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our mission
The Canadian Hemophilia Society
strives to improve the health and
quality of life for all people with
inherited bleeding disorders,
and to find a cure.

our vision
A world free from the pain
and suffering of inherited
bleeding disorders.

Together, we care.
We’ll continue to care.
Pam Wilton, RN
President
Canadian Hemophilia Society

n 2009 the global theme for World Hemophilia Day was Together, We Care. It was
therefore very fitting that we chose the same theme for Rendez-vous 2009 that
brought together the entire bleeding disorder community: each of the professional
groups—the Canadian Social Workers in Hemophilia Care, the Canadian Physiotherapists
in Hemophilia Care, the Canadian Association of Nurses in Hemophilia Care and the
Association of Hemophilia Clinic Directors of Canada—along with the Canadian
Hemophilia Society. Together, representatives from each of the groups had worked
carefully to plan and implement a program that included leading-edge concepts and
current research, with something of interest to all. The conference, held every two years,
was made possible because of the support of our industry partners, who believe in our
mission and understand the importance of caring together.

I

On the opening day of the conference, minutes before the symposium began, I watched
as 300 physiotherapists, nurses, social workers, physicians, industry representatives,
scientists, Héma-Québec personnel, staff and people with bleeding disorders moved
toward their seats. Again, I was reminded of how exceptional and special this model of
collaboration is. Together, we care. I scanned the audience, looking for the “old guard”.
I was seeking the comfort and reassurance their faces would bring, as they have for more
than 20 years. Those who have provided care, expertise, advice, encouragement and
leadership to me personally and more importantly to the CHS. Of course, there were
many faces I recognized and many new ones too.
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The symposium moved along rapidly, with skillful session chairs, knowledgeable speakers,
thoughtful discussion and lots of friendly teasing. The addition of guest speakers from
abroad and beyond our bleeding disorder community enhanced the learning.
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The weekend was busy for all with many formal meetings scheduled, as well as
impromptu conversations. The moments were bittersweet. Sweet when the social workers
told me they feel more like an important part of the interdisciplinary clinic teams as we
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work through the process of establishing and evaluating Standards of Care in the clinics.
Bitter when the nurses told me that they are overworked and many are pressured by their
administrators to let go of many of the tasks they have helped with to facilitate the work of
the CHS. Sweet when I see so many young adults joining the professional groups and
volunteer ranks. Bitter when dedicated CHS Executive Committee members like Norman Locke
“retire”. Sweet when a young CHS Board member makes his first motion and seeks feedback,
“How did I do?” Bitter and sweet when I look closer at one of the young adults whose
gestures and face are somehow familiar and I recognize him as the son of a volunteer I
worked with years ago. Bitter because I feel old. Sweet because I know we’ll continue to care.
Little did any of us know when we left the conference, a profound change in our community
was about to happen. On May 14, we lost James Kreppner. James was an Honorary Life
Member of the Canadian Hemophilia Society. The CHS and our community will remember
James as an ardent and courageous advocate for all people with a bleeding disorder. The rest
of Canada will remember James for his extraordinary work to create a new blood system and
a culture of blood safety. Those of us who were privileged to call James a friend will miss his
tenacity, wisdom, courage and love. James, please rest knowing that we’ll continue to care…
Together, we cared. Together, we care. The year 2009 also marked the 30th anniversary of the
establishment of a network of hemophilia treatment centres (HTCs) in Canada. Over the past
three decades, HTCs across Canada have collaborated closely on many issues related to care,
treatment and research. In 1998 a national consensus conference was held, during which the
need for comprehensive care standards was identified. These standards were formally adopted
by all of the stakeholder groups – patients, doctors, nurses, physiotherapists and social
workers – at yet another Rendez-vous conference in 2007. Canada’s hemophilia treatment
centres have become a model for hemophilia care worldwide.
The quality of care that we have in Canada is extremely precious. It is crucial that the CHS
and all people affected by a bleeding disorder work together to ensure that these centres are
kept intact, and continue to improve services over the years to come.
All together, we will continue to care.

