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ANNUAL GRATITUDE REPORT

In 2016, your donation was instrumental  
in helping the CHS …

Provide valuable support and education.

Maintain proper care and treatment across the country.

Provide much needed funds for vital research.

Ensure a safe, secure blood supply for all Canadians.

Thanks to you!

Thankyou !
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Your donation was instrumental in providing 
SUPPORT and EDUCATION

 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, a Parents 
Empowering Parents (PEP) workshop was delivered, in 
collaboration with trained PEP leaders, in Alberta. 

 CHS 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: one scholarships based on academic merit, 
two bursaries based on financial need and one mature student bursary.

The James Kreppner 

bursary will significantly 

lighten my financial 

burden so that I can 

focus on the most 

important aspect of 

school, learning.

– Jessica Koop 
Recipient of the CHS 
James Kreppner 
Memorial Mature 
Student Bursary

Bursary  
recipient

Julia Lepera
Tecumseh, Ontario

Mature student  
Bursary recipient

Jessica Koop
Powell River,  
British Columbia

Bursary  
recipient

Stefan Lubinski
Toronto, Ontario

acadeMic scholarship  
recipient

Erik Keilback
Winnipeg, Manitoba
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Your donation was instrumental in maintaining 
CARE and TREATMENT

 To increase awareness about the need to 
provide proper diagnosis to women with 
bleeding disorders, we continued to focus our 
outreach to first line health care professionals. 
To accomplish this, we were exhibitors at 
the Pri-Med Canada conference which 
welcomed close to 4,000 family physicians, 
pharmacists and nurse practitioners. We 
also participated in the Congrès 2016 de 
l’Ordre des hygiénistes dentaires du Québec 
with 800 dental hygienists in attendance. 

 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 6th 
National Family Inhibitor Weekend, 
Moving Forward Hand in Hand. 

 To improve care and treatment and encourage 
more patients on home treatment to record 
their bleeds, we produced a promotional video 
highlighting the benefits of using MyCBDR. 
This video shows how easy and fast it is to 
report bleeds and treatments via MyCBDR.

It was a privilege to be 

given the opportunity 

to meet with doctors, 

nurses, physiotherapists 

and social workers who 

were able to clarify our 

doubts and concerns, and 

to connect with other 

families who understand 

the issues we are dealing 

with on a daily basis.

–  A parent at the 6th 
National Family 
Inhibitor Workshop
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Your donation was instrumental  
in supporting RESEARCH

THERE IS HOPE FOR A CURE BECAUSE OF RESEARCH

The research, development and marketing of safer and more effective coagulation products have played a major 
role in the improvements in health and quality of life of people with inherited bleeding disorders. One major 

advance in 2016 has been the introduction of longer-acting products. This means fewer infusions for patients 
combined with better outcomes. Hence improved health and quality of life.

 The role of FVIII glycans on the immunogenic potential of FVIII concentrates

 Dr. David Lillicrap
 Queen’s University – Kingston, Ontario

 This study will explore how different factor VIII products may trigger different reactions 
from the body’s immune system. The theory is that different forms of recombinant FVIII 
products are “decorated” with different patterns of sugar molecules, some of which may 
more strongly activate factor VIII molecules, causing a higher rate of inhibitors.

 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 better understanding of which factors regulate platelet production is needed to develop 
new treatments for platelet deficiencies. This project, using mice deficient in a gene called 
Gfi1b, proposes to investigate how this gene functions and regulates platelet formation 
with the goal of gaining new insights into how to treat patients with bleeding disorders and 
platelet deficiencies.

 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

 Both exercise and DDAVP (desmopressin) are known to raise FVIII levels in people with 
mild hemophilia A (MHA). This study, involving 40 persons with MHA, will evaluate if the 
combination of DDAVP plus exercise results in better clotting ability than just exercise or 
DDAVP alone. It may result in people with MHA not needing to receive DDAVP and being 
able to feel reassured that they can engage in sports activities with less risk of bleeding, 
provided that they appropriately warm up beforehand and thus raise their FVIII.

 Assessing the usability and user experience of the Canadian Bleeding  
Disorders Registry (CBDR) and MyCBDR

 Dr. Nancy Heddle
 McMaster University – Hamilton, Ontario

 A new, web-based system, the Canadian Bleeding Disorders Registry (CBDR) and MyCBDR, 
is being rolled out across the country. The ease of use and acceptability of this new system 
to end users (health care providers, people with hemophilia and caregivers) is important 
and unknown. This study will assess the usability and user experience of CBDR/MyCBDR 
and help to identify any difficulties with the system over time.
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When you support RESEARCH,  
you bring HOPE to families

Thanks to the funding I received from the Canadian Hemophilia Society, Canada’s leading charity funding bleeding disorder 

research, my study should help gain new insights into how to treat patients with bleeding disorders and platelet deficiencies.

