
Jennifer Ruklic and her daughter Cassie raise money
for research to help Carter, the youngest member of
the Ruklic family, who has severe hemophilia. Over the
last four years they have organized online auctions,
Mall in the Hall events, bottle drives, firewood sales,
garage sales and raffles.

Rhys Watson is an 11-year-old boy with
hemophilia. To raise money and awareness about
his condition, he held a garage sale this year by
selling his favourite toys. All the proceeds went
to research.

Shelley Mountain is part of a family whose members have
been affected with von Willebrand disease from generation
to generation. Nothing stops Shelley from getting the word
out about inherited bleeding disorders, especially those
affecting women. This year alone, she was featured in local
newspaper articles, hosted a workshop for young girls at
summer camp, organized a brunch event for women with
bleeding disorders but, above all, she single-handedly
organized a Women's Health & Fitness Expo which attracted
50 exhibitors.

John Plater volunteered his time and skills to the CHS for
over two decades. He worked tirelessly on behalf of people
with bleeding disorders and also on behalf of Canadians
who became infected with HIV and hepatitis C through
contaminated blood or blood products. Indeed, his
contribution to a safer blood system is a legacy to all
Canadians. Unfortunately, in July 2012, Canada and the CHS
lost this tireless 45-year-old advocate and champion for
human rights, from complications caused by HIV and
hepatitis C.

and the help of

volunteers like Jennifer,

Rhys and so many

others, the Canadian

Hemophilia Society

(CHS) is able, year 

after year, to provide

exceptional educational

resources, raise

awareness, offer

comfort and support,

fund research… make a

real difference in the

lives of people with

bleeding disorders.

With 
your 
help…

Thanks to you
Your donation made a real difference in 2012.
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Breaking ground with RESEARCH

This is a very exciting time for research into bleeding disorders. New gene therapy research 
holds out the promise that one bleeding disorder in particular, hemophilia B, could be
defeated with just one shot!

By supporting RESEARCH, you have the
power to help us defeat bleeding disorders

1. Cecily Bos, PT
Hemophilia Department, Hamilton Health Sciences - Hamilton, Ontario

Dr. Anthony K. C. Chan
Hemophilia (pediatric), McMaster University - Hamilton, Ontario
Co-investigators: Dr. Colin Webber, Dr. Kathryn Weber

Bone mineral density in Canadian children with severe hemophilia A or B: 
A multi-centre, cross-sectional, observational study

2. Dr. Gonzalo Hortelano
McMaster University – Hamilton, Ontario
Oral administration of FVIII DNA to modulate inhibitors in hemophilia mice

3. Dr. Paula James
Medicine and Pathology and Molecular Medicine
Queen’s University - Kingston, Ontario
Co-investigators: Dr. Walter Kahr, Dr. Sue Robinson

Von Willebrand disease plasma and platelets: Functional characterization 
of quantitative and qualitative von Willebrand factor mutations

4. Dr. Maha Othman
Queen’s University – Kingston, Ontario
Platelet-type von Willebrand disease: Novel studies in the PT-VWD mouse model

5. Dr. Jennifer Stinson
The Hospital for Sick Children - Toronto, Ontario
Co-investigators: Dr. V. Blanchette, Dr. V. Breakey, Danial Ignas

Development and evaluation of an innovative Web-based Educational Program
to promote self-management for teens with hemophilia

6. Dr. Laura Swystun 
Queen’s University – Kingston, Ontario
Determination of the role of candidate receptors STAB-2, CLEC4M and SCARA5
as contributing factors to quantitative pathologies involving the accelerated
clearance of von Willebrand factor

Thanks to the fellowship
I received from the
Canadian Hemophilia
Society, Canada’s
leading charity funding
bleeding disorder
research, my project has
the potential to identify
new genetic causes of
von Willebrand disease
(VWD) and could lead to
improving the health of
patients with VWD.

- DR. LAURA SWYSTUN

Recent research has
shown that bone
mineral density, a
measure of bone
strength, may be lower
among people with
hemophilia than among
those without this
disease. The majority of
this research has been
done in countries where
the treatment for
hemophilia differs 
from the standard of
care in Canada. We are
confident that this
study will help us
tremendously in finding
out whether Canadian
children and youth with
severe hemophilia A 
and B have lower bone
mineral density than
their healthier peers.

– CECILY BOS, PT
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RESEARCH IS HOPE



Your donation made a real difference in
SUPPORT and EDUCATION

It was a privilege 
to be given the
opportunity to meet
with medical experts,
and to connect with
other families who
have the same
concerns as me.
Listening to the
experiences of two
young men who
overcame their
inhibitors gave me
hope for my son.

– A PARENT AT THE

5TH NATIONAL

FAMILY INHIBITOR

WORKSHOP

My experience with
the hemophilia
community has
inspired me to
become involved in
helping those with
bleeding disorders as
well as the general
public. Eventually I
hope that my
decision to become
involved in the
medical field will
have a lasting
impact on those who
suffer from genetic
conditions.

– A RECIPIENT OF

THE CHS JAMES

KREPPNER

MEMORIAL

SCHOLARSHIPS

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

▪ To increase the number of people affected by bleeding disorders pursuing post-secondary
education and vocational training, the CHS James Kreppner Memorial Scholarship and Bursary
Program granted six $5,000 awards: three scholarships based on academic merit, two bursaries
based on financial need and one mature student bursary.

