
your donation made a real difference in 2013

The future continues to hold 
so much hope. Long-acting

products and gene therapy

may change everything we

know. Recent clinical trials

have shown that new

products may dramatically

decrease the severity of 

the disease for people 

with hemophilia, and

consequently reduce the

number of bleeds. Wouldn’t

that be great?

�  Mid 1960s to mid 1970s 
A period of optimism. More
effective forms of treatment
were discovered, ending the
long and grueling time in
hospital. When a person had 
a bleed, he went to the OUT-
PATIENT CLINIC and two
hours later he was back home!
What a change from the 5- to
7-day stay at the hospital for
treating each bleeding episode.

Looking back at last year’s
60th anniversary of the
Canadian Hemophilia
Society, it seems appropriate
to present you with an
overview of the progress 
in care and treatment 
made possible by you
through the research you
have supported over the
years, including 2013.

�  Mid 1970s to late 1980s
Treatments could now be
administered at HOME.
Freedom at last! Sadly the
products were often
contaminated with HIV 
and hepatitis C. We will 
always remember this as 
the era of Canada’s tainted 
blood tragedy.
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�  Early 1950s to mid 1960s
Transfusions of fresh frozen
plasma and, for many, 
one week out of four tied 
to a HOSPITAL bed. 

H
om

e 
ca
re

O
u
t-
p
at
ie
n
t c
li
n
ic

1953-2013

�  1990s to now –Treatments
products were made safe and
prophylaxis was introduced.
Parents are now infusing their
children up to three times a
week to prevent bleeds. This
made life so much easier for
families. Today, children as
young as seven years old go 
to summer camp where they
learn to self-infuse. What an
impressive development!



� Your donation made a real difference in
SUPPORT and EDUCATION

My own experiences

with hemophilia and

the great losses that my

family and I have

endured due to the

tainted blood tragedy

have given me the

abilities and strengths

needed to become a

good social worker and

to ultimately assist in

creating a bright and

healthy future for our

very own hemophilia

community.

– A recipient of a 
CHS James Kreppner
Memorial Scholarship

▪ To increase skills and knowledge of parents raising a child with a
bleeding disorder, and to encourage peer support among
families with newly diagnosed children, Parents Empowering
Parents (PEP) workshops were delivered, in collaboration with
trained PEP leaders, in Manitoba, Alberta and Nova Scotia.

▪ 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 four $5,000 awards: two scholarships based on academic
merit, one bursary based on financial need and one mature student bursary.

▪ To keep the bleeding disorder community informed, we distributed three issues of our highly
informative newsmagazine Hemophilia Today.
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� Your donation made a real difference in
CARE and TREATMENT

It was a special

honour to host

Rendez-vous 2013

in the year that the

CHS celebrated 60

years of service to

the inherited

bleeding disorder

community.

– Christine Keilback,
executive director of
the CHS Manitoba
Chapter.

▪ To provide physicians, other health care providers and
patients with the most recent knowledge on care and
treatment of inherited bleeding disorders, we hosted
Rendez-vous 2013, a medical and scientific symposium
which included sessions on medical and psychosocial
perspectives.

▪ 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 26 bleeding disorder treatment centres across Canada.

The CHS is at the origin of a humanitarian aid project called Project Recovery. This project turns unused
blood products from Canadian Blood Services’ donors into hemophilia medicine for developing

countries. It will be channeled through the World Federation of Hemophilia (WFH) Humanitarian Aid
Program. This will allow the annual treatment of approximately 5,000 joint hemorrhages, the most common
symptom of hemophilia, in children and adults. Without such treatments, the people experiencing these
hemorrhages would endure weeks of excruciating pain and, over time, serious joint damage leading to
crippling. This is precisely what the Canadian hemophilia community had to go through in the 1950s when
the CHS was founded, before you came along and helped change things by supporting research.

� The Canadian Hemophilia Society also made
a real difference WORLDWIDE
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▪ To optimize care for patients treated
in the Canadian bleeding disorder
treatment centres, the CHS
developed a centre assessment
procedure supported by the
Association of Hemophilia Clinic
Directors of Canada.
Questionnaires were mailed to
patients from each participating
centre and interviews with
comprehensive care team staff were
conducted in some provinces; more
clinics will be visited in 2014.



