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The Canadian Hemophilia Society is committed to improve
the health and quality of life of all people with inherited
bleeding disorders and ultimately to find a cure.

our vision

A world free from the pain and suffering of inherited
bleeding disorders.
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Craig Upshaw

David Page

Meeting our strategic goals…
one step at a time

T

he Canadian Hemophilia Society entered the second year of its current five-year strategic plan and we are
already starting to achieve some of the ambitious targets the organization set itself.

In the priority area of care and treatment, the CHS engaged the provincial/territorial Ministries of Health,
making a series of recommendations to maintain or improve the services offered to people with inherited
bleeding disorders in Canada’s 25 comprehensive care centres. The CHS then spurred the creation of a working
group, chaired by Canadian Blood Services, that brought together the patients, physicians and nursing groups,
and Héma-Québec. The goal is to develop a business case for the development of an integrated information
system to present to government funders. This would allow improved monitoring, analysis and understanding
of clotting factor concentrate utilization in Canada in order to achieve optimal utilization and improve patient
outcomes. In 2012, the CHS also developed a clinic assessment process to be led by the CHS. Health care teams
across the country will be interviewed and patients will be surveyed to find out what resources are lacking and
how care can be optimized.
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The provision of the safest, most effective clotting factor concentrates in optimal quantity for the treatment
of inherited bleeding disorders remains at the heart of the mission of the Canadian Hemophilia Society. They
are essential to enable people with bleeding disorders to lead full and productive lives. In 2012, patients
continued to benefit from this high quality of treatment provided within the context of universally accessible
comprehensive care. A new generation of innovative treatment products is expected to start reaching the
Canadian market in 2014 and already the CHS is working to promote their rapid introduction.
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The funding of critical research is the largest single expense in the CHS annual budget, amounting to close to
half a million dollars. In 2012, with the generous support of chapters and members, the general public and
two corporate sponsors, Pfizer and CSL Behring, the CHS supported six full research projects, one fellowship
and four studentships. This research is essential to pushing forward the frontiers of knowledge and improving
clinical care. It is also critical in attracting young talented clinicians/researchers to the field of inherited bleeding
disorders. Also in 2012, the Hemophilia Research Million Dollar Club, an endowment created by the bleeding
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disorder community whose interest funds our basic research program called Dream of a Cure, passed the
two-million-dollar milestone. Our 2015 goal is to grow the fund to 2.5 million dollars. Also in 2012, the
CHS announced the creation of the CHS-Baxter Psychosocial Research Program that will promote research by
nurses, physiotherapists and social workers into inherited bleeding disorders. The first grants will be awarded
in Spring 2013.
The CHS is renowned for the quality of its educational documents. In 2012, we saw another of our flagship
publications, All About Hemophilia, translated into a foreign language, this time Polish, by the Polish Hemophilia
Society. The CHS re-edited and re-branded its popular Passport to well-being program with the support of
Bayer. And we held the 5th National Family Inhibitor Workshop, presented by Novo Nordisk, for families from
across Canada who are raising a child with an inhibitor, the most serious complication of hemophilia.
In May, the CHS organized CODErouge 2012, the first-ever medical and scientific symposium devoted to
women and bleeding disorders. Twenty-two women affected by bleeding disorders were trained as CODErouge
ambassadors for their chapters and since then, they have organized awareness activities across the country.
A new educational resource entitled Guidelines for the diagnosis of von Willebrand disease was developed in
collaboration with the medical community as a diagnostic tool for physicians outside of comprehensive
care centres.
The CHS strategic plan set an objective of increasing membership by 50% by 2015. In 2012, in collaboration
with our chapters and the network of comprehensive care clinics, the CHS launched a membership drive and
by year’s end had communicated with thousands of people with bleeding disorders and their families across
the country. While the new memberships are still coming in, we are well on our way to reaching the membership
goal two years early.

