
You have the power to influence the future, 
a chance to be a part of history. That is the 
message of our new, ambitious $5 million 
fundraising campaign, launched at the 2012 
National Conference in November.

Since 1973, the Huntington Society of 
Canada (HSC) has become a national and 
global leader in serving those affected by 
Huntington disease (HD). We offer hope and 
help to Canadians affected by Huntington’s: 
hope through funding for cutting-edge, 
internationally recognized research and help 
through services for individuals and families.

Today HSC is the only nation-wide health 
charity dedicated to families living with 
Huntington disease in Canada.
Now we’re creating a new chapter in 
our history. Through the Grassroots to 
Mountaintops campaign, we will:

•	Build upon research successes to 
date. Research results are cumulative. 
Canadians have already made a significant 
impact on Huntington’s research, and 
we strongly believe that a Canadian 
researcher will unlock the key to this 
devastating disease.

•	Recruit people affected by HD and those 
at-risk to participate in clinical trials for 
promising new therapies. Canadians are 
signing up for HD clinical trials in large 
numbers; with a little extra push we can 
lead the world in per-capita participation.

•	Continue to deliver and expand essential 
services. This includes reaching out to 
families living with HD who are currently 
not receiving critical support; building a 
network for youth affected by HD; giving 
caregivers the support they need; and 
identifying and filling the gaps to reach 
Canadians who require these essential 
services.

We cannot do it alone, but together we can! 
We’ve come this far thanks to the vision 
and efforts of our founders, Ralph and Ariel 
Walker, and supporters like you. With your 
ongoing help, we will continue to create 
innovation across Canada.
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Celebrating 40 years of achievement:
Grassroots to Mountaintops Anniversary Campaign Sets Sights on $5 million

Just look at the some of the incredible things 
your support has already helped us to 
achieve:

•	Successfully	reversing	the	physical	
symptoms of Huntington disease in a 
mouse. HSC funding supported this 
breakthrough by the University of Alberta’s 
Dr. Simonetta Sipione and McMaster 
University’s Dr. Ray Truant.

•	Establishing	a	link	between	Alzheimer’s	
disease and Huntington disease. HSC 
funding also helped McMaster University’s 
Dr. Ray Truant make this discovery. 
Researchers specializing in Huntington’s 
and Alzheimer’s are now collaborating and 
sharing information that will ultimately 
lead to significant treatments for both 
diseases.

•	Establishing	the	Canadian	Coalition	for	
Genetic Fairness (CCGF), a partnership 
of 16 health organizations dedicated to 
ensuring the protection of personal DNA 
information for all Canadians. Currently, 
Canada is the only G8 country that does 
not protect its citizens against genetic 
discrimination.

•	Spearheading	the	development	of	the	
first patient-centered, multidisciplinary 
Huntington disease clinic in Canada. Today 
the Huntington Society of Canada has 
cultivated the development of 11 clinics of 
this kind.

•	Creating	the	first	Canadian	youth-specific	
Huntington disease support network, 
Young People Affected by Huntington 

Disease (YPAHD). Organized by youth 
for youth between the ages of 16 and 29, 
YPAHD advocates for the rights and needs 
of young Canadians at-risk of Huntington 
disease and aspires to a world free of HD.

•	Partnering	with	two	other	global	HD	
organizations to help launch  
HDBuzz.net, leading the way in how 
research is communicated. Run by 
globally recognized HD researchers and 
neurologists, this website presents the 
latest HD breakthroughs in clear, everyday 
language that everyone can understand.

•	Reaching	out	beyond	our	borders	as	
one of the four founding members of the 
International Huntington Association. 
Today, the Association has 42 member 
nations and works in close collaboration 
with the World Federation of Neurology 
Research Group on Huntington Disease.

Now, let’s achieve even more. By being a 
part of our Grassroots to Mountaintops 
campaign, you can create momentum, 
hope and results towards a world free from 
Huntington disease.

Our success is rooted in our collective 
efforts. It takes every person, every volunteer 
hour, every event, and every contribution 
to make the Society successful. No matter 
what role you choose to take, big or small, it 
matters. It matters each and every day!

If you would like to contribute to the 
Grassroots to Mountaintops 40th 
Anniversary Campaign, or if you can 
connect us with a prospective donor, we 
want to hear from you! Email us at  
info@huntingtonsociety.ca or call  
1-800-998-7398.
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Forty years! From grassroots to 
mountaintops we have come a long way 
from the time in 1973 when Ralph and 
Ariel Walker sat at their kitchen table and 
knew something needed to be done to 
support the HD Community. They mobilized 
their thoughts into action and created the 
Huntington Society of Canada.

Back then, Huntington disease was not well 
known or understood, marked by questions 
and isolation. Today, we have so much to 
be proud of: incredible research advances, 
support for families from coast to coast, 
awareness that just keeps growing, a strong 
youth voice, and global partnerships like 
the International Huntington Association, 
HDBuzz, the Huntington Disease Youth 
Organization (HDYO) and the Huntington‘s 
Disease Society of America (HDSA).

The Huntington Society of Canada has 
grown from the dream of two individuals 
to a strong, thriving organization that is 
globally recognized for providing families 
living with Huntington disease the hope 
and help needed to live their best life. It 
was through hard work, commitment and 
passion that a strong foundation was laid 
which has evolved into today’s Society.

I am proud of what we have accomplished 
and	what	we	have	collectively	achieved.	Even	
more importantly, however, I am inspired to 
build on those achievements. With your help 
we will take the Society to the next level.

We are proud to launch our “Grassroots to 
Mountaintops” $5 million campaign to help 
fund the following key priorities over the next 
five years.

Collectively we will:

•	 Invest	in	more	research	leading	to	HD	
treatments and mechanisms to ensure we 
expedite treatments to the individuals that 
need them.

•	 Invest	in	more	services,	especially	for	
youth and underserved communities.

•	Step	up	our	advocacy	efforts,	so	
that Canadians do not have to fear 
discrimination based on their DNA.

•	Make	sure	that	when	potential	treatments	
reach the stage of clinical testing, as they 
will soon, we have enough individuals 
available to implement those clinical trials.

•	Ensure	we	are	prepared	for	clinical	trials	
with the right number of participants and 
research ready clinics.

I believe we can get there. It was the support 
and excitement I felt when we launched our 
campaign at our National Conference in 
November, in front of so many members of 
our Huntington’s community, that continues 
to inspire me.