The Canadian Hemophilia Society
The Canadian Hemophilia Society (CHS) is a national voluntary health charity.
The CHS has 300 active volunteers and 20 staff across the country.
The CHS is affiliated with the World Federation of Hemophilia, which is officially recognized by the World Health Organization.
We work in collaboration with specialists in Canada’s 26 bleeding disorder treatment centres, the blood system operators
(Canadian Blood Services and Héma-Québec), the Network of Rare Blood Disorder Organizations, the hepatitis C community,
the AIDS community, and others who share our common interests.

facts and figures
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hemophilia A and B
von Willebrand disease
rare factor deficiencies
platelet function disorders
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䡲

One in 100 Canadians carry an inherited bleeding
disorder gene, and more than 35 000 of them have
symptoms severe enough to require medical care.
Yet many have not been properly diagnosed!

䡲

There are no cures for inherited bleeding disorders.
They are lifelong conditions. Bleeding disorders are
hemophilia A and B, von Willebrand disease, rare factor
deficiencies and platelet function disorders.

䡲

Effective treatment is available for those diagnosed.
Left untreated, however, bleeding disorders can be
life-threatening.

䡲

Blood products, their recombinant substitutes and other
drugs are effective in treating people with bleeding
disorders, but they are not a cure!

䡲

The Canadian Hemophilia Society is active in ensuring
the safety of the blood supply in Canada through
constant vigilance and monitoring for all Canadians.

To learn more about inherited bleeding disorders: www.hemophilia.ca/en/bleeding-disorders.
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What we work for…
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Safe, Secure Blood Supply | Care and Treatment
Research | Support and Education | Youth
International Development | Public Awareness and Outreach
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safe, secure blood supply
he CHS continues to be the leading patient organization in Canada to independently
monitor the safety and supply of blood and blood products within the Canadian blood
system. In 2009, our role as the “watchdog” of the blood system was clear for all to see
when the CHS acted as an intervener to support Canadian Blood Services in an important
legal case. The CHS was present every day in court to ensure that the strictest donor
selection criteria are maintained and blood is as safe as humanly possible for all Canadians.

T

Furthermore, to help ensure ALL Canadians have access to safe blood products in adequate
supply, CHS representatives participate actively and continue to be a strong voice on Health
Canada, Canadian Blood Services, Héma-Québec and provincial government blood advisory
committees.

Commemoration
of theTainted Blood
Tragedy

In 2009, a quarter-century after AIDS struck the bleeding disorder
community, the CHS took a moment to reflect on its past…
䡲

To remember those who passed away as a result of the
tainted blood tragedy and to emphasize the importance of
maintaining a safe and secure blood supply, a record
number of tree-planting ceremonies were held in
collaboration with our national blood services and
provincial governments in British Columbia, Saskatchewan,
Ontario and Prince Edward Island.
The tree symbolizes life, with its branches reaching into the
sky, and the roots into the earth. For families who have lost
a loved one, the trees are daily reminders that their loved
ones are not forgotten, that their memories live on. For
those responsible for the blood system, the trees are
reminders that everything possible must be done so that
such a tragedy never happens again.

safe, secure blood supply

care and treatment
leeding disorders are complex, lifelong conditions. Care and treatment for people with these disorders require the expertise of a
team of healthcare professionals: physicians, nurses, physiotherapists, social workers and a range of other specialists. The CHS has
worked hard to build a network of treatment centres for bleeding disorders serving people in every province. In 2009, this network
celebrated its 30th anniversary. The treatment centres offer comprehensive care services that have become a model worldwide in
hemophilia care but also for other disease conditions.

B

care

In 2009, to maintain standards of care across the country and to make constant progress in CARE and TREATMENT,
some of our actions included:
䡲

Hosting the highly successful Canadian Inherited Bleeding Disorders Medical and
Scientific Symposium, Rendez-vous 2009 – Together, We Care.