Craig Upshaw
President
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While the five-year strategic plan is ambitious, the CHS is reaching its targets… one step at a time.

David Page
National Executive Director
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The CHS stands strong with the
help of its 300 active volunteers
and 20 staff across the country
Founded in 1953, the Canadian Hemophilia Society (CHS) is a national voluntary health charity.
The CHS is affiliated with the World Federation of Hemophilia, which is officially recognized
by the World Health Organization.

Standing Strong

The CHS works in collaboration with health care specialists in Canada’s 25 bleeding disorder
treatment centres, the blood system operators (Canadian Blood Services and Héma-Québec),
the Network of Rare Blood Disorder Organizations, the hepatitis C community, the AIDS
community, and others who share our common interests.
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The CHS gains its strength from
helping the one in 100 Canadians
carrying the gene of an inherited
bleeding disorder…



        
         

         
         
         
         
         
         
         
         

 More than 35,000 of them have symptoms severe enough to require medical care.

Yet many have not been properly diagnosed!

These are inherited
bleeding disorders

 There are no cures for inherited bleeding disorders. They are lifelong conditions.

hemophilia A and B
 Effective treatment is available for those diagnosed. Left untreated, however, bleeding

disorders are life-threatening.

von Willebrand disease
rare factor deficiencies

 Blood products, their recombinant substitutes and other drugs are effective in treating

people with bleeding disorders, but they are not a cure!

platelet function disorders

Standing Strong

 The Canadian Hemophilia Society is active in ensuring the safety of the blood supply in

Canada through constant vigilance and monitoring for all Canadians.

To learn more about inherited bleeding disorders,
please go to www.hemophilia.ca/en/bleeding-disorders.
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The strength of the CHS lies in the
quality services offered to people
with inherited bleeding disorders
These services could not expand, much less exist, without the incredible strength of our
partners. From the teams of health care professionals at the comprehensive care clinics to
our generous partners in the pharmaceutical industry, our corporate and individual donors,
and our invaluable volunteers—all are equally responsible for the achievements reached
in the last sixty years.
With their strong support, the CHS is able, year after year, to achieve its goals in:

Standing Strong

Care and treatment
Support and education
Awareness
Research
Safe and secure blood supply
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CARE AND TREATMENT
Care and treatment for people with inherited bleeding disorders requires the expertise of a multidisciplinary
team of health care professionals: physicians, nurses, physiotherapists, social workers and a range of other
specialists such as psychologists and gynaecologists.
For decades now, the CHS has worked tirelessly to sustain a network of treatment centres for bleeding disorders
serving people in every province.


ACHIEVE OPTIMAL
COMPREHENSIVE

In 2012:


We hosted CODErouge 2012 - the 1st Canadian Conference on Bleeding Disorders in Women to increase
awareness and knowledge among women and hemophilia treatment centre health care providers,
obstetricians/gynaecologists and family physicians about symptoms, diagnosis and treatment of bleeding
disorders such as von Willebrand disease.

CARE FOR ALL
PEOPLE WITH
INHERITED
BLEEDING

We participated as exhibitors at medical congresses targeting 4,000 family physicians as well as meetings
of the Society of Obstetricians and Gynaecologists of Canada to increase additional awareness and
knowledge among family physicians and gynaecologists. We also developed an important new medical
resource entitled, Guidelines for the diagnosis of von Willebrand disease.



We supported annual meetings of the physiotherapists, nurses and social workers associated with
the 25 bleeding disorder treatment centres across
Canada to help 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.

Standing
Strong

DISORDERS.
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Canadian Hemophilia Society
Serving the Bleeding Disorder Community

John
Plater

The CHS is frequently praised locally and internationally for the high-quality, up-to-date, easy-tounderstand educational material it produces as well as the powerful meetings and workshops it organizes.

In 2012:


We distributed three issues of our highly informative newsmagazine Hemophilia Today to keep the
bleeding disorder community informed.



