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disorders and ultimately finding cures.
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of inherited bleeding disorders.
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 OUR FOCUS IS IMPROVING CARE AND TREATMENT FOR ALL

 WORKING TOWARDS OUR VISION

Inhibitors are a rare but serious complication of hemophilia. Life- and limb-threatening
bleeds constantly pose a risk to inhibitor patients. Current therapies for inhibitors are
only marginally effective and highly burdensome. A new therapy offers a rare win/win/win
opportunity, dramatic improvement in bleed prevention, improved quality of life for patients
and their families and significant cost-savings for the health system. Approved for use in
Canada on August 2, 2018, as of April 2019, a decision on reimbursement of this product
has still not been made. While decision-makers dither, our quality of care falls behind other
countries. The CHS maintains its role as watchdog of the blood system, exerting pressure
on decision-makers to expedite access to innovative products that patients depend
on. Community members supported the CHS’ efforts by writing to ministers of health
demanding action. With more innovative products and gene therapy on the horizon, we
need to continue prioritizing access.

The year 2018 was one of change in leadership structure and challenge as we advocate
for access to new therapies for our members. We continue to evolve as the patient
organization serving the bleeding disorder community in Canada. While our name is
the Canadian Hemophilia Society, our reach extends far beyond as we serve those with
hemophilia, but also those affected by von Willebrand disease, platelet function disorders
and rare factor deficiencies.

After achieving external accreditation for our board governance practices, we continue
our work to lead the sector. We have developed new board recruitment and development
processes which strive to ensure our board reflects the diversity of our community and
is equipped with the skills necessary to lead our community forward. Furthermore, in
consultation with volunteers, we modernized our committee structure to help ensure
volunteers’ time and efforts are being used in a way that maximizes their impact. We
recognize we must continuously improve our connections with those we serve.
We believe our ability to achieve our mission depends on our success in recruiting and
developing a strong team of volunteer leaders. The opportunities and challenges facing
our community are vitally important. We encourage you to join our efforts to improve the
health and quality of life of all people with inherited bleeding disorders.

In the fall we hosted our 5th New Team Workshop, where we welcomed over 40 new clinicians
from across the country who had joined our comprehensive care teams in the past three
years. This well-received workshop helped increase their knowledge, understanding and
ability to collaborate with their peers thus enhancing their care of people with inherited
bleeding disorders.
In the midst of the ever-changing landscape for health charities, and the funding restrictions
we face, the CHS remains steadfast in our commitment to research, contributing over
$500,000 towards advancing care and treatment until such a time as cures are found. We
continue to advocate on behalf of our members, training future leaders and our chapters
through advocacy workshops focused on ensuring our 26 bleeding disorder treatment
centres continue to meet the standards of care we have the privilege of maintaining here
in Canada. Our job is never done.
As your Co-Executive Directors, we are committed to furthering the goals of the CHS toward
our vision of a world free from the pain and suffering of inherited bleeding disorders. We
are proud of our accomplishments over the past year as we assumed a new leadership
structure, and look forward to continuing this movement of innovation.
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Our Care and Treatment Committee members have been collaborating with doctors,
nurses, physiotherapists and social workers and have reached an agreement on a process
for developing new standards. Standards of care help ensure patients receive the best
quality of care when they require medical attention. Additionally, standards provide a
basis to ensure governments adequately fund clinics.

Indeed, this past year saw the second ever
Conference on bleeding disorders
in women, where over 130 health care providers gathered in Quebec City to share findings,
research and best practices in care for women with bleeding disorders.
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IN 2018, THE CHS WAS ASSISTED BY OVER 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 (WFH),
which is officially recognized by the World Health Organization.
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The CHS works in collaboration with health care specialists in Canada’s
26 bleeding disorder treatment centres (HTCs), 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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 More than 35,000 of them have symptoms
severe enough to require medical care. Yet many
have not been properly diagnosed.

THE INHERITED BLEEDING
DISORDERS ARE:

 Effective treatment is available for those
diagnosed. Left untreated, however, bleeding
disorders can be life-threatening.



