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The CHS offers high quality services to people with inherited bleeding disorders

The high quality of the many programs and services offered by the 
Canadian Hemophilia Society (CHS) would not be possible without 
your support. Indeed, the CHS joins forces with health care providers 
at the comprehensive care treatment centres, with generous corporate 
and individual donors and with dedicated volunteers to accomplish its 
goals in:

 research

 care and treatment

 support and education

 safe and secure blood supply
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ACCOUNTABILITY TO OUR SUPPORTERS:  
A PRIORITY FOR THE CHS

IN OUR COMMITMENT TO BE ACCOUNTABLE TO YOU, OUR DONORS, 
THE CHS WAS ACCREDITED BY THE IMAGINE CANADA STANDARDS 
PROGRAM AT THE END OF 2017.

The main objective of Imagine Canada Standards Program (www.imaginecanada.ca/our-programs/
standards-program) is to increase transparency of charitable organizations in five fundamental areas: 
board governance, financial accountability and transparency, fundraising, staff management, and volunteer 
involvement. Its goal is to strengthen public confidence in individual organizations and the sector as a whole.

To receive its accreditation, the CHS had to demonstrate compliance  
with 73 standards. This process gave the CHS the opportunity to update  
and compare its policies against leading practices, and to provide  
direction to both the CHS Board of Directors and staff. In addition,  
the CHS felt it was important to provide its stakeholders with a level  
of confidence that the organization had a strong framework.

The use of the Standards Program Trustmark signals that an  
organization has demonstrated compliance with each of the  
Imagine Canada Standards.

2018 CHS Board of Directors

Front row, from left to right: Carmen Nishiyama, Paul Wilton, Lawry MacLeod, Monica Mamut, Rick Waines. Middle row: Maia Meier, Wendy Quinn, 
Dianna Cunning, Shelley Blaquiere. Back row: Kathy Lawday, Jeff Jerrett, Mathieu Jackson, Craig Upshaw and Bojan Pirnat.
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 To keep the bleeding disorder community informed, we distributed three 
issues of our high quality newsmagazine Hemophilia Today. 

 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 
held in Ontario and Saskatchewan.

 To explore issues related to ageing with a bleeding disorder, a weekend 
retreat was organized for people over 50 years old and their caregivers/
family members. The retreat-style workshop served as the catalyst 
to reinforce the importance of programs and services to the ageing 
bleeding disorder community. It was very positively received from 
the participants who greatly 
appreciated sharing their life 
experiences with each other. 

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 three 
$5,000 awards: one scholarship based on academic merit, one bursary 
based on financial need and one mature student bursary.

I hope to share my experiences 
and be a role model to younger 
generations of hemophiliacs.  
My medical studies will also allow 
me to learn more about this 
medical condition and the quality 
of life that is constantly evolving 
and improving. I am extremely 
honoured to receive the support 
of the CHS as I endeavour to 
promote awareness around rare 
diseases and foster more youth 
engagement and leadership within 
the hemophilia community.

– Kelan Wu, recipient of the  
James Kreppner academic scholarship

It was great to discuss the issues and complications of ageing and the impact of 
having a chronic illness on top of everything else. I really enjoyed the tips from 
the physiotherapist on staying mobile.

- A participant at the ageing retreat

Academic scholarship recipient
Kelan Wu
Montreal, Quebec

Bursary recipient
Christopher Silver
Fort Frances, Ontario

Your donation was instrumental  
in providing SUPPORT and EDUCATION

Mature student bursary recipient
Brittany Lee-Acton
Saskatoon, Saskatchewan
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Your donation was instrumental  
in supporting RESEARCH

THERE IS HOPE FOR A CURE BECAUSE OF RESEARCH
For decades, a cure for hemophilia has seemed a dream - a dream the CHS has believed in and supported 
through its research programs, those research programs funded in large part by your generosity.

Although this dream has not yet been realized, the arrival of new innovative game-changing therapies means 
the world for many patients with hemophilia. From three intravenous infusions a week, some patients are now 
infusing only once a week, subcutaneously! And bleeds have almost disappeared from their daily life.

Another proof that the research, development and marketing of safer and more effective coagulation products 
are playing a major role in the improvements in health and quality of life of people with inherited bleeding 
disorders. Again, thank you for believing in the dream with us.

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

THE FOLLOWING PROJECTS WERE FUNDED IN 2018:

DDAVP vs exercise in patients with mild hemophilia A – which is better 
and do they work synergistically in improving hemostasis?