� Breaking ground with RESEARCH

I am optimistic that 

my project will provide

better understanding 

of what causes Type 3 

von Willebrand disease

and may help create 

personal treatment

options for patients.

–Mackenzie Bowman, Ph.D.

▪  Assessing differential immunogenicities of factor VIII molecules:
Do previously treated hemophilia A patients represent a valid
model? A clinical epidemiology investigational approach

     Dr. Angela Barbara, McMaster University
     This study challenges the idea that switching from one FVIII product to           
     another in previously treated patients is the factor most likely causing              
     inhibitors. The project reassesses published cases.

▪  An institutional pilot study to investigate exercise patterns 
in boys with hemophilia

     Vanessa Bouskill, MN, RN(EC), nurse practitioner-pediatrics; and
     Pamela Hilliard, BSc (PT), physiotherapist, The Hospital for Sick Children
     This pilot study at the Hospital for Sick Children explores differences in the         
      amount of time spent in moderate to vigorous physical activity relating to           
     disease severity using an accelerometer and two self-report questionnaires. 
     As well, the relationship between level of physical activity and age, weight,         
     body mass index and prophylactic regimen is explored. 

▪  Investigating the contribution of von Willebrand factor (VWF)
propeptide mutations to Type 3 von Willebrand disease (VWD)
using Blood Outgrowth Endothelial Cells (BOEC)

    Mackenzie Bowman, Ph.D., Queen’s University
     This project investigates how different mutations cause a patient’s VWD. It     
     will test different treatments on BOEC cells from patients’ blood samples.       
     This will provide a better understanding of what causes Type 3 VWD and         
     may help create personal treatment options for patients.

▪  Novel imaging techniques for assessment of early cartilage and
soft tissue changes in hemophilic ankles

    Dr. Andrea Doria, The Hospital for Sick Children
     This project pioneers the development of novel imaging techniques,                 
     including MRI and 3DUS anatomic imaging, for assessment of early soft         
     tissue and cartilage changes in the ankle joints of young people with                 
     hemophilia.

HOPE IS POSSIBLE BECAUSE OF RESEARCH.
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WHEN YOU SUPPORT RESEARCH, 
YOU BRING HOPE TO FAMILIES
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Thanks to the funding 

I received from the

Canadian Hemophilia

Society, Canada’s

leading charity funding

bleeding disorder

research, my study will

improve understanding

of the experience and

needs of families of

children with

hemophilia. Children

and their parents play

an active role in

defining issues,

considering solutions

and identifying

priorities. Results will

inform and improve

existing services and

programs.

- Dr. Roberta Woodgate

▪  Oral administration of FVIII DNA to modulate inhibitors 
     in hemophilia mice

    Dr. Gonzalo Hortelano, McMaster University 
     The overall goal of this project is to understand the effect on the immune    
     system of ingested DNA formulated with chitosan and to evaluate the           
     potential of oral DNA in preventing and/or reducing FVIII inhibitors.

▪  Incorporation of rFVIII into platelets as a potential therapy 
     in patients with inhibitory antibodies to factor VIII

    Dr. Walter Kahr, The Hospital for Sick Children
     The goal of the project is to improve methods for making rFVIII-loaded           
     platelets and to demonstrate their potential for use in hemophilia 
     patients with inhibitors. The rFVIII in these platelets would be longer 
     lasting and limit the effects of inhibitors.

▪  Platelet–type von Willebrand disease: Novel studies in the 
     PT-VWD mouse model

    Dr. Maha Othman, Queen’s University 
     Standard hemostatic tests lack sensitivity in people with PT-VWD, a rare         
     type of VWD. This project investigates the utility of an alternative test, 
     the thromboelastography. It would potentially help monitor patients 
     during pregnancy, at times of infection and following treatment.

▪  Living with and managing hemophilia from diagnosis 
and through key care transitions: The journey for families 
of children with hemophilia

    Dr. Roberta Woodgate, University of Manitoba
     This study will improve understanding of the experiences and needs of           
     families of children with hemophilia. Children and their parents play an         
     active role in defining issues, considering solutions and identifying                   
     priorities. Results will inform and improve existing services and programs.