HEMOPHILIA A AND B



VON WILLEBRAND DISEASE



RARE FACTOR DEFICIENCIES



PLATELET FUNCTION DISORDERS

 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.

To learn more about inherited bleeding disorders, please go to

hemophilia.ca/bleeding-disorders
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FOR 65 YEARS,
THE CHS HAS
BEEN DEDICATED
TO HELPING
THE ONE IN
100 CANADIANS
CARRYING
THE GENE OF
AN INHERITED
BLEEDING
DISORDER …
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THE CHS PROVIDES OUTSTANDING
SERVICES TO PEOPLE WITH
INHERITED BLEEDING DISORDERS.
The qualit y of the many programs and ser vices of fered by the
Canadian Hemophilia Society would not be possible without our major
partnerships.
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Indeed, the CHS joins forces with health care prov ider s at the
comprehensive care treatment centres, with generous corporate and
individual donors and with volunteers to accomplish its goals in:
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RESEARCH



CARE AND TREATMENT





SUPPORT
AND EDUCATION
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.

For decades, a cure for hemophilia has seemed
a dream - a dream the CHS has believed in and
supported through its research programs.
Although this dream has not yet been realized,
the arrival of new innovative, game-changing
therapies makes a world of difference for many
patients with hemophilia. From three intravenous
infusions a week, some patients are now infusing
only once a week, some even subcutaneously!
And bleeds have almost disappeared from their
daily life ... Another proof that the research,
development and marketing of safer and more
effective coagulation products are playing a major
role in the improvements in health and quality of
life of people with inherited 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 nine million dollars in
research in Canada.

IN 2018
 The CHS funded ten 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

 The CHS continued to be represented on the
investigator team developing PROBE (Patient
Reported Outcomes, Barriers, Experiences). The
survey has now been demonstrated as valid with
publications in peer-reviewed journals and the
results generated will help patient organizations
around the world advocate for better care and
treatment based on real data. In late 2018, the
final version of the PROBE questionnaire went
on-line in multiple languages, paving the way
for Canada to start to gather more data and
to integrate the PROBE survey into CBDR so
that quality-of-life data can be gathered by
comprehensive care centres.

Detailed descriptions of all the funded research projects are available at

hemophilia.ca/research
Thanks to the funding I received from the CHS, this will
be the first study, to our knowledge, to explore bone health
in hemophilia carriers. We think that we owe it to carriers
to better study how this genetic condition affects their bodies.
– Dr. Michelle Sholzberg, recipient of a Care until Cure research grant
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There is hope
for a cure because
of research.
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CARE AND TREATMENT
Achieve standards and evidence-based comprehensive care for all people
with inherited bleeding disorders throughout their lifespans.
The CHS works diligently 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.
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IN 2018
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 We hosted
- 2 nd Canadian conference on
bleeding disorders in women. The event led to increased awareness and
knowledge among bleeding disorder treatment centre health care
providers, obstetricians/gynaecologists and family physicians. Topics
included emergency management of bleeding in women, laboratory
testing, delivery and postpartum care for mothers with a bleeding
disorder, quality of life issues, and much more.

– A participant at
 We organized the 5th CHS New Team Workshop providing valuable
training in the care and treatment of people with bleeding disorders
for physicians, nurses, physiotherapists and social workers with three
years or less experience.
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 We provided funding and logistical support for annual and
regional meetings of the nursing, physiotherapy and social work
groups associated with the 26 bleeding disorder treatment centres
across Canada and for health care provider projects. Fifty-seven (57)
of these health care providers attended meetings in Quebec City,
. This support is necessary
in conjunction with
to help maintain standards of care and to keep the medical community
abreast of state-of-the-art developments in the care and treatment
of people with bleeding disorders.

Conferences of this
type where medical
professionals can
collaborate, share their
research, and learn
about the latest research
and practices in women’s
bleeding disorders not
only furthers my care
but the care for my
two young daughters
with von Willebrand
disease, and all women
of the bleeding disorder
community.
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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 commended inside and outside Canadian borders. Life-changing
workshops and educational meetings organized by the CHS are also a trademark of the organization.