The conference truly did connect, inform 
and inspire, from the globally recognized 
speakers to our first-ever youth day, to the 
Toronto premiere of Do You Really Want to 
Know? and the informal networking.

Our efforts to end genetic discrimination 
were escalated just a month prior to the 
conference	when	NDP	MP	Libby	Davies	
introduced Bill C-445. Her Private Member’s 
Bill calls on parliament to add genetic 
characteristics to the Human Rights Act. We 
will continue to seek out two other MPs to 
take Bill C-445 to second and third readings.

It all leaves me with a feeling of incredible 
optimism about what will be achieved 
going forward. Ralph and Ariel dared 
to dream big, and that dream continues 
to evolve. They taught us that when we 
take the journey together, the highest 
mountaintop is achievable! The “Grassroots 
to Mountaintops” campaign seems a fitting 
way to celebrate their vision and the 40th 
anniversary of our Society.

Bev Heim-Myers 
CEO and Executive Director 
Huntington Society of Canada
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YPAHD Day:
Generation “can do” 
Comes Together
By Julie Stauffer

Take more than three dozen youth from coast 
to coast. Bring them together in downtown 
Toronto. Add a jam-packed schedule of 
speakers, workshops and panel discussion. 
What do you get? The first-ever, totally amaz-
ing, overflowing-with-energy YPAHD Day.

“It	was	awesome,”	says	co-organizer	Leah	
Skinner. “People just showed such an inter-
est and such an appreciation for a chance to 
come together with other youth from across 
the country who are affected by HD and to 
share their perspectives and to learn a lot 
more about the disease and to help people 
cope with it.”

Thanks to fundraising and donations, almost 
everyone who came had a portion, if not all of 
their travel and conference costs covered. In 
total, forty young people took part in the full 
day of youth-oriented programs that kicked 
off HSC’s National Conference.

They discussed relationship challenges, like 
how and when to approach the topic of HD 
when you’re dating. They learned about fam-
ily planning options using in vitro fertilization 
combined with pre-implantation genetic 
diagnosis, which ensures the baby doesn’t 
inherit the HD gene. They talked about the 
pros and cons of genetic testing, held a no-
holds barred Q&A session called “HD 101,” 
explored the different ways that generations 
can support each other, and more.

Jonathan Dickinson inspired everyone by 
recounting his three-month motorcycle 
trip across India and Nepal with his father, 
who had HD, “one last epic journey,” as he 
described it. (www.fatherspirit.com)

According	to	Leah,	the	goal	of	the	event	
was to put together a mix of relevant topics 
and create opportunities to connect with 
other young people affected by HD. She 
was particularly thrilled to attract several 
participants who weren’t already on the 
YPAHD radar. With the core group of YPAHD 
founders getting older, she laughs, it’s time to 
bring in a new generation of leaders.

All in all, this inaugural day for youth, by 
youth, was a huge success. Big thanks to the 
sponsors, donors, speakers and volunteers 
who made it all possible.

But	2012	was	just	the	start,	says	Leah.	
Already the event’s organizers are starting to 
dream about 2014. “Our hope is that we can 
get double the number of participants and get 
even more funding to get people to YPAHD 
day,”	she	says.	“Let’s	get	the	momentum	and	
the enthusiasm built!”

Watch out for more YPAHD events in the 
months ahead. For more information, visit 
www.huntingtonsociety.ca.

An 
Ariel 
View

When the Huntington Society started plan-
ning their 40th anniversary celebrations 
last year, they asked me to pull together a 
few memories. Well, I said, where do I start? 
There are just so many moments that stand 
out for me, mostly of all the wonderful people 
Ralph and I came to know over the years: the 
families, the volunteers, the scientists, the 
doctors, all the people that just believed in 
our cause and got involved.

One of the big milestones was our first public 
meeting, back in the fall of 1973. We’d been in 
touch with Marjorie Guthrie, who had started 
the Huntington Disease Society of America 
in the late 60s. She was about five foot four 
and 110 pounds soaking wet, but she was a 
dynamo.

She promised that if we arranged a meeting, 
she would come. So we sent out letters, and 
we booked a room at Sunnybrook Hospital 
in Toronto, and someone on our commit-
tee managed to get Marjorie on national TV 
beforehand to publicize the event.

We were expecting 20 or 30 people, but 
instead we had 150 crowding into the small 
amphitheater. It was unbelievable. When 
we ran out of chairs, they sat on the stairs. I 
remember one young chap flew all the way 
from Vancouver to be there. He had seen 
Marjorie on TV and jumped on a plane.

There was so much excitement and eager-
ness and enthusiasm as all these people 

realized they weren’t facing the disease alone. 
Person after person stood up and volunteered 
to lead chapters. Ralph and I were on a high for 
days after that.

When we got enough funding, we started run-
ning summer camps. I was working full-time at 
that point, but I remember driving down to Five 
Oaks outside Paris every evening for that first 
camp. Some folks were thrilled to be there, but 
for others it was a shock to be surrounded by 
so many visible symptoms of HD.

I remember sitting on the steps with one 
gentleman that first night who insisted he was 
catching the next bus out of there. No way 
was he going to stay in this bleeping camp, he 
said. But by the second or third day, everyone 
just loved it. They went horseback riding, they 
swam, they went on outings and picnics, and 
we had singsongs around the campfire every 
night. It was just so good to see them discover-
ing how much they could do, despite HD.

Another milestone was the discovery of the ge-
netic marker in 1983. We were all sitting down 
at dinner and someone – I think it may have 
been Michael Hayden – stood up and said, “We 
have an announcement.”

Well, I just got a chill of excitement and the 
hairs stood up on my arms. This was the big 
breakthrough we’d been waiting for. It meant 
that people at risk could get tested, and it 
spurred so many scientists to get involved in 
Huntington’s research.

Then there was the big blackout in 2003 that 
shut down southern Ontario. It happened just 
before everyone was supposed to arrive in 
Toronto for the World Federation of Neurology 
meeting and the International Huntington As-
sociation (IHA) conference.

The IHA always held its conference at the same 
time as the neurology conference so that one 
of the scientists could pop over for an hour and 
tell us about the latest research. And we were 
so grateful for that one hour!

