
C A N A D I A N H E M O P H I L I A S O C I E T Y A N N U A L D O N O R N E W S L E T T E R

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

Your donation made a real difference in 2009.

Thanksto

Thanks to you we were able…

Jeremy was determined to walk again. Born with severe hemophilia he developed an inhibitor whereby his body
rejected the factor VIII medication he needed to stop the bleeding in his joints. He suffered bleed after painful bleed
in his ankles, knees and elbows.

By the time Jeremy was six, his legs were so crippled he could no longer walk and he spent the next three years in
a wheelchair. It was the hardest time in his life.

Then in 2000, when Jeremy was 9, he and his family flew to Montreal for the first-ever weekend for families
affected by inhibitors, organized by the Canadian Hemophilia Society. There, Jeremy met Dr. Georges Rivard, a
specialist in treating boys with inhibitors. Dr. Rivard thought there might be a way to get rid of the
inhibitor and provide Jeremy with effective treatment.

When Jeremy went home, his care team in Edmonton, in collaboration with Dr. Rivard, began a
new therapy to coax his body to accept the factor VIII infusions. After many, many months, it worked.

Jeremy underwent operations on his knees and required physiotherapy. By the time he was 10,
Jeremy was able to walk again.

Jeremy is now 18 years of age and in his first year of engineering at the University of Alberta.
Although his legs are still somewhat weak and he is unable to bend his knees, he is extremely
happy to be independent and able to do things he thought he would never do. He has learned that
with hard work, determination and dedication he can achieve almost anything he sets his mind to.

YOU

Ayden came into this world and was the perfect little brother to Rylee and Kierra. At the time
of his birth his parents were told that, like his brother Rylee, he most probably had hemophilia. Two
days later he was released from the hospital, but not before being examined by three pediatricians
and the family doctor. His parents thought that the experiences with their older son Rylee had
prepared them for anything, but they couldn’t have been more wrong.

At six days of age, a massive intracranial hemorrhage nearly took Ayden’s life. Half of the blood in
Ayden’s body had collected in his head and he was rushed to the hospital where emergency brain
surgery was required. A few days later, thanks to advances in treatment, his parents were
overwhelmed with emotion and gratitude as Ayden took their fingers in his tiny hand.

Ayden is now 2 and so far the side effects from his brain hemorrhage have been minimal. He can hear and see,
and his motor skills are developing normally. Although he requires physiotherapy and regular medical exams, Ayden
eats, sleeps and plays like any other child his age.

www.hemophilia.ca



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 ALWAYS AT THE TOP OF OUR PRIORITIES – because of this, someone like Jeremy can dream of overcoming his
inhibitor and be able to walk again. Moreover, today, children with hemophilia can look forward to much healthier and more

active lives… thanks to the “miracle” of preventive treatment made possible through your support.

RESEARCH means… HOPE for those affected by an inherited bleeding disorder.

DR. MARK BLOSTEIN
Lady Davis Institute for Medical
Research, McGill University
Montreal, Quebec

Use of amphipathic helical
peptides coupled to nanofibrous
microspheres to control
hemorrhagic external bleeding
in hemophiliacs

DR. WENDA L. GREER, FCCMG
Professor, Department of Pathology
Dalhousie University
Halifax, Nova Scotia

The Role of X-inactivation in the
expression of hemophilia A in
women

DR. CATHERINE HAYWARD
McMaster University and Hamilton
Health Sciences, Department of
Pathology and Molecular Medicine
McMaster University Medical
Centre – Hamilton, Ontario

Development of a clinical history
assessment tool for bleeding
disorders

DR. SHANNON JACKSON
Department of Medicine and
Hematology, University of Calgary
Calgary, Alberta

Risk of ischemic heart disease in
hemophilia: evaluating
endothelial function and the
development of atherosclerotic
vascular disease in hemophilia

DR. DAVID LILLICRAP
Department of Pathology and
Molecular Medicine, Queen’s
University – Kingston, Ontario

An evaluation of the prevalence
and functional significance of
non-neutralizing antibodies to
factor VIII

Thanks to the
fellowship I received
from the Canadian
Hemophilia Society,
Canada’s leading
charity funding
bleeding disorder
research, my project
will give doctors a way
to know which
patients in the
Pediatric Intensive
Care Unit (PICU) are at
higher risk of bleeding;
in the future this
knowledge may help
find ways to prevent
bleeding before it
occurs and to stop it
when it happens.

— DR. PAUL MOOREHEAD

I am very optimistic
that my research has
the potential to
improve patient care.
The research will
generate important
evidence on the best
way to assess bleeding
symptoms. It will tell
us how different types
of bleeding disorders
manifest, and their
risks for bleeding
complications, which is
important to optimize
treatment.