䡲

Developing and distributing an educational toolkit to facilitate a harmonious
transition from pediatric to adult-centred care and to empower young people
with bleeding disorders to be responsible for their own care.
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2009

Together, We Care

OTTAWA, MAY 7-10

䡲

Supporting annual meetings of the physiotherapists, nurses and social workers associated with the 26 hemophilia treatment
centres across Canada.

䡲

Hosting the 2009 Progress in Comprehensive Care for Rare Blood Disorders Conference in Toronto to establish the foundations
for national patient registries which will contribute to the understanding of other rare blood disorders and help quantify how
many people are affected. It also increased awareness about the need for comprehensive care for rare blood disorders.

I am so grateful to Dr. John Akabutu and his
medical team for the care and treatment I
received at the hemophilia clinic in Edmonton.
With their constant help and encouragement,
I am out of my wheelchair
and back on my feet again.
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RENDEZ-VOUS

– Jeremy Hall, a young
adult with severe
hemophilia who overcame
his inhibitor
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research
esearch is at the top of our priorities – 50 years ago a
boy with hemophilia lived less than 20 heartbreakingly
short, pain-filled years. Today, thanks to research, children
with hemophilia can look forward to much healthier and
more active lives… thanks to the “miracle” of preventive
treatment.

R

Over the past 20 years, thanks to the Hemophilia Research
Million Dollar Club endowment, generous individual
donors, committed corporate sponsors and CHS chapters
and regions across the country, the CHS has invested more
than four million dollars in research in Canada.

RESEARCH means HOPE for those affected by an inherited bleeding disorder.
This is why in 2009, the CHS funded ten research projects in three research programs:
䡲

The CHS Dream of a Cure Research Program

䡲

The Care until Cure Research Program in collaboration with Pfizer (formerly Wyeth Canada)

䡲

The Novo Nordisk Canada Inc. – CHS – Association of Hemophilia Clinic Directors of Canada Fellowship
in Congenital and Acquired Bleeding Disorders.

research

We provide clinical and research fellowships and we fund
leading Canadian researchers working in the field of
bleeding disorders in an effort to improve care and
treatment, and ultimately find a cure.

Detailed descriptions of the funded research projects are available at www.hemophilia.ca/en/research.

support and education
upporting the bleeding disorder community is at the heart of our mission. Through
SUPPORT and EDUCATION we are in direct contact with those we serve. The Canadian
Hemophilia Society has a reputation for producing high-quality, up-to-date, easy-tounderstand educational materials as well as organizing powerful events and workshops that
bring together people with bleeding disorders, their families and healthcare professionals.

S
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support

In 2009, the CHS lived up to its reputation…
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䡲

To give parents of children
who have an inhibitor the
opportunity to consult with
medical experts and to
learn about the latest
research and treatment for
this complication of
hemophilia, we held the
4th National Family
Inhibitor Weekend, Facing
the Challenge Together.

䡲

To enable parents and social
workers to prepare and
deliver the Parents
Empowering Parents (PEP)
program across the country,
we held a Train-the-Trainer
workshop.

䡲

To increase knowledge and
provide support to women
living with an inherited
bleeding disorder, two
workshops entitled Women
with Bleeding Disorders:
Life Stages were held in
Calgary and Halifax.

䡲

To keep the bleeding disorder
community informed, we
produced and distributed
three issues of our newsmagazine Hemophilia Today.

education
䡲

Hem philia
Today

Winter 2009
Vol 44 No 1

Canadian
Hemophilia
Society
Serving the
Bleeding Disorders
Community

www.hemophilia.ca

Understanding rare inherited bleeding disorders

RENDEZ-VOUS
2009
MAY 7-10

Community News

Youth File

Our Stories

Hem philia
Today

July 2009
Vol 44 No 2

To help parents of
children with bleeding
disorders assess their
childcare needs and
suitable options,
we published and
distributed a new
resource entitled,
Tips for Finding
Childcare - A guide for
parents of children
with bleeding
disorders.