Dr. Manuel D. Carcao
Hospital for Sick Children – Toronto, Ontario

Evaluation of the burden of bone fracture in patients with hemophilia A: 
a population-based study

Dr. Alfonso Iorio
McMaster University – Hamilton, Ontario  

Thanks to the funding I received from the Canadian Hemophilia Society, Canada’s leading charity funding bleeding disorder 
research, this will be the first study, to our knowledge, to explore bone health in hemophilia carriers. We think that we owe it to 
hemophilia carriers to better study how this genetic condition affects their bodies. We believe that our study has the potential to 
improve the care of hemophilia carriers worldwide.

- Dr. Michelle Sholzberg
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When you support RESEARCH, you play a major role  
in improving the HEALTH AND QUALITY OF LIFE of so many

The hemostatic stress response: Do differences explain phenotypic 
variability in VWD?

Dr. Paula James
Queen’s University – Kingston, Ontario

Pain assessment and treatment in bleeding disorders: The need for 
social work specific education

Jennifer King, BSW, RSW
Saskatchewan Health Authority – Saskatoon, Saskatchewan

VWF in megakaryocytes and the role of platelet-VWF in VWD

Dr. Walter Khar
Hospital for Sick Children – Toronto, Ontario

Canadian Hemophilia Management in the Perinatal Setting (CHiMPS)

Dr. Paul Moorehead
Janeway Children’s Health and Rehabilitation Centre – St-John’s, Newfoundland and Labrador

Bone health in symptomatic carriers of hemophilia A

Dr. Michelle Sholzberg
St. Michael’s Hospital – Toronto, Ontario
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Your donation was instrumental in maintaining 
CARE and TREATMENT

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

 To increase awareness and knowledge among bleeding 
disorder treatment centre health care providers, 
obstetricians/gynaecologists and family physicians, 

 – 2nd Canadian conference on bleeding 
disorders in women, was held in June. Topics included 
emergency management of bleeding in women, laboratory 
testing, delivery and postpartum care for mothers with a 
bleeding disorder and quality of life issues, and much more.

Conferences of this type where medical 
professionals can collaborate, share their 
research, and learn about the latest research 
and practices in women’s bleeding disorders 
not only furthers my care but the care for my 
two young daughters with von Willebrand 
disease, and all women of the bleeding 
disorder community.

- A participant at 
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Your donation was instrumental in ensuring a  
SAFE, SECURE BLOOD SUPPLY for all Canadians

 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.

 In 2018, Jeremy Hall from Alberta and Bojan Pirnat from Ontario, 
two young men committed to long-term involvement in the CHS, 
were awarded the Karttik Shah Fellowship to attend the 2018 
Hemophilia World Congress in Scotland. Bojan was also chosen 
as the CHS representative for the National Member Organization 
training held prior to congress.

 The CHS was very proud to see its National Youth Committee 
team up with the youth group from the Hemophilia Society 
of Bangladesh as part of the very first youth twinning project 
launched by the World Federation of Hemophilia. It is so inspiring 
to see how much they have accomplished in such a short amount 
of time. It is also very exciting to see how they employ technology 
to connect effectively and inexpensively with each other. We can 
learn a lot from these talented young adults!

Learning together with people with bleeding disorders whether from rich or 
poor countries, made it all the more clear to me that beyond our day-to-day 
work locally, national organizations also have a role and responsibility at the 
international level – to support people with bleeding disorders globally and 
work to ensure access to treatment for all and eventually find a cure. Our 
ultimate mission became all the more apparent, as we wordlessly looked at 
one another’s target joints, limps, and crutches, as we made sure we were 
infusing and making smart choices. We forged bonds of friendship and 
understanding that are unique to our community, and that we will carry  
with us for the rest of our lives.

- Bojan Pirnat who attended World Congress in Scotland.

Your donation was instrumental  
in supporting our YOUTH

Jeremy Hall

Bojan Pirnat
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With your help, our MISSION continues …

Your donation made a real difference  
in the LIVES OF SO MANY PEOPLE

In 2019, the CHS remains committed to further 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 2019 ...
 Host a medical and scientific symposium as 

part of the biennial CHS Rendez-vous that brings 
together the entire bleeding disorder community, 
including patients and families, physicians, nurses, 
physiotherapists and social workers in order to 
share the latest developments in bleeding disorder 
knowledge, research and therapies.

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

 Host the 7th National Inhibitor Weekend to support 
adults and families whose children live with 
inhibitors, a serious complication of hemophilia.

 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.

Contact: chs@hemophilia.ca

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

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


