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OUR
MISSION
The Canadian Hemophilia Society is committed to
improving the health and quality of life of all people
in Canada with inherited bleeding disorders and
ultimately finding cures.

OUR
VISION
A world free from the pain and suffering of inherited
bleeding disorders.

A CURE IN SIGHT,
MANY CHALLENGES
REMAIN

Craig Upshaw
President

David Page
National Executive
Director

For decades, the CHS mission statement has included words like these: The Canadian Hemophilia
Society is committed to improving the health and quality of life of all people in Canada with inherited
bleeding disorders and ultimately finding cures. The goal in those last three words, ultimately finding
cures, seemed like a far-off dream. Like a mirage, we could see it in the distance, but it never seemed
to come closer. In 2016, everything changed. The dream became reality.
Researchers reported astounding results in gene therapy for both hemophilia A and B. In early clinical trials,
one infusion of a viral vector combined with the gene for factor VIII or IX raised clotting levels dramatically.
People who had a severe form of hemophilia now had a very mild form of the disease. In some, clotting
levels rose to normal! We are even seeing these exciting results close to home; some of the brave clinical
trial subjects are Canadian.
Of course, we must temper our excitement. No one knows how long these results will last. There could
be unwanted complications. The treatments are not yet for everybody. And, even if all goes well, it will
be some time before gene therapy will be considered safe in children.
Equally exciting are the developments in treatment for patients with inhibitors, the most serious complication
of hemophilia, in which the body’s own immune system rejects the clotting factors infused to control
bleeding. These innovative therapies act at different places in the step-by-step coagulation cascade and
bypass those spots where inhibitors form. Truly effective treatment for patients with inhibitors is just over
the horizon.
At the same time, next generation genomic sequencing technology will revolutionize the diagnosis of
inherited bleeding disorders and lead to personalized and more effective treatments.

Meanwhile, our role in supporting and educating families and young people with bleeding disorders remains
as important as ever. And, as treatments for the complications of bleeding disorder treatment have vastly
improved, we face the happy prospect of a growing number of people who are ageing. Their challenges
are new. Not only are they dealing with joint damage caused by decades of hemorrhages when care was
less advanced, but they are also dealing with the normal issues of ageing combined with the complication
of an underlying bleeding disorder.
For the foreseeable future, those words in the first part of the CHS mission statement, committed to
improving the health and quality of life of all people in Canada with inherited bleeding disorders, remain
a very real challenge. But we believe that with our strong team of committed volunteers, including an
emerging group of young and talented leaders, the CHS will be up to the challenge.

CANADIAN HEMOPHILIA SOCIETY
2016 ANNUAL REPORT

The increased diagnostic capability and the plethora of therapies that could be on the market within
the next five years mean that treatment for inherited bleeding disorders will become more complex and
more specialized. Maintaining and even enhancing the human resources in the Canadian network of
comprehensive care centres will be more important than ever, and a constant challenge for the CHS as
the patient organization with the ability to affect health policy.
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IN 2016, THE CHS COUNTED ON 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.
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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CANADA

FOR CLOSE TO 65 YEARS, THE CHS HAS BEEN COMMITTED
TO 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.
Effective treatment is available for those diagnosed. Left untreated, however,
bleeding disorders are life-threatening.
Blood products, their recombinant substitutes and other drugs are
effective in treating people with bleeding disorders, but they are not a
cure … at least not yet!
The Canadian Hemophilia Society is active in ensuring the safety of the
blood supply in Canada through constant vigilance and monitoring for all
Canadians.

THE INHERITED BLEEDING DISORDERS ARE:
HEMOPHILIA A AND B
VON WILLEBRAND DISEASE

PLATELET FUNCTION DISORDERS
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To learn more about inherited bleeding disorders, please go to
hemophilia.ca/en/bleeding-disorders
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RARE FACTOR DEFICIENCIES

THE CHS OFFERS HIGH QUALITY SERVICES TO PEOPLE WITH
INHERITED BLEEDING DISORDERS.

