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to improve the health and quality of life of people like…

Your donation made a real difference in 2008.

www.hemophilia.ca

Thanksto

Thanks to you we were able…

James always wanted to be a lawyer. His hemophilia was certainly not going to stand in the
way of that dream. In 1989 he graduated from law school and was on his way to a promising career.
But tragedy struck. He was one of the thousands of Canadians who became infected with HIV and
hepatitis C through the contaminated blood products he infused in the 1980s to keep him alive. At
the young age of 29, he was forced to retire as a lawyer. Devastating as this was and despite his own
serious health concerns, his involvement with the CHS advocacy efforts gave James the opportunity to
use his legal training and skills to speak out on behalf of all Canadians infected through tainted blood.

James went on to become a leader in advocating for a federal Commission of Inquiry on the Blood
System in Canada, reform of the blood system, compensation for those infected, and access to HIV
and hepatitis C therapies and clinical trials. As one of the consumer interest representatives on the Canadian Blood Services
(CBS) Board of Directors, James never waivers in his commitment to ensure that all Canadians have access to the safest blood
products possible.

YOU

Nikolas sees himself competing at the Olympics. This is one of his goals. And he
may very well achieve it. At 12, he is a grade 7 student at John Rennie High School in
a unique sports/study program designed for elite athletes that combines sports and
academics. Like many boys, Nikolas would have loved to play football. Hemophilia would
not permit this due to the high risk of injuries and bleeds. Nikolas, a competitor by
nature, then turned to swimming in which he became more than successful. He has won
numerous medals and trophies competing in his favorite strokes, the butterfly and the
backstroke. His chance of fulfilling his dream is possible because of new therapies like

self-infusion that prevent bleeds which lead to physical damage. Until the day he walks inside an Olympic Stadium with
thousands of athletes from all over the world, he will keep on having fun and improve his swimming times!



moving forward with RESEARCH

A WOR L D F R E E F R OM T H E PA I N AN D S U F F E R I N G O F I N H E R I T E D B L E E D I N G D I S O R D E R SOUR VISION

RESEARCH IS AT THE TOP OF OUR PRIORITIES – 30 years ago a boy with hemophilia could live less than
18 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.

RESEARCH means… HOPE for those affected by an inherited bleeding disorder
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Project Title: The Role of
X-inactivation in the expression
of hemophilia A in women
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Assistant Professor, Queen’s
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Project Title: The prevalence of
symptomatic pediatric von
Willebrand disease
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Adjunct Assistant Professor,
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Molecular Medicine, Queen’s
University – Kingston, Ontario

Project Title: Platelet type
von Willebrand disease:
An underdiagnosed cause of
excessive mucocutaneous
bleeding?
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“I am optimistic that
this decade will bring
the most exciting
breakthroughs ever
seen in bleeding
disorders research,
especially in the field
of gene therapy.”
–Dr. David Lillicrap

“I am very grateful for
the research grants
I have received

through the Canadian
Hemophilia Society,
Canada’s leading
charity funding
hemophilia and
bleeding disorders

research. These grants
have prepared me for
a career treating

patients with bleeding
disorders and
conducting

breakthrough clinical
research in the area.”
–Dr. Rochelle Winikoff

DR. RONALD BARR
Department of Clinical
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mediated therapies for
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making progress in CARE and TREATMENT

making a difference through SUPPORT and EDUCATION

How your donation made a DIFFERENCE.

• To keep the bleeding disorder
community informed on the most
relevant news, we distributed
three issues of our newsletter
Hemophilia Today.

• To continue providing the most
reliable information on bleeding
disorders in the world, we
launched our revised Web site
with expanded content, improved
navigation and a revamped design.

• To improve hemophilia care and organizational
capacity in developing countries, we continued
to be active in twinning partnerships with
South Africa, China, Tunisia, and Jordan.

“As a hemophilia nurse I turn to the Canadian Hemophilia Society for the latest information about the care and treatment
of persons with bleeding disorders.”