IN 2018
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 We d i s t r i b u te d t h re e i s s u e s of o u r
newsmagazine Hemophilia Today to keep the
bleeding disorder community well informed.
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 We offered a national Ageing Workshop to
people over 50 years old ageing with a bleeding
disorder and their caregivers. The retreat-style
workshop served as the catalyst to begin offering
programs and services to the ageing bleeding
disorder communit y such as peer suppor t
mechanisms.

 We redesigned the CHS website providing an
easier access, simpler pages and clearer navigation.
The goals of this important tool remain the same:
educate and inform with quality, easily accessible
information, working to stay relevant as a leading
and credible resource nationally and internationally,
and increasing awareness and engagement for
members. For 2018, the CHS website received on
average 15,000 unique visitors, 17,000 visits and
30,000 page views per month.

It was great to discuss the issues and complications
of ageing and the impact of having a chronic illness
on top of everything else. I really enjoyed the tips from
the physiotherapist on staying mobile.
– A participant at the ageing retreat

2018 RECIPIENTS

– Kelan Wu, recipient of the James Kreppner
academic scholarship

Academic scholarship recipient
KELAN WU
Montreal, Quebec

Bursary recipient
CHRISTOPHER SILVER
Fort Frances, Ontario

 The CHS James Kreppner Memorial Scholarship and Bursary Program
granted three $5,000 awards: one scholarship based on academic merit,
one bursary based on financial need and one mature student bursary.
The program’s objective is to increase the number of people affected
by bleeding disorders pursuing postsecondary education and vocational
training.
 Two Parents Empowering Parents (PEP) workshops were held in Ontario
and Saskatchewan. The objectives of the PEP workshops are to increase
the skills and knowledge of parents raising a child with a bleeding disorder,
and to encourage peer support among families.

Mature student bursary recipient
BRITTANY LEE-ACTON
Saskatoon, Saskatchewan
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I hope to share my
experiences and
be a role model to
younger generations of
hemophiliacs. My medical
studies will also allow me
to learn more about this
medical condition and
the quality of life that is
constantly evolving and
improving. I am extremely
honoured to receive the
support of the CHS as
I endeavour to promote
awareness around rare
diseases and foster more
youth engagement and
leadership within the
hemophilia community.
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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 2018
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 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.
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Youth are the future of any organization
and the CHS cannot ignore 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 also why we strive to engage young members to join in
and participate in the vital growth and development of our community and ultimately ensure the
sustainability of the organization.

IN 2018
 We awarded Jeremy Hall from Alberta and
Bojan Pirnat from Ontario, two young men
committed to long-term involvement in the
CHS, the Karttik Shah Fellowship to attend the
2018 Hemophilia World Congress in Scotland.

 The CHS was very proud to see its National
Youth Committee team up with the youth group
from the Hemophilia Society of Bangladesh
as par t of the ver y f irst youth twinning
project launched by the World Federation of
Hemophilia. It is inspiring to see how much they
have accomplished in such a short amount of
time. It is also very exciting to see how they
employ technology to connect effectively and
inexpensively with each other. We can learn a
lot from these talented young adults!

Learning together with people
with bleeding disorders
whether from rich or poor
countries, made it all the more
clear to me that beyond our
day-to-day work locally,
national organizations also have
a role and responsibility at the
international level – to support
people with bleeding disorders
globally and work to ensure
access to treatment for all
and eventually find a cure.
Our ultimate mission became
all the more apparent, as we
wordlessly looked at one
another’s target joints, limps,
and crutches, as we made sure
we were infusing and making
smart choices. We forged
bonds of friendship and
understanding that are unique
to our community, and that
we will carry with us for the
rest of our lives.
– Bojan Pirnat who attended World
Congress in Scotland

Jeremy Hall

Bojan Pirnat
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YOUTH, TOMORROW’S LEADERS
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INTERNATIONAL
COMMITMENT
Canada’s role at the international
level is essential.
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).

