PAVING
A WAY
FOR THE
FUTURE

2021
Annual Report

OUR
MISSION

OUR
VISION

The Canadian Hemophilia

A world free from the pain

Society is advocating to

and suffering of inherited

improve the health and

bleeding disorders.

quality of life for all people in
Canada living with an inherited
bleeding disorder until cures
are universally available.

MESSAGE
FROM THE
PRESIDENT

If 2020 was a challenging year for us all, 2021 did not give us much of a
break. But again, the resiliency of our community was simply remarkable.
It goes without saying that the past two years have been unlike any other, both for the CHS and the world. For a
community who relies on meeting in person for a sense of connection and to break the cycle of isolation of a rare
disease, the pandemic took away our ability to gather. This is why we welcomed the opportunity to once again
meet at the 2022 WFH Congress in Montréal.
Despite not meeting in person in 2021 we were able to offer one of our most successful conferences – the
virtual conference. It included brilliant speakers and a convivial virtual platform; everything
was there to create a conference that will be remembered.
Most importantly, the past year will be remembered as being the year the CHS achieved a historical access to
innovative therapies. Years of hard advocacy work finally paid off. The approval of emicizumab will help pave the
way for future therapies in the Canadian market and will forever change the lives for severe hemophilia A patients
and their families. Our thanks to all of you who wrote letters to your MLAs and provincial health ministers; the
many thousands of letters sent surely made a difference. We could not have done it without you.

In addition to this, the 2021 RFP process proceeded with one of the best examples of collaboration between
the CHS and Canadian Blood Services; as a result patients now have the widest access to product choice in our
organization’s history! This was a victory for the community, the committed staff and volunteers.
The year 2021 has also seen the inception of our new Chapter Collaborative Council (CCC) as we move toward
a skilled-set Board of Directors. The CHS will have strong governance practices with a blend of meaningful
chapter membership input going forward in our current strategic framework. This is an important advancement
in truly allowing our membership to guide what we do, and be a voice at the table as we shape the future of our
organization. We look forward to the community-based initiatives that will be generated from this council.
In 2022 the CHS will continue its important work in advocacy, research, membership support and education. We
will continue to assess our function in our present pandemic reality and take the lessons we have learned and
incorporate them into our new normal.
The most important message that we can give you is that the CHS will always be there for the community and
will continue to work and advocate for the best care and treatment for all.
Sincerely,

Wendy Quinn
President
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In 2021, the CHS
was assisted by over

300
20
and

active
volunteers
staff

Founded in 1953, the Canadian Hemophilia
Society (CHS) is a national voluntary health
charity.
The CHS is affiliated with the World Federation
of Hemophilia (WFH), which is officially
recognized by the World Health Organization.
The CHS works in collaboration with health
care specialists in Canada’s 26 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.

across the country.
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For nearly 70 years,
the CHS has been committed
to helping all 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 bleeding disorders can be life-threatening.
Blood products, their recombinant substitutes and other
drugs are effective in treating people with bleeding
disorders, but they are not yet a cure.

The inherited bleeding
disorders are:

Hemophilia A and B
Von Willebrand disease
Rare factor deficiencies
Platelet function
disorders

The CHS is active in ensuring that the widest choice of
therapies is offered to the bleeding disorder community.
The CHS 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/bleeding-disorders.
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The CHS has at heart to provide programs and services of the highest quality
possible and this is achievable thanks to our valued partnerships.
These partnerships involve joining forces with the health care providers at the comprehensive care treatment
centres, as well as with generous corporate and individual donors and with volunteers to accomplish its mission.

IN 2021
We developed and began the implementation of a five-year strategic framework that is
expressed through the vision, mission and values, global responsibility, and three main
strategic areas of focus:

Achieving optimal care for all
Fulfilling national responsibilities
Building a mission-enabling
culture and resource base
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ACHIEVING OPTIMAL
CARE FOR ALL
Success will be found through unified, persistent and consistent
efforts that reflect community concerns and are supported by data
and personal stories.

IN 2021
We successfully advocated to ensure that the widest range of therapies would be funded and
accessible to all. As a result, the CHS reached a historical number of different therapies available,
including life-changing innovative therapies.

- 3nd Canadian
conference on bleeding disorders in
women, was held in September, becoming
the CHS first-ever 100% virtual conference.
To increase awareness and knowledge
among bleeding disorder treatment centre
health care providers, obstetricians/
gynaecologists, family physicians and
patients, topics included patient impact
of heavy menstrual bleeding, hemophilia
management in perinatal settings, living
with a bleeding disorder: beyond the
diagnosis, oral versus intravenous
administration of iron, measuring heavy
menstrual bleeding, access to care for
patients in remote areas, female patients
with unidentified bleeding disorders,
transcultural experiences and issues in
the care of women and girls with bleeding
disorders, and much more.