–Marilyn Harvey, RN, Newfoundland and Labrador Hemophilia Program, St. John’s, Newfoundland

“When discussing a new diagnosis of von Willebrand disease with a patient, I am grateful to have the high quality,
user-friendly Canadian Hemophilia Society’s educational material available to help patients understand their disorder.”

–David Lillicrap, MD, Medical Director, Regional Hemophilia Program, Kingston, Ontario.

• To maintain standards of care across the country
and to keep the medical community abreast of
state-of-the-art developments in the care of
people with bleeding disorders, we supported
annual meetings of the physiotherapists, nurses
and social workers associated with the 25
Hemophilia Treatment Centres across Canada.

• To provide information about elective
orthopedic surgery to patients who
have severe joint damage as a result of
repeated bleeds, we produced and
distributed a new publication,
Challenges, Choices, Decisions: A Guide
to Orthopedic Surgery for People with
Hemophilia and Inhibitors.

www.hemophilia.ca

• To help parents of children with
hemophilia and school personnel
prepare for the new school year,
we distributed copies of our new
video entitled Hemophilia: What
School Personnel Should Know.

• To help patients with bleeding
disorders access emergency care, we
produced and distributed the revised
FactorFirst cards to all Hemophilia
Treatment Centres.

• To assess the needs for the
establishment of provincial and/or
regional rare blood disorder
organizations, we held a meeting of
the Network of Rare Blood Disorder
Organizations in Toronto on
September 5-7.

• To support people with a rare factor deficiency or a platelet
disorder, we hosted the 1st Canadian Workshop on Living with
a Rare Bleeding Disorder and sponsored 32 affected men and
women from across Canada to attend the workshop held in
Montreal on November 14-15.



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.

Contact us at 1-800-668-2686 or Joyce Argall at jargall@hemophilia.ca www.hemophilia.ca

Thank you for your SUPPORT.

ensuring a SAFE, SECURE BLOOD SUPPLY for all Canadians

with your help, our work continues…

Plans for 2009 include:

In 2009, the CHS remains committed, even in
tough economic times, to further our vision of
a world free from the pain and suffering of
inherited bleeding disorders.

• To remember those who passed away as a result of the
tainted blood tragedy and honour those who are living
with the consequences of HIV and hepatitis C through
tainted blood, we held a tree-planting ceremony on
October 9, 2008 at Héma-Québec’s Montreal headquarters.
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, it can be a daily reminder that
the person is not forgotten, that
his/her memory lives on.

• To provide physicians, other healthcare providers and
patients with the most recent information on the care and
treatment of inherited bleeding disorders, we will host,
Rendez-vous 2009, the CHS Medical and Scientific
Symposium.

• To increase the ability of young people with bleeding
disorders and their families to assume responsibility for
their health care, we will develop and distribute an
educational toolkit to facilitate a harmonious transition
from pediatric to adult care.

• To increase the knowledge and awareness about
inheritance of hemophilia, carrier testing and access to
comprehensive care, we will publish a new resource targeted
at preteen and teenage carriers of hemophilia A and B.

• To increase the understanding of bleeding disorders, we will
publish and distribute a new brochure targeted at
babysitters, daycare workers and extended family members.

• To support families whose children live with inhibitors, a
serious complication of hemophilia, we will host the 4th

national educational weekend.

• To ensure the safest blood products for all Canadians, we
will continue to advocate for the most stringent blood
donor screening criteria.

• To help and support women affected by bleeding disorders
such as von Willebrand disease, we will deliver regional
workshops across the country.

engaging our YOUTH

• To nurture a new generation of leaders, we hosted the first National
Youth Leadership Workshop in September 2008. Twenty-six young
adults from across the country and a South African youth gathered
together to participate in educational sessions focusing on leadership
skills. This workshop was the first phase of engaging young adults to
become future leaders to help the CHS secure the long-term stability
of the organization.

• To ensure a safe blood system for all Canadians, we continued
our vigilance as the “watchdog” of the blood system.

• To ensure all Canadians have access to safe blood products
in adequate supply, we continued to participate in Health
Canada, Canadian Blood Services and Héma-Québec
Advisory Committees.

Commemoration
of theTainted Blood

Tragedy


