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S Since 1973, HSC has recognized the importance of reaching out beyond borders. HSC is 
one of the four founding members of the International Huntington Association (IHA). The 
IHA is an organization that now consists of forty two member nations and works in close 
collaboration with the World Federation of Neurology Research Group on Huntington 
Disease. The Huntington Society is proud to remain a world leader in developing and 
delivering essential Huntington disease services and investing in the future of Huntington 
disease medicine.

in clinical trials to test upcoming and promising new therapies. Canadians are quickly 
becoming the highest per capita participants in HD clinical trials around the world; 
however, we are not there yet. 

• Continue to deliver and expand essential services. This includes reaching out to HD  
families who are currently not receiving critical support; building a network for youth 
affected by and at-risk of HD; providing caregivers the support they need; identifying and 
filling the gaps in order to reach the maximum number of Canadians who require these 
essential services each day.

This year, HSC has raised over $1.3 million dollars towards our campaign goal. $5 million 
in 5 years is possible. As Anne Brace, Chair of the Board of Directors, summarized at 

the conclusion of the national 
conference: 

“We each play a role and 
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, I want you to 
know it matters! It matters 

each and every day!” 

Celebrating 40 years of achievement:  
Grassroots to Mountaintops Anniversary  
Campaign launched at the National Conference 
setting sights on $5 million.  
  
The message was simple and straight forward; we all have the power to 
influence the future, a chance to be a part of history.

The 40th Anniversary Campaign Objectives: 
• Build upon research successes 

to date. Research results are 
cumulative. Canadians have 
made a significant impact on 
Huntington disease research. 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 
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On October 1st, volunteers Ralph & Ariel Walker begin 
a Canadian chapter of the American Committee to 
Combat Huntington’s Disease by sending a newsletter 
to 29 families. Within days, the first public meeting 
in Canada on HD is organized, 150 people are in 
attendance. The Huntington Society of Canada is born.

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

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

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

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

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

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

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

1998 - 2007

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

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

2008 - 2010

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

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

2011

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

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

HSC develops an innovative Youth  
Mentorship Project.

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

2013

2012

1973 - 1975

History in Motion

1978 - 1983

1984 - 1992

1993

1996

40 YEARS
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“The Huntington Society of Canada  

aspires to a world free from Huntington 
disease.The Society strives to: maximize the 
quality of life of people living with HD by  

delivering services; enabling others to  
understand the disease; furthering  

research to slow and to prevent HD.”
Guiding Principles 

• HSC cannot accomplish what we need to do alone. We will enlist the  
broader community to develop networks of care and support.

• HSC will continue to educate and reach beyond the HD communities. We 
will identify and engage sustainable assets and resources on a local,  
regional, national and international level.

• HSC will continue to advocate for people living with HD and empower  
individuals and families to find their voice.

• HSC will continue to be an information broker by creating and  
disseminating reliable HD information to key stakeholders, friends of the 
Society and interested parties.

• HSC will continue to connect with and leverage relationships while taking 
on leadership roles where appropriate and working at all levels with a  
global HD community to find answers; HD has no borders.
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For 40 years, the Huntington Society of Canada 
has been serving families across the country who 
live with Huntington disease. Dealing with a 
progressive, degenerative genetic illness puts stress 
on every member of affected families: the people 
diagnosed with HD, their spouses, the children who 
grow up with the knowledge that they have a 50 
percent chance of developing the same devastating 
symptoms and friends.

In 1973, Ralph and Ariel Walker founded the Society 
to offer those families help and hope. Help, by 
breaking down the walls of isolation surrounding 
HD, offering accurate information and providing 
support. Hope, by funding research that would 
ultimately lead to treatments. 

Today, HSC is a global leader in supporting families, 
promoting genetic fairness, addressing the special 
needs of youth, and catalyzing groundbreaking 
HD research. To the many, many donors who made 
those achievements possible, thank you.

While our 40th anniversary marked an opportunity 
to celebrate how far we have come, we also seize 
the chance to look forward. How can the Society 
reach out to families in remote areas and diverse 
communities? What can we do to ensure the 
clinical trials for potential treatments proceed as 
quickly as possible? 

Last year, our Board and staff collaborated to create 
a strategic plan designed to guide our work over 
the coming years. It focuses on six key priorities:
1. Invest in world-class research that will lead to 

treatments
2. Advocate for families and enhance the services 

we provide to them 
3. Increase awareness of HD and HSC
4. Demonstrate leadership locally, nationally and 

globally
5. Strengthen services for young people affected 

by HD
6. Ensure financial and organizational 

effectiveness

Our strategic plan also established indicators to 
track our performance and ensure we are using 
your dollars to the maximum advantage. As you will 
see in the pages that follow, we made substantial 
progress on every front in 2012/13. 

Among our many achievements, we have 
created a new resource centre in East Central 
Ontario, added another Social Worker to our B.C. 
family services team and helped to establish a 

new multidisciplinary clinic to serve families in 
Newfoundland. We have worked closely with 
Senator James Cowan to craft Bill S-218, the 
most comprehensive genetic fairness legislation 
proposed to date. We have expanded our services 
to youth with the launch of a new website 
for young Canadians affected by HD and the 
development of a youth mentorship program. 

Our 2012 National Conference proved to be 
the most successful in HSC’s history, while our 
new awareness campaign has resonated with 
Canadians more than ever. We continue to fund 
highly promising research that, according to an 
expert review we commissioned last year, provides 
an excellent return on investment. At the same 
time, we have continued to manage our expenses 
aggressively, create new efficiencies and leverage 
partnerships with like-minded organizations to 
increase our impact. 

However, some of our most important 
achievements are not easily quantified. It is the 
handwritten note on a conference evaluation form 
telling us how connecting with other families 
has made a world of difference. It is the photo of 
participants at a therapeutic retreat beaming with 
joy and possibility. It is the tangible energy in the 
room when our youth leaders come together.

The strength, courage and resilience of the HD 
community inspire us on a daily basis and reinforce 
our commitment to fulfill Ralph and Ariel’s original 
vision: to create a world free from HD.

Thank you for sharing that vision and for sustaining 
our work. In a fundraising environment that 
continues to prove challenging, your generosity 
means everything. This community of families, 
donors, volunteers, researchers, staff and healthcare 
professionals has achieved extraordinary things 
over the past four decades. Together, we will 
achieve even more in the years ahead.

Bev Heim-Myers
CEO and Executive 
Director

Anne Brace 
Chair,  
Board of Directors
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Anne Brace
Chair

Dan Devlin
Vice-Chair

Sean Dewart
Secretary

Glenda Rowein
Treasurer 

Dr. Ray Truant
Chair, Research 

Bob Scriven
Director 
YPAHD Rep.

Christian Lejeune
HSQ Rep. 

Ray Bailey
Director 

Jim Godey
Director 
 
Jacob Hendriks
Director

Stephen Hurst
Director

The HSC team was described as: incredibly nimble 
when needed; Helpful and quick.

The Huntington Society of Canada (HSC) is a national network of volunteer Chapters and Area 
Representatives, governed by a volunteer Board of Directors that focuses on policy. HSC’s team 
of full-time and contract staff manage the day-to-day operations, serving individuals and families 
affected by HD in communities across Canada.

Dr. Sid Katz
Director

Mieke Wales
Director

Susan Wright
Director

Dr. Tom Dignan
Director

The 2012-2013 Board of Directors

 Board of Directors

CEO & Executive Director Office Administrator

Director 
Development & 

Marketing

Donations 
Coordinator

Communications
Coordinator

Manager 
Development

Manager 
Fundraising

Director
Family Services &

Community Development

Manager Chapter 
Development

Events & Chapter 
Development 
Coordinator

Director
Finance 

Finance 
Assistant

BC
RCD

NA
RCD

SA
RCD

SK
RCD

MB
RCD

NO
RCD

WC
RCD

TO
RCD

EO
RCD

NS/PEI
RCD

NL
RCD

BC Social 
Worker

FS Victoria 

FS Kelowna 

FS Regina

FS Brandon

FS Thunder 
Bay

FS Moncton 
NB

FS Kingston

FS Windsor

FS London

FS Barrie

Chapter Finance 
Coordinator

FS Fraser 
Valley

EC
RCD

RCD = Resource Centre Director
FS = Family Services Worker
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Board Directors 

Hailing from all corners of Canada, the Board of Directors meets twice a year and is responsible 
for governing the Society. This includes the Society's mission and strategic planning; policy 
development; stewardship of resources; and accountability to members, donors, and the public. 

One seat on the Board is reserved for a representative of the Huntington Society of Quebec, while 
another seat is reserved for a representative of Young People Affected by HD (YPAHD), our virtual 
youth chapter. Each Director is elected for a term of two years.

The election of the Board of Directors takes place at each Annual General Meeting of the members, 
with an emphasis on recruiting individuals that can bring specific expertise to the  
governance of HSC.

Board Committees 

Executive/Finance Committee:  
Board Chair, Vice-Chair, Secretary, Treasurer, CEO
Reviews the operating plan and budget prepared by the CEO; recommends whether to adopt the 
budget; reviews quarterly financial statements; reviews insurance coverage and risk protection. 

Board Governance/Nominating Committee:  
Past Board Chair, Chair, Vice-Chair, 2–3 other Board members
Evaluates the effectiveness of the Board; assesses the skills and competencies of the Board; 
recruits and orients new members; evaluates existing Board policies and develops new ones. 

Investment Committee:  
Board Chair, Vice-Chair, Treasurer, 2–3 other members appointed by the Board
Reviews the performance of the Society’s investment portfolio; ensures the portfolio meets Board 
policies; reviews the appropriateness of the investment policy. 

Audit Committee:  
Treasurer, Board Chair, Vice-Chair, 1–2 other Board members  
Reviews the audit plan; approves the audited financial statements; reviews internal controls; 
ensures proper financial stewardship.

Research Committee:  
Board Research Representative, National and International HD researchers, CEO
Proposes research policy; works within the policy framework; advises the Board’s strategy with 
regards to funding and promoting research. Reports to the Board of Directors.
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Research Council 
The Research Council is comprised of leading HD research scientists who generously volunteer their expertise in 
various areas of investigation. The Council assesses the applications HSC receives for the NAVIGATOR and NEW 
PATHWAYS research grants and recommends which projects to fund. 

• Dr. Ray Truant (Chair), McMaster University – Hamilton, ON
• Dr. Patrik Brundin, Wallenberg Neuroscience Center – Sweden
• Dr. Eileen Denovan-Wright, Dalhousie University – Halifax, NS
• Dr. Stephen Ferguson, University of Western Ontario – London, ON
• Dr. Michael Hayden, University of British Columbia – Vancouver, BC
• Dr. Blair Leavitt, University of British Columbia – Vancouver, BC
• Dr. Marcy MacDonald, Harvard Medical School – Boston, MA, USA
• Dr. Lynn Raymond, University of British Columbia – Vancouver, BC

Huntington Society of Canada Staff
CEO & Executive Director
The CEO and Executive Director is the senior staff person and public face of the organization. The CEO reports 
directly to the Board, and meets with the Board Chair on a monthly basis.

• Bev Heim-Myers, CEO and Executive Director
• Shirley Barnes, Office Administrator

Management Team

Tasked with handling the day-to-day operations of the Society, the Management Team meets every other week 
and reports to the CEO & Executive Director. 

• Maribeth Meijer, Director of Family Services and Community Development
• Cyndy Moffat Forsyth, Director of Development and Marketing
• Ean Robertson, Director of Finance
• Devin Bonner, Manager Chapter Development
• Danielle Havelka, Manager Fundraising
• Jim Martin, Manager Development 

Development & Marketing Team

The Development and Marketing Team is responsible for the Society’s marketing, communications and 
fundraising responsibilities. Their job is to ensure the Society has sufficient resources to help people  
affected by HD. 

