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our vision
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A world free from the pain and suffering of
inherited bleeding disorders.
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our mission
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The Canadian Hemophilia Society (CHS)
strives to improve the health and quality of
life for all people with inherited bleeding
disorders, and to find a cure.

4

message from

Eric Stolte
President

David Page
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Executive
Director

“The organization makes such a unique contribution
to the communities it touches and does its work with such unadulterated
excellence that if it were to disappear, it would leave a hole that could not be easily
filled by any other institution on the planet.”1 According to Jim Collins, this is the mark
of organizational greatness. The CHS is one such organization. The tireless work of our
volunteers and staff, along with the support of our donors and sponsors, has given us
another year of rewarding accomplishment.
Our mission describes us as an organization which strives to improve the health
and quality of life for all people with inherited bleeding disorders and to find a cure.
Truly an apt description of what is needed in order to achieve the work described in
these pages. Anything less, and our efforts would not measure up to our goals.
Around the globe, 70% of people with hemophilia still do not have access to care.
The highlight of our year was hosting the World Federation of Hemophilia’s 27th Congress
in Vancouver, attended by nearly 4,000 people from 100 countries, including twelve CHS
organizational and treatment centre twins. The CHS remains a world leader by lending
our strength to developing hemophilia organizations. In turn we receive as much, if not
more, than we give, rejuvenating our efforts to ensure a high standard of care here in
Canada.
Through partnerships, people can come together to accomplish things that would
be more difficult to achieve if they worked alone. Our collaborative work with six other
rare blood disorder organizations led to the first ever Comprehensive Care for Rare Blood
Disorders conference. Our combined strength is leading us to better care for all.

1Jim Collins, Good to Great and the Social Sectors (2005, Jim Collins) p.8
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We’ve all experienced dreams which, when we awakened, seemed incredibly real.
The CHS too has a dream. May this report serve to make you dream, with at least a bit
more hope, of a world without the pain and suffering of inherited bleeding disorders.
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The Canadian Hemophilia Society (CHS)
is a national voluntary health charity.

The
Canadian
Hemophilia
Society

Our national headquarters are in
Montreal, and we have 10 provincial
chapters. There are regional offices in
three provinces: Quebec, Ontario and
Manitoba. The CHS has approximately
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 25 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.
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facts
and
figures
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▪

More than one in 100 Canadians carry an inherited
bleeding disorder gene, and more than 30,000 of them
have symptoms severe enough to require medical care.
Yet many have not been properly diagnosed!

▪

There are no cures for inherited bleeding disorders.
They are a life-long condition.

▪

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

▪

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

▪

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

bleeding
disorders
Hemophilia A and B
▪
▪

▪
▪
▪
▪

Hemophilia A and B affect 3,000
Canadians. The most severe forms
affect almost only males.
Hemophilia is a genetic disorder;
however, in about 1 in 3 cases, there
is no history in the family. The cause
is a new genetic mutation. Thus
hemophilia can affect any family.
The most common symptom is
bleeding into muscles and joints.
Untreated, this leads to severe crippling.
When bleeding occurs in a vital organ,
especially the brain, it can be fatal.
In about 30 percent of people with hemophilia, the immune system reacts to reject
the clotting factor that is infused to stop or prevent a bleed. This complication,
called an inhibitor, reduces the effectiveness of treatment and can be very serious.
Women who are carriers often have symptoms of mild hemophilia and can have
bleeding problems that affect their quality of life.

Von Willebrand disease
▪
▪
▪
▪
▪

Von Willebrand disease is the most common inherited bleeding disorder, with one in
100 Canadians (300,000 people) carrying the gene.
Symptoms affect an estimated 30,000 Canadians, both male and female, and can
range from mild to severe. The most severe form can be life-threatening.
Many of these people have yet to be properly diagnosed.
A woman’s quality of life can be more seriously affected. Heavy menstrual bleeding
can lead to unnecessary hysterectomies. These can be avoided if women are properly
diagnosed and treated. Severe hemorrhaging can occur during childbirth.
Effective treatment exists for von Willebrand disease.

▪

A small number of Canadians, probably fewer than 1,000, suffer from rare factor
deficiencies. These people have low levels of a specific blood protein. Symptoms vary
from mild to severe.