The high quality of the many programs and services offered by the CHS would be
unattainable without our major partnerships. Indeed, the CHS joins forces with the
health care providers at the comprehensive care clinics, with generous partners
in the pharmaceutical industry, corporate and individual donors and volunteers to
accomplish its goals in:

RESEARCH
CARE AND TREATMENT
SUPPORT AND EDUCATION
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SAFE AND SECURE BLOOD SUPPLY

RESEARCH
PROMOTE, FUND, FACILITATE AND CONDUCT FUNDAMENTAL, CLINICAL AND
QUALITY-OF-LIFE RESEARCH TO IMPROVE HEALTH AND QUALITY OF LIFE
AND ULTIMATELY FIND CURES.

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.
Furthermore, in addition to providing clinical and research fellowships, the CHS funds leading Canadian
researchers working in the field of bleeding disorders.
For over 25 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 over seven
million dollars in research in Canada.

IN 2016
The CHS funded seven research projects through
four different research programs:
– The CHS Dream of a Cure Research Program
– The CHS/Pfizer Care until Cure Research Program
– The CHS/Shire Canada Inherited Bleeding
Disorders Fellowship Program for Nurses and
Allied Health Care Professionals
– The Canadian Hemophilia Society/Novo Nordisk
Canada Psychosocial Research Program

– Dr. Tarik Möröy

community members
to take the survey
on-line.
PROBE
allows patients to
report on their treatment and quality of life.
It is hoped that the results generated will
help patient organizations around the world
advocate for better care and treatment based
on data rather than anecdote.
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Detailed descriptions of the funded research projects are available at
hemophilia.ca/en/research
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After taking part in Phase I of PROBE in
2015, the CHS participated in Phase II testing
of PROBE (Patient Reported Outcomes,
Barriers, Experiences) in 2016 to validate
the reproducibility of the questionnaire. In
March and April, the survey was administered
at the Quebec and Ontario AGMs. In May
2016, an invitation was posted on the CHS
website inviting Canadian bleeding disorder

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.

CARE AND TREATMENT
ACHIEVE STANDARDS AND EVIDENCE-BASED COMPREHENSIVE CARE FOR
ALL PEOPLE WITH INHERITED BLEEDING DISORDERS THROUGHOUT THEIR
LIFESPANS.

The CHS works tirelessly to maintain and improve a network of treatment centres
for bleeding disorders serving people in all Canadian provinces. Proper care and
treatment for people with inherited bleeding disorders is only possible with the
expertise of a multidisciplinary team of health care providers: physicians, nurses,
physiotherapists, social workers and other specialists, such as psychologists,
dentists and gynaecologists.
IN 2016

08

CANADIAN HEMOPHILIA SOCIETY
2016 ANNUAL REPORT

We made representations to appropriate bodies
to advocate for adjustments to human and
physical resources in six provinces as a result
of the extensive audit of the bleeding disorder
treatment centres that was conducted over the
past few years and the reports that followed.
The CHS continues to work with its chapters
to promote implementation of the assessment
recommendations based on priorities. The first
chapter advocacy workshop was held in Alberta
in November 2016.

We produced and distributed a flyer to introduce
MyCBDR as well as a promotional video, available
on the CHS YouTube channel. The flyer and the
video both highlight the benefits of using MyCBDR
to improve reporting associated with the use of
factor concentrates. They demonstrate how easy
and fast it is to report bleeds and treatments via
MyCBDR.

We continued to focus our outreach to first line
health care professionals to increase awareness
about the need to provide proper diagnosis to
women with bleeding disorders. 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.