• Cyndy Moffat Forsyth, Director of Development and Marketing
• Jim Martin, Manager Development
• Sue Campbell, Donations Coordinator
• Christina Steinmann, Communications Coordinator

8



Finance Team

The Finance Team handles the Society’s budget, financial reporting, payroll, accounts payable and receivable, and 
any other items related to the fiscal nuts and bolts of the organization.

• Ean Robertson, Director of Finance
• Sandra Peel, Finance Assistant
• June Sutherland, Chapter Finance Coordinator 

Family Services & Chapter Development Team 

The Society includes a network of professional Family Services staff across the country at 12 Huntington Disease 
Resource Centres. Twelve Family Services (FS) contract workers extend that network, serving families outside 
the geographic reach of our Resource Centres. Also, our Chapter Development staff support the work of our 
volunteer Chapters across Canada.

• Maribeth Meijer, Director of Family Services and Community Development
• Shirley Barnes, Office Administrator
• Devin Bonner, Manager, National Chapter Development
• Sally Litchfield, National Events and Chapter Development Coordinator
• Susan Tolley, British Columbia Resource Centre Director
• Renee Aeyelts, British Columbia Resource Centre Social Worker
• Randy Goossen, FS Worker, Fraser Valley
• Lynne Reeve, FS Worker, Victoria
• Tim Bayliss, FS Worker, Kelowna
• Sally Vincent, Northern Alberta Resource Centre Director
• Karl Lottes, Southern Alberta Resource Centre Director
• Erin Stephen, Saskatchewan Resource Centre Director
• Lisa Zaphe, FS Worker, Regina
• Sandra Funk, Manitoba Resource Centre Director
• Meg McConkey, FS Worker, Brandon
• Angéle Bènard, Northern Ontario Resource Centre Director
• Heather Minthorn, FS Worker, Thunder Bay
• Maike Zinabou, West Central Ontario Resource Centre Director
• Marilyn Mitchell, East Central Ontario Resource Centre Director
• Rozi Andrejas, Toronto and Area Resource Centre Director
• Deanne Graham, FS Worker, Barrie
• Paul Klodniski, Eastern Ontario Resource Centre Director
• Sherrie McKegney, FS Worker, Kingston
• Gioia Levesque, FS Worker, Windsor
• Corey Janke, FS Worker, London
• Barb Horner, Maritime Resource Centre Director
• Marthe Gautreau, FS Worker, Moncton
• Elaine Smith, Newfoundland Resource Centre Director

Chapters and Area Representatives

The backbone of the Society includes more than 30 Chapters and Area Representatives across Canada. 
Supported by the Family Services and Chapter Development team, these Chapters involve more than 10,000 
volunteers in fundraising and awareness initiatives each year and provide support to families affected by HD.

9



10

Creating positive impact

Jaclyn Skinner
My mom is probably one of the strongest people I 
know. She’s a trooper. She found out that she had the 
gene when we were very young, but she didn’t tell us 
for a long time because she didn’t want it to hold us 
back, which was so selfless of her. 

Even now, although she’s just lost her driver’s licence, 
she’s still so positive. “Don’t worry,” she says. “There’ll 
be a cure.” She just takes the burden away from you by 
convincing you not to worry about her.

Still, it dwells on everyone’s mind. Between me and my 
siblings, we’re home almost every other weekend to 
visit her because she changes so much now. It’s difficult.

Of course, we each have a 50 percent chance of carrying 
the gene. There are times when it gets me down, when 
I think “this isn’t fair.”   Then there’s other times when 
you’ve got to be optimistic. You can’t change the fact 
that you’re at risk, but you can make a difference and 
raise awareness and try to do all you can to help  
find a cure. 

That’s why I got involved in YPAHD a few years ago. 
It’s really fulfilling to be there for other people and 
make them feel like they’re not alone. Having a 
good support system makes all the difference in the 
world.

I’m optimistic they’ll find a cure for Huntington’s. They’re 
so close. But right now, it’s frustrating. Cancer you can 
beat — they’ve found ways to fix that. Huntington’s, 
there’s nothing.

Leah Skinner
When my parents told me that Mom has HD, I was in 
shock. I knew she was at-risk, but at the time, she didn’t 
have a lot of symptoms — I think that’s what made it so 
hard to believe. 

It’s tough watching her get worse. It makes it even 
tougher knowing that one day, that could be your 
siblings or you. On the flip side, my mom has never let 
the disease get her down. She is probably the most 
optimistic and happy person that you’ve ever met.

I think for me, one of the biggest challenges is not 
knowing if I have the gene; the uncertainty of what the 
future holds. I think about Huntington’s every day and 
what it means to have it in your family. 

Helping to found YPAHD has been so positive. It’s a 
way for young people affected by HD to raise money 
and awareness and also to help each other. You can 
chat with friends that aren’t affected and they try to 
be supportive, but they really don’t understand what 
you’re going through.

YPAHD also opens your eyes up to a lot of the 
promising research. I’m very hopeful that the 
research community will come through for us. There 
is so much positive energy and enthusiasm. It’s hard not 
to get caught up in that. 
 

“You can’t change the fact 
that you’re at-risk, but you can 
make a difference and raise 
awareness and try to do all 
you can to help find a cure.” 

Jaclyn and Leah Skinner

One of the biggest challenges is 
not knowing if I have the gene...
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Operational Goals
The Society’s operational goals are based on the strategic plan, outlined by the Board of Directors 
in 2012. It illustrates our plan for the future and articulates the objectives. The Society utilizes 
the operational goals to evaluate performance; which is based on the objectives set, the plan to 
achieve these objectives, and itemized accomplishments to date. 
1. Invest in world-class research that 
will lead to treatments to slow and 
prevent Huntington disease 
2012-2013 Priorities
• Assess the quality of publications resulting 

from the research that HSC funds
• Increase participation in the National 

Conference to increase interest in  
clinical trials

• Increase the number of medical sites 
participating in clinical trials

• Create and implement ways to connect 
clinical sites on a regular basis to share 
best practices

2012-2013 Accomplishments
• A review of the impact of HSC research funding was completed. Our external expert 

concluded that HSC has received an excellent return on our investment in  
HD research

• Attendance at HSC’s 2012 National Conference increased by 35 per cent over the  
previous Conference

• Eight medical sites in Canada are now participating in clinical trials research
• HSC received a $10,000 grant from Rx&D to host a clinical trial readiness roundtable with 

experts from across the country
Focus moving forward
• Continue to build a critical mass of HD research in Canada that will lead to treatments for 

HD, while encouraging global collaborations 
• Continue to forge strong connections to individuals and families living with HD to ensure a 

strong base for potential clinical participation
• Enhance clinical research in Canada by influencing a successful made-in-Canada model

2. Continue to advocate for families and individuals living with HD and 
enhance the services we provide them 
2012-2013 Priorities
• Carry out a gap analysis to identify communities that are underserved or not yet  

served by HSC
• Reach out to communities to ensure that the greatest number of people possible can 

access HSC resources and services
• Continue to play a leadership role in the Canadian Coalition for Genetic Fairness (CCGF)
2012-2013 Accomplishments
• The BC Social Worker position was added at the BC HD Resource Centre in Vancouver to 

expand services to individuals with HD across the province
• HSC met with genetic fairness champion Senator James Cowan to discuss Bill S-218, the 

most comprehensive piece of genetic discrimination legislation proposed in Canada
• HSC opened the East Central Ontario Resource Centre in November 2012
• HSC met with the federal Privacy Commissioner, presented at the Privacy Commissioners 

Summit, and met with Alberta’s Finance Minister and Justice Minister
• HSC attracted significant media coverage of genetic discrimination
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Focus moving forward
• Maximize our connections with HD families and individuals
• Lead efforts to end genetic discrimination

3. Increase the awareness of HD and HSC
2012-2013 Priorities
• Develop a new communications strategy
• Increase the number of new volunteers
2012-2013 Accomplishments
• HSC completed a new communications strategy
• The new PSA campaign was launched, attracting  

considerable attention
• Resource gaps were identified and HSC developed a 

schedule to update and create new brochures and  
fact sheets

• Approximately 10,000 volunteers across Canada 
contributed to fundraising and awareness

Focus moving forward
• Effectively tell HSC’s story
• Create more opportunities for stakeholders     

and interested parties to become involved  
in the Society

4. Demonstrate leadership locally, 
nationally and globally
2012-2013 Priorities
• Continue to play leadership roles and 

develop relationships with relevant coalitions, health organizations and like-minded charities
2012-2013 Accomplishments
• HSC’s CEO continued to hold executive positions with the Canadian Coalition for Genetic Fairness, Health 

Charities Coalition of Canada and the International Huntington Association
Focus moving forward
• Increase global collaboration with HD service providers and organizations
• Explore opportunities for joint projects with other service providers (e.g., cultural organizations, First Nations, 

other neurological disease groups)

12

“Our Social Worker has watched over the kids since we learned 
of Bob’s disease 6 years ago. He answers their questions, 
addresses their concerns and helps them manage the changes 
we see in Bob. I am so grateful to have the Huntington Society 
of Canada in our lives. The network of support they provide 
is invaluable. I could not imagine having to cope with HD 
without them.” - Cheri DeLargie



5. Strengthen the focus on young people (pre-teens, teens, young adults) affected by HD 
and enhance the services we provide them
2012-2013 Priorities
• Ensure one member of Young People Affected by HD (YPAHD) is sitting as a decision-maker on each relevant 

Overall the 2012 
National Conference 
was rated very highly 

international HD committee and the HSC Board
• Design and pilot a mentorship program for youth
• Enhance youth-specific support materials and website
2012-2013 Accomplishments
• HSC created a permanent position on the Board of Directors for 

a youth representative
• The YPAHD president sits on the Board of the Huntington’s 

Disease Youth Organization (HDYO)
• The policy and procedure manual for our Youth Mentorship Program was developed and the recruitment of 

mentors began
• Our team worked with youth in the HD community to develop and launch a website that will serve as a hub 

for resources, events and community building
Focus moving forward
• Educate and advocate for youth-specific concerns and initiatives
• Train mentors and roll out the mentorship program 
• Increase the number of youth affiliated with HSC

6. Ensure financial and organizational stability, effectiveness and excellence
2012-2013 Priorities
• Achieve financial revenue targets and manage expenses
• Continuously monitor and improve our policies and procedures 
• Work towards charity accreditation opportunities to increase accountability and credibility
• Keep staff attrition at or below the industry standard
2012-2013 Accomplishments
• HSC met the expense management targets for 2012/13. The Society attracted four new major donors, 

experienced growth, and revenue from the grassroots fundraising events exceeded HSC’s targets
• HSC enlisted the services of a Chartered Accountant consultant to identify operational weaknesses and help 

increase efficiencies
• HSC became a member of Imagine Canada in May 2013, a key step toward accreditation
Focus moving forward
• Achieve or exceed revenue growth targets 
• Set the example for organizational stability, effectiveness and excellence
• Retain and nurture a high-performing team

13
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Each year, our Research Council members 
graciously donate their time and expertise 
to review grant applications from both 
established investigators and up-and-coming 
scientists. The HD Community works hard to 
raise that money, and we want to make sure 
that we continue to invest in quality and 
impactful research leading to answers as well 
as building research capacity. 

Are we succeeding? In a word, yes. That is 
the conclusion of Dr. Harry Robertson, who 
reviewed the research we have funded over 
the past 15 years and the impact it has made.

“The quality and outcomes of the research 
supported by HSC is excellent,” reports the 
neurology and psychiatry professor from 
Dalhousie University. 

Dr. Robertson bases his conclusion on 
several criteria. One is influence. HSC-
funded researchers are getting published 
in prestigious, must-read science journals 
like Nature and Proceedings of the National 
Academy of Sciences.  

Most tellingly, Dr. Robertson could not find 
any examples of top-quality biomedical basic 
HD research in Canada that has not been 
funded by HSC. We have been successful 
in building a critical mass of excellent HD 
researchers in Canada.  For that, we can 
thank HSC’s Research Council. The Research 
Council, along with other identified external 
experts, peer review each funding proposal 
we receive and select the most promising 
proposals leading to treatments that will 
slow or prevent the progression of HD. 