We maintained a fully bilingual up-to-date educational catalogue with over 50 different printed,
electronic and video publications. Amidst the pandemic, we were able to keep sending out material
to treatment centres and patients and their families.
We published updated news/articles throughout the year on the CHS’ online news platform, CHS
CONTACT (chscontact.ca) to keep the bleeding disorder community well informed; the news was
consistently shared on the CHS’ social media network.

SUPPORT AND EDUCATION
The CHS is committed to always provide an extensive
educational catalogue of printed material and videos as well
as life-changing workshops and educational meetings across
Canada, in both official languages, English and French.

I welcome the deep appreciation for the
challenges faced by women that was shown
throughout the conference. Among topics,
I was happy to see a discussion of appropriate
prenatal care because, to my knowledge, that
does not currently exist in my province.
- A participant at
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We continued to grow our reach within and outside the community via various social media tools:
Facebook, Twitter, Instagram, Pinterest.
We followed the rapidly evolving COVID-19 pandemic and made sure to communicate with our
community using various channels to reach as many people as possible to provide all the support
and information needed by our members. Reassuring patients and their families was of the utmost
importance in this time of uncertainty, and still is.

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.

We remained in constant contact with manufacturers and distributors of factor products and nonfactor therapies to patients to ensure availability and safety of these products during the pandemic.
We encouraged patients to keep in touch with their treatment centre teams, making sure they did
not neglect their health, and, most importantly, did not avoid seeking emergency care out of fear of
contracting COVID-19.
We continued to provide the voice of recipients on Canadian Blood Services (CBS), Héma-Québec,
health technology assessment and provincial government blood advisory committees in order to
ensure all Canadians have access to safe blood products in adequate supply.

PARTNERSHIPS

CARE AND
TREATMENT
Proper care and treatment for
people with inherited bleeding
disorders can only be optimal with
the expertise of a multidisciplinary
team of health care providers.

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)
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FULFILLING
NATIONAL
RESPONSIBILITIES
The CHS has specific contributions to
make in enabling support to be provided
to all people in Canada living with
inherited bleeding disorders, regardless
of their geographic location.

IN 2021
We created the new Chapter Collaborative Council (CCC) as we move toward a skilledset Board of Directors. The purpose of the council is for the CHS and its chapters
to jointly identify community needs and service gaps within the community and
coordinate approaches for provincial advocacy with the support of the national office.
The CHS twinning partnerships continued in virtual mode due to on-going COVIDrelated restrictions. In 2022, the Manitoba Chapter-Serbia twinning will be in its
third year and will resume its activities normally COVID permitting. The other three
partnerships, CHS-Philippines (HAPLOS), Quebec Chapter-Tunisia, and an HTC twinning
between Barbados and SickKids and St. Michael’s hospitals in Toronto, which were to
end, requested a 5th year to continue in 2022 and this time extension was granted by
the WFH. As these will end in 2022, the CHS will be exploring possible partnerships
which could potentially begin in 2023.

INTERNATIONAL COMMITMENT
Canada’s role at the international level is essential. By linking emerging and
established bleeding disorder organizations and treatment centres, the Twinning
Program of the World Federation of Hemophilia has tremendously improved care
and treatment for people with bleeding disorders around the world and the CHS
can be genuinely proud to have contributed to this success for more than 15 years.
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For 30 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 ten million dollars in research in Canada.

RESEARCH

provides better quality of
life and will lead, one day,
inevitably to cures.

Newborn babies with bleeding conditions have 50 to 60 times higher risk of bleeding into their brain in the first
month of life compared to babies without these diseases. One way to prevent bleeding into the brain is to plan
for a caesarian delivery when the mother is known to be a carrier or has a bleeding condition herself. In our study,
we will be examining newborn babies with bleeding conditions born over 27 years (1993-2020) and compare their
risk of bleeding into the brain depending on whether they were born via caesarian delivery or vaginal delivery.
This information will help health care professionals to discuss with mothers about the safest choice of delivery.
– Dr. Mihir Bhatt

The latest progress achieved in
research in the past few years has had
an extraordinary impact on the health,
quality of life and life span of so many
people with inherited bleeding disorders.
The constant arrival of new innovative
game-changing therapies means
the world for many patients with
hemophilia. This is a testimonial that the
research, development and marketing
of safer and more effective coagulation
products are playing a major role in the
health and quality of life of people with
bleeding disorders.

