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Hemophilia Today is the official publication of the
Canadian Hemophilia Society (CHS) and appears three
times yearly.
The Canadian Hemophilia Society strives to improve
the health and quality of life for all people with
inherited bleeding disorders and to find a cure. Its vision
is a world free from the pain and suffering of inherited
bleeding disorders.
The purpose of Hemophilia Today is to inform the
hemophilia and bleeding disorders community about
current news and relevant issues. Publications and
speakers may freely use the information contained
herein, provided a credit line including the volume
number of the issue is given. Opinions expressed are
those of the writers and do not necessarily reflect the
views of the CHS.
The CHS consults medical professionals before
distributing any medical information. However, the CHS
does not practice medicine and in no circumstances
recommends particular treatments for specific
individuals. In all cases, it is recommended that
individuals consult a physician before pursuing any
course of treatment.
Brand names of treatment products are provided for
information only. They are not an endorsement of a
particular product or company by the writers or editors.
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Word from the Editor

François Laroche

Hemophilia Today… in constant evolution

H

ere we are, already approaching the end of the year.
Throughout 2015, the pages of Hemophilia Today have
been rich in content, especially with extensive coverage
of Rendez-vous 2015 and encouraging articles on new treatment
products now available for the treatment of hemophilia A,
hemophilia B and hepatitis C. In addition there were inspiring
personal stories which were a pleasure to read.
We also introduced some changes to the magazine over the
course of the year, for example, shifting the scope of the Chapter
Spotlight to focus on the sharing of expertise and experiences
among chapters. In fact, you will find an illustration of this, in the
current issue, with a text by yours truly on the Quebec Chapter’s
advocacy efforts to defend the interests of our community.
While introducing these small changes to the magazine, we also
appealed to the community to take a short online survey in order
to be able to better meet your needs. We sincerely thank everyone
who took a few minutes to reply and suggest new ideas, as well as
those who highlighted the aspects of Hemophilia Today that they
love reading and that are dear to their hearts.
Unfortunately, due to the small number of survey respondents,
we are not able to carry out a highly comprehensive analysis of the
results, at least not to the degree we had hoped. Be assured,
however, that all the results obtained are being taken into serious
consideration in our evaluation of Hemophilia Today’s situation.
And just what is Hemophilia Today’s situation? This question is
at the heart of many discussions these days. As many large
publications have done, should we consider ceasing our print
publication and exclusively produce an online edition? If so, should
the magazine be published more frequently; every two months, or

even monthly? Do our readers prefer to receive a print version by
mail? There are many questions, and many answers yet to be found.
However, rest assured that we will keep you up to date on
developments well before final decisions are made.
Beyond any analysis, the key point is that Hemophilia Today
continues to be important for the Canadian inherited bleeding
disorder community. The magazine, with the help and expertise of
its talented contributors, both occasional and longstanding, has
been able to educate, entertain and inform, serving as the
Canadian Hemophilia Society’s most vital communication tool for
over 50 years. Long live Hemophilia Today!

Hem philia
Today
Canadian Hemophilia Society

Serving the Bleeding Disorder Community

ERRATA - Hemophilia Today, Volume 50 No 2, August 2015
In the last issue of Hemophilia Today, in Dr. Daniel Chorney’s article on Session 3 of the CHS Medical and Scientific Symposium
at Rendez-vous 2015, Psychosocial issues: when treatment challenges feel too challenging (page 17), Dr. Michael Vallis was
erroneously described as Mr. Vallis and his PhD degree was omitted from his photo caption.
Also, in the article on twinning with Bangladesh, the caption for the photo of members of the CHS-Hemophilia Society of Bangladesh
Twinning Committee at Rendez-vous 2015 (page 27), omitted to name the committee members who were not present at the event.
The caption should have read: “The CHS–HSB Twinning Committee with Nurul Islam at Rendez-vous 2015. From left to right: Michel
Long, Pam Wilton, Dan Doran, Wendy Quinn, Nurul Islam, Marion Stolte and Eric Stolte. Absent from photo: Mahbub Alam, Najmul
Alam, Lorraine Calderwood-Parsons, Parimal Debnath and Milena Pirnat.”
We apologize for these oversights. – C.R.
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Message from the President

Craig Upshaw

Designing the future
In my message to you last winter, I described some of the
achievements of the national organization and our ten
chapters in the period 2011-2015 and I urged you to make
your voice heard as we plan how to best meet the needs of the
inherited bleeding disorder community in the coming years.