The Research Council has also provided  
input to the HSC Board and helped us 
establish an effective funding strategy.  
Research is expensive and our grants are 
designed to support significant research. 
We are thankful for our partnership with 
the Canadian Institutes of Health Research 
who helps us to fund personnel awards and 
attract bright young investigators to the 
Huntington’s field.

As a result, our grants have helped to foster 
several centres of Huntington’s research 
across the country and encourage fruitful 
collaborations like the partnership between 
Dr. Simonetta Sipione and Dr. Ray Truant, who 
were able to completely reverse the motor 
symptoms of HD in mice using a drug called 
ganglioside GM1.

“In summary,” Dr. Robertson writes, “HSC 
has received an excellent return on  
their investment.”

According to Bev Heim-Myers, HSC’s CEO 
and Executive Director, that’s excellent news 
for the Huntington’s community. “Our donors 
can be very confident that their generous 
gifts are being used as effectively as possible 
to accelerate research, expediting the 
discovery of potential treatments to the HD 
population,” she says.

Together, with your investments, HSC can take the next step and embrace promising new 
research such as gene silencing, advance pre-symptomatic treatments and develop promising 
new drugs to eventually reverse the effects of HD. This year the Huntington Society of Canada 
invested a significant amount of funds in research.  

Investing in 
Outstanding Research

“The quality and  
outcomes of the  

research supported by 
HSC is excellent.”

More importantly, other scientists are 
building on the research we fund. Take 
the example of Dr. Michael Hayden’s 2006 
paper in Cell, describing how he and his 
team prevented HD from developing in a 
mouse model. While the average biomedical 
research paper is cited by 20 to 25 other 
researchers, Dr. Hayden’s paper earned 252 
citations. 
 



2012/2013 HSC Research Investments
NAVIGATOR: 
Dr. Robert Cumming, Department of Biology, University of Western Ontario
Non-canonical activation of Nrf2 as a treatment for Huntington disease

We know that people living with HD have high 
levels of damaging “free radicals” in their brain 
cells. We also know that a protein called Nrf2 
triggers the production of antioxidants that 
neutralize those radicals. Dr. Robert Cumming 
believes a drug called dimercaptopropanol (DMP) 
could enhance Nrf2 activity, reducing damage to 
brain cells. What makes this particularly exciting is 
the fact that, according to a report in 1955, DMP 
slowed the progress of HD in two individuals. 
Dr. Cumming will use his NAVIGATOR grant to 
determine how DMP activates Nrf2 and prevents 
brain cell death.

Dr. Robert Cumming

Dr. Jeff Carroll

NEW PATHWAYS:
Dr. Jeff Carroll, Department of Psychology, Western Washington University
Mapping hepatic dysfunction in HD

Huntington’s may be a brain disease, but it also 
affects the liver. Dr. Jeff Carroll wants to probe 
the connection between the two. He suspects 
that the changes HD causes in liver metabolism 
may reduce sugar levels in the blood, sugar that 
brain cells need in order to survive and function. 
Thanks to our New Pathways grant, Dr. Carroll 
will be able to investigate exactly how HD affects 
metabolism in liver cells in mice and identify key 
steps in the metabolic pathway that could serve 
as a target for drugs.
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Reaching out – Providing Families 
and Healthcare Professionals with 
Needed Information 
Families living with HD often describe how the 
disease isolates them. That is an even greater 
issue for families in remote communities 
and rural areas. For several years, HSC has 
used the Ontario Telemedicine Network to 
videoconference with families in Northern 
Ontario. This year, HSC negotiated a similar 
arrangement with the Saskatchewan provincial 
government. Using TeleHealth Saskatchewan, 
the Saskatchewan Resource Centre Director 
was able to connect with a family that is a 
five-hour drive from Saskatoon and advise staff 
in their local long-term care facility in a timely, 
efficient way. It’s a delivery model the Society 
hopes to extend across the country.

Investing in Professional 
Development for Family  
Services Staff
Investing in the HSC staff ensures that the 
individuals the Society serves receive the best 
support possible. The day prior to the 2012 
National Conference, HSC’s team of Resource 
Centre Directors and Family Service Workers 
from across the country gathered for a Family 
Services Update and Training Day, honing 
their skills and gaining fresh perspectives into 
care, research and youth outreach. Meanwhile, 
attending the National Conference gave HSC’s 
team the opportunity to connect with families, 
researchers and healthcare professionals 
from across the country. They returned home 
inspired, energized and better equipped as  
HD professionals.

Maximizing Services
Due to the hereditary nature of Huntington disease, family is at the heart of the HSC 
community. In 1973, Ralph and Ariel Walker recognized that there was not only a need to 
connect with researchers, but also an overwhelming need to reach out to families affected 
by HD. The Huntington Society of Canada is a recognized global leader in the creation and 
advancements of Huntington disease family support programs. 

The Huntington Society of Canada’s Family Services program strives to maximize quality 
of life for those whose lives are impacted by Huntington disease. This program is the only 
comprehensive source of information, support and counselling within Canada. The complex 
and lengthy course of this illness, compounded by its genetic nature, means that Huntington’s 
has a profound and often devastating impact on families. The HD community relies on HSC’s 
essential services for guidance, resources, counselling and long-term care planning.

Expanding Services
In keeping with our new Strategic Plan, two 
new staff members, each working 20 hours 
per week, have been hired to help boost the 
level of service in rural and remote areas. 
Last October, Renee Aeyelts joined the British 
Columbia HD Resource Centre in Vancouver 
as their newest Social Worker, focusing on 
supporting individuals with HD and planning 
the annual therapeutic retreat. Meanwhile, the 
opening of our East Central Ontario HD 
Resource Centre, last November, marked the 
Society’s first new resource centre in more than 
five years. Director Marilyn Mitchell serves the 
fast-growing suburbs of Durham, the city of 
Peterborough, and the surrounding rural areas. 

These positions expand HSC’s services by 
more than five per cent, a big achievement 
in an environment where costs are rising and 
fundraising is challenging. Today, Canadians 
affected by HD can access a member of the 
family services team in every province from 
coast-to-coast except Prince Edward Island, 
which is served from the resource centre  
in Halifax. 



Connecting, Inspiring, Informing  
2012 HSC National Conference 
The 2012 National Conference lived up to its title, 
connecting, inspiring and informing approximately 300 
participants who gathered in Toronto in November. The 
biggest ever, the conference brought together families, 
researchers, volunteers, healthcare professionals and HSC 
staff to get the latest research updates and insights into 
care, as well as share their experiences and knowledge.

Ninety six per cent of participants  
rated the conference program  
“excellent” or “very good,” 

Meanwhile, a new, award-winning Canadian 
documentary has drawn more attention than ever to the 
issues of genetic testing. The film, Do You Really Want 
to Know?, follows three families as they decide whether 
or not to be tested for the HD gene mutation. The film 
was screened at HSC’s National Conference in Toronto in 
November with rave reviews. 

The Society also succeeded in reaching new people: 
for 58 per cent of participants, this was their first HSC 
National Conference. Perhaps most importantly, they told 
HSC that the conference left them with positive feelings 
about the future. 

Advocating for Genetic Fairness
In December, The Globe and Mail helped raise the issue 
of genetic discrimination in Canada with an extensive 
and balanced series about Canada’s Personal Genome 
Project. It included an opinion piece by HSC’s CEO 
and Executive Director, Bev Heim-Myers that called 
for protection from genetic discrimination. It also told 

the story of an individual who was denied mortgage 
insurance for the family farm because a family member 
was at-risk for HD. Bev also discussed the issue of 
genetic testing on an Ontario television station, TVO, 
in February before the screening of the award-winning 
documentary Do You Really Want to Know?.

The Society continues working closely with  
decision-makers in Ontario, Saskatchewan and Alberta 
to establish protection for Canadians against genetic 
discrimination. HSC has seen progress at the federal 
level. In June, the House of Commons Standing 
Committee on Health submitted a report on neurological 
disease in Canada. Among the committee’s excellent 
recommendations, they called on the Canadian 
government to protect the privacy of genetic test results.

In April 2013, the Honourable James S. 
Cowan QC, Leader of the Opposition in the 
Senate, introduced a very comprehensive 
genetic non-discrimination Bill in the Senate 
to end genetic discrimination in Canada.  

Though other countries, including the United States, the 
United Kingdom, Germany and many other EU countries, 
have taken important steps towards eliminating genetic 
discrimination, Canada has fallen behind. 

This Bill will help to bring the necessary level of 
protection to Canadians, aiming to ensure that genetic 
information is used properly without fear of repercussion. 
This would ensure that genetic information is used for 
health and research purposes only. 

17
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New Awareness  
   Campaign Launched  

In conjunction with the 2013 Huntington Disease Awareness Month, the 
Huntington Society of Canada launched a new Public Service Announcement 
(PSA) campaign called, “Do You Really Want to Know?”. The campaign highlights 

Researchers feel we 
are close to reliable 
treatments; the urgency 
lies in educating as 
many people as possible, 
including new outreach 
efforts in rural and cultural 
communities. 

Huntington disease and why the 
Huntington Society of Canada is 
leading the charge when it comes 
to genetic fairness in Canada.

Newspapers and television 
stations across Canada are 
generously donating their space 
and air time to run this campaign 
at no charge. This is the first time, 
thanks to the producers of the 
award-winning documentary Do 
You Really Want to Know?, the 
Society has been able to produce 
a commercial for television. It is 
being shown across Canada to raise awareness of HD and Genetic Fairness. 

Along with the Society’s 40th anniversary 
campaign, HSC decided to update our 
publications and information with the new 
look and the most up-to-date and current 
information. 

A major project that was completed was 
the new Canadian version of A Physician’s 
Guide to the Management of Huntington 
Disease. This publication, aimed at helping 
physicians understand Huntington disease, 
was reviewed by the original authors and by 
many professionals from the Huntington’s 
community to ensure the information 
accurately reflected Canadian content. 
Copies are now available and have been 
distributed across Canada.
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Investing in our Youth

The Huntington Society of Canada’s first ever Youth Day proved to be a huge success. Held 
immediately before last November’s National Conference, the event brought together more 
than forty youth for peer-to-peer support and leadership development. The day featured many 
excellent sessions, but the biggest highlight was connecting with one another. 

For many, it was their first experience with Young People Affected by Huntington Disease 
(YPAHD), HSC’s national youth chapter, and their first opportunity to meet others their age from 
the Huntington’s community. According to one participant, “This is the first time that I have 
hope.” 

Attendees believe that 
YPAHD Day was a huge 
success!
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Youth gathered from across Canada in Toronto, Ontario, to 
connect with each other, hear from experts in the HD field,  
and build a plan for youth collaboration for the coming years.

The day included various sessions including a peer-lead HD 101 session, relationships and dating, 
international youth collaborations, and for the older attendees, discussions on genetic testing 
and pregenetic diagnosis & IVF.

The youth who attended left with a feeling of empowerment and focus.  From seeds planted 
on November 8th, youth across Canada have hosted, or plan to host, information, support           
and fundraising events across Canada, and have assisted HSC in its development of the HD  
Youth Mentorship program.  YPAHD has already started planning the schedule for the 2014 
YPAHD Day.

Thanks to donors, HSC is piloting a new Youth Mentorship Program this year to help teens 
growing up in families affected by HD. Because HSC knows youth often feel more comfortable 
talking with other youth, the Society is recruiting volunteer mentors (in their twenties) who have 
lived through the same experiences. They will be trained to provide one-on-one support to their 
younger peers with assistance from the professional Family Services staff whenever they need it.

The HSC Youth Mentorship Program is designed to support young people across Canada face the 
everyday challenges of growing up in a family affected by Huntington disease. HSC is committed 
to offering a nationwide mentoring program that provides youth with one-on-one time and 
attention with a mentor who will receive ongoing support from the Social Workers within HSC. 