IN 2021
The CHS funded eleven 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/Novo Nordisk Psychosocial Research Program
– The CHS/Bayer ADVANCE Canada Research Program

Detailed descriptions of all the funded research projects are available at

www.hemophilia.ca/research.
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BUILDING A MISSIONENABLING CULTURE
AND RESOURCE BASE

My thanks go out to the Canadian Hemophilia Society. This scholarship will enable
me to focus on my studies and dedicate more time to my education. I look forward
to the opportunity to give back to the hemophilia community in the future.
– Rylee Moody, recipient of the James Kreppner academic scholarship

Enable the CHS to deliver on its mission requires
sourcing and applying financial and human
resources effectively and efficiently.

IN 2021
We launched a fundraising campaign which focused on women and
bleeding disorders. The campaign aimed at supporting conferences,
, run awareness initiatives on social
such as
media and through other channels, create educational outreach
opportunities, help us connect with those not yet diagnosed and
support those women dealing with a bleeding disorder and its effects.
The campaign helped highlighting the impact bleeding disorders
have on the partners, mothers, sisters and caregivers in the bleeding
disorder community.
The CHS James Kreppner Memorial Scholarship and Bursary Program
granted three $5,000 awards: one scholarship based on academic
merit and two bursaries based on financial need. The program’s
objective is to increase the number of people affected by bleeding
disorders pursuing postsecondary education and vocational training.

THE JAMES KREPPNER
MEMORIAL SCHOLARSHIP
AND BURSARY RECIPIENTS
Academic scholarship recipient

RYLEE MOODY
Perdue, Saskatchewan

Bursary recipient

CAITLYN LEE
Toronto, Ontario

Bursary recipient

LACIE NICKERSON
Bedford, Nova Scotia
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NATIONAL
CORPORATE
GIVING PROGRAM
(NCGP)
We would like to thank the
following companies for their
generous support in 2021. Our
way of recognizing them for
their generosity is through our
NCGP which acknowledges the
cumulative support given to
the CHS for core programming
needs and program sponsorship.
We would also like to thank numerous
additional donors – individuals,
corporations, employee fund programs
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.

GOLD

Novo Nordisk
Pfizer
Roche
Takeda
SILVER

Bayer
CSL Behring
BRONZE
Anonymous Fund at Calgary Foundation
Leon’s
Sanofi
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VOLUNTEERS …
PARTNERS OF
OUR SUCCESS!

IN 2021
BOARD
OF DIRECTORS

Our volunteers give an incredible amount of time to
contribute to the accomplishments of our organization.
More than ever, the CHS counts on its volunteers at all levels of
the organization to keep the communication open with everyone
in the bleeding disorder community. The key in these past few
challenging years was to stay in contact and make sure that no
one was left behind in our delivery of programs and services,
and thanks to all, this was, and still is possible.

Wendy Quinn
President

Rick Waines
Vice-president

Jeffery Jerrett
Secretary

Doug Carr
Treasurer

Cyril Boulila

Robert Cooper

Brenda Godin

Lawrence Jardine

Samantha Kendrick

Derek Klatt

Kimberly
Kroll-Goodwin

Leanne Owen

Milena Pirnat

Emil Wijnker

CHAPTER PRESIDENTS
Curtis Brandell
British Columbia

Mathieu Jackson
Quebec

Carmen Nishiyama
Hillary Wapple
Alberta

[Vacant]
New Brunswick

Celena Moody
Saskatchewan

Cathy Wright
Prince Edward Island

Milena Pirnat
Manitoba

Emileigh Douglas
Samantha Kendrick
Nova Scotia

Emil Wijnker
Ontario

Michael Barrett
Newfoundland and Labrador
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INNOVATORS
Corporations that make annual gifts of $10,000 or more to the core
programs of our organization are recognized as members of the
Benefactor’s Club according to their level of support.
The Canadian Hemophilia Society recognizes their tremendous investment.

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

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.

BUILDERS
Bayer
Pfizer

BELIEVERS

Thank
you!

CSL Behring
Sanofi

14

BALANCE SHEET

As at December 31, 2021

Canadian Hemophilia Society

General Fund
$

Property and
Equipment Fund
$

Cash

432,857

Term deposits

885,454

Assets

2021

2020

TOTAL
$

TOTAL
$

Contingencies
Fund
$

Research Fund –
Million Dollar Club
$

Endowment Fund –
Million Dollar Club
$

-

-

-

-

432,857

593,973

-

359,590

-

-

1,245,044

1,024,486

-

-

-

6,579

-

6,579

103,309

Current assets

Investments – Million Dollar Club
Accounts receivable
Provincial chapters
Other
Lease deposit
Prepaid expenses