We revised one of the most popular CHS publications, the Passport to well-being brochures, in both
their content and their visuals to provide the best up-to-date information.



We held the 5th National Family Inhibitor Weekend, Sharing our Journey, 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.



A Parents Empowering Parents (PEP) workshop was delivered in collaboration with trained PEP leaders
to increase skills and knowledge of parents raising a child with a bleeding disorder, and to encourage
peer support among families with children newly diagnosed with bleeding disorders.



The CHS James Kreppner Memorial Scholarship and Bursary Program granted six $5,000 awards: three
scholarships based on academic merit, two bursaries based on financial need and one mature student
bursary to increase the number of people affected by bleeding disorders pursuing post-secondary
education and vocational training.

1967-2012


PROVIDE
EFFECTIVE DELIVERY
OF INFORMATION
AND SUPPORT TO

Standing Strong

PATIENTS AND THEIR
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FAMILIES ACROSS
CANADA IN BOTH
ENGLISH AND
FRENCH.
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AWARENESS

RAISE AWARENESS
AMONG PEOPLE
WITH INHERITED
BLEEDING DISORDERS,
THEIR IMMEDIATE
COMMUNITIES AND

Creative initiatives were undertaken by the CHS and its chapters and directed towards the general
population and health care providers who may come into contact with people with inherited bleeding
disorders.
Proper care following an accurate diagnosis is certainly one of the most important goals aimed for by the
organization.

HEALTH CARE
PROVIDERS.

The CHS worked hard in 2012 to increase
awareness.


In April, World Hemophilia Day was
once again the perfect occasion to
raise public awareness. Activities were
held across the country to reach out
and educate people potentially
suffering from a bleeding disorder.

 CODErouge ambassadors held numerous

Standing Strong

events across the country to increase
awareness and knowledge among
women and health care providers about
symptoms, diagnosis and treatment
of bleeding disorders such as von
Willebrand disease.
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OUR CODErouge AMBASSADORS
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RESEARCH
The CHS has a solid commitment to research because it has the power to help us defeat bleeding disorders.
This is a very exciting time for research into bleeding disorders. New gene therapy research holds out the
promise that one bleeding disorder in particular, hemophilia B, could be defeated with just one shot!
The CHS provides clinical and research fellowships and funds to leading Canadian researchers working in the
field of bleeding disorders.
Over the past 20 years, thanks to the Hemophilia Research Million Dollar Club endowment, generous
individual donors, committed corporate sponsors and CHS chapters and regions across the country, the CHS
has invested more than six million dollars in research in Canada.


PROMOTE AND
FUND RESEARCH
TO IMPROVE

This is why in 2012, the CHS funded six research projects through three different research programs:


The CHS Dream of a Cure Research Program



The Care until Cure Research Program in collaboration with Pfizer



The CSL Behring – Canadian Hemophilia Society (CHS) – Association of Hemophilia Clinic Directors of
Canada (AHCDC) Hemostasis Fellowship Program.

TREATMENT AND
ULTIMATELY TO
FIND A CURE.

Standing Strong

Detailed descriptions of the funded research projects are available at
www.hemophilia.ca/en/research.
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SAFE AND SECURE BLOOD SUPPLY
The CHS is the leading patient organization in Canada to independently monitor the safety and supply of
blood and blood products within the Canadian blood system.
In 2007, the CHS launched a program to commemorate the tainted blood tragedy... lest we forget. As part
of this initiative, commemorative Trees of Life have been planted each year since then.


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 throughout 2012. One such event took
place in Fredericton (NB) last October; members of the New Brunswick Chapter met across the street
from the New Brunswick Legislature to plant a Tree of Life to serve as a reminder of the tragedy and
as a warning that it must never happen again.