The goal of the program is to offer young people the opportunity to connect with a volunteer 
mentor who will be able to provide them with valuable support at critical points in their lives. 
The volunteers involved in the program will also be from families affected by HD. Sharing this 
common experience may assist them in better understanding and connecting with the youth 
mentees. The mentors will be committed to supporting, guiding, and being a friend to the 
mentee. The mentors will listen and provide the youth with accurate and age  
appropriate information. 

The Youth Mentorship Program strives to:
• Encourage and help prepare youth for the challenges they face 
• Serve to help break down the sense of isolation many youth affected by HD experience
• Assist youth in making informed decisions about their life 
• Provide youth with positive role models and support
• Connect youth to YPAHD, HSC and the HD community
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An extra 10 years

Hank Patterson
When my mother was 41, she found out that her mother 
had died of HD. My father had already died of a heart 
attack, leaving her to raise four children in poverty. Now 
she had to deal with the news that her twitching, balance 
and memory problems were signs of a fatal disease, and 
that each of her children had a 50 per cent chance of 
inheriting it.

For the next two decades, my siblings and I watched 
HD take away her bodily functions, her memories, her 
personality and her dignity.

Not long after Sharanie and I got married, we decided that 
I should get tested. Finding out I had the gene, as 
horrible as it was, at least allowed us to make 
the right decisions and plan for the future.

When Sharanie got pregnant, we had Nicole tested 
in vitro. Finding out she didn’t carry the gene was the 
happiest day of our lives. It was like winning the World 
Series. When I kiss my daughter goodnight, I can tell 
myself that she’ll never have to deal with  
this disease. 

She’ll have to deal with me, of course. I would change that 
if I could. But at least she never has to look at me and 
think, “this is my future.” She never has to worry about 
developing HD or passing it on to her future children. In 
my family, the disease ends with me. 

Huntington’s is a horrible, horrible disease. 
It affects your memory. It affects your 
personality. It takes away your dignity, and 
it destroys families. But I really do believe that in 
10 or 15 years, researchers will find a way to delay the 
onset or stop it from progressing. They may even cure it, 
but just giving people an extra 10 years would be huge. 
Investing in research gives families hope — and 
having that hope is just so, so important.

Nicole Patterson
When my dad was no longer able to work, my parents 
decided to tell me about the disease. I was 11. It was the 
beginning of the worst year of my life.

The hardest thing to take was when they told me 
what would happen to my dad. I had seen what my 
grandmother was like, and honestly, it terrified me. The 
worst symptom for me was the memory loss. It wasn’t 
so bad that my dad wouldn’t remember little things, but 
mainly that one day he wouldn’t remember who I am. He’s 
been my best friend since I was a little kid.

My only wish is for my dad to get better and to be in 
my life for just a few extra years. When I was younger, I 
thought that if I wished on a star enough times, eventually 
my wish would come true. Now I know that the only 
way this wish will come true is with your help.

“My only wish is for my dad to 
get better....When I was younger; 
I thought that if I wished on a 
star enough times, eventually 
my wish would come true. Now I 
know that the only way this wish 
will come true is with your help.”

Is it too much to ask for? A few extra years with my dad?

would be huge
The Patterson Family
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I am pleased to report on the financial results 
of the Huntington Society of Canada (HSC) for 
the fiscal year ended June 30, 2013.

The financial statements for 2013 reflect the 
adoption of new accounting standards for not-
for-profit entities as required by the Canadian 
Institute of Chartered Accountants.  While 
the key accounting policies have remained 
the same, the new standards require that 
unrealized gains or losses on investments be 
included within the excess of revenue over 
expenses.  This mandatory policy will create 
volatility in the financial results when the 
value of investments fluctuate. In addition, 
the contribution made by the Chapters is 
now presented on a gross basis, presenting 
revenue and expenses which provides greater 
transparency in financial reporting.

Revenues for 2013 exceeded $3.9 million, 
increasing from the prior year by almost 
$600,000.  Donations and Chapter fundraising 
(on a gross basis) both improved over 
$200,000 along with unrealized gains on 
investments relative to prior year unrealized 
losses. HSC is very dependent on the generosity 
of the community and Chapters who assist 
in fundraising efforts; the results have been 
outstanding. Chapter fundraising provided 
a net contribution exceeding $1.3 million, 
compared to the prior year of approximately  
$1 million.

The revenue growth contributed to an excess 
of revenue over expenditures of $75,000 in 
the fiscal year, including a small surplus in the 
general fund which represents the activities not 
otherwise in a restricted fund.  Expenses were 
held consistent with the prior year despite 
progress on initiatives including increased 
support to families and investment in youth 
programs.  Our General Fund balance continues 
to exceed $700,000 at June 30, 2013.
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Spending within the two externally restricted 
funds, the Ralph Walker Research Fund 
and Laura’s Hope Fund, was approximately 
$380,000 supporting qualifying general 
research and pre-clinical/clinical research.  
Generally, the Society seeks to invest 
relatively equally in Family Services and 
research, however, we must also balance that 
priority with our Board policy regarding the 
maintenance of sufficient net assets in the 
Ralph Walker Research Fund to meet future 
research commitments.  The Society remains 
committed to supporting high quality research 
in Canada.  Total research spending in 2013 
was $760,638 which included $378,648 of 
General Fund research expenditures.

The Statement of Financial Position reflects 
assets of approximately $3 million, offset by 
liabilities of $340,000. In order for the long 
term objectives of the Society to be achieved, 
opportunities to enhance revenue continue 
to be sought. The Board of Directors remains 
committed to appropriate stewardship of the 
Society’s financial resources.  The key financial 
roles of the Board are enhanced through 
both an audit committee and an investment 
committee. Our financial statements are 
subject to an annual audit by an independent 
auditor.

HSC continues to focus on supporting 
individuals and families affected by Huntington 
disease, building the foundation for clinical 
trials, investing in world-class research, and 
continuing our advocacy efforts to benefit 
the HD Community, including ending genetic 
discrimination in Canada.  We wish to express 
our sincere gratitude to our funders, volunteers, 
and our staff for their continued support in 
finding answers for Huntington disease.

HSC is dependant on 
the generousity of the 

HD Community. 

Glenda Rowein, Treasurer
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June 30, June 30, July 1,

2013 2012 2011

Assets

Current assets

Cash  $       274,225  $       148,842  $                  - 

Investments  2,490,204  2,551,859  3,319,373 

Accounts receivable  156,391  182,463  361,690 

Prepaid expenses  45,171  56,658  45,047 

 2,965,991  2,939,822  3,726,110 

Capital assets  38,316  28,762  37,656 

 $    3,004,307  $    2,968,584  $   3,763,766 

Liabilities and Fund Balances

Liabilities

Bank indebtedness  $                  -  $                  -  $      425,242 

Accounts payable and accrued liabilities  239,847  130,523  109,357 

Deferred revenue  100,251  248,914  213,010 

 340,098  379,437  747,609 

Net assets

General fund (note 1)  709,286  731,073  762,388 

Capital assets fund  38,316  28,762  37,656 

Endowment fund (note 2)  1,730,464  1,618,442  1,629,776 

Laura's Hope fund (note 3)  3,049  68,312  176,894 

Ralph Walker Research fund (note 4)  183,094  142,558  409,443 

 2,664,209  2,589,147  3,016,157 

 $    3,004,307  $    2,968,584  $   3,763,766 

HUNTINGTON SOCIETY OF CANADA
Statements of Financial Position
June 30, 2013, June 30, 2012 and July 1, 2011
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Capital Ralph Walker

General Assets Endowment Laura's Hope Research Total Total

Fund Fund Fund Fund Fund 2013 2012

Revenue

Donations  $    1,405,675  $                  -  $         13,535  $        17,842  $       199,997  $    1,637,049  $   1,319,915 

Grants  63,376  -  -  -  100,250  163,626  375,510 

Chapter and volunteer 
fundraising revenue  
(note 5)

 1,813,951  -  2,800  -  22,274  1,839,025  1,608,097 

Investment and interest 
income

 74,468  -  -  715  1,830  77,013  84,922 

Realized gain on sale of 
investments

 35,423  -  -  -  1,964  37,387  25,727 

Unrealized gain (loss) on 
investments

 29,601  -  95,687  -  12,391  137,679  (50,681)

Other income  42,006  -  -  -  -  42,006  10,500 

 3,464,500  -  112,022  18,557  338,706  3,933,785  3,373,990 

Expenses

Research (note 6)  378,648  -  -  83,820  298,170  760,638  820,485 

Family services  1,191,255  -  -  -  -  1,191,255  1,078,131 

Public awareness and 
education

 391,828  -  -  -  -  391,828  262,599 

Chapter and volunteer 
support

 169,505  -  -  -  -  169,505  137,750 

Development  375,832  -  -  -  -  375,832  479,369 

Chapter and volunteer 
fundraising expenses 
(note 5)

 472,254  -  -  -  -  472,254  547,259 

Administration  479,664  -  -  -  -  479,664  459,091 

Amortization  -  17,747  -  -  -  17,747  16,316 

 3,458,986  17,747  -  83,820  298,170  3,858,723  3,801,000 

Excess (deficiency) of 
revenue over expenses  $           5,514  $      (17,747)  $       112,022  $      (65,263) $          40,536  

 
$          75,062  $    (427,010)

HUNTINGTON SOCIETY OF CANADA
Statements of Operations
Years ended June 30, 2013 and 2012
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Research 20%

Family Services 31%

Public Awareness & Education 10%

Chapter & Volunteer Support 4%

Development 10%

Chapter & Volunteer Fundraising 
Expenses 12%

Administration 12%

Amortization 1%

Expenditures

Revenue

General 
Fund

Capital 
Assets Fund

Endowment 
Fund

Laura’s 
Hope Fund

Ralph Walker 
Research Fund

Total 
2013

Total
 2012

Fund balances, beginning of year  $   731,073  $     28,762  $  1,618,442  $   68,312  $       142,558 $ 2,589,147  $3,016,157 

Excess (deficiency) of revenue over 
expenses

 5,514  (17,747)  112,022  (65,263)  40,536  75,062  (427,010)

Interfund transfers  (27,301)  27,301  -  -  -  -  - 

Fund balances, end of year  $   709,286  $     38,316  $  1,730,464  $     3,049  $       183,094  $2,664,209  $2,589,147 

HUNTINGTON SOCIETY OF CANADA
Statements of Changes in Fund Balances
Years ended June 30, 2013 and 2012

Donations 42%

Grants 4%

Chapter & Volunteer Fundraising 
Revenue 47%

Investment & Interest 2%

Realized Gain on Sale of Investments 1%

Unrealized Gain (loss) on Investments 3%

Other Income 1%
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1. The General fund is an unrestricted fund used at the discretion of the Board of Directors to fulfill the mission 
of the Society in all areas, including research, family services, public awareness and education, chapter and 
volunteer support, development, chapter and volunteer fundraising, and administration.  All undesignated 
donations are recorded in this fund. 

2. The Endowment fund is restricted and accounts for donations received which the donor has designated 
specifically for endowment purposes.  In exceptional circumstances, and subject to approval of two-thirds of 
the Board of Directors of the Society, funds may be transferred from the capital of the Endowment fund to the 
General fund to finance special projects or unbudgeted annual deficits.  Annual interest earned and realized 
gains (losses) on the sale of investments in the Endowment fund are used to fund operational expenditures in 
the General Fund.  Unrealized gains (losses) on Endowment fund investments are retained in the Endowment 
fund until realized through the sale of investments. 

3. The Laura’s Hope fund is an externally restricted fund established in honour of Laura Evans by her parents 
in 2003.  The purpose of this fund is to support pre-clinical and/or clinical research towards developing a 
treatment or a cure for Huntington disease, and revenues specifically designated by donors to this fund have 
been restricted for this purpose. 

4. The Ralph Walker Research fund is a restricted fund established in 1983 to commemorate the 10th anniversary 
of the Huntington Society of Canada and to pay tribute to the Society’s founder, Ralph Walker.  Revenues 
specifically designated by donors to this fund have been restricted for research, along with any related 
expenses. 

