
1

 ANNUAL GRATITUDE  
REPORT2017 

The CHS offers exceptional services to people with inherited bleeding disorders

The quality of the many programs and services offered by the Canadian 
Hemophilia Society (CHS) would be unthinkable without your support. 
Indeed, the CHS joins forces with the health care providers at the 
comprehensive care clinics, with generous corporate and individual 
donors and with volunteers to accomplish its goals in:

 support and education

 care and treatment

 research

 safe and secure blood supply
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 To keep the bleeding disorder community well-
informed, we distributed three issues of our high 
quality newsmagazine Hemophilia Today. 

 To increase the skills and knowledge of parents 
raising a child with a bleeding disorder, and to 
encourage peer support among families, Parents 
Empowering Parents (PEP) workshops were held in 
many provinces. Hemophilia Saskatchewan and 
the Saskatchewan Bleeding Disorders Program, 
in cooperation with the CHS Manitoba Chapter, 
held a PEP workshop in April 2017 and a Taste of 
PEP one-hour introduction was presented at the 
Quebec Family Weekend in March. Other PEP 
weekend workshops were held in 
Manitoba, the Maritimes and the 
inaugural PEP for French speaking 
Canada was held in Montreal. 

THE JAMES KREPPNER 
MEMORIAL SCHOLARSHIP  
AND BURSARY PROGRAM
 To encourage the pursuit of post-secondary education 

and vocational training among people affected by 
bleeding disorders, the CHS James Kreppner Memorial 
Scholarship and Bursary Program granted four 
$5,000 awards: two scholarships based on academic 
merit and two bursaries based on financial need. 

The PEP program exceeded our expectations. We learned so 
many new things and discovered better tools to guide our child.

- Parents who took part in the first French language workshop.

My experience with hemophilia has influenced me to pursue 
pharmaceutical chemistry at the University of Guelph,  
as I am intrigued by how medicine works, and wish to help 
other people dealing with illness, in the hopes of optimizing 
their quality of life, just as the scientific advances in factor  
have helped optimize mine.

– Luke Chasse, CHS James Kreppner Memorial Bursary recipient

Bursary recipient
Sara Buchanan
Salisbury, New Brunswick

Bursary recipient
Luke Chasse
Port Perry, Ontario

Academic scholarship recipient
Zachary Adams
Pickering, Ontario

Academic scholarship recipient
Cyril Boulila
Montreal, Quebec

Your donation was instrumental in providing 
SUPPORT and EDUCATION
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 To train key chapter volunteers on how to 
lobby for quality standards-based care and 
implementation of the recommendations  
made in the treatment centre assessments,  
an advocacy workshop was also offered during 
Rendez-vous 2017.

 To explore solutions to issues related to ageing with 
a bleeding disorder for people over 40 years old, a 
well-attended workshop was offered in conjunction 
with Rendez-vous 2017. 

It was a special honour to host the national  
Rendez-vous 2017, in the year that Hemophilia Ontario 
celebrated 60 years of service to the inherited bleeding 
disorder community.

- Maia Meier, Hemophilia Ontario President

Your donation was instrumental  
in maintaining CARE and TREATMENT

 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 2017, a medical and scientific symposium 
which included sessions on emerging coagulation therapies, recent research on bleeding disorders in women, 
a journey through the lifespan from teen transition to adulthood, and wise sports selection.
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Your donation was instrumental  
in supporting RESEARCH

THERE IS HOPE FOR A CURE BECAUSE OF RESEARCH
Research isn’t just for researchers, it is key to improving the lives of people with inherited bleeding disorders. With 
a goal as big as a Dream of a Cure, it is often necessary to proceed one step at a time and nibble away at uncovering 
knowledge. Results from each of the projects funded by the CHS in 2017 will add crucial information to our 
understanding of inherited bleeding disorders, how to diagnose and treat them or how to better manage therapy.

Detailed descriptions of all the funded research projects are available at www.hemophilia.ca/en/research.

The following projects were funded in 2017:

When you support RESEARCH,  
you bring HOPE to families

Assessing the usability and user experience of the Canadian Bleeding 
Disorders Registry (CBDR) and MyCBDR
Prof. Nancy Heddle
McMaster University – Hamilton, Ontario

VWF in megakaryocytes and the role of platelet-VWF in VWD
Dr. Walter Khar
The Hospital for Sick Children – Toronto, Ontario

The role of FVIII glycans on the immunogenic potential  
of FVIII concentrates
Dr. David Lillicrap
Queen’s University – Kingston, Ontario

The assessment of therapeutic relationships in hemophilia care
Erin McCabe, PT
University of Alberta – Edmonton, Alberta
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STUDENTSHIPS

Thanks to the funding I received from the Canadian Hemophilia Society, Canada’s leading charity funding bleeding disorder 
research, my study will help develop guidelines for the care mothers and babies with hemophilia and other bleeding disorders 
receive during pregnancy, childbirth and the newborn period. This should minimize bleeding complications while preventing 
exposure to unnecessary tests and medical treatments. - Dr. Paul Moorehead

Canadian Hemophilia Management in the Perinatal Setting (CHiMPS)
Dr. Paul Moorehead
Janeway Children’s Health and Rehabilitation Centre – St-John’s, Newfoundland and Labrador

The link between the gut microbiome and inhibitor development in 
hemophilia A mice
Matt Cormier
Queen’s University – Kingston, Ontario
Under the supervision of Dr. David Lillicrap and Julie Tarrant, Queen’s University