Canadian
Hemophilia
Society
Serving the
Bleeding Disorders
Community

www.hemophilia.ca

James Kreppner
1962-2009

RENDEZ-VOUS 2009
Together, We Care

Focus on Research

A REVIEW

FUNDED PROJECTS FOR 2009

see page 12

see page 20

Hem philia
Today

December 2009
Vol 44 No 3

Canadian
Hemophilia
Society
Serving the
Bleeding Disorders
Community

www.hemophilia.ca

Proud to be part of 30 years of comprehensive hemophilia care
Association of Hemophilia
Clinic Directors of Canada

Canadian Social Workers
in Hemophilia Care

Canadian Association of
Nurses in Hemophilia Care

Canadian
Physiotherapists
in Hemophilia Care

Congratulations on
Hemophilia Today and all the
high quality educational
material produced by the
Canadian Hemophilia Society!
Thank you to all those
involved in their production.
This material contains so
much information to ponder,
to learn and to share.
– Judy DesBrisay, patient and
volunteer (British Columbia)

TIPS FOR FINDING

Childcare
A guide for parents
of children with
bleeding disorders
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In 2009, the CHS encouraged this new generation by:
he organization is fortunate to have skilled,
experienced volunteers who allow the
䡲 Hosting the second National Youth Leadership
organization to deliver high-quality programs to
Conference to prepare them to become future
its members nationally, provincially and regionally.
leaders of the organization.
In its efforts to develop a plan for the future,
䡲 Delivering the very first Drive Your Car/Drive
the organization has a dynamic National Youth
Your Care workshop to teach young adults with
Committee composed of representatives from each
a bleeding disorder to be the best drivers
region of Canada who have the responsibility to
possible, and to take greater control of their
reach out and engage their peers in the work of
own care.
the organization.

T

international

youth

international
development
anada’s role on the
international level has
been most valuable. The CHS,
its provincial chapters and
Canadian hemophilia
treatment centres have been
world leaders in twinning
projects having participated
in 12 twinning partnerships
over the last decade.

C
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By linking emerging and
established hemophilia
organizations and treatment
centres, the World Federation
of Hemophilia Twinning
Program has improved
treatment and care for
people with hemophilia
around the world and the
CHS can be proud to have
been instrumental to that
success.
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youth

In 2009, ongoing twinnings
included partnerships with
South Africa, Tunisia and
Jordan.

public awareness and outreach
n 2009, World Hemophilia Day was the perfect setting for a
new campaign whose objectives were those of outreach and
awareness. It was a day to reach out to people potentially
suffering from a bleeding disorder to educate
them on the benefits of early diagnosis and
how to better manage these disorders.

I

It’s one thing to suffer because nothing can
be done. It’s entirely another to suffer with an
inherited bleeding disorder because of a lack
of awareness. That’s tragic. That’s why the
CHS is so committed to increasing awareness
and informing people about the symptoms
and treatment of bleeding disorders.

a grassroots organization

our chapter presidents
Haydn Hendricks
British Columbia
Susan Anderson
Jamie Pytel
Craig Upshaw
Alberta
Anne Lukian
Saskatchewan
Bill Featherstone
Manitoba
Dane Pedersen
Julia Sek, RN
Ontario
François Laroche
Quebec

he CHS is so privileged to have a remarkable group of dedicated volunteers who contribute in the planning,
delivery and evaluation of programs. Without these very special individuals, many events and programs could
not take place.

Aline Landry
New Brunswick

In addition, our chapters do tremendous work reaching out to the bleeding disorder community. They organize
local activities, operate children’s summer camps, keep members informed through newsletters and coordinate
numerous and creative fundraising events.