We created Me – Period Flow Assessment, our
very first mobile app. This app, available on iOS
and Android, is a reliable and practical tool made
available to women for assessing their menstrual
flow and presenting quantified evidence to their
doctor. Me features the same components as any
assessment chart, but it will automatically warn
women when their score represents a risk of
possible menorrhagia.

materials were adapted and inserted
in close to 4,000 delegate bags while the CHS was
an exhibitor at both conferences. The Guidelines
for the diagnosis of von Willebrand disease were
also widely distributed.
We provided funding and logistical support for
regional and national meetings of the nursing,
physiotherapy and social work groups associated
with the 25 bleeding disorder treatment centres
across Canada. We supported health care provider
projects to help maintain standards of care and to
keep the medical community abreast of state-ofthe-art developments in the care and treatment of
people with bleeding disorders.

Kathy Lawday, member of the CHS Board of Directors, talks to med students about women and bleeding disorders at the
Pri-Med Canada conference.
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SUPPORT AND EDUCATION
DELIVER EVIDENCE-BASED INFORMATION AND SUPPORT TO PATIENTS, THEIR
FAMILIES, HEALTH CARE PROVIDERS AND THE GENERAL PUBLIC ACROSS
CANADA IN BOTH OFFICIAL LANGUAGES, ENGLISH AND FRENCH.

One of the CHS’ strengths is its extensive educational catalogue of printed material
and videos, which continue to be regularly consulted and praised inside and outside
Canadian borders. Life-changing workshops and educational meetings organized
by the CHS are also a trademark of the organization.

IN 2016
We distributed three issues of our newsmagazine
Hemophilia Today to keep the bleeding disorder
community well informed.
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In collaboration with trained PEP leaders, a
Parents Empowering Parents (PEP) workshop
was delivered in Alberta. This workshop helped 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.

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.

Enjoying a mad science activity during the inhibitor
workshop.

We held the 6th National Family Inhibitor Workshop,
Moving Forward Hand in Hand, to give parents of
children who have an inhibitor the opportunity to

The CHS James Kreppner Memorial Scholarship
and Bursary Program granted four $5,000
awards: one scholarship based on academic
merit, two bursaries based on financial need
and one mature student bursary. The program’s
objective is to increase the number of people

– A parent at the 6th National Family
Inhibitor Workshop

consult with medical experts and to learn about the
latest research and treatment for this complication
of hemophilia.

affected by bleeding disorders pursuing postsecondary education and vocational training.

Hanging out with grandpa on a break at the inhibitor workshop.
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SAFE AND SECURE BLOOD SUPPLY
ADVOCATE FOR ACCESS TO A SECURE SUPPLY OF THE SAFEST AND MOST
EFFICACIOUS THERAPIES FOR TREATMENT OF INHERITED BLEEDING DISORDERS.

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 2016
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.”
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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Families and volunteers gathered in Dartmouth to commemorate the tainted blood tragedy.

YOUTH, THE LEADERS
OF TOMORROW
YOUTH REPRESENT THE FUTURE OF ANY ORGANIZATION AND THE CHS IS
WELL AWARE OF THIS.

This is why we recognize the significance of past experience while making all
possible efforts to bring on the leaders of tomorrow. This is why we strive to engage
the young members of our community to join in and participate in the vital growth
and development of our community and ultimately to ensure the sustainability of
the organization.
IN 2016
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.

Chanthearithy Run (Cambodia), Jeff Snow (Newfoundland and
Labrador), Kevin Blanchette and Sarah Dutilly (Quebec) at the
WFH World Congress in Orlando.