ADVOCATE FOR
ACCESS TO A
SECURE SUPPLY
OF THE SAFEST
AND MOST
EFFICACIOUS
THERAPIES FOR
TREATMENT

“We lost an entire generation”, said Bucky Buchanan, president of the chapter,
referring to the many hemophiliacs who succumbed to the effects of the tragedy.
“This is our Remembrance Day”.

OF INHERITED
BLEEDING
DISORDERS.



To advocate for access to safe blood products in adequate supply for all Canadians, we continue to
provide the voice of recipients on Health Canada, Canadian Blood Services, Héma-Québec and
provincial government blood advisory committees.

Commemoration
Blood
Tragedy

of theTainted
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The plaque and the Tree of Life are reflections of ongoing commitment to the security and safety of
Canada’s blood system.
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FUTURE LEADERS
Members of the CHS National Youth Committee
are doing a great job at reaching out and
engaging their peers to join and participate in
their community and ultimately ensure the
sustainability of the organization.
The 2012 CHS Youth Workshop was held in the
early fall bringing together youth from across
the country. This workshop provided them with
the skills needed to overcome barriers while
advocating for their care and made them aware
of their rights as patients with a bleeding disorder.

INTERNATIONAL
COMMITMENT

Standing Strong

Canada’s role at the international level is invaluable.
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The CHS, its provincial chapters and Canadian
hemophilia treatment centres are world leaders
in twinning projects, having participated in
12 twinning partnerships over the last decade.
By linking emerging and established hemophilia
organizations and treatment centres, the World
Federation of Hemophilia Twinning Program has
tremendously improved treatment and care for
people with hemophilia around the world and the
CHS can be proud to have been instrumental in
that success.
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The CHS relies on the innumerable contributions of a
remarkable group of dedicated volunteers.
The CHS volunteers are very special individuals who give
countless hours to the success of events and programs.
In addition, our chapters do extraordinary work reaching
out to the bleeding disorder community. They organize
local activities, operate children’s summer camps, keep
members informed through newsletters and coordinate
numerous and creative fundraising events.

2012

CHAPTER PRESIDENTS

2012

EXECUTIVE COMMITTEE

Haydn Hendricks
British Columbia

Craig Upshaw
President

Stacey Johnson
Ryanne Radford
Sheri Spady (as of September 2012)
Alberta

Pam Wilton, RN
Past-President

Maia Meier
Saskatchewan
Cory Prestayko
Manitoba
Paul Wilton
Ontario
François Laroche
Quebec

Mylene D’Fana
Vice-President
Dan Doran
Vice-President
Paul Wilton
Vice-President
Maia Meier
Secretary
Bill Featherstone
Treasurer

Brent Buchanan
New Brunswick
Shelley Mountain
Prince Edward Island

2012

Dianna Cunning
Nova Scotia

Raja Ammoury-Alami
Mike Beck
Sébastien Bédard
Dianna Cunning
Tara Curwin
Stacey Johnson
Mojtaba Kherzy
Martin Kulczyk
Ashwani Kurichh
Kathy Lawday
Shelley Mountain
Jonathan Pearce

Jonathan Pearce
Newfoundland and Labrador

BOARD OF DIRECTORS

DIRECTORS

David Pouliot
Cory Prestayko
Jamie Pytel
Bruce Rempel
Rick Waines
MEDICAL ADVISOR

Dr. Bruce Ritchie
Dr. Alfonso Iorio
(as of September 2012)

YOUTH REPRESENTATIVE

Justin Smrz
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A STRONG
GRASSROOTS
ORGANIZATION
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CORPORATE PHILANTHROPY PROGRAM
We would like to thank the following companies, corporate foundations and employee fund programs
for their generous support. Our way of recognizing them for their generosity is through our Corporate
Philanthropy Program which acknowledges the cumulative support given to the CHS for core
programming needs and program sponsorship.