Platelet function disorders
▪

There are many different kinds of platelet disorders. In these disorders, blood
platelets do not function normally, resulting in blood not clotting properly. In a few
individuals, bleeding can be severe. Some people have no symptoms at all until they
have a serious injury or surgery.
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Rare factor deficiencies
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“ Last summer I learned to mix my product at camp.
I started helping mom and dad with the needle after
that. I don’t want to try to get it in the vein yet.
Maybe when I am 10 or bigger, I will do it myself.”
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Matthew, a six-year-old boy with severe hemophilia, receives three intravenous
infusions every week.
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our strategic priorities
▪ Care and
Treatment
▪ Research
▪ Support and
Education
▪ Safe, Secure
Blood Supply
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▪ International
Development
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care and
treatment

Throughout our history, a priority for the
CHS has been ensuring optimal care and
treatment for people with inherited
bleeding disorders. We work in close
collaboration with medical professionals –
physicians, nurses, physiotherapists,
social workers, and other related
specialists – in the 25 bleeding disorder
treatment centres across the country.
This is defined as comprehensive care.
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Canada is a huge country and not all of
our members live close to a treatment
centre. The CHS provides support to
enable everyone in Canada with a
bleeding disorder to receive appropriate
care and treatment – whether in clinic or
at home.
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Many people believe bleeding disorders like hemophilia affect only men. This is a myth.
Miranda is three years old and she has a rare bleeding disorder called Factor XIII Deficiency.

in 2006…

HIV and the Blood System:
The Canadian Experience
A SYMPOSIUM PRECEDING

AIDS 2006
THE XVI INTERNATIONAL AIDS CONFERENCE

August 11-13, 2006 • Toronto, Ontario

▪

We hosted the symposium HIV and the
Blood System: the Canadian Experience
which offered hemophiliacs and other
individuals living with HIV/AIDS, contracted
through the use of tainted blood or blood
products, opportunities to learn about the
latest research on a variety of related
issues and topics. – Proceedings at
www.hemophilia.ca/en/13.3

▪

We hosted an international conference in
collaboration with the Network of Rare
Blood Disorder Organizations, entitled
Comprehensive Care for Rare Blood
Disorders.

▪

Comprehensive Care for
Rare Blood Disorders
FEBRUARY 3–5, 2006

BMO Financial Group
Institute for Learning
3550 Pharmacy Avenue, Toronto, Ontario M1W 3Z3
(416) 490-4300

Organized by the

NETWORK OF RARE BLOOD DISORDER ORGANIZATIONS

NRBDO

The CHS Medical and Scientific Advisory
Committee continues to provide timely
advice on emerging medical issues.

Coordinated by the

Canadian Hemophilia Society
www.hemophilia.ca

With funding from Public Health Agency of Canada /
Agence de santé publique du Canada

▪

A Factor First on-line survey was completed,
and the findings suggested that the Factor
First Program has made a real difference in
supporting emergency care of people with
bleeding disorders.

GUIDELINES FOR EMERGENCY
MANAGEMENT OF HEMOPHILIA
AND VON WILLEBRAND DISEASE

▪

We organized Challenges, Choices, Decisions,
a national workshop for adults with an
inhibitor who are considering joint surgery.

FactorFirst
Canadian Hemophilia Society
Association of Hemophilia
Clinic Directors of Canada
(AHCDC)
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Challenges, Choices, Decisions workshop participants.
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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.
Research is at the heart of CHS activities. Over the
past 15 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 Society
has invested more than four million dollars in both
clinical and basic peer-reviewed research in Canada.
The cure may not yet have been achieved, but it is
closer every year.

in 2006…

the CHS operated three research programs and provided funds to:
 The CHS Research Program
Wenda L. Greer, PhD
Dalhousie University, Halifax, Nova Scotia
The role of X-inactivation in the expression of hemophilia A in women
Dr. Gonzalo Hortelano
McMaster University, Hamilton, Ontario
Implantable microcapsules as gene therapy for hemophilia A
Dr. Paula James
Queen’s University, Kingston, Ontario
Genetic differences between obligate carriers of Type 3 VWD and
individuals with Type 1 VWD
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Detailed descriptions of the projects at www.hemophilia.ca/en/3.1.8
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 The Care until Cure Research Program
in collaboration with Wyeth Canada
The Care Until Cure Research Program was established in the year 2000
in collaboration with Wyeth Canada. This program allows Canadian
investigators to conduct research on various medical and psychosocial
aspects of bleeding disorders. Grants are given for clinical research, including
outcome evaluation, in fields relevant to improving the quality of life of
persons with hemophilia, persons with von Willebrand disease or other
inherited bleeding disorders, persons with related conditions such as HIV
or hepatitis C, as well as carriers of an inherited bleeding disorder.
Dr. Christine Demers
Centre hospitalier universitaire affilié de Québec, Quebec City
Haemostatic changes during pregnancy in healthy women and women with
inherited bleeding disorders presenting with menorrhagia
JoAnn Nilson, PT
Royal University Hospital, Saskatoon, Saskatchewan
Creating meaningful messages for individuals with mild hemophilia through
consultation: integrating grounded theory and action research
Dr. Man-Chiu Poon
University of Calgary, Calgary, Alberta
Investigation of clotting factor activity heterogeneity in severe hemophilia A
Detailed descriptions of the projects at www.hemophilia.ca/en/3.2.7