CONNECTING	•	INSPIRING	•	INFORMING

continued on page 10

33

Horizon 139 E.indd   3 12/6/2012   9:49:22 AM



Someone Who 
Understands
By Julie Stauffer

You’re 16. You’re trying to fit in at school, 
navigate romantic relationships and make 
decisions about the future. Now add HD into 
the mix.

For teens growing up within the shadow 
of Huntington disease, life can feel 
overwhelming.	Even	good	friends	don’t	
really understand what you’re going through. 
And if there are no other families in your 
community living with HD, you can end up 
feeling profoundly isolated.

That’s why HSC is developing a peer 
mentoring program, where volunteers in 
their 20s who have also grown up with HD 
provide one-on-one support to younger peers.

“Sometimes youth would rather talk to 
another youth who has experienced the 
same type of challenges, as opposed to 
talking	to	a	Social	Worker,”	explains	Erin	
Stephen, HSC’s Saskatchewan Resource 
Centre Director. “Knowing that someone 
else has lived through similar challenges, it 
makes it easier.”

Our plan is to recruit potential mentors and 
give them the skills and knowledge they need 
to provide appropriate support. Among other 
things, the training will cover confidentiality, 
boundaries, healthy coping strategies and 
how to recognize when professional help is 
required.

Once the program is up and running, it will 
give teens a safe, secure way to connect with 
someone who understands all the emotions, 
uncertainty and questions they’re grappling 
with. Meanwhile, an HSC Social Worker will 
give the mentors ongoing support.

Over the past fall, as part of a special project, 
Erin	has	been	busy	developing	a	program	
outline, getting feedback from youth, drafting 
program policies and procedures, and 
creating a training manual. As we secure 
funding to launch the program, mentor 
training will begin – as early as this spring.

“We see this as an incredible opportunity 
for all young people involved in the HD 
community,” says Maribeth Meijer, Director 
of Family Services and Chapter Development.

Stay tuned for more details! Our virtual 
youth chapter is a great way for young 
people to connect with each other. For more 
information, visit www.huntingtonsociety.ca.

HDBuzz 2.0: Better than ever
By Julie Stauffer

If you’re one of the thousands of fans around 
the world who turn to HDBuzz for up-to-the-
minute, authoritative news about Huntington’s 
research, get ready: your favourite website is 
about to get even better.

U.K.	neurologist	Dr.	Ed	Wild	and	U.S.	
researcher Dr. Jeff Carroll launched the site 
in January 2011 inspired by two basic beliefs: 
that scientists have a duty to tell patients 
about research and that every new scientific 
development	can	be	explained	in	plain	English.

Today, HDBuzz visitors can browse through 
hundreds of articles, plus coverage of 
conferences complete with video and live 
Twitter feeds. The two founders have recruited 
10 more writers and 70 translators. Meanwhile, 
the site boasts 3,500 followers and subscribers 
and a hundred thousand visits a month, not to 
mention the fact that many other Huntington’s 
sites include a news feed from HDBuzz.

“I look at the statistics and it just blows my 
mind,”	says	Ed.

While the key audience is families, 
professionals benefit too. Clinicians and 
researchers	regularly	tell	Ed	and	Jeff	that	
they subscribe to HDBuzz so they know what 
papers to read.

With content now available in 13 different 
languages, praise has poured in from around 
the	globe.	“Getting	comments	in	non-English	
languages from family members saying ‘thank 
you so much for this resource’ for me is really 
gratifying,” says Jeff.

Now, “HDBuzz 2.0” is just around the corner. 
The new, improved version of the site will 
feature easier navigation, a “start here” primer 
for people new to HD, and a “newsflash” 
feature that lets viewers know what breaking 
stories the team is working on.

Because not everyone has online access, 
especially in developing countries, all articles 
can be downloaded as PDFs so they’re easy 
to print off and pass along to patients or 
family	members.	Links	to	other	languages	
will be clearer, and the glossary will be fully 
searchable.

Finally, behind-the-scenes changes will make 
it easier to edit and translate stories so they 
appear online sooner.

What won’t change are the strict guidelines on 
funding and impartiality that ensure readers 
can trust all the information on the site. “We 
don’t take any money from drug companies or 
anyone with a vested interest in a particular 
treatment	for	HD,”	Ed	explains.	“And	we	never	

write about our work or research that we  
are directly connected to.”

Today, HDBuzz is attracting worldwide 
attention as a model of effective science 
communication. “When I look at what we’re 
doing now and I compare it to what’s going  
on with other diseases, I’m pretty proud of 
what we’ve accomplished,” says Jeff.

Where to from here? More writers and 
translators, says Jeff, as he imagines the site 
a few years from now. “I’d love it if 80 per cent 
of the stories were written by young people 
that I have not heard of yet,” he muses. “I’d 
love the foreign languages that we’re in to be 
full of information and getting good traffic.”

“And then,” he continues, “I’d love to shut it 
down because we don’t need it any more.”

Discover all that HDBuzz has to offer at 
hdbuzz.net!

Healthpartners helping 
to build a healthier 
Canada this fall
Once again the Huntington Society of Canada 
is set to benefit from the annual Government 
of Canada Workplace Charitable Campaign 
(GCWCC) thanks to donations through Health-
partners.

This Campaign gives all current and retired 
employees the opportunity to make a differ-
ence in the lives of thousands of Canadians 
by making a one-time donation or by regularly 
donating a portion of their pay cheques to 
charitable organizations.

For donors looking to support the hard work of 
Canada’s health charities, they can choose to 
donate to Healthpartners, which represents 
16 of Canada’s most trusted health charities, 
including	the	Huntington	Society,	ALS	and	the	
Parkinson’s Society.

“Because of the extraordinary support of our 
donors, Healthpartners’ members are working 

continued on page 10
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By Cyndy Moffat Forsyth

A 20% increase in delegates, a heartwarming 
atmosphere, intertwined with learning, 
laughter and hope. This was the 2012 HSC 
National Conference, where delegates took 
charge of their own education, inspired 
one another, connected with old friends 
and met leading researchers. Delegates 
were energized as YPAHD (Young People 
Affected by HD) injected their own brand of 
inspiration, humour and dance throughout 
the two days of impactful activity.

Anne Brace, Chair of the Board of Directors 
opened the conference with optimism and 
encouragement. She challenged delegates to 
Connect, Inspire and Inform each other and 
encouraged families and friends to maximize 
their time and effort by attending different 
sessions in order to get the most from the 
conference speakers and workshops.