Role of Gfi1b in the formation of platelets and in inherited bleeding 
disorders
Dr. Tarik Möröy
Institut de recherches cliniques de Montréal (IRCM), Department of Hematopoiesis and Cancer  
– Montreal, Quebec

A study of the clot ultrastructure when factor VIII deficient-plasma is 
coagulated in the presence of anticoagulants
Rachelle Li
University of Western Ontario – London, Ontario
Under the supervision of Dr. Anthony Chan, Dr. Howard Chan and Jorell Gantioqui,  
McMaster University – Hamilton, Ontario

Outcomes indicators of transitional care in adolescents with hemophilia: 
a Delphi survey of Canadian hemophilia care providers and patient 
focus groups
Dr. Haowei (Linda) Sun
University of British Columbia – Vancouver, British Columbia

Developing an evidence-based training program for mentors for a 
virtual peer-to-peer hemophilia mentoring program for teens
Claudia Nguyen
Ryerson University – Toronto, Ontario
Under the supervision of Dr. Vicky Breakey, McMaster University – Hamilton, Ontario
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Your donation was instrumental in ensuring a  
SAFE, SECURE BLOOD SUPPLY for all Canadians

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 was held by Hemophilia Saskatchewan (HSK). The chapter 
hosted a display of 30 sections of the Canadian AIDS Quilt Project, a magnificent 
art project that collects quilt squares made to remember those lost to AIDS. 
Members of the bleeding disorder community and dignitaries of local and national AIDS organizations gathered 
for a memorial celebration. Eric Stolte, past president of both Hemophilia Saskatchewan and the CHS, gave an 
emotional keynote address. Members of HSK, the CHS, and two AIDS organizations spoke on the impact of the 
tainted blood tragedy on their organizations. Many of the organizers of this event lost their fathers and other 
family members to tainted blood which made it an even more meaningful event for them. 

 To mark the 20th anniversary of the final report of the Commission of Inquiry 
on the Blood System in Canada in November 1997, commonly known as the 
Krever Commission, the CHS published the 2017 Report Card on Canada’s Blood 
System. This Report Card constitutes the sixth time in the last 20 years that we 
have reported to Canadians on the state of the country’s blood system.

 To read the full report, please go to bit.ly/2mMzSx6. 

 To ensure all Canadians have access to safe blood products in adequate supply, 
we continue to provide the voice of recipients on Canadian Blood Services (CBS), 
Héma-Québec, health technology assessment and provincial government blood 
advisory committees.
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Your donation was instrumental  
in supporting our YOUTH

 To develop future leaders at the chapter level, 
30 youth from across the country were given the 
opportunity to attend Rendez-vous 2017 where 
they heard from medical experts at the Medical 
and Scientific Symposium and learned about 
advances in coagulation therapies and smart 
choices in sports and physical activities. They 
also participated in community engagement 
workshops to increase their advocacy skills and 
fundraising knowledge and to develop strategies 
to ensure further leadership in their chapter.

 The CHS Karttik Shah Youth Fellowship was initiated 
in memory of Karttik Shah of Toronto, Ontario, 
in recognition of his commitment to hemophilia 
youth programming in Canada and abroad, and, 
in particular, for his participation over many years 
on the CHS Board of Directors and the World 
Federation of Hemophilia Youth Committee. 

 In 2017, the CHS was able to offer fellowships to Bojan 
Pirnat from Ontario and Jeremy Hall from Alberta, two 
young men committed to long-term involvement in 
the CHS. They will be attending the Hemophilia 2018 
World Congress in Glasgow, Scotland.

I feel so lucky to have been chosen to attend Rendez-vous 2017. 
I will share the knowledge I have gained with other youth who 
are interested in becoming members of my chapter by talking 
to them, for example, about emerging therapies, trends in 
fundraising and social media tools.

- Youth who attended Rendez-vous 2017

Your donation made a real difference  
in the LIVES OF MANY PEOPLE
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With your help, our MISSION continues …

In 2018, the CHS remains committed to furthering its mission to improving the health and quality of life of all 
people in Canada with inherited bleeding disorders and ultimately finding cures.

SOME OF OUR PLANS FOR 2018 ...

 ANNUAL GRATITUDE  
REPORT2017 

 Offer the 5th CHS New Team Workshop to enable 
physicians, nurses, physiotherapists and social 
workers with three years or less experience to 
gain valuable training in the care and treatment of 
people with bleeding disorders.

 Hold positions on all important blood system 
committees, nationally and provincially, so 
as to advocate for the most stringent blood 
donor screening criteria and to stay abreast of 
developments related to a safe supply of blood 
products for all Canadians.

 Host the 2nd Canadian Conference on Bleeding 
Disorders in Women featuring sessions on 
VWD testing and diagnosis, the management 
of menorrhagia, childbirth and other bleeding 
symptoms, the establishment of multidisciplinary 
clinics for women with bleeding disorders and an 
update on state-of-the-art research.

 Continue to provide clinical and research grants to 
leading Canadian researchers working in the field of 
bleeding disorders.

THANKS TO YOU!

Contact: chs@hemophilia.ca

301-666 Sherbrooke Street West 
Montreal, Quebec  H3A 1E7

Tel.: 514-848-0503  |  1-800-668-2686

www.hemophilia.ca