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

Dr. Maha Othman
Queen’s University, Kingston, Ontario
Evaluation of thromboelastography (TEG) as a tool in monitoring the effect of
recombinant factor VIIa in hemophilia A animal models
Detailed description of the project at www.hemophilia.ca/en/3.4.7
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This fellowship program was established in the fall of 2001. The goal of this
program is to provide fellows in hematology or other relevant fields the
opportunity to acquire clinical or research skills necessary to improve the
care and quality of lives of patients with hemophilia and other congenital
or acquired bleeding disorders.
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We are the primary source of
educational materials designed for
people with bleeding disorders, their
families, health care professionals,
and the general public. Our goal is
to ensure access to up-to-date
information that meets the needs
of those we serve.

support and
education
in 2006…
SelfInfusion:
Confidence,
Autonomy,
Freedom
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3rd National Family Inhibitor Weekend
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▪

We produced Self-Infusion: Confidence, Autonomy, Freedom,
a video featuring young people with bleeding disorders
talking to other children about the benefits of self-infusion.
You can watch it at www.hemophilia.ca/en/13.3

▪

We hosted Inhibitors and Beyond in April 2006 providing
parents and children with the information and support they
need to enable them to better cope with inhibitors.

▪

We advocated successfully for compensation for all people
in Canada excluded from the 1986-1990 hepatitis C federal
compensation plan.

▪

We published three issues of our newsmagazine
Hemophilia Today. Available at www.hemophilia.ca/en/1.0

▪

We offered Passport to Well-Being workshops in many
provinces and regions, increasing awareness of the many
benefits of fitness, home infusion, medical record keeping,
and options to managing pain.
www.hemophilia.ca/en/11.2

▪

We regularly updated our Web site to ensure we continue
to be one of the top sites for reliable bilingual information.
In the past year we witnessed an 80% increase in visitors
from 195 countries and our 25 most popular educational
documents were downloaded 75,000 times in English and
47,000 times in French. www.hemophilia.ca

▪

We produced an ad campaign that was published in the
National Post on December 2, 9, 16 and 23, 2006, raising
awareness of inherited bleeding disorders.

▪

We created a poster as part of the program Pain - the 5th
Vital Sign to support our efforts in spreading the message
that the pain experienced by people with bleeding disorders
is real and needs to be assessed and treated. This poster
was sent to the Hemophilia Treatment Centres to display
in their clinics.

publications
in 2006

Family Planning Options
A Guide for Serodiscordant Couples

www.hemophilia.ca/en/13.1

▪

Family Planning Options:
A Guide for Serodiscordant
Couples
An educational booklet for
serodiscordant heterosexual couples
who are interested in having families.

▪

Factor II Deficiency –
An inherited bleeding disorder
A booklet explaining the causes of FII
deficiency, its symptoms and available
treatments.

▪

Factor V Deficiency –
An inherited bleeding disorder
A booklet with information addressed
to the one person in a million who is
affected by this deficiency.

Factor X Deficiency –
An inherited bleeding disorder
A booklet providing information for
people trying to cope with this rare
bleeding disorder.
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▪
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safe, secure
blood supply

in 2006…
We played a key role in
building a safer blood system
for Canadians in the late 1990s,
leading to the creation of
Canadian Blood Services and
Héma-Québec.

In 2006, we continue 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.

To help ensure all Canadians
have a safe and secure blood
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supply, CHS representatives have
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a seat on blood safety advisory
committees across Canada.
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“I don’t have enough factor VIII in my body, so I have to have
needles. I don’t like getting needles. It would be good if
someone could find a medicine that tasted like bubble gum,
or maybe they could just make it go away.”
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international
development

The Canadian Hemophilia Society and
its dedicated teams of volunteers and
health care professionals undertake
leadership roles in supporting developing
countries to improve care and treatment.