Highlights of the conference included 
Dr.	Jeff	Carroll	and	Dr.	Ed	Wild	as	they	
explained complicated scientific research 
and answered questions at the end of each 
day. Their unique presentation style was 
appreciated by all.

The Society celebrated notable volunteers 
at the National Awards ceremony for their 
significant contributions and incredible 
impact on the Huntington community. “We 
achieve amazing things given our small 
infrastructure. Our blessing is the wonderful 
volunteers that support us at all levels of the 
Society and from all areas of Canada. We 
could never achieve what we do without the 
amazing commitment of the many volunteers 

2012 National Conference All About 
Connecting, Inspiring and Informing

that help us be the best that we can be. Daily 
we are grateful for the wonderful volunteers 
that choose to make a difference with us.” 
Bev	Heim-Myers,	CEO	&	Executive	Director,	
Huntington Society of Canada

This year the Huntington Society of Canada 
was	honoured	to	present	the	Queen	Elizabeth	
II Diamond Jubilee Medal to members of the 
HD community. This new commemorative 
medal was created to mark the 2012 
celebrations of the 60th anniversary of Her 
Majesty	Queen	Elizabeth	II’s	accession	to	the	
Throne as Queen.

“Our volunteers come from our families, their 
friends and their communities. It is their 
passion that keeps us focused. We are so 
grateful for their commitment, their energy 
and enthusiasm.” Anne Brace, Chair of the 
Board of Directors Huntington Society of 
Canada

As the conference came to a close, Anne 
Brace thanked everyone who attended 
making this conference one of the most 
successful in recent history. Anne outlined 
the Board’s vision and the goal of the 
Huntington Society of Canada, which is to 
provide the highest level of hope for families 

affected by Huntington disease; to help 
them live their best possible lives funding 
crucial research; and by providing services, 
education and advocacy.

Anne spoke about the need to anticipate the 
very real possibility of effective treatment 
reaching the final phase of clinical trials in 
the next three to five years and to ensure that 
those treatments are approved as quickly 
as possible. She outlined the Huntington 
Society’s strategies that are currently in 
place to address our most pressing needs. 
These strategies include:

•	 Investing	in	world-class	research	to	slow	
and prevent HD

•	Advocating	for	Canadians	living	with	HD	
and enhance the services we provide to 
them

•	 Increasing	awareness	of	HD	and	the	
Huntington Society of Canada

•	Demonstrating	leadership	locally,	national	
and globally

•	Strengthening	the	focus	on	young	people	
affected by HD and strengthening the 
services we provide to them

•	Ensuring	financial	and	organizational	
stability, effectiveness and excellence

The Huntington Society of Canada 
wishes to extend its sincere 
appreciation to YPAHD (Young People 
Affected by HD) volunteers for their 
contributions in helping to record the 
2012 Conference. Your efforts were 
enormously helpful!

CONNECTING	•	INSPIRING	•	INFORMING
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Dr.	Jeff	Carroll	and	Dr.	Ed	Wild	
took the audience through an 
enlightening conversation about 
why there is reason to hope 
and while general hope is good, 
substantive hope is better. They 
explained why it is important 
to think of hope in small steps. 
Both emphasized the critical role 
clinical trials play in the discovery 
process. Dr. Carroll stated, 

“we are the subjects and the 
researchers require participation 
from us”.

Dr. Carroll and Dr. Wild outlined 
the five reasons to have targeted 
hope.

1. HD is the most curable 
incurable brain disorder 
because we know the cause, not 
so in other diseases.

2. The global HD Community 
is working together, sharing 
experiences and results.

3. Researchers and Scientists 
know the golden window of 
opportunity to study HD when 
there is an abundance of healthy 
neutrons in the brain and when 
symptoms start to show. In 
that window there are several 
decades where good solid 
research is enormously helpful.

Traditionally, psychology and 
medicine have asked the ques-
tion, “What is wrong with you 
and how do we fix it?” Dr. Holder 
in his discipline of positive 
psychology asks a very different 
question: “What is right with you 
and how do we promote it?” Pos-
itive psychology is the scientific 
study of what makes life worth 
living. Dr. Holder discussed his 
research on happiness and the 
science of what makes people 
happy and provided some 
salient points on how to increase 
one’s own happiness.

Dr. Holder presented the 
reasons why happiness is 
important. His research found 

Keynote speakers 4. Having symptoms does not 
mean it is too late. There is 
good scientific evidence that 
we can find therapeutics that 
may potentially help even if 
people are symptomatic.

5. Science is cumulative and 
is always moving forward. 
Researchers are building 
together towards a meaningful 
treatment.

The Doctors then walked the 
audience through the top targets, 
how a cell works and the basic 
biology to understand the top 
targets. They explained what 
the top targets are referred to 
scientifically and what each 
means in lay language.

And finally Dr. Wild and Dr. 
Carroll explained HDBuzz and 
how people can navigate their 
way through the website to learn 
about research that is happening 
today in labs around the world.

Dr.	Ed	Wild	is	a	Clinical	Lecturer	
in	Neurology	at	UCL	Institute	
of Neurology, Queen Square, 
London,	and	an	Honorary	
Specialist Registrar in Neurology 
at the National Hospital for 
Neurology and Neurosurgery. 
Dr. Wild studied medicine at 
Cambridge University and has 

Creating Happiness: The Science of Personal Well-Being

worked in neurology since 
2005. His PhD research on 
biomarkers and inflammation 
in Huntington disease was 
undertaken	at	UCL	Institute	
of Neurology with Professor 
Sarah Tabrizi. His postdoctoral 
research aims to establish an 
infrastructure for clinical trials 
of possible treatments for HD 
in	London.	Since	2009,	he	has	
been collaborating with Dr. Jeff 
Carroll to make HD research 
news accessible to the global HD 
community.

Dr. Jeff Carroll is an Assistant 
Professor of Neuroscience in 
the Department of Psychology at 
Western Washington University. 
He studied HD as a post-doctoral 
fellow in the lab of Dr. Marcy 
MacDonald at Massachusetts 
General Hospital/Harvard 
Medical School. His post-doctoral 
work is focused on understanding 
the links between metabolism 
and CAG-expansion in the 
huntingtin gene. He completed 
his PhD with Dr. Michael Hayden 
at UBC in Vancouver with a focus 
on using mouse models of HD 
to understand caspase biology. 
As well as conducting research, 
Jeff is a member of an HD family 
and himself carries the mutation 
which causes the disease.

