonsociety .ca/Donate2Celebrate.

www.enroll-hd.orgNEW
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By Julie Stauffer

For 25 years, British Columbia Resource Centre 
Director Susan Tolley has been an upbeat 
source of support for families across the 
province living with HD. Today, her 570-plus 
client files speak to all the people she has 
touched over a quarter-century; in some cases, 
three generations of a family.

According to Maribeth Meijer, HSC’s Director of 
Family Services and Community Development, 
Susan has helped make B.C.’s multidisciplinary 
clinic the gold standard for HD services in 
Canada.

Meanwhile, 3,000 kilometers further east, 
Gioia Levesque has served families in and 
around Windsor, Ontario for just as long, 
carving out several hours a month for HSC 
work despite holding down a full-time hospital 
job.

“She is one of our quiet champions,” says 
Maribeth. “It really does take a unique 
individual to make that kind of commitment.”

These two stalwarts have helped families get 
the services they need, navigate government 
benefit programs and weather crises. They have 
educated long-term care staff and run support 
groups. Most of all, they have listened.

According to Gioia, that is the most valuable 
thing the Family Services Team provides: 
someone to talk to. Susan agrees. “They know 
you’ll be there,” she says. “They are not alone.”

So what has kept these two on the job for so 
long? “You connect with these families,” says 
Gioia. “The other thing that has really kept 
me going is the support from the Huntington 
Society… it’s just a phenomenal agency to 
work for.”

Susan cites the fulfillment that comes from 
making a difference. “I do think that’s what 
life is: to give to others,” she says. And as she 
points out, it’s a two-way street. Her clients 
help her to focus on what you can be grateful 
for, rather than what pulls you down. “It’s 
taught me that all we have is today,” she says.

Gioia Levesque

Susan Tolley

May is 
Huntington 
Disease 
Awareness Month
By Cyndy Moffat Forsyth

Every spring, volunteers across Canada join with 
the staff of the Huntington Society of Canada 
(HSC) to help promote May as Huntington Disease 
Awareness Month . With over 10,000 volunteers 
across Canada there is a lot of opportunity to 
increase awareness of this rare disease .

To help promote Huntington Disease Awareness 
Month the Society has profiled Jaclyn Skinner (see 
page 8) . Her abundance of enthusiasm for Young 
People Affected by HD (YPAHD) clearly illustrates 
how one person can make an incredible difference .

Along with featuring Jaclyn, the Society’s public 
service announcement (PSA) campaign is another 
tool the Society utilizes to increase awareness . The 
campaign is based on the movie Do You Really Want 
to Know? and highlights both Huntington disease 
and genetic discrimination . The campaign appears 
on television, in newspapers and on radio stations 
across the country . Keep an eye on the media 
during the month of May not only for our PSA, but 
for stories that may appear in local media .

It is never too late to start thinking about how to 
create awareness in your community . You do not 
have to be a member of a Chapter executive or an 
area representative or even a regular HSC volunteer 
to help with the vital tasks associated with our May 
Awareness campaign .

There are many ways to take awareness about 
Huntington disease (HD) to the public . Creating 
dialogue about life with HD and what HSC is 
doing about it will mobilize new segments of 
communities from awareness to action . Send 
the PSA or the latest press release to your local 
newspaper, offer to be interviewed or talk to a 
local service group about HD . These actions include 
giving the critically needed gifts of time and funds 
to make a permanent difference in the lives of 
those living with HD .

While events happen across the country throughout 
the year, May gives volunteers and Chapters an 
extra opportunity to raise awareness . Check out 
the calendar of upcoming events on pages 6 & 
7 and consider participating in an event and/or 
inviting your neighbours . All of our PSA campaign 
materials and our press releases are posted on www .
huntingtonsociety .ca . One person at a time, we will 
increase awareness across Canada . Thank you for 
spreading the word .

Susan Tolley & Gioia Levesque: 
Celebrating a quarter-century of 
service
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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.

Celebrating Our Heroes
Angie Miller: Skipping in the Rain

By Josh Martin

Step inside Ellie Smith’s home in Armstrong, B.C. and you will see a painting 
of a little girl skipping through the rain. The piece was painted by Ellie’s niece 
Angie Miller, and it’s an apt metaphor for the talented artist’s upbeat attitude, 
even in the face of her advancing HD symptoms. “She is fun-loving, very 
positive, very hard working,” says Ellie. “She accepts what she has and she 
just embraces everything that comes along.”

Art has always been important to Angie, a graduate of fine arts from the 
University of British Columbia. However, her passion took on new meaning 
after she was diagnosed with Huntington disease at age 30. “My art reflects 
the symptoms of HD,” she explains. “Art plays a vital therapeutic role for me.”

Angie’s talents extend beyond the easel. Whether posting flyers across 
town to promote HSC activities, being part of Huntington’s research at 
UBC or donating a portion of her art sales to the Society, Angie has been a 
powerhouse in the HD community. “She just brought a real awareness to the 
disease,” says Ellie. “She’s the reason why we have our Chapter now.”

Although Angie’s symptoms have forced her to put down her paintbrush, she 
continues to share her art with the world. You’ll find her paintings hanging on 
the walls of local cafés. She sells prints of her work at farmer’s markets and 
craft fairs. And last September, the Armstrong/Spallumcheen Museum & Art 
Gallery showcased Angie’s work with an exhibit called CAG-37.

Her acrylics and watercolours are the work of a highly accomplished artist, 
each image packed with emotion. True to Angie’s effervescent personality, 
however, the show was no stuffy affair. “It wasn’t like a hush-hush kind of 
thing,” says Laurie Williams, a local HSC Chapter volunteer. “It was like a 
celebration, a rejoicing.”

Opening night saw a crush of friends, family and community members attend, 
eager to congratulate Angie and thank her for her contributions. “Angie has 
been an inspiration for a lot of people,” says Laurie. “The illness has been 
quite devastating, but she has not given up. She’s not letting it beat her; she’s 
living her life to the fullest.”

Electronic receipting now available from HSC 
HSC donors now have the option of receiving electronic tax receipts! Electronic receipting will help us reduce the cost of postage 
and provide a convenient option for donors . If you would like to sign up to receive electronic receipts, or sign up to receive one 

consolidated receipt per year, contact us at donations@huntingtonsociety .ca .
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