An example of synovitis, caused by frequent hemarthroses,
in the knee of a young Tunisian with hemophilia.

in 2006…
▪

We hosted, in collaboration with the World
Federation of Hemophilia, Hemophilia World
Congress 2006 in Vancouver, B.C. More than
4,000 physicians, researchers, allied health care
professionals and community leaders attended the
event. Sessions were well attended and topics
included the latest developments in inhibitors,
prophylaxis, gene therapy, orthopedics,
physiotherapy, pain management, quality of life
research, family issues, psychosocial issues, and
nursing. Other sessions focused on von Willebrand
disease and care for women with bleeding disorders,
as well as the challenges for patients in countries
with limited economic resources.

▪

We continue to be active in twinning partnerships
with developing countries: South Africa, Serbia,
Belarus, Tunisia, Mongolia, Jordan, and Iran.

Hemophilia World Congress 2006

You can learn more about our international projects
at www.hemophilia.ca/en/11.6
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CHS meets with the Tunisian Hemophilia Association.
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The CHS is fortunate to have
an amazing group of
dedicated volunteers who
work, day after day, to assist
in the planning, delivery, and
evaluation of programs.
Without these very special
individuals, many events and
programs could not take place.

our team
our committees

Many of our volunteers are involved in our national committees, and task forces,
assisting in the development of policies and programs to meet the needs of people with
bleeding disorders in Canada.
Those committees include the Blood Safety and Supply Committee, the Youth Committee,
the Program Committee, the Medical and Scientific Advisory Committee, the
Communications Committee, the Volunteer Development Committee, and many more.

our executive
committee

our board of directors
DIRECTORS
Colleen Barrett
Newfoundland and
Labrador

Tom Alloway, PhD
Past-President
Ontario

Daryl McCarvill
Prince Edward Island

Mike Beck
Vice-President
Ontario
Heather Moller
Vice-President
Ontario
Pam Wilton, RN
Vice-President
Ontario
James Kreppner, LLB
Secretary
Ontario
Norman Locke
Treasurer
Newfoundland
and Labrador

Sandy Watson
Nova Scotia
Aline Landry
New Brunswick
Mylène D’Fana
Marius Foltea
Martin Kulcyk
Quebec
Dane Pedersen
Ontario

Tony Tavares
Manitoba
Ann Wood
Saskatchewan
Bea Bohm-Meyer
Tony Niksic
Craig Upshaw
Alberta
Steven Bardini
Bob Steffens
British Columbia
Dr. Bruce Ritchie
MSAC Representative
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Eric Stolte
President
Ontario
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our chapters
our chapter presidents
Colleen Barrett
Newfoundland
and Labrador
Dan Doran
Prince Edward Island
Sandy Watson
Nova Scotia
Aline Landry
New Brunswick

in 2006…
▪

Chapters worked with local health authorities to ensure that
optimal care and treatment are available to all those with
bleeding disorders.

▪

Chapters organized summer camps for children during
which, along with games, sports and other activities, they
mastered the art of self-infusing their medicine under the
supervision of specialized nurses.

▪

Chapters organized workshops and events (family picnics,
father-and-son getaways) for members facing the challenges
of bleeding disorders such as struggling with an inhibitor or
raising a child with hemophilia.

▪

Chapters set up booths in public places such as malls to
hand out information and to reach out to people potentially
suffering from a bleeding disorder.

▪

Chapters published local informative newsmagazines.

▪

Chapters organized fundraising events such as a dance event,
bowl-a-thons, golf tournaments, gala dinners, and draws.

Mylène D’Fana
Quebec
Jeff Beck
Ontario
Tony Tavares
Manitoba
Ann Wood
Saskatchewan
Craig Upshaw
Alberta
Dino Altoe
British Columbia

Our Chapters do tremendous work
reaching out to the bleeding
disorders community. They organize
local activities, provide direct support
to their members, keep them
informed through newsletters, and
raise money to keep it all going.
The following are a few examples of
their dedication.
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CHS Chapters organize many events bringing together families and friends.
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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.

PLATINUM

GOLD

SILVER
Boehringer Ingleheim
Canadian Blood Services
Dewdney Family Charitable Foundation
Gilead
GlaxoSmithKline

Héma-Québec
Novartis
Roche
Schering Canada

BRONZE
John Deere Foundation of Canada
Lillian and Don Wright Foundation (The)
Manitoba Liquor Control Commission
Pharming
PricewaterhouseCoopers
ScotiaBank
Toronto Star Fresh Air Fund
Winnipeg Free Press (The)

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.
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Apo Pharma
Celgene Corporation
Delta Hotel Winnipeg
Deluca’s Specialty Foods
Edelstein Diversified Co. Ltd.
Fondation de Bienfaisance T.A. Germain (La)
Genzyme
John Brouwer Foundation (The)
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thank you
The BeneFACT RSClub
Corporations who make annual unrestricted gifts
of $10,000 or more to our organization are
recognized as members of the BeneFACTORs Club.
Recognizing their tremendous investment in the
Canadian Hemophilia Society in 2006:

Visionary
Bayer
Innovator
Baxter
Builders
Wyeth Canada
Novo Nordisk
Believer
CSL Behring

Grand benefactor – multi-year commitment

our partners
The CHS is fortunate to be surrounded by exceptional partners helping
us to achieve our mission.
▪ Association of Hemophilia Clinic Directors of Canada (AHCDC)
▪ Canadian Association of Nurses in Hemophilia Care (CANHC)
▪ Canadian Physiotherapists in Hemophilia Care (CPHC)
▪ Social Workers Group
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▪ 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 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.

Canadian Hemophilia Society – Société canadienne de l’hémophilie
Balance Sheet
As at December 31, 2006

2006

2005

General
Fund

Property
and
Equipment
Fund

Contingencies
Fund

Research
Fund –
Million
Dollar Club

Endowment
Fund –
Million
Dollar Club

Total

Total

$

$

$

$

$

$

$

247,620
604,496

-

1,000,000

-

-

247,620
1,604,496

240,714
1,524,415

27,685
31,702
174,074
7,463

-

-

48,830
-

-

27,685
31,702
222,904
7,463

28, 711
6,219
47,067
8,627

1,093,040

-

1,000,000

48,830

-

2,141,870

1,855,753

Investments – Million Dollar
Club

-

-

-

78,099

1,731,975

1,810,074

1,680,883

Property and equipment

-

38,306

-

-

-

38,306

42,128

1,093,040

38,306

1,000,000

126,929

1,731,975

3,990,250

3,578,764

354,053
616,603

-

-

17,450
-

-

371,503
616,603

262,980
487,781

970,656

-

-

17,450

-

988,106

750,761

122,384
-

38,306

-

-

-

122,384
38,306

95,855
42,128

-

-

1,000,000

-

-

1,000,000

1,000,000

-

-

-

109,479

-

109,479

62,820

-

-

-

-

175,277
1,556,698

175,277
1,556,698

175,277
1,451,923

122,384

38,306

1,000,000

109,479

1,731,975

3,002,144

2,828,003

1,093,040

38,306

1,000,000

126,929

1,731,975

3,990,250

3,578,764

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

Liabilities
Current liabilities
Accounts payable and accrued
liabilities
Deferred contributions

Unrestricted
Invested in property and equipment
Internally restricted
Contingencies Fund
Research Fund –
Million Dollar Club
Endowment Fund –
Million Dollar Club
Externally restricted

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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Fund balances
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Canadian Hemophilia Society – Société canadienne de l’hémophilie
Statement of Operations
For the year ended December 31, 2006

Revenue
Public support
Corporate support
Government grants
Investment income
Other

Expenses
Resource development
Programs
Prevention and education
Research
Committees
Administration

Excess of revenue over expenses
(expenses over revenue)
for the year

2006

2005

General
Fund

Property
and
Equipment
Fund

Research
Fund –
Million
Dollar Club

Total

Total

$

$

$

$

$

692,783
2,026,362
58,974
54,805
-

-

96,593
29,500

692,783
2,026,362
58,974
151,398
29,500

824,390
1,541,620
169,091
127,457
14,550

2,832,924

-

126,093

2,959,017

2,677,108

435,409
1,465,274
194,398
234,763
241,252
229,546

1,805
5,171
972
1,627

69,800
9,634

437,214
1,470,445
195,370
304,563
241,252
240,807

470,966
1,161,857
169,328
319,993
231,793
191,719

2,800,642

9,575

79,434

2,889,651

2,545,656

32,282

(9,575)

46,659

69,366

131,452

Canadian Hemophilia Society – Société canadienne de l’hémophilie
Statement of Changes in Fund Balances
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For the year ended December 31, 2006
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2006

2005

General
Fund

Property
and
Equipment
Fund

Contingencies
Fund

Research
Fund –
Million
Dollar Club

Endowment
Fund –
Million
Dollar Club

Total

Total

$

$

$

$

$

$

$

Balance – Beginning of year

95,855

42,128

1,000,000

62,820

1,627,200

2,828,003

2,684,351

Excess of revenue over expenses
(expenses over revenue)
for the year

32,282

(9,575)

-

46,659

-

69,366

131,452

-

-

-

-

104,775

104,775

12,200

(5,753)

5,753

-

-

-

-

-

122,384

38,306

1,000,000

109,479

1,731,975

3,002,144

2,828,003

Endowment contributions
Investment in property and
equipment
Balance – End of year

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.