9,188

-

-

-

-

9,188

2,308

97,731

-

-

6,282

-

104,013

36,523

4,685

-

-

-

-

4,685

-

483,500

-

-

43,957

-

527,457

408,010

1,913,415

-

359,590

56,818

-

2,329,823

2,168,609

Lease deposit

-

-

-

-

-

-

4,685

Term deposits

-

-

640,410

-

-

640,410

840,410

Investments – Million Dollar Club

-

-

-

490,507

2,453,531

2,944,038

2,825,842

Property and equipment

-

8,847

-

-

-

8,847

12,327

1,913,415

8,847

1,000,000

547,325

2,453,531

5,923,118

5,851,873

76,396

-

-

-

-

76,396

120,286

Liabilities
Current liabilities
Accounts payable and accrued liabilities
Deferred contributions

1,468,693

-

-

-

-

1,468,693

1,484,999

1,545,089

-

-

-

-

1,545,089

1,605,285

368,326

-

-

-

-

368,326

248,676

-

8,847

-

-

-

8,847

12,327

Contingencies Fund

-

-

1,000,000

-

-

1,000,000

1,000,000

Research Fund – Million Dollar Club

-

-

-

547,325

-

547,325

532,054

Endowment Fund – Million Dollar Club

-

-

-

-

175,277

175,277

175,277

-

-

-

-

2,278,254

2,278,254

2,278,254

368,326

8,847

1,000,000

547,325

2,453,531

4,378,029

4,246,588

1,913,415

8,847

1,000,000

547,325

2,453,531

5,923,118

5,851,873

Fund Balances
Unrestricted
Invested in property and equipment
Internally restricted

Externally restricted

Extract from the audited financial statements prepared by Gosselin & Associés. The complete audited financial statements are available upon request by mail or on the CHS website.
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STATEMENT OF REVENUE AND EXPENSES

For the year ended December 31, 2021

Canadian Hemophilia Society
2021

2020

Genera Fund
$

Property and
Equipment Fund
$

Research Fund –
Million Dollar Club
$

TOTAL
$

TOTAL
$

280,159

-

6,672

286,831

155,153

1,015,774

-

8,503

1,024,277

1,042,364

-

-

-

-

13,016

Revenue
Public support
Corporate support
Canada Emergency Wage Subsidy (CEWS)
Investment income

29,510

-

153,431

182,941

214,570

1,325,443

-

168,606

1,494,049

1,425,103

Programs

836,268

3,547

137,304

977,119

729,257

Resource development

132,920

1,904

-

134,824

202,264

Expenses
Governance
Administration
Excess (deficiency) of revenue
over expenses for the year

STATEMENT OF CHANGES IN FUND BALANCES

32,903

-

-

32,903

60,974

200,615

1,116

16,031

217,762

233,246

1,202,706

6,567

153,335

1,362,608

1,225,741

122,737

(6,567)

15,271

131,441

199,362

For the year ended December 31, 2021
2021

2020

General Fund
$

Property and
Equipment Fund
$

Contingencies
Fund
$

Research Fund –
Million Dollar Club
$

Endowment Fund –
Million Dollar Club
$

TOTAL
$

TOTAL
$

Balance – Beginning of year

248,676

12,327

1,000,000

532,054

2,453,531

4,246,588

4,046,726

Excess (deficiency) of revenue over expenses

122,737

(6,567)

-

15,271

-

131,441

199,362

-

-

-

-

-

-

500

(3,087)

3,087

-

-

-

-

-

368,326

8,847

1,000,000

547,325

2,453,531

4,378,029

4,246,588

Endowment contributions
Investment in property and equipment

Balance – End of year

Extract from the audited financial statements prepared by Gosselin & Associés. 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
Montréal, Québec H3A 1E7
Tel.: 514-848-0503
Toll-free: 1-800-668-2686
chs@hemophilia.ca

PROVINCIAL OFFICES
Manitoba Chapter

Suite 324
120-1400 Ellice Ave.
Winnipeg, Manitoba R3G 0J1
Tel.: 204-775-8625
info@hemophilia.mb.ca

Hemophilia Ontario

300-10 Milner Business Court
Toronto, Ontario M1B 3C6
Tel.: 416-972-0641
Toll-free: 1-888-838-8846
info@hemophilia.on.ca

Quebec Chapter

116-3000 Omer-Lavallée St.
Montréal, Québec H1Y 3R8
Tel.: 514-848-0666
Toll-free: 1-877-870-0666
info@schq.org

To contact our seven other provincial
chapters, please consult our website at
www.hemophilia.ca/provincial-chapters.

NATIONAL STAFF
Kasia Czarski
National Interim Executive Director

Michel Long
National Program Manager

David Page
National Director of Health Policy

Chantal Raymond
National Communications Manager

Stéphane Lemieux
Chief Accountant

Venisa Toto
National Office Manager