In 2016, 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 2016 WFH World Congress
and provided reports on their experiences.
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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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INTERNATIONAL COMMITMENT
CANADA’S ROLE AT THE INTERNATIONAL LEVEL IS FUNDAMENTAL

For over 15 years, the CHS, its provincial chapters and Canadian bleeding disorder
treatment centres have participated in 20 twinning partnerships, making them
leaders in the Twinning Program of the World Federation of Hemophilia (WFH).
By linking emerging and established bleeding disorder
organizations and treatment centres, the Twinning
Program of the WFH has tremendously improved
treatment and care for people with hemophilia around
the world and the CHS can be very proud to have
contributed to this success.
IN 2016
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The CHS-Hemophilia Society of Bangladesh twins
won the WFH 2015 Twins of the Year Award. The
certificates were handed over prior to the official
award given during the 2016 WFH Congress.
This was also celebrated in Bangladesh in May
2016 during the Volunteer Management and
Youth Leadership workshops facilitated by CHS
volunteers in collaboration with a Dhaka-based
organization called ActionAid Global Platform
Bangladesh.

Hemophilia Ontario and the Haemophilia Society
of Tanzania were awarded Twins of the Year by the
WFH. The award is granted to the organizations
that demonstrate a high level of commitment to the
partnership, excellent communication, teamwork,
and achieved objectives.

Marion and Eric Stolte, volunteers at the CHS, with their
counterparts from Bangladesh, Nurul Islam and Ulia Nawrin Islam.

VOLUNTEERS …
THE BACKBONE OF THE CHS!
OUR VOLUNTEERS, THESE EXTRAORDINARY PEOPLE, GIVE AN INCREDIBLE
AMOUNT OF TIME TO CONTRIBUTE TO THE SUCCESS OF ACTIVITIES AND
PROGRAMS.

In addition, our chapters do an outstanding job at 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.
IN 2016
CHAPTER PRESIDENTS

BOARD OF DIRECTORS

Curtis Brandell
British Columbia

Craig Upshaw, president

Hillary Nemeth
Sheri Spady
Alberta
Wendy Quinn
Saskatchewan

Pam Wilton, past-president
Kathy Lawday, vice-president
Mylene D’Fana, secretary
Dianna Cunning, treasurer
Joseph Doran

John Schmitke
Manitoba

Betty Anne Hines

Maia Meier
Ontario

Maia Meier

François Laroche
Quebec

Wendy Quinn

Victoria Watts
New Brunswick

Justin Smrz

Joseph Doran
Prince Edward Island

Victoria Watts

Jeffrey Jerrett
Carmen Nishiyama
John Schmitke

Dianna Cunning
Betty Anne Hines (as of October 2016)
Nova Scotia
Jenny Jacobs
Newfoundland and Labrador
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THANK YOU!
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Rick Waines

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

GOLD

Bayer
CSL Behring
Shire

SILVER

Biogen
Novo Nordisk
Octapharma
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BRONZE

Hope Air
Leon’s
Merck Canada Inc.
Roche

We would also like to thank 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.

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

BUILDERS

BELIEVERS

Pfizer

Bayer

Biogen

CSL Behring

Novo Nordisk

Shire

Octapharma

		

Roche

PARTNERSHIPS
The CHS is fortunate to be surrounded by remarkable 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)
World Federation of Hemophilia (WFH)

Member organizations share two primary goals:
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.
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Research -
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The Canadian Hemophilia Society is proud to be a member of HealthPartners. HealthPartners is a unique
collaboration of 16 of Canada’s best known national health charities, raising funds exclusively through
workplace charitable giving programs. These charities provide services to Canadians in all regions of our
country.

Canadian Hemophilia Society
Balance Sheet
As at December 31, 2016
2016
General
Fund