JoAnn Craig
Prince Edward Island

T

Dianna Cunning
Nova Scotia
Cindy Casey
Newfoundland
and Labrador

volunteering

awareness
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our executive
committee

our board of directors

Pam Wilton, RN
President
Ontario

Curtis Brandell
Bruce Rempel
British Columbia

Eric Stolte
Past-President
Ontario

Stacey Johnson
Alberta

Bill Featherstone
Manitoba

Maureen Brownlow, RSW
Vice-President
Nova Scotia

Venanz d’Addario
Dane Pedersen
Julia Sek, RN
Emil Wijnker
Ontario

David Pouliot
Vice-President
Quebec
Aline Landry
Secretary
New Brunswick
Jeff Beck
Treasurer
Ontario
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Anne Lukian
Saskatchewan

Mike Beck
Vice-President
Ontario

Craig Upshaw
Vice-President
Alberta
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DIRECTORS

Mylène D’Fana
Martin Kulczyk
Quebec
Tara Curwin
New Brunswick
Shelley Mountain
Prince Edward Island
Dianna Cunning
Nova Scotia
Cindy Casey
Newfoundland and Labrador
Dr. Bruce Ritchie
Medical and Scientific Advisory Committee Representative
Sarah Bradshaw
Youth Representative

We would like to thank the following companies, corporate foundations
and employee fund programs for their generous support.
Our way of recognizing them for their generosity is through our
National Corporate Giving Program.
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GOLD

SILVER

Octapharma
BRONZE
Alexion
Canadian Blood Services
Celgene
Ferring Pharmaceuticals
F.K. Morrow Foundation
Fondation de Bienfaisance T.A. Germain (La)
Héma-Québec
Hope Air

John Brouwer Foundation (The)
J.P. Bickell Foundation
Leon’s
Novartis
Power Corporation of Canada
Rexall Foundation
Shire Human Genetics Therapies (Canada) Inc.

We would also like to thank our numerous additional donors –
individuals, corporations and foundations – who each year express their confidence
in us by making substantial supporting donations.
Working together with individuals and the corporate sector in Canada helps the CHS
accomplish its mission and vision by extending our reach and reinforcing our messages.

thank you

PLATINUM

thank you

The BeneFACT RSClub
Corporations that make annual gifts of $10 000 or more to the core programs of our organization are recognized as members of
the BeneFACTORs Club. The Canadian Hemophilia Society recognizes their tremendous investment.

Innovators
Baxter
Bayer

Builders
CSL Behring
Novo Nordisk
Pfizer

Believer
Octapharma

Grand benefactor - multi-year commitment

our partners
The CHS is fortunate to be surrounded by exceptional partners helping us to fulfill our mission.
▪
▪
▪
▪
▪

Association of Hemophilia Clinic Directors of Canada (AHCDC)
Canadian Association of Nurses in Hemophilia Care (CANHC)
Canadian Physiotherapists in Hemophilia Care (CPHC)
Canadian Social Workers in Hemophilia Care (CSWHC)
World Federation of Hemophilia (WFH)
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The Canadian Hemophilia Society is proud to be a member of Healthpartners.
Healthpartners is a partnership of 16 national health charities raising funds exclusively through workplace charitable
giving programs. Each Healthpartners member organization is a national health charity, providing services to
Canadians in all regions of our country.
Member organizations share goals in two primary areas:
Research - Supporting medical research toward improved treatment and ultimately a cure for debilitating diseases.
Programs - Sponsoring education as well as prevention efforts and services that assist Canadians living with disease.

What a powerful and successful year 2009 was!