5. Chapter and volunteer fundraising revenue and expenses are reported at gross on the Statements of 
Operations in these financial statements.  In prior years, chapter and volunteer activities were shown net on 
the Statements of Operations. 

6. All research payments are expensed as payments are made.  

7. The Society has adopted Canadian accounting standards for not-for-profit organizations in Part III of the 
Canadian Institute of Chartered Accountants’ (“CICA”) Handbook.  These are the first financial statements for 
which the Society has applied these new accounting standards for not-for-profit organizations.  In accordance 
with the transitional provisions in the not-for-profit accounting standards, the Society has adopted the changes 
retrospectively, subject to certain exemptions allowed under these standards.  The transition date is July 1, 
2011, and all comparative financial information provided has been presented by applying these standards. 

8. There is no impact on opening fund balances as of July 1, 2011, as a result of the transition to Canadian 
accounting standards for not-for-profit organizations.  The change in accounting standards does impact the 
reporting of deficiency of revenue over expenses, since the new standards require that unrealized gains 
and losses on investments, resulting from a change in fair value of investments, be reported directly on 
the Statement of Operations.  Previously, unrealized gains and losses on investments were reported on the 
Statement of Changes in Fund Balances.  Since investments continue to be recorded at fair value, there is no 
impact on investments or total net assets.  As a result of the retrospective application of these standards, the 
Society recorded a transitional adjustment to increase the deficiency of revenue over expenses for the year 
ended June 30, 2012 from $376,329 to $427,010 due to an unrealized loss on investments in 2012 of $50,681. 
 
A complete copy of the Society’s audited financial statements is available at www.huntingtonsociety.ca.

Notes to the Financial Statements
Years ended June 30, 2013 and 2012
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Breaking the Isolation

My mom was finally diagnosed with Huntington disease 
when I was 13, but even then we really didn’t learn 
much.  We were told that there’s a 50/50 chance 
you’ll get it, and sorry, there’s nothing we can do for 
you, there’s no services in place, and there’s really 
no one you can talk to about it. We didn’t have the 
internet back then, so there was nowhere to go for 
information.

At 13, you’re starting to think about what life is going to 
look like.  My vision was that there was a loaded gun 
to my head. I was a pretty bright kid, but my dad told 
me not to go to university because chances were, 
I wasn’t going to need it. His attitude was, “maybe you 
can find somebody that will marry you, but remember that 
you could get sick, and you shouldn’t have children.” 
 
I guess it’s not surprising that I married the first guy 
that would have me. It didn’t work out, but leaving him 
helped me turn the corner and decide to make the best 
of every day I had. I reached out after that  and got the 
help I needed. At that point, there was an HSC chapter 
that had just formed in Saskatoon. It was good to

connect with other people that were going through 
some of the same challenges and struggles. 

I did go to university, and I eventually earned my CMA 
designation. Today, I’m a partner in a fabulous company. 
I also went for genetic testing and found out I do 
not have the HD gene. I’m doing OK. Now, it’s about 
stepping up to the plate and helping other people who 
are affected.

I lost my mother to HD in 1992 and my sister in 2006. 
My brother is currently in a long-term care facility. Now 
it’s my cousins and my cousins’ children. This disease 
touches people and families in such a profound way.

As a young woman, you wonder if somebody is going to 
love you. You wonder whether someone will want to be 
your life partner, knowing what could happen to you. 
You wonder about having children. We need resources 
in place so that young people can get information, 
feel safe asking questions and connect with other 
people who share their fears.

We need support for people who test positive for the 
gene. How do they prepare? How do they deal with 
that emotionally? How can they make good choices? 
And for people who have the disease, we need to 
provide resources such as communication devices and 
occupational therapy to improve their lives.

Our families are important. Our children are 
important. And that’s why we need to reach out  
and help them live their best lives. 
 

“As a young woman, you 
wonder if somebody is going to 
love you. You wonder whether 
someone will want to be your 
life partner, knowing what could 
happen to you. You wonder 
about having children.”

“I don’t remember my mother ever 
being well. She had all sorts of odd 
behaviour; she had bad coordination; 
she staggered. We really didn’t 
understand what it was. The kids 
in the neighbourhood assumed my 
mom was drinking, and they could be 
very cruel.” 

Brenda Wasylow

Brenda Wasylow
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Devlin Fund For Families
($500,000.00 and above)

Dan & Jill Devlin

40th Anniversary Donors
(All contributors)
Over the next two years HSC is 
celebrating their 40th Anniversary. 
Thank you to those who have 
committed to this historic campaign 
this year.

Anonymous (2)
Acrodex
Anne & John Brace
Vern & Ellen Barrett
Bluewater Investments
Dan & Jill Devlin
Stephen Gould
Maxim Power Corp
Ardis McArthur
Grant McArthur & Tamara Costa-McArthur
The Mark Mercier Foundation
1214539 Ontario Ltd
Bruce A. Saville
Jan M. Todd
Stan & Dorota Weber

Cornerstone Donors 
($250,000.00 + )

1214539 Ontario Ltd
Anne & John Brace
Co-Op Atlantic

Leadership Donors 
($100,000.00 + )

Maxim Power Corp.
The Krembil Foundation
Marilyn MacDonald

Distinguished Donors
($25,000.00 + )
 
CBRE Canada
Healthpartners
The Mark Mercier Foundation
Valeant Canada S.E.C./LP
Stan & Dorota Weber
Michael & Jane Lay
The Douglas Utting Foundation

Supporter
($10,000.00 + )

Alberta Community Spirit Program
Anonymous
Allen Antoniuk
Vern & Ellen Barrett
Government of Nova Scotia
The Great-West Life Assurance Company
Hereditary Disease Foundation
Lembit & Karen Janes
Marisa Romano
Rx&D, Canada's Research-Based Pharmaceutical Companies
David Storoshenko
Teepee Creek Hauling
TELUS Corporation
Joan Tweedle
Roy & Ruth Weber
Ewout Heersink
Lois McKeil
Bell Canada

Partners
($5,000.00 + )

1474297 Alberta Ltd.
Acrodex
Amaizeingly Green Products, L.P.
BC Rehab Foundation
Norm Bloom
C & M Management
The Charles Johnson Charitable Fund
CIDE Consulting

20
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Thank you  
On behalf of the Huntington Society of Canada, the Board of Directors, 
the Huntington’s community and the families we serve, thank you for your 
generous donations. We have a unique opportunity in Canada to take a 
leadership role in building a strong Canadian Clinical Research network that 
will enable the translation of discoveries into meaningful treatments for 
patients. Many steps are needed to be successful in this endeavour and in 
our ongoing efforts to support families across Canada, your contributions 
help us begin to implement the necessary steps.  Thanks to all of our 
generous supporters, for believing in the work that we do, you help us make 
a difference in the lives of people who have to face Huntington disease 
every day. You help us provide substantive hope.  
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Bob & Brenda Comtois
EnCana Cares Foundation
Order of the Eastern Star, Grand Chapter of 
Saskatchewan
JDM Inspections Inc.
Long Run Exploration
Grant McArthur & Tamara Costa-McArthur
Camcor Partners
Oxford Properties Group Inc.
Phase 4 Films
Robert Evans Investment Counsel Limited
S & B Restoration Inc., O/A Servicemaster of 
Peterborough
Bob & Norma Stevens
Bruce & Elaine Taylor
M. Van Noort & Sons Bulb Company Limited
Mike & Delayne Weeks
The Winnipeg Foundation
Andrew & Nancy Wiswell 

Friends
($1,000.00 + )

152245 Canada Inc. (Power Corporation)
20 Vic Management Inc.
330088 Alberta Ltd. O/A The Flower Market
Adera Development Corporation
Alberta Treasury Branches
Alpine Insurance & Financial
Oscar Alvarez
Anonymous (6)
Assumption Life
ATCO Electric
ATCO EPIC
ATS
Raymond & Elizabeth Bailey
N. Paul Ormerod & Dawn Bailie
Nancy F. Barteaux
Bentall LLP
Bergh Financial Services Inc.
Joe & Antoinette Berridge
Edward Bezeau & Angela Di Serio
Blackwood Partners Inc.
The BLG Foundation
Maurice Bloch & Susan Comay
Bluewater Investment Management
John & Helen Bodnarchuk
Borden Ladner Gervais LLP
Bruno Safety
Chris Burley
Cadillac Fairview Corporation Limited
Cameron & Associates Insurance  
   Consultants Ltd.
Canadian Association of Petroleum Producers
Canadian Natural Resources Ltd.
Canadian Online Giving Foundation
Canadian Pacific Railroad Ltd.
Canadian Tire #448
Canadian Tire Financial Services
CanFirst Capital Management
Carttera Private Equities Inc.
Cascade Energy Services
Cedar Stewart Industries Ltd.

Norman & Janet Chandler
Charron Warehousing Inc.
Paul Chin
Thomas Choo
Clearwater Fine Foods Inc.
In Memory of Donald Colp
Complete Brokerage Services Ltd.
Shane & Wendy Comtois
Paul & Leisa Connelly
Cooper Construction Company Limited
Cameron Crawford
Crown Realty Partners
Daughters of Penelope
Michael & Kim Davidman
Robert & Donna Davis
Beverly De Chevrieux
Deluxe Toronto Ltd
Lori Newton & Sean Dewart
Gordon Dillon
DLC Services
Donald B. & Marjorie E. McIntyre Fund
David & Arlene Dougall
Jens Drees
Ellen Eberlein
Larry & Diane Ecker
Economical Mutual Insurance Company
Emery Investments
Entertainment One LP
The Erin Mills Development Corporation
Carolyn Evans
Shirley Eybel
Donald Farris
Florida Garage Ltd.
Fraternal Order of Eagles - Ladies Auxiliary
   #2098
Fraternal Order of Eagles #4400
Michael Freund
Gibson Gas Liquids Partnership
James & Susan Godey
Blake & Belinda Goldring
Harvey & Marilyn Goodwin
Gottardo Group of Companies
Bruce Goudy
Stephen Gould
Richard Green
Greiner-Pacaud Management Associates
The Guarantee Company of North America
GWL Realty Advisors Inc.
H J B Oil Ltd.
Gerard & Sandra Handfield
Gregg & Mary Hanson
John & Katherine Harman
Heenan Blaikie
Terence & Roberta Heenan
Gladys Hemphill
Jacob Hendriks
Highland Printcraft Limited
Sylvia Hill
Martin Hislop
Horizon Employee's Charity Fund
Earnestine Hoyem
Joseph & Susan Hunter
Darrell & Shona Hurst