SAPPHIRE

PLATINUM

GOLD

Baxter

Novo Nordisk

BRONZE

Biogen Idec Hemophilia
Hope Air
Impression Paragraph Inc.
Leon’s
Octapharma
Tran

Standing Strong

Vertex One Asset Management Inc.
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We would also like to thank our numerous additional donors – individuals, corporations and foundations –
who each year express their confidence in us by making substantial supporting donations.
Working together with individuals and the corporate sector in Canada helps the CHS accomplish its mission
and vision by extending our reach and reinforcing our messages.
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T h e B en e FACTORs C lub
Corporations that make annual gifts of $10,000 or more to the core programs of our organization are recognized as
members of the BeneFACTORs Club. The Canadian Hemophilia Society recognizes their tremendous investment.

Visionary
Bayer

Champion
Baxter

Innovators
CSL Behring
Novo Nordisk
Pfizer

Believers
Biogen Idec Hemophilia
Octapharma

STRONG PARTNERS
The CHS is fortunate to be surrounded by exceptional partners helping us to fulfill our mission.

▪ Association of Hemophilia Clinic Directors of Canada (AHCDC)
▪ Canadian Association of Nurses in Hemophilia Care (CANHC)
▪ Canadian Physiotherapists in Hemophilia Care (CPHC)
▪ Canadian Social Workers in Hemophilia Care (CSWHC)

Standing Strong

▪ World Federation of Hemophilia (WFH)

The Canadian Hemophilia Society is proud to be a member of Healthpartners. Healthpartners is a partnership of
16 national health charities raising funds exclusively through workplace charitable giving programs. Each Healthpartners
member organization is a national health charity, providing services to Canadians in all regions of our country.
Member organizations share goals in two primary areas:
Research - Supporting medical research toward improved treatment and ultimately a cure for debilitating diseases.
Programs - Sponsoring education as well as prevention efforts and services that assist Canadians living with disease.
2012 ANNUAL REPORT
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Canadian Hemophilia Society
Balance Sheet
As at December 31, 2012

2012

2011

CONTINGENCIES
FUND
$

RESEARCH
FUND MILLION
DOLLAR
CLUB
$

ENDOWMENT
FUND MILLION
DOLLAR
CLUB
$

TOTAL
$

TOTAL
$

-

-

-

-

922,893
364,672

728,897
800,000

2,901
54,686
4,233

-

-

32,696
50,000
23,136
-

30,600
-

66,197
50,000
77,822
4,233

55,223
50,000
196,787
7,725

1,349,385

-

-

105,832

30,600

1,485,817

1,838,632

58,712

-

1,000,000

-

-

1,058,712

400,000

Investments – Million Dollar Club

-

-

-

178,535

1,984,247

2,162,782

2,157,487

Property and equipment

-

20,677

-

-

-

20,677

25,041

1,408,097

20,677

1,000,000

284,367

2,014,847

4,727,988

4,421,160

199,923

-

-

-

-

199,923

225,794

50,000
1,119,651

-

-

-

-

50,000
1,119,651

50,000
854,627

1,369,574

-

-

-

-

1,369,574

1,130,421

38,523

-

-

-

-

38,523

(8,973)

Invested in property and equipment

-

20,677

-

-

-

20,677

25,041

Internally restricted
Contingencies Fund
Research Fund – Million Dollar Club
Endowment Fund – Million Dollar Club
Externally restricted

-

-

1,000,000
-

284,367
-

175,277
1,839,570

1,000,000
284,367
175,277
1,839,570

1,000,000
314,971
175,277
1,784 ,423

38,523

20,677

1,000,000

284,367

2,014,847

3,358,414

3,290,739

1,408,097

20,677

1,000,000

284,367

2,014,847

4,727,988

4,421,160

Assets
Current assets
Cash
Term deposits
Accounts receivable
Provincial chapters
General Fund
Other
Prepaid expenses

Term deposits

GENERAL
FUND
$

PROPERTY
AND
EQUIPMENT
FUND
$

922,893
364,672

Liabilities
Current liabilities
Accounts payable and accrued liabilities
Account payable to Research Fund –
Million Dollar Club
Deferred contributions

Fund Balances

Standing Strong

Unrestricted
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Extract from the audited financial statements prepared by PriceWaterhouseCoopers. The complete audited financial statements are available upon request by mail or on our Web site.