$

Property and
Equipment Contingencies
Fund
Fund

$

$

2015

Research
Fund –
Million Dollar
Club

Endowment
Fund –
Million Dollar
Club

$

$

TOTAL
$

TOTAL
$

1,095,129

Assets
Current assets

1,351,479

-

122,030

-

-

1,473,509

Term deposits

-

-

364,672

-

-

364,672

538,010

Investments – Million Dollar Club

-

-

-

52,847

281,985

334,832

417,650

1,234
88,666
113,620

-

-

20,000
50,000
15,432
-

10,000
1,000
-

31,234
50,000
105,098
113,620

4,566
100,000
126,576
260,187

1,554,999

-

486,702

138,279

292,985

2,472,965

2,542,118

4,685
-

12,074

513,298
-

198,399
-

2,053,676
-

4,685
513,298
2,252,075
12,074

4,685
677,970
1,900,986
15,094

1,559,684

12,074

1,000,000

336,678

2,346,661

5,255,097

5,140,853

146,366

-

-

-

-

146,366

143,173

50,000
1,151,502

-

-

-

-

50,000
1,151,502

100,000
1,222,816

1,347,868

-

-

-

-

1,347,868

1,465,989

211,816
-

12,074

-

-

-

211,816
12,074

223,980
15,094

-

-

1,000,000
-

336,678
-

175,277
2,171,384

1,000,000
336,678
175,277
2,171,384

1,000,000
152,939
175,277
2,107,574

211,816

12,074

1,000,000

336,678

2,346,661

3,907,229

3,674,864

1,559,684

12,074

1,000,000

336,678

2,346,661

5,255,097

5,140,853

Cash

Accounts receivable
Provincial chapters
General Fund
Other
Prepaid expenses

Lease deposit
Term deposits
Investments – Million Dollar Club
Property and equipment

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

Fund Balances
Unrestricted
Invested in property and equipment
Internally restricted
Contingencies Fund
Research Fund – Million Dollar Club
Endowment Fund – Million Dollar Club
Externally restricted

Extract from the audited financial statements prepared by PriceWaterhouseCoopers. The complete audited financial statements are available upon
request by mail or on the CHS website.

Canadian Hemophilia Society
Statement of Revenue and Expenses
For the year ended December 31, 2016
2016
General
Fund

Property and
Equipment
Fund

Research
Fund –
Million Dollar
Club

$

$

$

2015

TOTAL
$

TOTAL
$

Revenue
250,321

-

7,621

257,942

184,381

Corporate support

1,545,719

-

30,435

1,576,154

1,792,399

Investment income

22,436

-

138,563

160,999

50,436

1,818,476

-

176,619

1,995,095

2,027,216

1,302,695

1,413

30,000

1,334,108

1,519,682

241,872

1,162

-

243,034

300,781

46,008

-

-

46,008

57,616

190,065

445

12,880

203,390

208,628

1,780,640

3,020

42,880

1,826,540

2,086,707

37,836

(3,020)

133,739

168,555

(59,491)

Public support

Expenses
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, 2016
2016
General
Fund

Property and
Equipment Contingencies
Fund
Fund

Research
Fund –
Million Dollar
Club

Endowment
Fund –
Million Dollar
Club

2015

$

$

$

$

TOTAL
$

TOTAL
$

Balance – Beginning of year

223,980

15,094

1,000,000

152,939

2,282,851

3,674,864

3,636,544

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

37,836

(3,020)

-

133,739

-

168,555

(59,491)

Endowment contributions

-

-

-

-

63,810

63,810

97,811

Investment in property and equipment

-

-

-

-

-

-

-

Transfer to Research Fund –
Million Dollar Club

(50,000)

-

-

50,000

-

-

-

Balance – End of year

211,816

12,074

1,000,000

336,678

2,346,661

3,907,229

3,674,864
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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 the CHS website.
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$

NATIONAL OFFICE
301-666 Sherbrooke Street West
Montreal, Quebec H3A 1E7
Tel.: 514-848-0503
Toll-free: 1-800-668-2686
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
4711 Yonge Street
10th Floor, Suite 10100
Toronto, Ontario M2N 6K8
Tel.: 416-972-0641
Toll-free: 1-888-838-8846
hemont@hemophilia.on.ca

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

NATIONAL STAFF
David Page
National Executive Director
Joyce Argall
Natonal Individual Giving Manager
Hélène Bourgaize
National Director of Chapter Relations and Human Resources
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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 seven other provincial chapters, please consult our
website at www.hemophilia.ca.