Hydro One, Employee's & Pensioner's Charity  
   Trust Fund
Interior Provincial Exhibition & Stampede
Invar Building Corporation
JNE Welding Ltd.
John Deere Foundation of Canada
Tara Johnson-Ouellette
Joshua Gold Resources Inc.
Barry & Cathy Joslin
Juice
Mark James Kruger
Diane & John Kuzyk
Ledcore Construction
Helen Lee
Marlene J. Little
Janet E. Longpre
Shawn & Catherine Luken
Don & Ann MacEwan
Robert Major
Manulife Real Estate
Brenda Mason
Maunders McNeil Foundation Inc.
Maxim Limited Partnership
Ardis J. McArthur
Elizabeth McArthur
Edward McDonnell
Marjorie McIntyre
Jack & Mary McMillan
Menkes Developments Ltd.
Metrus Properties Limited
Dieter Mills
The Mills Team - Royal LePage Signature Realty
Tim & Arlene Moher
Holly Montgomery
Morguard Investments Limited
Murray Morton
Doug Murphy
Larry Murray
N.D.H. Developments
Mike Naish
Neil Tanner Properties Ltd.
Michael Neill
Robert C. Nimmo
Wayne Noble
Northam Realty Advisors Limited
Northbridge
Northern Rock Works Ltd.
Northlea Corporation
Nortrax Canada Inc.
Oakville Community Foundation
Oliver-Bonacini Restaurants
Kathleen O'Neill & Anthony Daley
Ontario Municipal Insurance Exchange
Orlando Corporation
Johannes & Hannah Out
William & Kathleen Park
Harold & Sharanie Patterson
Paull Family Farm
Peak Associates
Peel Regional Police, 12th Division, H Platoon
Ken & Kim Pinder
N. Piticco
Platoon Oilfield
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Power Corporation of Canada
Prairie AG Air
Betty Quintal
Randy Quintal
R. A. Utting & Associates Inc.
Brenda Randall
RBC Foundation
RBC Royal Bank
Ronald & Jane Reider
Gisele Reklitis
Rick Paull Oilfield Contracting Ltd.
Margaret & Dick Rivard
Robert M. Heenan Sales Ltd.
J. Keith Robertson
Ed & Joyce Rowein
Richard & Susan Ryan
Bruce A. Saville
SBLR Chartered Accountants
Robert & Lenita Schellenberg
Shining Tree Resources Inc.
Richard Short
Lloyd Skeoch
Laurie & Ann Skinner
Ian Skinner
Norman & Linda Smith
John Smith & Victoria Smith
Spyglass Resources
John M. Stainsby
Barbara Stanley
John & Beatrix Starr
Heath Sterling
James & Heather Stronach
Strone Restoration Professionals
Sun Country Holsteins
Superior Gas Liquids
Raymond & Rosilyn Switzer
Bruce & Elaine Taylor
Mr. & Mrs. Terry & Joyce Tomshak
Toolbox Customer Care
Transatlantic Reinsurance
Dustin & Sandra Voth
Mieke Wales
Mr. & Mrs. Maurice Walsh
Warren Evans Ideas Inc.
Brenda Wasylow 
John & Josie Watson
Linda Weber
Clifford Williams
James Wiswell & Ellen Foster
John Wright
Susan Wright & John Sankey
Paul & Marguerite Zakus
Harvey & Donna Zingle

Estate Gifts 
Thank you to those who have remembered 
the Huntington Society of Canada during 
their lifetime. We will always 
remember you. 

Estate of Judy A. Fairfield 
Estate of Retta J. Garnett
Estate of Agnes E. Leflar

Estate of Ruby Pentz
Estate of Ruth M. Stokes 

Family Funds
Thank you to those who contributed to 
research and family services through their 
Family Funds.

A. C. Emerick & Family Fund
Barrett Research Fund
Bezeau Family Fund
Bill Nichol Family Fund
Bloom Family Fund
Chaplin Family Fund
Cranston-Dorr Family Fund
Guggenheimer Family Endowment Fund
Heenan Family Endowment Fund
Higgins Family Fund
Irwin Family Fund
Janice Johnson Family Fund
Joan Skeoch Family Fund
Kelly Bumstead Family Fund
Kidd Family Fund
McArthur Family Fund in Memory of Megan   
   McArthur
Neuman Family Fund
Reider Family Fund
Reklitis Family Fund
Rick and Norma Brock Fund
Sally Stainsby Family Fund
Skene/Stevens Family Fund: Bob and Norma
Sterling Family Fund
Susan and Joe Hunter Family Fund
Sylvia Hickson Family Fund
The Annie J. Cutler Memorial Fund
The Goodman Family Fund
Utting Family Fund
Wiswell Family Fund
Wright Family Fund in Memory of Helen-Mary     
   Wright
Yeung Family Fund

Consecutive Year Donors
Thank you to those donors who 
contributed to the Huntington Society of 
Canada for 10 years or more. We deeply 
appreciate your dedication and loyalty. 

Anonymous (16)
A-1 Printing Ltd.
Abernethy & District Donor’s Choice
Lynne J. Adams
Mary Adams
Shirley A. Adams
John Adrian
Verna & Charles Alexander
All Charities Campaign
Allen Antoniuk
Bertha L. Arney
Ronald E. Ashcroft
Murray & Sharon Assman
W. P. Aston
Peter & Sigrid Azzopardi

Ralph & Margo Bailey
Raymond & Elizabeth Bailey
Karl Ballaban
Barbara Ballantine
Ina J. Bamsey
Pamela J. Barden
Trevor Barden
Margaret Barr
Vern & Ellen Barrett
Doris E. Bartolini
Mary & Inderjit Basarke
Ruth M. Beach
Katherine J. Beattie
Deborah Bedley
William & Corinne Bees
Agostino Bellissimo
M. G. Berendsen
Ivan Berggrun
Millie & George Berry
Norma Bertrand
Christian Bezard
Mary E. Blackler
Norman Bloom
Martha Blouw
Sandra Bloye
Francis C. Bobzener
Melynda Bottorff
Jean & Jim Bould
James L. Bowen
Jeff Bowes
Mary Bowie
Anne & John Brace
Maria E. Bradford
Rhea Van Breda
Jack Bredin
Barbara Brittain
Cindy Brown
Thelma M. Brown
Gerald Brownlee
Bru-Ben Development Co. Limited
Marcene Bruntjen
Percy Bubis
Marg Burkholder
Kathleen Butler
James & Sharon Cameron
Debi Campbell
Larry & Louise Campbell
Larry Campbell
Carlyle & District Donor’s Choice, SK
Steven & Peggy Carmichael
Carnduff & District Donor’s Choice, SK
Rosemary J. Carver
Alfredo Ceccarelli
Diana Cerenzia
Chambers Crane Rental Ltd.
Janette Charlton
Carole Chenier
John D. Chester
Doreen K. Clark
Phyllis Clarke
Glen Clegg
W. Peter Cockburn
Judy Cole
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George Fraser
Dwight P. Fynn
Caroline & Michael Gaines
Agnes Garat
Marion Genoe
Alice E. Gibson
Corrine L. Gill
Margaret Gilmour
Ernest Giordano
Ward & Lois Glenney
James & Susan Godey
Davina A. Golden
Barbara Goldring
Louise E. Goode
Wayne Goodey
Stephen A. Gould
Margaret Gray
Mervyn R. Green
Jane & Teunis Groenewegen
Dawn Groszko
M. Gulliver
Nancy Gwin
Donald M. Hall
Murray Hall
Tim & Lara Hall
Bonnie Hamilton
Steven & Tammy Hanlan
Gregg & Mary Hanson
Edgar Harder
Judy Harding
Deanna E. Harris
Diane E. Harvey
Margaret Healey
Healthpartners
Stella & William Heathman
Terence & Roberta Heenan
Heather M. Heick
Vic Hein
Gary Heisler
Lois M. Hetherington
Mary L. Hickey
John M. Hickson
Amanda Higdon
Harry Higdon
G. M. Hogan
Beverly A. Holden
Beatrix Horn
Alan J. Howell
Donna F. Howley
Earnestine M. Hoyem
Jeffrey T. Hoyem
Thomas G. Hughes
Joseph & Susan Hunter
Colleen Huntley
John Hutton
Frank & Nancy Iacobucci
Indian Head & District Donor’s Choice
David S. Inkpen
International Brotherhood of Electrical Workers   
Timothy Irwin
Henry Isaak
Karen Isaak
Marjorie E. Jackson

Alex James
Doreen Janes
Stuart & Alfreda Jeffries
David & Joanne Jenkins
Alice M. Johnson
Cathy Johnson
Tara Johnson-Ouellette
J. Grant Johnston
Joan E. Johnston
Audrey E. Jones
Carol A. Jones
Harold E. Jones
Jean Marc Joubert
Donna L. Joy
Joann Kaattari
Eldon G. Kay
Allan Keeping
Ann E. Keller
Roy & Debbie Kendall
Gladys Kerr
Edward Kiec
Ronald Kilbey
Joan Kilgour
Mary A. Kimball
Douglas & Jean King
Kinistino & District Appeal
Kipling & District Donor’s Choice
Nicholas Kirton
Dale & Gwenda Klein
Janet Kuchinka
Diane & John Kuzyk
Jane Laidlaw
Murray Lanceley
Joseph B. Landry
Sharon Langille
Betty M. Larkworthy
Bruce & Alison Latimer
Christine Lawrie
Eric Lawrie
D. Jean Lawson
Rob Laycock
Ron & Shelley Leader
Gene Leavitt
Irvin & Grace Lebold
Sharon & Ed Ledyit
Helen Lee
James & Nancy Lee
Stuart & Doris Lee
Karin Lenhardt
Oliver Lenhardt
Ardell & Rose Lewis
Ruth Logan
Gail Logie
London Kellogg E.C.C.O.
Janet E. Longpre
Jen Love
Norma Ludwig
Marilyn Lyon
Margaret Lythgoe
Ian & Lucille Macdonald
Catherine A. MacDougall
Don & Ann MacEwan
William & Diana MacKay

In Memory of Donald Colp
Paul & Leisa Connelly
Arthur C. Conrad
Joyce Cook
Phyllis J. Cook
John A. Coolen
Co-Op Atlantic
Ross & Joanne Corkish
Catherine M. Cotton
Holly Couch
Michael M. Cowley
Catherine Craig
Joan Crawford
Peter J. Crawford
David Creer
Jennifer Creer
Jan C. Crowley
Albert Croxall
Bonnie Cutler
Clarence Cutler
Sadie Cyrenne
Judy-Kay Darby
Joyce Davey
Clara M. Davis
Robert & Donna Davis
Kathleen De Armond
Elaine De Ryk
Julia Deck
Neil & Gail DeKoning
Kendall Dennis
Marc & Janet Devlin
Donna J. Dickert
John A. Dollekamp
Anne M. Donohoe
James M. Douglas
Russell Douglas
Leatha M. Dudra
Raymond J. Dyck
Barbara Eade-Stainsby
Ellen Eberlein
Ebsco Industries Inc.
David J. Edge
Eleanor L. Ellins
EnCana Cares Foundation
Donald E. Erling
Esterhazy & District Donor’s Choice
Marguerite Evans
Shirley Eybel
Robert & Katharine Fader
Rondeau M. Fenton
Fides Real Estate Limited
Paul Findlay
Frank Fitz
Ronald & Mary Flavelle
Stefan Fleck
Fleet Brake Parts & Service Ltd.
Dawn Fleming
Carol Forbes
John & Frances Fordham
Helen E. Fosbery
Arnold & Maria Foss
J. Peter & Carol Foster
George & Elizabeth Francis
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Ann M. MacKenzie
Constance MacKinnon
Jan Malcolm
John Malcolmson
Elizabeth G. Manique
Maria Manique
L. Maxine Mardell
Gwen Martin
Thomas Martin
Irene Maskell
Paul E. Mathews
Maunders McNeil Foundation Inc.
Laura Maxwell
A. Maziarczyk
Ardis J. McArthur
Elizabeth McArthur
Arlene McDougall
John J. McFadden
Jim & Jacqueline McGillivray
Debra McIntyre
Marjorie McIntyre
Harold D. McKay
Evelyn M. McLure
Robert & Letitia McMurray
Patricia McNeice
Helen I. Meagher
Tadeusz A. Mejzner
Helen Melville
Robert & Joan Mercer
John & Betty Merchant
James & Kristi-Jayne Miller
Lucas Miller
Robert & Margaret Milliken
Richard & Lynn Miner
Brett & Janet Mitchell
Helen Mitchell
Ken Moar
Gunnar & Britt Mollerstedt
Jo-Anne I. Monk
Holly E. Montgomery
Gailene K. Moore
James & Norma Mosgrove
James & Helen Motheral
Sara Mueller
William P. Muller
June Murphy
Valerie Nabb & Colin Chesterman
Brian Nattress
E. Marie Neil
Ernest & Carole Neudoerffer
Alma R. Neuman
Barbara Newbegin
June Nichol
Mary Lou Nicolson-Klimek
Greville & Joyce Nifort
Robert C. Nimmo
Lorraine M. Norwood
Elizabeth V. Oldford
Lorraine Olinyk
Geertrui C. Oliver
Andrea Oosterlo
OPG Employees & Pensioners Charity Trust
George & Evelyn Orr