Canadian Hemophilia Society
Balance Sheet
As at December 31, 2009

2009

2008

GENERAL
FUND

PROPERTY AND
EQUIPMENT FUND

CONTINGENCIES
FUND

RESEARCH FUND–
MILLION
DOLLAR CLUB

ENDOWMENT FUND–
MILLION
DOLLAR CLUB

$

$

$

$

$

TOTAL
$

TOTAL
$

293,434
292,171

-

1,000,000

-

-

293,434
1,292,171

414,225
1,255,610

230,852
37,005

-

-

21,535
-

-

252,387
37,005

4,101
281,129
3,899

853,462

-

1,000,000

21,535

-

1,874,997

1,958,964

Investments – Million Dollar Club

-

-

-

131,108

1,778,375

1,909,483

1,940,221

Property and equipment

-

29,211

-

-

-

29,211

33,842

853,462

29,211

1,000,000

152,643

1,778,375

3,813,691

3,933,027

284,779
576,938

-

-

-

-

284,779
576,938

196,570
699,227

861,717

-

-

-

-

861,717

895,797

(8,255)

-

-

-

-

(8,255)

50,711

-

29,211

-

-

-

29,211

33,842

Contingencies Fund

-

-

1,000,000

-

-

1,000,000

1,000,000

Research Fund – Million Dollar Club

-

-

-

152,643

-

152,643

184,401

Endowment Fund – Million Dollar Club

-

-

-

-

175,277

175,277

175,277

Externally restricted

-

-

-

-

1,603,098

1,603,098

1,592,999

(8,255)

29,211

1,000,000

152,643

1,778,375

2,951,974

3,037,230

853,462

29,211

1,000,000

152,643

1,778,375

3,813,691

3,933,027

ASSETS

Current assets
Cash
Term deposits
Accounts receivable
Provincial chapters
Other
Prepaid expenses

Liabilities
Current liabilities
Accounts payable and accrued liabilities
Deferred contributions

Fund Balances
Unrestricted
Invested in property and equipment
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Internally restricted
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Extract from the audited financial statements prepared by PriceWaterhouseCoopers. The complete audited financial statements are available upon request either by mail or on our Web site.
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Canadian Hemophilia Society
Statement of Revenue and Expenses
For the year ended December 31, 2009

Revenue
Government support
Public support
Corporate support
Investment income

2009

2008

GENERAL
FUND

PROPERTY AND
EQUIPMENT FUND

RESEARCH FUND
MILLION DOLLAR CLUB

$

$

$

TOTAL
$

TOTAL
$

13,234
419,380
2,348,952
20,086

-

5,806
3,212
98,113

13,234
425,186
2 352,164
118,199

466,566
1,712,381
178,240

2,801,652

-

107,131

2,908,783

2,357,187

430,379
1,491,923
125,931
430,788
185,438
193,488

3,097
2,657
633
915

128,550
10,339

433,476
1,494,580
126,564
559,338
185,438
204,742

508,703
1,044,624
125,127
403,240
216,960
224,337

2,857,947

7,302

138,889

3,004,138

2,522,991

(56,295)

(7,302)

(31,758)

(95,355)

(165,804)

Expenses
Resource development
Programs
Prevention and education
Research
Committees
Administration

Excess of expenses over revenue
for the year

Canadian Hemophilia Society
Statement of Changes in Fund Balances
For the year ended December 31, 2009

2009

2008

GENERAL
FUND

PROPERTY AND
EQUIPMENT FUND

CONTINGENCIES
FUND

RESEARCH FUND–
MILLION
DOLLAR CLUB

ENDOWMENT FUND–
MILLION
DOLLAR CLUB

$

$

$

$

$

TOTAL
$

TOTAL
$

50,711

33,842

1,000,000

184,401

1,768,276

3,037,230

3,167,934

(56,295)

(7,302)

-

(31,758)

-

(95,355)

(165,804)

-

-

-

-

10,099

10,099

35,100

Investment in property and equipment

(2,671)

2,671

-

-

-

-

-

Balance – End of year

(8,255)

29,211

1,000,000

152,643

1,778,375

2,951,974

3,037,230

Balance – Beginning of year
Excess of expenses over revenue
for the year
Endowment contributions

Extract from the audited financial statements prepared by PriceWaterhouseCoopers. The complete audited financial statements are available upon request either by mail or on our Web site.