Dr. Mark Holder

that people who are happier show 
improvements in their immune 
system; they have increased 
career success; they have more 
friends and experience better 
quality relationships.

Dr. Holder has studied happiness 
in many countries, has studied 
adults as well as children and the 
results show: that the conditions 
of our lives don’t seem to have an 
effect on happiness.

Dr. Holder in his research also 
studied what did not make us 
happy. He discovered you cannot 
buy happiness; in fact people who 
are more materialistic are less 
happy.

Much to Dr. Holder’s disappoint-
ment, he found that twenty five 
years ago education brought 
happiness but unfortunately this 
is not the case today. Dr. Holder’s 
research included the relationship 
between beauty and happiness. 
His findings indicated that there 
was a bias towards attractive 
people; however beauty was not 
strongly linked to happiness. 
When Dr. Holder studied fashion 
models he found that they were 
in fact the least likely to be happy 
and had an increased rate of per-
sonality disorders.

Dr. Holder expanded on whether 
having children, practising religion 

and being spiritual played a role 
in our happiness. Children and 
religion did not make us happy 
but being spiritual, taking holi-
days and having hobbies were 
clear links to happiness.

Dr. Ed Wild and Dr. Jeff Carroll

More Hope Less Hype – Science Behind 
Some of the Top Targets
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Keynote speakers

Dr. Jane Paulsen provided 
delegates with the most recent 
discoveries	of	PREDICT-HD,	
the world-wide observational 
study attempting to identify the 
earliest signs of HD. Dr. Paulsen 

discussed how these research 
findings can impact people’s daily 
lives.

Dr. Paulsen said a big barrier 
to research is the shortage of 
volunteers	for	trials.	PREDICT-
HD is in need of volunteers in 
pre-symptomatic stages of HD 
including those who have tested 
positive for HD but are without 
the motor symptoms. Dr. Paulsen 
explained to the delegates that 
the official diagnosis is based on 
motor symptoms not cognitive 
or psychiatric symptoms. She 
told delegates that there was 
an abundance of change in the 
brain prior to motor symptoms 
surfacing and this is what the 
PREDICT-HD	team	are	studying.	

Huntington disease is at the 
forefront of biomedical research, 
as a deep understanding of the 
effects of the inherited mutation 
permit date-driven, rather than 
best-guess approaches to the 
development of therapeutics. 
Dr. Marcy MacDonald, spoke 
to her audience about how HD 
research is at the cutting edge. 
She emphasized what we do 
know: the cause of HD. In many 
diseases, like Parkinson’s, 
ALS	and	Cancer,	they	have	
yet to discover the cause. Dr. 
MacDonald enthusiastically 
told delegates that this means 
researchers have a place to start.

Traditionally, Dr. MacDonald 
told delegates, researchers are 
appallingly bad at communicating 
their findings to the general 
population. In the HD community, 
families, researchers, scientists, 
patients and clinicians all have 
to work together; this makes the 
situation unique and therefore 
full of opportunity. The HD 

Huntington Disease Research: Trailblazing and Pioneering

PREDICT-HD:  
Discovering the Earliest Signs of HD

community needs to understand 
the research and the researchers; 
scientists and clinicians need 
to find a way to communicate, 
to encourage people and to help 
them understand the importance 
of participating. From this, 
HDBuzz was born; it is ground 
breaking and it is carving a new 
path for the whole community.

Dr. MacDonald continued her 
presentation and explained the 
steps in developing a treatment 
for HD, from the basic research 
to approved therapeutics. She 
explained the CAG repeat 
mutation and how the HD CAG 
repeat number varies in the 
population. Currently one avenue 
of research is looking for “genetic 
modifiers” that might affect the 
age of onset of symptoms.

Dr. MacDonald explained the 
key effects of the HD mutation 
in laboratory organisms and 
patients, and how in clinical 
research, which effects of the 

There	are	three	PREDICT-HD	
sites in Canada and Dr. Paulsen 
encouraged delegates to 
investigate how to participate.

We know that HD leads to 
disruptions in the normal 
functioning of the brain, and 
is linked to disturbances in 
behaviour. What is still being 
uncovered is the degree to 
which these disturbances and 
behaviours are related to targets 
of intervention in the treatment 
of HD.

Dr. Paulsen looked at the triad 
of symptoms in HD – motor, 
cognitive and psychological – and 
she explained the behaviour 
associated with those symptoms. 
She used simple analogies and 
examples making it easy to 
understand how the brain is 
causing these things to happen.

She went on to explain how 
current research might modify 

the symptoms of HD and then 
spoke	about	the	PREDICT-HD	
study and how researchers need 
to have an understanding of the 
HD brain. The study is exploring 
when treatments for HD should 
begin, what researchers should 
be looking at to determine if a 
treatment is working, and how 
many patients are needed to 
detect a treatment effect, pre-HD. 
The study has returned good data 
and is called the “gold standard 
and a model for other diseases”.

Dr. Paulsen is the Director of 
the HD Clinic at the University 
of Iowa Hospitals and Clinics 
and is Professor of Psychiatry, 
Neurology, Psychology and 
Neurosciences at the University 
of Iowa Carver College of 
Medicine. She is also currently 
the principal investigator at the 
Huntington’s Disease Society of 
America	HD	Center	of	Excellence	
at the University of Iowa.

Dr. Marcy MacDonald

HD mutation in people are the 
most specific and at which 
disease stages. She went on to 
explain how the course of basic 
research is unpredictable and 
false leads may appear, only to be 
discarded after further research. 
She stressed that science is 
cumulative and that everyone, 
researchers, scientists and the 
HD community are together 
building a solid foundation from 
which to launch therapeutic 
discovery.

Dr. MacDonald emphasized the 
importance of observational 
studies	such	as	ENROLL-HD.	
ENROLL-HD	is	a	worldwide	
registry designed to provide 
standardized clinical data, a 
platform for Clinical sub-studies, 
and a place for individuals to 
register for clinical trials for 
prospective treatments.