Outlook Donor’s Choice, SK
Ann Pace
Neil L. Parent
Murray Pask
Hugh Patterson
Lois Y. Pearce
Richard Pearson
W. B. Pearson
John N. Pelletier
Cornelius J. H. Penner
Peter E. Penner
Stephanie Peroff
Beverley A. Perry
Elizabeth Peters
William K. Phillips
Pierson United Appeal
Mickey & Margaret Pikor
Donna Poff
Leslie Poole
Nicolai Popovici
Heather Potts
Alex Powell
Terry Pratt
Frances Preston
Dorothy Priddle
Eleanor J. Proctor
Margaret L. Pugh
E. T. Pullen
Patricia G. M. Pyne
Earl & Nancie Quigley
Gladys V. Quinn
R. Donald Rae
Anne C. Ramey
Brenda Randall
Carol Raymond
Marie A. Razeau
RBC Foundation
Carol Reeve
Barb Reichert
Gisele Reklitis
Terresca & Rollie Remillard
William & Beverley Retson
Marilyn & David Rhind
Arnold W. Richardson
J. K. Robertson
Susan J. Robertson-Krezel
John & Mary-Lou Roder
Robert & Maria Rogers
Trudy Rogers
Burt Rollins
Leander Roth
Glenda Rowein
Ian & Lynne Rundle
Jim & Nancy Russell
Nicole Russell
David Salie
Marie M. Sampson
Scott J. Sampson
Isabel E. Saunders
Marie Savoie
Robert & Lenita Schellenberg
Shirley Scott
Donna Shaw

Bertha L. Shenton
Nancy E. Simpson
Lorne Sinclair
Laurie & Ann Skinner
Janet Slade
William R. Slater
Bonita B. Slimmon
Nancy T. Smart
Muriel G. Smith
Norman & Linda Smith
Douglas E. Snow
Sandra Sorsdahl
Patricia & Kevin Sowers
Cecil E. Spence
George E. Spencer
Gwenneth Squires
John M. Stainsby
Mark W. Stainsby
Barbara A. Stanley
Linda Starr
Heath D. Sterling
Jim & Mary Sterling
Bob & Norma Stevens
Harold J. Stevens
David P. Stobbe
Catharina J. Stoop-Sneek
Terry Stortz
Thomas Y. Strath
Heather Stronach
Leonard Sussman
Jeannette Suzuki
Joan Swan
Sam & Caroline Sych
Antonietta Taverniti
Bruce & Elaine Taylor
Mark & Catherine Taylor
Terri J. Taylor
TELUS Corporation
Kevin Tessner
Susan Thack
The Guarantee Company of North America
Lori & David Thomas
Kenneth G. Thompson
Helen M. Thomson
Mary Tierney
Peter & Jacqueline Tiessen
Robert J. Toews
Adele M. Toulgoet
Michael & Susan Tremblay
Nancy Trolley
J. Stephen Tweedle
Ethel Urquhart
Algis J. Vaisnoras
Virginia L. Van Allen
Antonie Vandenbrink
Garry Vann
Ferris J. VanSickle
Gerald & Gerda Vennema
Adrian & Pamela Verhagen
Ariel Walker
James & Donna Walker
Jean D. Wallace
Mary C. Watson



Linda Weber
Stan & Dorota Weber
Marjorie L. Welch
Christine Wheelhouse
Grace White
Gordon A. Wickett
Tracey & Bob Wickett
Marvin O. Williams
Ian A. Wilson
Barbara J. Winges
David W. Winn
Helen Wood
Susan Wood
Beatrice M. Woods
Doug & Faye Woodworth
Andrew & Tory Wright
Susan Wright & John Sankey
J. A. Wynn
Sh. A. Yetman
Jessie C. Yorston
Jacqueline Young

We Remember 
Thank you for remembering those who 
were close to us. Gifts to the Huntington 
Society of Canada were made in honour of 
the following people.

Florence Abbott
Lionel Aiken
Heinz Albrecht
Anne Ayres
John Azzopardi
Linda Barron Marr
Muriel Betts
Kenneth Blackler
Wilhelmina Bongers
George Bonney
Joseph Botscheller
Ronald Bradfield
Ed Bunker
Eric Campagnaro
Marjorie Colliver
Evelyn Connell
Lionel Court
Judy Culbert
Bruce Dainard
Frances Dallimore
Martha DeBeus
Genevieve Delaney
Georgette Deschene
Marie Deschesnes
Isabelle Desroches
Philip Dickson
Ann Dubkowski
Jane Duffy
Kim Farr
Suzie Ferguson
Theresa Fitzgerald
Marlene Fry
John Gallant
Gladys Galloway
Erna Gard

Retta Garnett
Gary Garvey
Gerald Getty
Marvin Goodrich
Mary Goossen
Al Gorewich
Joseph Goriak
Mary Gray
Joseph Guitard
Jean Heggie
Frances Hollingshead
Elaine Jacques
Mrs. Jaffer
Georgina Jegou
Barry Jerome
Cecilia Jones
Lois Jones
Bernadine Keating
Tammy Kirou
Susan Kohler
Myrna Lewis
Brian Lightfoot
Michael Lintner
Russell Lyne
Ruth MacDonald
Mary MacLean
Dan MacNeil
Rod MacNevin
Barbara MacPherson
Christopher Magro
Raymond Manning
Maria Marciniak
Linda Marentette
Stephen Mathews
Carol Mathewson
Ella McCormick
Shirley McKinnon
Robert Merzetti
Barbara Moore
James Munn
William Nichol
Shawn Norris
Stephen Norris
Raymond Osborne
Jenny Oskam
John Oud
Peter Parker
Herb Pascoe
Bernice Pearce
Doris Phillips
Gloria Pineo
Marie Plock
Hugh Preston-Thomas
Michael Priddle
Rachel Pucylo
Eric Ranta
Esthel Robb
Ethel Rodda
Carmela Romano
Helen Ross
John Ruiter
Claude Sauder
Bruce Saunders

Norman Schmidt
Ben Schneider
Reg Seaborne
Donna Shaw
Florence Shute
Debra Simpson
Josie Spadafora
Albert Sparks
Horst Sternhagen
Joanne Tattrie
Antonio Taverniti
Joyce Thurston
Gordon Toms
Doreen Torney
Annie Toulgoet
Harry Turner
Shirley Tyacke
Cynthia Unger
Jacob Van Breda
Johanna Van Gool
Trudy Verwey
Fern Watts
Muriel Weylie
William White
Tony Yannacoulias
Shirley Zaitsoff 

Amaryllis Heroes
Thank you to all of our Amaryllis Sellers 
who have sold over $1000 of Amaryllis 
kits this year.

Sharon Assman
B.C. CHAPTER
Cathy Blake
BRANDON & AREA CHAPTER
Larry & Louise Campbell
CAMROSE CHAPTER
Diana Cerenzia
Janette Charlton
Joanne C. Corkish
EDMONTON AREA CHAPTER
ESSEX COUNTY CHAPTER
HALIFAX/DARTMOUTH REG.CHAPTER
Sheila Hamblin
Heather M. Heick
HUNTINGTON SOCIETY OF QUEBEC
Marion Janes
Douglas & Jean King
Garry Kinzie
Jen Love
Marilyn Lyon
Karen Moores
NIAGARA CHAPTER
OTTAWA AND AREA CHAPTER
PEACE COUNTRY CHAPTER
Judy R. Pierce
PRINCE EDWARD ISLAND CHAPTER
John & Mary-Lou Roder
Robert & Lenita Schellenberg
SOUTHERN ALBERTA CHAPTER
SOUTHERN VANCOUVER ISLAND CHAPTER
Lynn Tendler
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Helen M. Thomson
Nancy Thornton
Rhea Van Breda
Ariel Walker
WINNIPEG CHAPTER

Summit Society Members 
Thank you to the following who have 
included HSC in their estate planning. 

Anonymous (6)
Rex Ballard
Vern & Ellen Barrett
William & Corinne Bees
John Bodnarchuk
Larry & Louise Campbell
Ingeborg Dodds
Shirley Eybel
John & Sally Guggenheimer
Colleen Huntley
Stephen Hurst
Janet Main
Britt Mollerstedt
Bob & Norma Stevens
Terri Taylor
Michael & Susan Tremblay
James Wiswell & Ellen Foster 

Champions of Hope
Thank you to the monthly donors for 
your dedication and loyalty. Your support 
provides the foundation for the work that 
HSC does.

Anonymous (6)
Claire Anderson
Lewis Arnold
Debbie Arsenault
Ronald E. Ashcroft
Peter & Sigrid Azzopardi
Raymond & Elizabeth Bailey
Sarah Baker
Nicola Bangham
Pamela J. Barden
Trevor Barden
Doris E. Bartolini
Deborah Bedley
William & Corinne Bees
Norma Bertrand
Melynda Bottorff
Jean & Jim Bould
Anne & John Brace
Barbara Brittain
Marty Budnyk
Peri Bulcan
Joanne Cadrin
Debi Campbell
Larry Campbell
Rob Campbell
Steven & Peggy Carmichael
Rosemary J. Carver
Andrew J. Cassidy
David Castleman

Kelly S. Castonguay-Mack
Greg Childs
Mollie Clark
Stephen Clement
Larissa Cobo
Judy Cole
In Memory of Donald Colp
Shane & Wendy Comtois
Richard Conte & Bonnie Kaplan
Joyce Cook
Phyllis J. Cook
M. Elaine Cooper
Margaret C. Cooper
Holly Couch
Anna Crapanzano
Cameron Crawford
Joan Crawford
Jan C. Crowley
Bonnie Cutler
Clarence Cutler
Sadie Cyrenne
Robert & Donna Davis
Sandro De Santis
Julia Deck
Jerome & Yvonne Delaney
Neil & Barbara Dennis
Kendall Dennis
Joan Dolomont
Anne M. Donohoe
Leatha M. Dudra
Irene Ellis
Mack Erno
Roger Evans
Janice Fast
Coleman Fearon
Jennie Ferenczy
Gloria H. Ferguson
Henry W. Ficke
Gary Fitzgerald
Kathleen E. Fitzgibbons
Ronald & Mary Flavelle
Dawn Fleming
Terry Foord
Cyndy Forsyth
Arnold & Maria Foss
John A. Friis
Sandra Funk
Dwight P. Fynn
Caroline & Michael Gaines
Suzette Gauthier
Naomi Geczi
Deborah German
Alice M. Gill
Margaret Gilmour
Luc-Andre Girard
Ward & Lois Glenney
James & Susan Godey
Louise E. Goode
Stephen A. Gould
Margaret Gray
Raymond H. Green
Dawn Groszko
Nancy Gwin

Tim & Lara Hall
Bonnie Hamilton
Steven & Tammy Hanlan
Edgar Harder
Sharon Harris
Phyllis L. Harvey
Raili Hautaniemi
Susan Hay
Jean Heggie
Bev Heim-Myers
Lois M. Hetherington
Amanda Higdon
Harry Higdon
Alex Hogan
Adam Hooson
Norman Howarth
Alan J. Howell
Donna F. Howley
Earnestine M. Hoyem
Jeffrey T. Hoyem
Thomas G. Hughes
Joseph & Susan Hunter
Allison Hurst
Sylvia Hussain
Bruce Innes
Marjorie E. Jackson
Carol Janc
Doreen Janes
Marion Janes
David & Joanne Jenkins
Tara Johnson-Ouellette
Colleen Johnston
Joan E. Johnston
James Jones
Joann Kaattari
Eldon G. Kay
Scott Kelly
Roy & Debbie Kendall
Ann Kenneth
Winnifred J. Kidd
Ronald Kilbey
Wade J. Konecsni
Mark Kruger
Dan & Rebecca Kutz
Amy Lajoie-Snyder
Murray Lanceley
Sharon Langille
Robert D. Laycock
Maureen K. Leach
Ron & Shelley Leader
Irvin & Grace Lebold
Isabel Leeder
Kama Leier
Karin Lenhardt
Heather A. Lettfeti
Peter R. Levedag
Jacqueline A. Lingard
Pauline Lingard
Stephen R. Lingard
Jason & Kimberly Little
Jeannie Livings
Janet E. Longpre
Karen Lougheed
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Jen Love
Norma Ludwig
Catherine Luken
Margaret Lythgoe
Ian & Lucille Macdonald
Catherine A. MacDougall
Don & Ann MacEwan
Jan Malcolm
Elizabeth G. Manique
Eric Marshall
Rachel, Daniel & Rebecca Martin
Irene Maskell
Thomas E. McCaw
Janice L. McDonagh
Irene McDonald
John McDonald
Edward McDonnell
Earle McEwen
Jim & Jacqueline McGillivray
Nancy McHardy
Debra McIntyre
Marjorie McIntyre
Christina McKay
Shirley M. McKinney
Lyall G. McLean
Maribeth Meijer
Helen Melville
Robert & Joan Mercer
John & Betty Merchant
Roy Metcalfe
James & Kristi-Jayne S. Miller
Lucas Miller
Robert & Margaret Milliken
Bradley J. Milne
Geoffrey B. Milne
Debbie Mitchell
Tim & Arlene Moher
Gailene K. Moore
Bill Morton
Sandra J. Mosher
June Murphy
Valerie Nabb & Colin Chesterman
Valerie Nettleton
June Nichol
Robert C. Nimmo
Ann Pace
Margaret Pace

