
� Your donation made an impact in 2015 …

ANNUAL GRATITUDE REPORT

Thanks to you!

It made a valuable impact in providing support and education.

It made an effective impact in care and treatment across the country.

It made a decisive impact in research.

It made a clear impact on the safety of the blood supply for all Canadians.

And, above all, it had a unique impact in the
lives of hundreds of men, women and children
struggling with inherited bleeding disorders.



� Your donation made a valuable impact
in SUPPORT and EDUCATION

The James Kreppner

scholarship allows and

inspires me to continue

giving back and to

work hard at achieving

the goals I set out for

myself.

– Kaitlin Brown
Recipient of a 
CHS JAMES KREPPNER

MEMORIAL SCHOLARSHIP

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

Tristan,seven
months old, 
and Henderson, 
90 years old.

▪ 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.

CHS JAMES KREPPNER MEMORIAL SCHOLARSHIP AND BURSARY PROGRAM

▪ 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 Ontario. 



      
     

� Your donation made an effective impact
inCARE and TREATMENT

▪ To optimize care for patients treated in the 25 Canadian bleeding disorder treatment centres, the CHS, supported
by the Association of Hemophilia Clinic Directors of Canada, completed thorough centre assessments across the
country. A national report was published in May and circulated to Canadian Blood Services, Héma-Québec and the
Provincial/Territorial Blood Liaison Committee. This report has already been used to advocate successfully for
adjustments to human and physical resources in treatment centres.
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▪ To increase awareness about the need
to provide proper diagnosis to women
with bleeding disorders, we continued
to focus our outreach to front line
health care professionals. To
accomplish this, our adapted
CODErouge material was inserted in
the 1,000 delegate bags while we were
exhibitors at the 71st Annual Clinical
and Scientific Conference of the Society
of Obstetricians and Gynaecologists of
Canada. The Guidelines for the
diagnosis of von Willebrand disease
was also widely distributed.

▪ To improve care and treatment, the CHS supported the development and implementation of the Canadian
Bleeding Disorders Registry (CBDR), a comprehensive bleeding disorder information management system, and
MyCBDR, an electronic patient-reported interface to record bleeds and home treatments, allowing better
communication and coordination of care between health care providers and patients. 

▪ 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 2015, 
a medical and scientific
symposium which included
sessions on various medical
and psychosocial issues.



� Your donation made a decisive impact in
RESEARCH

▪  Virtual Peer-to-Peer Support Mentoring (VP2P) for youth with hemophilia: 
a needs assessment

    Vanessa N. Bouskill, MN, NP
     HOSPITAL FOR SICK CHILDREN – Toronto, Ontario

The goal of this study is to identify the peer mentoring wants and needs of youth with
hemophilia through interviews with 30 youth. The results will be used to adapt the Virtual
Peer-to-Peer Support Mentoring Program, previously developed for youth with arthritis, 
for use in teens with hemophilia.

▪  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 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.

▪  Knowledge translation of joint assessment in parents of children 
with hemophilia – The impact of a group intervention/education

    Lawren De Marchi, B.Sc. (Kin), MPT and
    Celina Woo, RN, MN, NP(P)
    BC CHILDREN’S HOSPITAL – Vancouver, British Columbia

Bleeding into joints, hemarthroses, can be problematic in patients with
hemophilia. Education at the time of review visits or during bleeds is suboptimal.
This pilot study will examine the impact of group education sessions on parents’
knowledge and ability to perform a joint assessment.

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

accomplishment since the early 1990s has been self-infusion. Self-infusion means that hemorrhages are treated earlier
before damage occurs, or prevented entirely. It also means that patients miss less school or work and have more control
over their lives. Patients whose lives had been tethered to a hospital a generation ago can now expand their horizons
and lead more comfortable lives.
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▪  Characterization of common inherited platelet function disorders
    Dr. Catherine Hayward
    MCMASTER UNIVERSITY – Hamilton, Ontario

This research will involve testing of samples from people in families with increased
bleeding due to platelet disorders. The goals are to better understand what causes these
disorders, develop better tests and improve patient care.