Research has made enormous strides over the past 60 years as you may have observed on the cover page.
Dr. David Lillicrap, a world-renowned researcher from Queen’s University in Kingston, Ontario, was a

speaker at our 2013 Medical and Scientific Symposium and is quoted as saying, “I’ve been talking about gene
therapy for hemophilia for a long time and it was always ten years away. Today I can say it’s a reality.” In fact,
clinical trials are demonstrating beneficial effects for a number of diseases, including hemophilia B.



� Advocating for a SAFE, SECURE
BLOOD SUPPLY for all Canadians

Twenty-five years seems like a long time and yet it isn’t for so many. For those who were   
infected and those who lost their loved ones due to the tragedy of tainted blood, it seems like 

yesterday. And yet, the tragedy has been forgotten by too many. This is why we have to remember.

The Commemoration of the Tainted Blood Tragedy was established to remember, by paying
tribute to those who suffered and lost their lives as a result of this tragedy. It also helps
emphasize the importance of maintaining a safe and secure blood supply for all Canadians.

Lest we forget, commemorative ceremonies are held across the country year after year. One 
such event took place in Ontario last November. The attendees left not only remembering 
what the tainted blood tragedy was, but how we can continue advocating for a safe and 
secure blood supply. 

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

▪     To top off an unforgettable 60th anniversary year, the CHS was presented with the Lifetime 
Achievement Award from Canadian Blood Services for its prominent role in working to promote
a safe and secure supply of blood and blood products for all Canadians.

     In its presentation of the award to the CHS, CBS stated that “the CHS continues to ensure 
that matters of safety and supply are at the forefront of our decision-making. Its constant 
vigilance, focus on safety, and commitment to ensuring Canada’s blood tragedy is never 
forgotten, has helped define the way Canadian Blood Services operates.” 
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From left to right: Dr. Graham D. Sher, Canadian Blood Services chief executive officer, Craig Upshaw and David Page,
respectively president and national executive director of the Canadian Hemophilia Society, and Leah Hollins, chair of the
Canadian Blood Services Board of Directors.
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� Your donation made a real difference 
for our YOUTH

We often tend to

overlook mental health

conditions but I am

pleased they were

addressed during our

workshop. I learned

that it is important to

be aware of the mental

health issues associated

with having a bleeding

disorder and the ways

one can learn to cope

with them.

– A youth who attended
the 2013 CHS Youth
Workshop

▪ To provide youth with tips to increase their leadership skills, learn how to step
outside of their comfort zone when dealing with mental and emotional health
issues and highlight the importance of taking ownership of their bleeding disorder, 
a workshop was held in September.

� Your donation made a real difference in the
LIVES OF SO MANY PEOPLE
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� With your help, our mission continues…
In 2014, 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.

▪ To ensure that more and more women 
with bleeding disorders finally receive an
accurate diagnosis and consequently 
proper care and treatment, we will intensify
awareness among obstetricians and
gynaecologists, emergency nurses and
physicians and family doctors, by
participating as exhibitors at the following
medical conferences: 70th Annual Clinical 
and Scientific Conference of the Society of
Obstetricians and Gynaecologists of Canada,
the National Emergency Nurses’ Affiliation 
Pan-American Conference, the 2014 Annual
Conference of the Canadian Association 
of Emergency Physicians, and Family
Medicine 2014.

▪ To increase skills and knowledge of parents
raising a child with a bleeding disorder, we
are planning to deliver the Parents
Empowering Parents (PEP) program in
Ontario, Atlantic Canada and Saskatchewan.

▪ 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 4th CHS New Team Workshop for health
care professionals with three years or less of
experience.

▪ 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 facilitate the administration of both physician and
patient bleeding assessment scores, two applications
for computer and mobile devices will be developed.

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

Contact: Joyce Argall jargall@hemophilia.ca

www.hemophilia.ca

400-1255 University Street, Montreal, Quebec  H3B 3B6  
Tel.: 514-848-0503  |  1-800-668-2686  |  Fax: 514-848-9661
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� Some of our plans for 2014...