Dr. MacDonald obtained her PHD 
in Medical Biophysics (University 
of Toronto) in 1980, is currently a 

Professor of Neurology (Genetics), 
at Harvard Medical School and 
the Massachusetts General 
Hospital. The founding member 
of the Center for Human Genetic 
Research, Dr. MacDonald has 
worked on Huntington disease 
since 1984 and is using genetic 
research to understand the rate-
limiting biological events that 
predate and predict the onset of 
Huntington disease symptoms, 
as these offer novel routes to 
improved disease management 
and therapeutics.

Dr Jane Paulsen
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Huntington Society of Canada Celebrates! 

The Dean Crain Memorial Award is about 
unique and lasting contributions to the 
development of the HSC at the regional 
and/or national level of the organization. 
The recipient will have demonstrated 
extraordinary perseverance and leadership in 
carrying out the Society’s mission. This award 
was presented to Catherine Price, a young 
volunteer leader, for her work in engaging 
youth in Newfoundland, beginning a TeamHD 
event raising thousands of dollars and 
increasing media and community awareness 
in the province.

The	Dorothea	Smith	and	Stan	Edwards	Award	
is given in recognition of an individual who 
has demonstrated long-term commitment 
and leadership on behalf of people living 
with HD and has made an impact on the 
HD Community. This year’s award was 
presented to Judy Harding, a person who has 
been a longstanding volunteer with HSC in a 
leadership capacity in the Niagara area and 
guided the team through multiple fundraisers, 
“friend” raisers and community building 
events.

The Chairman’s Award is presented to an 
individual in recognition of an innovative 
and lasting contribution to the development 
of the HSC at the local, regional or national 
level. This year’s award was presented to 
Mack	Erno,	who	started	a	Chapter	in	an	area	
with only one HD contact and organized an 
innovative event raising significant money 
for our cause. Mack stood as a candidate for 
the Small Town Hero award and won, raising 
even more awareness for HD in Teepee Creek, 
Alberta!

The	Michael	Wright	Community	Leadership	
Award recognizes a contribution to the HD 
community in any of the following areas: 
clinical leadership, family support, community 
development, and/or organizational 
development. This year’s award was 
presented by Michael Wright’s daughter, and 
Chair of the HSC Board, Anne Brace, to three 
outstanding	individuals:	Rob	Laycock	(above),	
Dr.	Ed	Wild	and	Dr.	Jeff	Carroll	(left).

The National Award of Merit (Corporate) 
recognizes a corporation that has contributed 
significantly to the Society at a national level. 
This year’s award was presented to Valeant 
Canada. Representing Valeant Canada was 
Rosemarie Childerhouse.

The Milestone Award for Communications 
recognizes a Chapter for outstanding 
achievement in community awareness over 
the preceding two years. The Okanagan 
Chapter,	represented	by	Laurie	Williams,	
is a prime example of steady growth. The 
chapter began with one run, and is now 
engaging their community in two events, they 
collaborate with the Family Services Team 
to host multiple information nights, and they 
seek out innovative collaborations such as 
their partnership with the Interior Provincial 
Exhibition.

The National Award of Merit (Volunteer) 
recognizes an individual volunteer who has 
contributed significantly to the Society at a 
national level. This award was presented to 
Tim Irwin, who has played a significant role in 
the Toronto Chapter over the past 4 years.

The Milestone Award for Fundraising 
recognizes a Chapter or Area Representative 
for outstanding achievement in fundraising 
over the course of the preceding two years. 
The Southern Alberta Chapter represented 
by Stephanie Rees and Jacob Hendricks, 
hosted two new sustainable major fundraising 
events, the Calgary Marathon and the Jacobs 
Golf Tourney, and exceeded fundraising 
expectation with their “A Night to Flourish” 
event.
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The 2012 National Awards

The Ariel and Ralph Walker Founders’ Award
The Ariel and Ralph Walker Founders’ Award is the highest award 
the Society can bestow upon an individual volunteer. This award is 
presented to an individual (or individuals) who have made a unique 
and lasting contribution to the Society at both the regional and 
national levels. The award was presented by Ariel Walker, co-founder 
of	the	Society,	to	two	exemplary	individuals.	Elaine	and	Bruce	Taylor	
have been foundational members of the Society contributing on a 
local, regional and national level over many years. Both are strong 
contributors in our capital campaigns, have raised significant revenue, 
and	have	helped	to	increase	awareness	in	the	corporate	sector.	Elaine	
in particular was a key player in past PSA Campaigns and was Chair of 
the HSC Board of Directors.

Queen Elizabeth II Diamond Jubilee Medal
A new commemorative medal was created to mark the 2012 
celebrations	of	the	60th	anniversary	of	Her	Majesty	Queen	Elizabeth	
II’s	accession	to	the	Throne	as	Queen	of	Canada.	The	Queen	Elizabeth	
II Diamond Jubilee Medal is a tangible way for Canada to honour 
Her Majesty for her service to this country and honour significant 
contributions and achievements by Canadians. Thirty individuals from 
the Huntington Society of Canada were honoured for their outstanding 
service.	Vern	Barrett,	John	Bobenic,	Elisha	Chin,	James	Cameron,	Dan	
Devlin,	Katie	DeLargie,	Mack	Erno,	Marguerite	Evans,	Stephen	Gould,	
John Harvie, Stephen Hurst, Tim Irwin, Marion Janes, Tara Johnson-
Ouellette,	Mark	Mercier,	Leah	Skinner,		Mark	Krembil,	Cheryl	Kuzyk,	
Katie	Lingard,	June	Nichol,	Mary	Lou	Nicholson-Klimek,	Dr.	John	Roder,	
Jim	Russell,	John	Stainsby,	Dr.	Brynne	Stainsby,	Bob	Stevens,	Elaine	
Taylor, Dr. Ray Truant, Mieke Wales, Ariel Walker.

Long Term Service Awards
Congratulations and thank you to Paul Klodniski Twenty Years of 
Service and Sandra Funk Twenty Five Years of Service

What Dr. Holder did find was that 
family and friends are critically 
essential components of happi-
ness. He spoke of the Death Bed 
Test. When asked of people who 
were dying, “What made your life 
satisfying?”, he found the results 
were indisputable. What truly 
mattered when it came to one’s 
happiness was the quality of 
personal relationships.

Dr. Holder’s advice for the audi-
ence was to focus on relation-
ships. He provided five ways to 
nurture personal relationships.