▪ To increase skills and knowledge of parents
raising a child with a bleeding disorder, and to
encourage peer support among families with
children newly diagnosed with bleeding
disorders, a Parents Empowering Parents (PEP)
workshop was delivered in collaboration with
trained PEP leaders.

▪ 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
5th National Family
Inhibitor Weekend,
Sharing our Journey.

Meagan Bordi Nick Czeryn Alexander Little Samuel Leon Rachel Wright Sean Buzash, 
Dundas, Ontario Winnipeg, Manitoba Calgary, Alberta Scarborough, Ontario North River, Nova Scotia Saskatoon, Saskatchewan



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

Your donation made a real difference in
CARE and TREATMENT

The CODErouge 2012

conference was
amazing! I think the
ambassadors’ stories
were particularly
moving. Dr. Francoeur’s
statement that we
must listen more to
patients is so
important. 

– A PHYSICIAN WHO

ATTENDED THE

CODErouge 2012

CONFERENCE

As a woman with
VWD, I made a
decision early in life
not to have children. I
find it very comforting
to now know that I
can, and moreover to
deliver safely.

– A CODErouge
AMBASSADOR

I learned that you
should not be afraid 
to advocate when you
know you have the
right to do so.

– A YOUTH WHO ATTENDED

THE 2012 CHS YOUTH

WORKSHOP

Your donation made a real difference for our YOUTH
▪ To provide youth with the

skills needed to overcome
barriers while advocating
for their care and to make
them aware of their rights 
as patients with a bleeding
disorder, the 2012 CHS
Youth Workshop was held
in the early fall bringing
together youth from across
the country. 

▪ To increase awareness and
knowledge among women and
hemophilia treatment centre health
care providers, obstetricians/
gynaecologists and family
physicians about symptoms,
diagnosis and treatment of bleeding
disorders such as von Willebrand
disease, we hosted CODErouge
2012 - the 1st Canadian Conference
on Bleeding Disorders in Women. 

▪ To increase additional awareness and
knowledge among family physicians 
and gynaecologists, we participated as
exhibitors at medical congresses targeting
4,000 family physicians as well as 
meetings of the Society of Obstetricians 
and Gynaecologists of Canada. We also
developed a new medical resource entitled,
Guidelines for the diagnosis of VWD. 

GUIDELINES
for the diagnosis of 
von Willebrand disease (VWD)



▪ To remember and pay tribute to those who suffered and lost their lives as a result
of the tainted blood tragedy and to emphasize the importance of maintaining 
a safe and secure blood supply, commemorative ceremonies were held across the
country. One such event took place in Fredericton (NB) last October; members 
of the New Brunswick Chapter met across the street from the New Brunswick
Legislature to plant a Tree of Life to serve as a reminder of the tragedy and as a
warning that it must never happen again. “We lost an entire generation”, said 
Bucky Buchanan, president of the chapter, referring to the many hemophiliacs 
who succumbed to the effects of the tragedy. “This is our Remembrance Day. 
The plaque and the Tree of Life are reflections of our ongoing commitment to 
the security and safety of Canada’s blood system.” 

▪ To advocate for access to safe blood products in adequate supply for all Canadians,
we continued to provide the voice of recipients on Health Canada, Canadian Blood
Services, Héma-Québec and provincial government blood advisory committees.

Advocating for a SAFE, SECURE BLOOD SUPPLY
for all Canadians

Commemoration
of theTainted Blood

Tragedy



Contact: Joyce Argall  jargall@hemophilia.ca

www.hemophilia.ca

Some of our plans for 2013...

▪ To provide physicians, other health care providers and
patients with the most recent knowledge on the care
and treatment of inherited bleeding disorders, we will
host, as part of the biennial CHS Rendez-vous, a
medical and scientific symposium.

▪ To advocate for comprehensive care for women with
inherited bleeding disorders, we will collaborate with
the Society of Obstetricians and Gynaecologists of
Canada in updating The Gynaecologic and Obstetric
Management of Women with Inherited Bleeding
Disorders.

▪ To increase skills and knowledge of parents raising 
a child with a bleeding disorder, we will deliver the
Parents Empowering Parents (PEP) program.

▪ To enhance our Passport to well-being program aimed
at empowering people with bleeding disorders, a new
module on patient rights and responsibilities will be
developed.

▪ To engage youth and secure the long-term stability 
of the organization, we will organize a two-day
workshop that will help youth to better understand
the governance, strategic directions and operations 
of the organization.

▪ To advocate for the safest blood products for all
Canadians, we will continue to hold positions on all
important blood system committees, nationally and
provincially.

In 2013, the CHS remains committed to furthering its mission to improve the health and

quality of life of all people with inherited bleeding disorders and ultimately to find a cure.

A N N U A L  G R A T I T U D E  R E P O R TA N N U A L  G R A T I T U D E  R E P O R T

400-1255 University Street, Montreal, Quebec  H3B 3B6  
Tel.: 514-848-0503  |  1-800-668-2686  |  Fax: 514-848-9661

With your help OUR MISSION continues

Thanks to you