  – Dr. Tarik Möröy

 Physiotherapy and point of care ultrasonography for the  
assessment and management of acute muscle bleeding in patients  
with hemophilia A and B

 Karen Strike, BKin Hons, MScPT, McMaster Children’s Hospital – 
Hamilton, Ontario  
and Sandra Squire, PT, St. Paul’s Hospital – Vancouver, British Columbia

 Point of Care Ultrasound (POC-US) is a new technology being used within the 
hemophilia clinic setting. The aim of the study is to expand the use of POC-US 
beyond joint bleeding to provide evidence-based protocols to establish if the 
person with hemophilia (PWH) has a muscle bleed. The next step will be to study 
if the physiotherapists are able to consistently describe the ultrasound images and 
correctly identify if a bleed has occurred.

 Outcomes indicators of transitional care in adolescents with hemophilia: a 
Delphi survey of Canadian hemophilia care providers and patient focus groups

 Dr. Linda Sun
 University of British Columbia – Vancouver, British Columbia

 Adolescents with hemophilia face multiple challenges during transition from pediatric to 
adult care. A survey of Canadian hemophilia care providers and patient focus groups will be 
conducted to identify the most important clinical and patient-reported outcome indicators 
of effective transition. This will lead to the development of a Hemophilia Transition Outcome 
instrument to better evaluate the success of hemophilia transition.

 Reliability, validity, and clinical utility of the Pain Treatment Planning 
Questionnaire for bleeding disorders outpatient clinics

 Susan Tupper PT, PhD and Dr. Kelsey Brose
 Royal University Hospital – Saskatoon, Saskatchewan

 This study aims to improve communication about and management of pain in 
people with bleeding disorders using the Pain Treatment Planning Questionnaire 
(PTPQ). In the first study, 214 people with a bleeding disorder from six Canadian 
centres will answer an online survey about pain and pain treatments. Their 
description of the different types of pain people experience and their treatments 
will help compare the PTPQ to other pain questionnaires. The second study will 
involve health care providers from six participating centres.
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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 organized by the CHS Nova Scotia Chapter. A tree was planted at the Canadian Blood Services 
(CBS) Building in Dartmouth. As Dianna Cunning, chapter president highlighted, “Today, we planted a tree, which 
is an everlasting symbol. A memory of those we have lost, a tree of hope for those still suffering and impacted, a 
tree that will grow stronger every year, to represent a strong and vigilant blood system moving forward. We hope 
this tree will also provide each of you with reflection and hope, and remind you that you are not alone”.

Your donation was instrumental in  
ensuring a SAFE, SECURE BLOOD SUPPLY  
for all Canadians

First picture, from left to right: Elaine Sibson, CBS corporate director; Peter Macdonald, CBS regional director of 
donor relations; the Honourable Leo Glavine, Health Minister of Nova Scotia; and Dianna Cunning, president of 
the CHS Nova Scotia Chapter.

 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.

TREE DEDICATION ON OCTOBER 28, 2016 
CANADIAN BLOOD SERVICES BUILDING IN DARTMOUTH, NOVA SCOTIA
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Your donation was instrumental in supporting 
our YOUTH

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

 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. 

 This year, the CHS was able to offer two fellowships. Jeff Snow 
and Michael Bosompra, young men committed to long-term 
involvement in the CHS, attended the Hemophilia 2016 World 
Congress and provided reports on their experiences.

The reality and beauty of our bleeding disorder 

community is that we are all fighting similar 

battles, no matter where we are in the world, 

and our common fight and courage has inspired 

me to continue on as a hemophilia advocate, to 

spread what I have learned at this congress to 

anyone and everyone everywhere I can.

–  Jeff Snow
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In 2017, 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.

With your help, our MISSION continues …

Some of our plans for 2017 ...
 Host a medical and scientific symposium as part of the biennial CHS Rendez-vous that brings together the entire 

bleeding disorder community, including parents and families, physicians, nurses, physiotherapists and social 
workers in order to share the latest developments in bleeding disorder knowledge, research and therapies.

 Offer a national advocacy workshop on standards of care to key chapter volunteers in order to develop chapter 
capacity to advocate with health authorities on behalf of their local comprehensive care clinics.

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

ANNUAL GRATITUDE REPORT

Thanks to you!
Contact: chs@hemophilia.ca

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

Tel.: 514-848-0503  |  1-800-668-2686  |  Fax: 514-848-9661

www.hemophilia.ca