1. Ask questions and then listen

2. Never miss an opportunity to 
compliment

3. Never miss an opportunity to 
celebrate success

4. Notice something different

5.	Limit	social	media	contact

Volunteering, Dr. Holder shared, 
was linked to personal happi-
ness as it provides people with 
personal meaning, social praise 
and acceptance. People who 
volunteered focused on oth-
ers and it provided a feeling of 
competency and promoted social 
relationships.

Dr. Holder ended his talk by 
suggesting that if people wanted 
to increase their personal hap-

piness that they start a weekly 
gratitude journal. In his studies 
of people who were clinically 
depressed, he found that those 
who kept a weekly gratitude 
journal showed significant 
improvements in their personal 
happiness and that the results 
lasted longer than medication. 
He suggested that the gratitude 
journal needed to include three 
things from different dimensions 
such as a past event, present 
event, future event, friend, family 
member or community.

Dr. Mark Holder earned his PhD 
at the University of California 
at Berkeley and completed his 
postdoctoral training at the Brain 
Research	Institute	of	UCLA.	As	a	
professor at Memorial University 
of Newfoundland, he studied how 
natural chemicals, 200 times the 
strength of heroin, were released 
when people ate chocolate chip 
cookies. During this time he 
worked as a Biological Con-
sultant with the NutraSweet 
Company to determine whether 
aspartame is safe for pregnant 
women and their offspring. Dr. 
Holder is an award winning 
teacher and researcher and is 
currently an Associate Profes-
sor at the University of British 
Columbia, Okanagan, where he 
studies the science of happiness.

Creating Happiness
continued from page 6

CONNECTING	•	INSPIRING	•	INFORMINGCONNECTING	•	INSPIRING	•	INFORMING

99

Horizon 139 E.indd   9 12/6/2012   9:49:30 AM



Celebrating Our Heroes
Championing Awareness and Funds to end HD 

1,168 feet above the ground

By Julie Stauffer

Glynda Bannister could have simply 
walked to help in the effort to end the 
disease that’s killing her son-in-law. She 
could have run. She could have sold raffle 
tickets or Amaryllis. So why did she choose 
to hang from a harness 1,168 feet above the 
ground?

“Well you see, we have a running joke with 
everybody,” Glynda explains as she whips 
up a batch of tea biscuits in her Cobourg, 
Ontario home. For more than two decades 
now, this grandmother of 11 has been 
telling everyone she’s 49. And before she 
officially celebrates the big 5-0, she has a 
few things she wants to accomplish.

Top of that list was attempting the CN 
Tower	Edge	Walk,	billed	as	Toronto’s	tallest	
extreme urban adventure. Strapped into a 
harness and overhead pulley, participants 
gingerly make their way around the outside 
of the tower’s main pod.

For Glynda it was the perfect way to 
test her limits and raise money for HSC 
at the same time. She understands the 

Huntington’s cause all too well: her son-in-
law has advanced HD.

“It’s important that some research gets 
done,” Glynda says. “It’s not going to save 
Dale, but it will definitely help the kids.”

So together with Dale’s niece, Megan 
Robertson, Glynda promised to brave the 
heights	in	exchange	for	pledges.	Every	
single person they asked dug into their 
pockets to support the daring twosome. 
Together they collected more than $2,400.

On August 13th, 2012 the two women 
stepped into the CN Tower elevator for 
their big adventure. They stripped off 
watches, earrings, necklaces and anything 
else that might come loose and plummet 
earthwards. They donned red jumpsuits, 
strapped on their harnesses, and stepped 
out onto the 1.5-metre-wide ledge.

“When you walk out that door, the whole 
thing is open,” Glynda recalls. “There’s no 
railings or anything.” How terrified did she 
feel? “Actually, I wasn’t worried at all about 
doing it. Really I wasn’t,” she says. “You’re 
so thunderstruck by the view, you forget 
everything else.”

At 116 storeys above the ground, you’re 
high	enough	to	see	the	curve	of	the	Earth,	
while	sailboats	on	Lake	Ontario	seem	like	
tiny toys.

Yes, she admits, leaning back into thin air 
was a little nerve-racking, but only because 
an old injury meant she couldn’t crouch 
down before leaning back, the way their 
guide recommended.

Thirty minutes later, after completing 
a 360-degree circuit around the tower, 
Glynda and Megan stepped back inside, 
proud and elated.

But for Glynda, at least, the excitement 
doesn’t end there. This year, she plans 
to go ballooning with her sister. (“Kind 
of tame,” she admits.) Next year, she’ll 
try her hand at skydiving. That might be 
audacious enough to raise more money for 
HSC, she muses. And for 2015, she’ll tackle 
whitewater rafting.

“I have quite a list of what I intend to do 
before I turn 50,” she laughs.

Here’s to your adventurous spirit, Glynda, 
and to your fabulous fundraising efforts! 

hard to build a better quality of life for those 
facing a critical illness or condition and their 
families,”	says	Eileen	Dooley,	National	Execu-
tive Director, Healthpartners. “Donations from 
the GCWCC help to find cures, support local 
treatment, build awareness and help families 
facing Alzheimer’s, Diabetes, Huntington’s, 
heart disease, Parkinson’s, arthritis, kidney 
disease and many more.”

Public servants of Canada have helped to raise 
$80 million for Healthpartners and its mem-
ber charities through this campaign. Running 
from September to December, the campaign 
is an integral fundraiser and helps to fund 
life-changing research and practical support 
programs for all Canadians.

When donors select Healthpartners on their 
donation form, they will be giving to all 16 
respected health charities. Donors also have 
the option of directing their donation to one 
specific health charity.

For more information about Healthpartners 
visit www.healthpartners.ca

For more information about the GCWCC visit 
www.gcwcc-ccmtgc.org

Well, the neurology meeting had to be cancelled 
because the hotel where they were staying 
didn’t have any electricity. Meanwhile, the IHA 
folks were staying at Ryerson University, which 
had its own generator. So when some of the 
scientists didn’t get the message and showed  
up in town, we combined the two events.

It was fabulous to have the scientists and lay 
people all sitting together in the same room. 
That was the start, and now that’s the way we 
do it at every HD World Congress. It was a valu-
able twist of fate that propelled us in to a new 
way of communicating.