Canadian Hemophilia Society
Statement of Revenue and Expenses
For the year ended December 31, 2012

2012

2011

GENERAL
FUND
$

PROPERTY
AND
EQUIPMENT
FUND
$

RESEARCH
FUND MILLION
DOLLAR
CLUB
$

TOTAL
$

TOTAL
$

252,747
1,956,677
27,343
-

-

13,584
18,486
64,840
-

266,331
1,975,163
92,183
-

361,972
1,991,842
155,484
3,505

2,236,767

-

96,910

2,333,677

2,512,803

1,519,561
374,600
52,163
192,142

2,265
2,195
709

165,710
11,804

1,687,536
376,795
52,163
204,655

1,711,839
377,941
78,502
192,427

2,138,466

5,169

177,514

2,321,149

2,360,709

98,301

(5,169)

(80,604)

12,528

152,094

Revenue
Public support
Corporate support
Investment income
Government support

Programs
Resource development
Governance
Administration

Excess of revenue over expenses
(expenses over revenue) for the year

Canadian Hemophilia Society
Statement of Changes in Fund Balances
For the year ended December 31, 2012

Balance – Beginning of year
Excess of revenue over expenses
(expenses over revenue) for the year
Endowment contributions
Investment in property and equipment
Transfer to Research Fund – Million Dollar Club

Balance – End of year

2012

2011

CONTINGENCIES
FUND
$

RESEARCH
FUNDMILLION
DOLLAR
CLUB
$

ENDOWMENT
FUNDMILLION
DOLLAR
CLUB
$

TOTAL
$

TOTAL
$

25,041

1,000,000

314,971

1,959,700

3,290,739

3,069,320

98,301
(805)
(50,000)

(5,169)
805
-

-

(80,604)
50,000

55,147
-

12,528
55,147
-

152,094
69,325
-

38,523

20,677

1,000,000

284,367

2,014,847

3,358,414

3,290,739

GENERAL
FUND
$

PROPERTY
AND
EQUIPMENT
FUND
$

(8,973)

Extract from the audited financial statements prepared by PriceWaterhouseCoopers. The complete audited financial statements are available upon request by mail or on our Web site.
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NATIONAL OFFICE

NATIO NAL STAFF

400-1255 University Street
Montreal, Quebec H3B 3B6
Tel.: 514-848-0503
Toll-free: 1-800-668-2686

David Page
National Executive Director

chs@hemophilia.ca

PROVINCIAL OFFICES
Manitoba Chapter
944 Portage Avenue
Winnipeg, Manitoba R3G 0R1
Tel.: 204-775-8625
Toll-free: 1-866-775-8625

chsmb@hemophilia.mb.ca
Hemophilia Ontario
501-65 Wellesley Street E
Toronto, Ontario M4Y 1G7
Tel.: 416-972-0641
Toll-free: 1-888-838-8846

hemont@hemophilia.on.ca

Standing Strong

Quebec Chapter
1102-2120 Sherbrooke St. E.
Montreal, Quebec H2K 1C3
Tel.: 514-848-0666
Toll-free: 1-877-870-0666
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info@schq.org

Joyce Argall
Natonal Individual Giving Manager
Hélène Bourgaize
National Director of Chapter Relations
and Human Resources
Clare Cecchini
National Program Manager
Deborah Franz Currie
National Director of Resource Development
Stéphane Lemieux
Chief Accountant
Rachel Leslie
National Executive Assistant
Michel Long
National Program Manager
Chantal Raymond
National Communications Manager

To contact our 7 other provincial chapters, visit us at www.hemophilia.ca.
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