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

disorder research, my study looks at why bleeding from the gastrointestinal tract in VWD patients occurs in up to 

20% of patients and can be particularly difficult to treat.
- Dr. Paula James

▪  Understanding angiodysplasia in von Willebrand disease: 
Studies using BOEC (Blood Outgrowth Endothelial Cells)

    Dr. Paula James
    QUEEN’S UNIVERSITY – Kingston, Ontario

This study aims to better understand the causes of angiodysplasia, small vascular
malformations like varicose veins on the inside of the bowel, a common cause of
gastro-intestinal bleeding in von Willebrand disease. It will also study the available
treatments including concentrates of von Willebrand factor, estrogen, thalidomide
and atorvastatin.

▪  HR-pQCT: a novel imaging technology detects microarchitectural
skeletal pathology in hemophilia patients

    Dr. Adrienne Lee
    UNIVERSITY OF CALGARY – Calgary, Alberta

Several studies have shown that people with hemophilia develop osteoporosis at an
early age. The goal of this project is to utilize new imaging technology called HR-
pQCT (high resolution peripheral quantitative computed tomography) to visualize
the bone structure in 3D so as to identify individuals at higher risk of bone fracture.

▪  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.

▪  Hemophilic arthropathy of the ankle: at what age can it be detected?
    Kathy Mulder, PT
    HEALTH SCIENCES CENTRE – Winnipeg, Manitoba

The aim of the project is to review the joint health scores for the ankles of all
subjects who participated in the Canadian Escalating Dose Prophylaxis Study to find
out what are the key time periods when children are more likely to show signs of
ankle involvement. If there is a discernible pattern, it may be possible to tailor
interventions, such as factor prophylaxis, physiotherapy, footwear modifications
and activity selection, to provide better protection for the ankles during critical
periods of growth and development.
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THERE IS HOPE FOR A CURE BECAUSE OF YOU.



� Your donation made a clear impact on
the SAFETY OF THE 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 organized by Hemophilia
Ontario, where a tree was dedicated at the Woodland Cemetery
remembering all those affected by the tainted blood tragedy in the communities of South Western Ontario.
As Matthew Maynard, regional service coordinator, highlighted, “With each tree celebration we REMEMBER.
With each tree dedication we HONOUR. With each tree dedication we CELEBRATE our devotion and
commitment to each other and all those affected by HIV/AIDS, past, present and future. We have a common
need to both support and be supported.”
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▪ To ensure all Canadians have access to safe blood products in adequate supply, we continue to provide
the voice of recipients on Health Canada, Canadian Blood Services, Héma-Québec and provincial
government blood advisory committees.

Tree dedication on October 24, 2015, at the Woodland Cemetery in London, Ontario.

Commemoration
of theTainted Blood

Tragedy



� Your donation made a real impact 
for our YOUTH

Hearing stories from

men older than me

talk about how their

conditions have

evolved over time got

me recommitted to my

own treatment and

health.

– A 20-year-old who
attended the 2015 
CHS youth workshop

▪ To provide youth with the knowledge to leverage their strengths and experiences in order to
pursue their goals and to introduce young adults to the broader inherited bleeding disorder
community, a National Youth Workshop took place concurrently with Rendez-vous 2015.
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� Your donation had a genuine impact 
on the LIVES OF SO MANY PEOPLE
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� With your help, our MISSION continues…
In 2016, 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.

▪ Host the 6th National Family Inhibitor Workshop to support families whose children live with
inhibitors, a serious complication of hemophilia.

▪ Implement the application version for iPhone and Android of MyCBDR, the electronic home infusion
reporting module launched in 2015. MyCBDR is designed for use by patients and/or caregivers to record
bleeds, treatments and also to view approved clinical information.

▪ Hold positions on all important blood system committees, nationally and provincially, so as to advocate for
an optimal supply of the safest, most efficacious blood products.

Contact: chs@hemophilia.ca

www.hemophilia.ca

301-666 Sherbrooke Street West, Montreal, Quebec  H3A 1E7  
Tel.: 514-848-0503  |  1-800-668-2686  |  Fax: 514-848-9661

Thanks to you!
ANNUAL GRATITUDE REPORT

� Some of our plans for 2016 ...

Quebec Chapter summer camp for children affected with bleeding disorders. 