I have so many wonderful memories and am 
looking forward to the next edition of Ariel’s 
View to share them with you. In the meantime, 
I invite you to join in the celebration of 40 years, 
send in your memories, we’ve come a long 
way since that first meeting, the path has been 
exhilarating, challenging and oh, so rewarding. 
Join me in helping capture our memories.

To celebrate our 40th anniversary, we’re 
collecting memories of the Society’s im-
pact over the years. If you have a story 
you that you’d like to share, email us at 
info@huntingtonsociety.ca.

continued from page 4

continued from page 3

Healthpartners

An Ariel View
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	 Enclosed	is	my	donation	of	$	____________	to	further	the	fight	
against Huntington disease.

 I would like to remain anonymous

RETURN FORM
Method of Payment:

 Cheque    Visa    Mastercard

Credit Card # :	 _______________________________________________

Expiry	Date	:	 ____________ Signature :	_________________________

2200

Please print the name(s) as you want it to appear for recognition purposes 
(eg. The Smith Family or Mr. & Mrs. John Smith or Mary & John Smith)

_____________________________________________________________

Thank you

Please note my change of address:

_____________________________________________________________

_____________________________________________________________

_____________________________________________________________

_____________________________________________________________

Effective	:	___________________

Name: 	 ______________________________________________________

Address: 	 ____________________________________________________

_____________________________________________________________

_____________________________________________________________

City :	_______________________ Province:	______________________

Postal Code:	_________________ Phone #:	______________________

Email:		_______________________________________________________

Please send me more information on the following programs:

	 Our Champions of Hope monthly giving plan

	 Ralph and Ariel Walker Summit Society

 Please contact me on how I can volunteer for the Huntington 
Society of Canada.

	 Please send me more information about getting involved in the  
Society’s fundraising programs.

	 Our Family Funds

 Please add my name to the Horizon mailing list.

 Please remove my name from the Horizon mailing list. 

The Huntington Society of Canada is committed to protecting the 
privacy of all of our members and stakeholders. We recognize the 
importance of privacy and are dedicated to maintaining the trust of 
our members.

Or to donate online please visit go to www.huntingtonsociety.ca

By Julie Stauffer

At Vancouver’s Simon Fraser University, studying business goes far 
beyond theory. As part of their project management course, business 
students put their newly learned skills to work by organizing a 
fundraiser for their charity of choice.

While most groups opt to support high-profile organizations like the 
Canadian Breast Cancer Foundation or the BC Children’s Hospital, 
Tiffany Tsang and her teammates decided they could create more 
impact raising money for a lesser-known cause. Their choice: the 
Huntington Society of Canada.

But the team’s fresh thinking didn’t stop there. Instead of relying on 
fundraising standards like car washes or garage sales, teammate 
Anny He – an amateur artist with a knack for capturing personality – 
volunteered to create caricatures of people or pets. “Caricatures for 
Charity” was born.

With HSC’s help, they set up a website inviting people to come out to 
their live event or participate online. The donations and commissions 
poured in from as far away as Asia.

Tiffany credits their success to the unique nature of their fundraiser 
and to social media. The four-member team put Twitter and Facebook 
to work, as well as Weibo, China’s alternative to Twitter. 

“We reached out to 10,000 people through friends of friends,” says 
Tiffany. “It was actually pretty mind-blowing.”

Offering incentives didn’t hurt. Thanks to support from Booster 
Juice, Renaissance Coffee and Nesters Market, everyone who “liked” 
Caricatures for Charity was entered in a draw for coupons, gift cards 
and a gift basket.

Meanwhile,	Scotiabank	and	the	Sichuan	Guixi	Engineering	Machinery	
Company made cash donations. 

In total, the team attracted 26 commissions and dozens more 
donations, with enthusiastic supporters lining up for caricatures and 
smoothies on the day of the event last July. They raised more than 
$650 after expenses, exceeding all their expectations and beating out 
every other group in their class.

While they’re proud to have brought in those dollars, they’re 
even more proud to have increased the profile of HD on campus 
and beyond. “The best outcome of this project was raising that 
awareness,” says Tiffany. “It was a big thing for us just to raise 
awareness within our community.”

Kudos to Anny He, Jasmina Chen, Tiffany Tsang and Winnie Ho for 
their generosity, innovation and social media savvy! 

New people bring fresh energy and ideas. If you know someone 
outside the Huntington’s community who might be willing to 
support our cause, get them involved!

Making a Difference:
Caricatures for charity draws dozens of 
new donors
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Return undeliverable Canadian addresses to:

151 Frederick St., Suite 400 
Kitchener, Ontario 
N2H 2M2

By Julie Stauffer

The last boxes have been shipped out, the paperwork processed and 
another Amaryllis campaign successfully wrapped up. Now, 25,000 
plants are creating joy across Canada. The pale green tips have 
peeked out of the soil and are growing at an astonishing rate. Soon, 
those gorgeous blooms will be bringing a glow to the dreariest of 
winter days.

But that’s only one way that our Amaryllis plants work their magic. 
This year’s campaign sold out and allows us to help our research, 
services and advocacy work.

And, of course, every box 
we sell raises the profile of 
Huntington disease. “It’s 
such a beautiful, positive 
way to spread awareness,” 
says Jim Martin, HSC’s 
Amaryllis Campaign 
Manager.

New this year was 
a “phenomenal” first-
time order from a major 
institution, as well as 
promising sales to 
Chamber of Commerce 
members, realtors and car 
dealers across the country.

“It’s just been a wonderful success,” says Jim, looking back on the 
last nine months of work. “Before we even delivered a single bulb, we 
were 88 per cent of the way to our target.” Already he’s busy thinking 
of ways to achieve even more in 2013, including finding a national 
sponsor to boost the profile of the campaign.

A huge thank you to all of our new and returning Amaryllis volunteers 
and the thousands of buyers who made it a record success, and a 
special tip of the hat to the Calgary chapter, who sold more than a 
hundred boxes. It does take everyone.

We’ll start taking orders for our 2013 campaign in April. In the 
meantime, if you’d like to honour someone, send congratulations, 
wish a friend or loved one “happy birthday,” or simply say hello, 
consider planting a virtual Amaryllis at www.inspirehope.ca for just 
$10. Keep our garden of hope growing strong!

For a little extra dose of Amaryllis joy, be sure to check out HSC’s 
Facebook page, where Jim has been documenting the growth of his 
own plant every day.

Amaryllis: Creating Magic from Coast to Coast
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