Ashok J. Padmaraj
Blanche Parkhill
Bill Pearson
Joyce Peatfield
Ruth L. Pellmann
Frank H. Peters
Mickey & Margaret Pikor
Kari Plandowski
Donna Poff
Vicki L. Poirier
Frances Preston
Dorothy Priddle
Earl & Nancie Quigley
Kim Quintal
Steve Raetsen
Carol Raymond
Barb Reichert
Demetrios Reklitis
Arnold W. Richardson
Terri Robbins
Susan J. Robertson-Krezel
John & Mary-Lou Roder
Trudy Rogers
Burt Rollins
Theresa Rueffer
Ian & Lynne Rundle
Nicole Russell
Marie M. Sampson
Scott J. Sampson
Ron Sandalack
Marian Schalin
Paul & Sandy Schellenberg
Linda Shakespeare
Walter Shankman
Donna Shaw
Bertha L. Shenton
Nancy E. Simpson
M. Alene Skikavich
Laurie & Ann Skinner
Janet Slade
L. E. Smith
Norman & Linda Smith
Rochelle Smith
John & Victoria Smith
Sandra Sorsdahl
Anne Spadoni
John M. Stainsby

Mark W. Stainsby
Linda Starr
Terry Stortz
Jeannette Suzuki
Camillia Switzer
Raymond & Rosilyn Switzer
Deborah Talbert
Antonietta Taverniti
Bruce & Elaine Taylor
Kevin Tessner
Colete T. Tetrault
Lori & David Thomas
Ruth Thomas
Valerie A. Thomas
Mary Tierney
Linda J. Tingman
Jan M. Todd
John Tomiuk
Janet Trim
Nancy Trolley
Diana Tuer
J. Stephen Tweedle
Heather Urquhart
Virginia L. Van Allen
Rhea Van Breda
Kristina Vandervoort
Gerald & Gerda Vennema
George & Lynn Vooro
Kate Walkom
Jean D. Wallace
Mariele Walter
Patrick G. Wannamaker
Mary E. Watterson
Janice E. Waud Loper
Allan & Gillian Weatherall
Linda Weber
Marjorie L. Welch
Christine Wheelhouse
Donna M. White
Grace White
Patricia White
James Wiswell & Ellen Foster
Susan Wood
Susan Wright & John Sankey
Aleshia Zabok
Donna S. Zentner
R. G. Heenan Enterprises Ltd.
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Partnerships Make Us Strong
Through many local, provincial, national and international 
partnerships, HSC is playing a leadership role in the Canadian 
neurological community and the global HD community. Together, 
the partners are expanding services, leveraging resources, bolstering 
advocacy efforts and accelerating life-changing research. 

Huntington Society of Quebec (HSQ): 
HSQ serves the distinct needs of Quebec 
while maintaining strong links with HSC. 
An HSQ representative sits on the Board of 
Directors, and partners with HSC to ensure all 
Canadians have access to the services  
they need.

Huntington’s Disease Youth 
Organization (HDYO): HSC is a founding 
funder of this online community, which 
brings together young people affected by HD 
from around the world. By pooling resources 
with other HD organizations to support 
HDYO, HSC is able to give youth a voice and 
deliver age-appropriate information and 
resources.

International Huntington Association 
(IHA): HSC is a founding member and a 
current board member of this global forum 
dedicated to sharing best practices and 
resources with other HD organizations 
around the world. 

Neurological Health Charities 
Coalition of Canada (NHCCC): By 
leveraging the collective strength of more 
than 20 organizations, including HSC, 
this coalition works to influence federal 
policy and improve the lives of people with 
neurological diseases and their caregivers.

Canadian Coalition for Genetic 
Fairness (CCGF): HSC chairs this alliance 
of 15 organizations dedicated to educating 
Canadians about genetic discrimination and 
advocating for positive change at the federal 
and provincial levels to ensure genetic 
fairness in Canada.

European Huntington’s Disease 
Network (EHDN): A critical partner 
“across the pond,” the EHDN provides a 
forum for working together and advancing 
clinical trials and research.

Health Charities Coalition of Canada 
(HCCC): As an executive member of the 
HCCC, HSC collaborates with more than two 
dozen other national charities to share best 
practices and advocate for better health 
policies in Canada. 

Healthpartners: Being a part of this 
workplace giving program has raised 
significant funds for HSC and increased the 
awareness of HD across Canada. 

HDBuzz: HSC is proud to be a founding 
funder and ongoing supporter of this 
international initiative. The cost-effective 
and one-of-a-kind service delivers the latest 
HD research news in easy-to-understand 
language and is helping spark interest in 
upcoming clinical trials.

Huntington’s Disease Society of 
America (HDSA): HSC shares a close 
relationship with counterparts south of 
the border. Whether collaborating through 
the International Huntington Association 
or through one-on-one projects like the 
Physician’s Guide, the partnership continues 
to thrive.
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A Part of Our Family

Our Huntington Society of Canada Family Support 
Worker, Corey, has been a valuable part of our 
family. He was there for us just days after we 
decided it was time to tell our children.  Katie was 
10, Erik was 9 and Ty was just 4.  They had an instant 
connection with him, and Ty even asked him to come 
over for Christmas dinner.  Corey has seen our ups 
and downs over these last six years and watched 
the kids as they grow and their questions and 
concerns change. We could not imagine having to 
cope with Huntington disease (HD) without him. 

For me, the support group meetings that Corey runs 
every month are invaluable. I have come to rely on 
our group for laughter, tears, support and friendship.
 
Our family’s first introduction to the broader 
Huntington’s community was in Toronto at the 2008 
Casino Royale fundraising event. Katie was asked to 
be a guest speaker after my best friend Sarah sent the 
head office a copy of Katie’s Grade 5 speech about 
her dad and HD.  Later that year she was asked again 
to speak at the HSC Conference in Charlottetown and 
then the World Congress on Huntington’s Disease in 
2009. It has been great to see Katie develop through 
those experiences and contribute to the  
Huntington’s cause. 
 
Finally, the HSC Retreat in Ontario is just amazing. 
Not only does it do wonders for Bob, but it allows 
me and the kids, as caregivers, a much-needed 
break.  Bob is able to go there, meet up with his 
HD friends and participate in supervised activities 
that would be difficult for him to do anywhere else. 
He gains back some of his lost freedom in a safe, 
supervised, beautiful setting. The kids and I are 
able to relax knowing that he is well taken care of 
and, most of all, he is enjoying himself.  We can’t 
thank the HSC enough for that small break for  
all of us. 

Living with Huntington’s isn’t easy, but we try to 
stay positive, help each other, and do our part to 
raise money and awareness. And when we need 
support, we feel good knowing that HSC is  
there for us.

“Family life with HD is 
extremely difficult on many 
levels.  It has its challenges, 
but ultimately we have to 
set our emotions aside and 
realize we need to make great 
memories to last a lifetime.  
The friendships and support 
we have found through HSC 
have helped make it possible 
for Bob and I and the kids to 
lead our best life with HD.”

“I remember the first time I heard 
about the Huntington Society of 
Canada. It was September 1, 2006.  
Bob and I were sitting in a room 
at University Hospital in London, 
ON, getting the results from Bob’s 
blood test. I didn’t realize then 
how much our family would come 
to rely on HSC from that day 
forward.”Cheri DeLargie
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Volunteers are the backbone of HSC
Volunteers are instrumental in furthering HSC’s mission through initiatives in fundraising, education and 
advocacy. Such a strong national network of individuals so passionately tied to this cause enables the 
Society to communicate their mission from coast-to-coast. The efforts of the volunteers enhance and 
multiply those of the HSC staff, allowing the Society to follow, the founder, Ralph Walker’s motto, “When 
you dream, dream big”. HSC’s volunteers bring fresh perspectives, experiences and ideas to the table, 
moving the Society forward and contributing to the ultimate realization of the vision of HSC.

The Society thanks every volunteer for sharing the same vision and for sustaining HSC’s work. The 
generosity of all the volunteers means everything to the Society. The HSC community of families, donors, 
volunteers, researchers, staff and healthcare professionals have achieved extraordinary things over the 
past four decades. Together, HSC and volunteers will achieve even more in the years ahead. 

A special thank you to our Leadership Volunteers, 
your hours of dedication to the Society are truly valued. 

HSC Volunteer Board of Directors

Anne Brace, Chair
Dan Devlin, Vice Chair
Sean Dewart, Secretary
Glenda Rowein, Treasurer
Dr. Ray Truant, Chair Research Council
Bob Scriven, Director, YPAHD Representative
Christian Lejeune, 
   Huntington Society of Quebec Representative
Ray Bailey, Director 
Jim Godey, Director
Jacob Hendriks, Director
Stephen Hurst, Director
Dr. Sid Katz, Director
Mieke Wales, Director
Susan Wright, Director
Dr. Tom Dignan, Director

HSC 40th Anniversary  

Campaign Cabinet 
Vern Barrett, University of Winnipeg 
John Bobenic, Maxim Power Corp
John Brace, Northland Power 
James Cameron, 
   Cameron and Associates Insurance Consultants Ltd. 
Tamara Costa, Blake, Cassels & Graydon LLP
Dan Devlin
Stephen Gould, Alberta Health Services
Mark Taylor, Sinopec Daylight Energy
Brenda Wasylow, JNE Welding 
 
Campaign Advisors
Andrew Wright, CBRE Canada
Tara Johnson-Ouellette, Laricina Energy Ltd. 
Bruce Taylor, Assante Wealth Management

HSC National Chapter Advisory Group

BRITISH COLUMBIA
BC Chapter            
Diane Tullson & Manny Abecia
Okanagan Chapter
Dan Middleton
Victoria Chapter
Geri Stewart 

ALBERTA
Camrose Chapter        
Bob Kawalilak
Edmonton Chapter
Debbie Taylor
Peace Country Chapter 
Mack Erno
Southern Alberta Chapter
Elisha Chin

SASKATCHEWAN
Saskatoon & Area Chapter  
Cam Heintz

ONTARIO
Essex County Chapter
Paul Bateman
Grand River Chapter
Pamela & Mitchel de Beus
London & Area Chapter
Cheri DeLargie
Niagara Chapter
Judy Harding
Ottawa & Area Chapter
Ray Bailey
Peterborough Chapter
Amanda Manley
Toronto Chapter            
Tim Irwin
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MANITOBA
Brandon & Area Chapter     
Sandra Harrison
Winnipeg Chapter     
Vern Barrett

NEWFOUNDLAND
Newfoundland & Labrador Chapter
Ian and Marion Janes
 
NOVA SCOTIA
Halifax/Dartmouth Chapter           
Jim Russell

PRINCE EDWARD ISLAND
Prince Edward Island Chapter      
Stephen Hurst
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