IN 2018
 The CHS and its chapters participated in four twinning partnerships:
CHS-Philippines, Quebec Chapter-Tunisia, Manitoba Chapter-Mongolia and
the CHS-Bangladesh youth twinning. Finally, Toronto’s Sick Kids Hospital and
St. Michael’s Hospital have partnered with the Queen Elizabeth Hospital in
Bridgetown, Barbados, in a treatment centre twinning partnership.

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 genuinely proud to have contributed to this success.
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Patients and families from the Northern Mindanao region during a site visit of the Hemophilia Association of the Philippines for Love and Service (HAPLOS).
The CHS-HAPLOS partnership is working at expanding and consolidating chapters across the Philippines.
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VOLUNTEERS …
WHAT WOULD THE CHS BE WITHOUT THEM!
Our volunteers, these incredible individuals, give an amazing amount
of time to contribute to the success of our activities and programs.
Volunteers at our chapters do a great job of reaching out to the bleeding disorder community. They organize local activities,
operate children’s summer camps, keep members informed through newsletters and coordinate a variety of fundraising events.

IN 2018
CHAPTER PRESIDENTS

Paul Wilton | president

Curtis Brandell
British Columbia

Craig Upshaw | past-president
Mathieu Jackson | vice-president
Maia Meier | secretary
Dianna Cunning | treasurer
Shelley Blaquiere
Jeffrey Jerrett

Carmen Nishiyama
Hillary Wapple
Alberta
Wendy Quinn
Saskatchewan

Kathy Lawday

John Schmitke
Manitoba

Lawry MacLeod | Erin Van Dusen
(as of November 2018)

Cameron Peters
Ontario

Monica Mamut

François Laroche
Quebec

Carmen Nishiyama
Bojan Pirnat | Emil Wijnker
(as of September 2018)
Wendy Quinn
John Schmitke
Rick Waines

Victoria Ingalls
New Brunswick
Shelley Blaquiere
Prince Edward Island

Lawry MacLeod
Erin Van Dusen
(as of October 2018)
Nova Scotia
Gordon Stokes
Newfoundland and Labrador
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BOARD OF DIRECTORS

15

CANADIAN HEMOPHILIA SOCIETY | 2018 ANNUAL REPORT

CORPORATE
PHILANTHROPY
PROGRAM
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We would like to thank the following
companies 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.
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.



DIAMOND

				


PLATINUM

				


Bayer

GOLD

				


Pfizer

Shire

SILVER

				
				

Novo Nordisk
Roche

BRONZE
				
				

CSL Behring
Leon’s



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.
The Canadian
Hemophilia Society
recognizes their
tremendous investment.


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)

VISIONARY

 Canadian Social Workers in Hemophilia Care (CSWHC)

		



PARTNERSHIPS

 World Federation of Hemophilia (WFH)

CHAMPION



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.

INNOVATOR

		

Member organizations share two primary goals:


BUILDER

		

Novo Nordisk

Research
				

Programs


		

				

BELIEVERS
CSL Behring

Roche

Supporting medical research toward improved treatment
and ultimately a cure for debilitating diseases.
Sponsoring education as well as prevention efforts
and services that assist Canadians living with disease.

CANADIAN HEMOPHILIA SOCIETY | 2018 ANNUAL REPORT

		

17

CANADIAN HEMOPHILIA SOCIETY

Balance Sheet | As at December 31, 2018
2018
Contingencies
Fund
$

Research
Fund –
Million Dollar
Club
$

Endowment
Fund –
Million Dollar
Club
$

TOTAL
$

TOTAL
$

-

-

50,000

-

525,690

1,445,910

586,669

-

100,000

-

-

686,669

453,565

-

-

-

117,235

15,359

132,594

139,494

1,806

-

-

15,000

-

16,806

31,665

General
Fund
$

Property and
Equipment
Fund
$

Cash

475,690

Term deposits

Assets
Current assets

Investments – Million Dollar Club

2017

Accounts receivable
Provincial chapters
Other
Prepaid expenses

64,413

-

-

11,120

11,620

87,153

109,834

210,752

-

-

33,744

-

244,496

138,623

1,339,330

-

100,000

227,099

26,979

1,693,408

2,319,091

Lease deposit

4,685

-

-

-

-

4,685

4,685

Term deposits

73,064

-

900,000

-

-

973,064

259,733

Investments – Million Dollar Club

-

-

-

-

2,425,402

2,425,402

2,539,718

Property and equipment

-

10,562

-

-

-

10,562

13,203

1,417,079

10,562

1,000,000

227,099

2,452,381

5,107,121

5,136,430

Liabilities
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Current liabilities
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Accounts payable and accrued liabilities
Deferred contributions