— DR. CATHERINE HAYWARD

DR. PAUL MOOREHEAD
Dept. of Pediatrics, Division of
Hematology / Oncology
Children’s Hospital of Eastern
Ontario – Ottawa, Ontario

Developing a prediction tool for
clinically significant bleeding in
the pediatric intensive care unit

DR. MAHA OTHMAN
Adjunct Assistant Professor,
Department of Pathology and
Molecular Medicine, Queen’s
University – Kingston, Ontario

Phenotypic characterization of
three candidate type 2b von
Willebrand disease missense
mutants

DR. KATHERINE SUE ROBINSON
Dept. of Medicine, Division of
Adult Hematology
QEII Health Sciences Centre
Halifax, Nova Scotia

The assessment of the minimal
effective and tolerated dose of
tranexamic acid in women with
menorrhagia who have bleeding
disorders

DR. KATHRYN WEBERT
Department of Medicine
McMaster University
Hamilton, Ontario

Understanding health and
treatment decision-making among
young people with hemophilia:
a youth perspective

DR. ROCHELLE WINIKOFF, FRCP
Staff Hematologist
CHU Sainte-Justine
Montreal, Quebec

Non-steroidal anti-inflammatory
drugs and menorrhagia revisited



making a difference through SUPPORT and EDUCATION

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)

How your donation made a DIFFERENCE.

www.hemophilia.ca

▪ 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.

▪ 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.

▪ 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 of this complication
of hemophilia, we held the
4th National Family Inhibitor
Weekend, Facing the
Challenge Together.

▪ 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.

▪ To improve hemophilia care and organizational
capacity in developing countries, we continued
our twinning partnerships with South Africa,
Tunisia, and Jordan.

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

TIPS FOR FINDING

Childcare
A Guide for parents
of children with
bleeding disorders



www.hemophilia.ca

How your donation made a DIFFERENCE.

making progress in CARE and TREATMENT

▪ To inform physicians, nurses, physiotherapists, social workers and patients
of state-of-the-art developments in the care and treatment of inherited
bleeding disorders, we hosted the highly successful Canadian Inherited
Bleeding Disorders Medical and Scientific Symposium, Rendez-vous 2009–
Together, We Care.

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.
– Jeremy Hall, a young adult with severe hemophilia who overcame his inhibitor

RENDEZ-VOUS
2009 MAY 7-10 MAI

Ottawa, Ontario

Together,WeCare
Solidaires dans les soins

▪ 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, we hosted the 2009 Progress
in Comprehensive Care for Rare Blood Disorders Conference in Toronto. It also increased awareness about
the need for comprehensive care for rare blood disorders.

▪ To empower young people with bleeding disorders to be responsible for
their own care, we developed and distributed an educational toolkit to
facilitate a harmonious transition from pediatric to adult-centred care.

Transitioning to Adulthood with a Bleeding Disorder

La transition vers les soins pour adultes
avec un trouble de la coagulation

www.hemophilia.ca

Canadian Hemophilia Society
Société canadienne de l’hémophilie

TRANSITION TOOLKIT
TROUSSE À OUTILS POUR LA TRANSITION



How your donation made a DIFFERENCE.

www.hemophilia.ca

▪ To prepare our youth to become future
leaders of the organization, the second
National Youth Leadership Conference was
held in Orford, Quebec.

▪ To teach young adults with a bleeding
disorder to be the best drivers possible,
and to take greater control of their
own care, the very first Drive
Your Car/Drive Your Care
workshop was held in
November.

ensuring a SAFE, SECURE BLOOD SUPPLY for all Canadians

▪ 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, 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.

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

▪ To ensure all Canadians have access to safe blood products in adequate supply, we continued to be a strong voice
for recipients on Health Canada, Canadian Blood Services, Héma-Québec and provincial government blood
advisory committees.

engaging our YOUTH



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.

With your help, our work continues…

Some of our PLANS for 2010:
▪ To increase knowledge about genetics, inheritance and carrier testing,

and to better prepare preteen and teenage carriers of hemophilia A and B
to deal with everyday issues associated with their bleeding disorder, we
will produce an online interactive educational video.

▪ To increase skills and knowledge of parents raising a child with a bleeding
disorder, we will implement, in collaboration with trained PEP leaders, the
Parents Empowering Parents (PEP) program in five regions across Canada.

▪ To enable physicians, nurses, physiotherapists and social workers to gain
valuable training in the care and treatment of people with bleeding disorders, we will offer the 3rd CHS New Team
Workshop for healthcare professionals with three or less years of experience.

▪ To increase knowledge and the ability of older patients to make informed decisions about elective joint surgery,
we will produce a Web-based resource.

▪ To enhance our Passport toWell-Being Program aimed at empowering people with bleeding disorders, we will develop
a new module entitled, Travelling with a Bleeding Disorder, that will provide tips on preparing for a trip, accessing
travel insurance, getting treatment when away from home, and guidelines for travelling with treatment products.

▪ To facilitate access to timely and effective emergency care for patients with rare factor deficiencies or platelet
disorders, based on the FactorFirst card used by patients with hemophilia and von Willebrand disease, we will
produce a tailored patient wallet card to present during ER visits.

▪ To ensure the safest blood products for all Canadians, we will continue to advocate for the most stringent blood
donor screening criteria and will also publish our 5th Report Card on Canada’s Blood System.

In 2010, the CHS remains committed to further our
vision of a world free from the pain and suffering of
inherited bleeding disorders.