Fund Balances
Unrestricted

Invested in property and equipment

151,529

-

-

-

-

151,529

151,051

1,117,077

-

-

-

-

1,117,077

1,047,926

1,268,606

-

-

-

-

1,268,606

1,198,977

148,473

-

-

-

-

148,473

151,331

-

10,562

-

-

-

10,562

13,203

Internally restricted
Contingencies Fund

-

-

1,000,000

-

-

1,000,000

1,000,000

Research Fund – Million Dollar Club

-

-

-

227,099

-

227,099

343,758

Endowment Fund – Million Dollar Club
Externally restricted

-

-

-

-

175,277

175,277

175,277

-

-

-

-

2,277,104

2,277,104

2,253,884

148,473

10,562

1,000,000

227,099

2,452,381

3,838,515

3,937,453

1,417,079

10,562

1,000,000

227,099

2,452,381

5,107,121

5,136,430

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.

Statement of Revenue and Expenses | For the year ended December 31, 2018
2018

Revenue
Public support

General
Fund
$

Property and
Equipment Fund
$

Research Fund –
Million Dollar Club
$

2017

TOTAL
$

TOTAL
$

235,633

-

10,169

245,802

149,089

Corporate support

1,473,721

-

60,920

1,534,641

1,639,241

Investment income

11,915

-

(30,590)

(18,675)

127,336

1,721,269

-

40,499

1,761,768

1,915,666

1,226,212

1,287

192,826

1,420,325

1,478,445

161,107

949

-

162,056

275,792

81,371

-

-

81,371

15,343

205,437

405

14,332

220,174

198,362

1,674,127

2,641

207,158

1,883,926

1,967,942

47,142

(2,641)

(166,659)

(122,158)

(52,276)

Expenses
Programs
Resource development
Governance
Administration

Excess (Deficiency) of revenue over expenses for the year

CANADIAN HEMOPHILIA SOCIETY

Statement of Changes in Fund Balances | For the year ended December 31, 2018
2018

Balance – Beginning of year
Excess (Deficiency) of revenue over expenses
Endowment contributions

Research
Fund –
Million Dollar
Club
$

Endowment
Fund –
Million Dollar
Club
$

TOTAL
$

TOTAL
$

1,000,000

343,758

2,429,161

3,937,453

3,907,229

-

(166,659)

-

(122,158)

(52,276)

Property and
Equipment
Fund
$

Contingencies
Fund
$

151,331

13,203

47,142

(2,641)

General
Fund
$

2017

-

-

-

-

23,220

23,220

82,500

Transfer to Research Fund – Million Dollar Club

(50,000)

-

-

50,000

-

-

-

Balance – End of year

148,473

10,562

1,000,000

227,099

2,452,381

3,838,515

3,937,453

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
Montreal, Quebec H3A 1E7
Tel.: 514-848-0503
Toll-free: 1-800-668-2686
chs@hemophilia.ca



PROVINCIAL OFFICES
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			Manitoba Chapter
Suite 324
120-1400 Ellice Ave.
Winnipeg, Manitoba R3G 0J1
Tel.: 204-775-8625
info@hemophilia.mb.ca
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			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
514-2120 Sherbrooke Street East
Montreal, Quebec H2K 1C3
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:
hemophilia.ca/provincial-chapters



NATIONAL STAFF

			Hélène Bourgaize
National Co-Executive Director
			 Deborah Franz Currie
National Co-Executive Director
			David Page
National Director of Health Policy
			Joyce Argall
National Individual Giving Manager
			Stéphane Lemieux
Chief Accountant
			Rachel Leslie
National Project Coordinator
			Michel Long
National Program Manager
			Chantal Raymond
National Communications Manager