I

n April, we reached out to important external partners—
Canadian Blood Services, Héma-Québec and the
companies in the factor concentrate market—and heard
about the changing environment. They told us about highly
innovative therapies soon to be introduced. Health technology
assessments, however, are being applied to our novel products for
the first time. Cost is an increasingly important factor potentially
limiting access. Competitive tenders for contracts to supply factor VIII
and IX factor products make the landscape unpredictable.
Decreases in the cost of certain factor concentrates have shrunk
the value of the hemophilia market, bringing about a
corresponding decrease in pharmaceutical support to the
community.
In May, 250 people—individuals with bleeding disorders, family
members, health care providers, and national and chapter staff—
took the time to answer a detailed on-line survey to let us know
what they think should be the next priorities of our organization.
Care and treatment, research, and education and support were the
clear winners.
During the Medical and Scientific Symposium at Rendez-vous
in Halifax, the Canadian Bleeding Disorders Registry, a powerful
new tool to gather information and improve health outcomes, was
launched. We heard about new “wonder drugs” with the potential
to cure HCV infection in our community in the next couple of years.
Fascinating speakers described ways to face some of the timeless
psychosocial challenges related to care.
The next day, people from every chapter in the country met to
identify strategic directions and ways to work together as a strong,
cohesive organization. They talked about the challenges of member
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engagement and explored how to work effectively in a brave new
world of information overload and new media that change how
many of us communicate with each other.
The members of the Strategic Planning Committee met in late
August to digest all the facts and opinions gathered to date. They
have authored the first draft of a strategic plan that will guide the
national organization of the Canadian Hemophilia Society and its
ten provincial chapters over the next three to five years. The plan
is not a step-by-step recipe book. It is a document intended to set
priorities, focus energy and resources, strengthen operations,
ensure that we are working toward common goals, establish
agreement around intended outcomes, and assess and adjust the
organization's direction in response to a changing environment.
Both the national organization and our ten chapters will use it to
design annual action plans.
For the moment, however, it is only a draft. We want to make
sure we have gotten it right. The draft plan will soon be available
online accompanied by a response document. Over the next two
months, our national board, chapter boards and individuals in the
bleeding disorder community can provide feedback. Are the goals
clear? Can they be achieved? What have we forgotten?
I invite you to be engaged. Let us know what you think by
responding directly online. Talk to people who represent you on
national and chapter boards to have your voice heard. Help make
sure that our plan will serve us well.

Community news
Legacy to a hero
by Juanita Pickerl
Spruce Grove, Alberta

O

n September 19, 2015, a West Edmonton park
was dedicated to the memory of Ken Poyser.
Ken's church and community were the driving
force behind approaching the City. Members of the
CHS Northern Alberta Region were at the ceremony
to whole heartedly support this initiative. It was a
privilege to attend this moving ceremony honouring
a man who was admired and respected by so
many for his work in improving the lives of those
living with inherited bleeding disorders in Canada
and abroad, while facing his own challenges living
with hemophilia.
Ken was among the founding members of the
CHS’ Alberta Chapter and served not just locally,
but as CHS national president and also executive
member of the World Federation of Hemophilia. In
1984, Ken co-founded the Hemophilia Research
Million Dollar Club, which plays a vital role in funding
research projects toward finding a cure for inherited
bleeding disorders.
Ken Poyser passed away on September 7, 2010.
This beautiful park is a fitting tribute to a man who
had such a strong sense of the value of people,
community, health and quality of life.

HIRT? gets the Connected to the Community Award from CWTA
by JoAnn Nilson, PT, Saskatchewan Bleeding Disorders Program, Saskatoon, Saskatchewan
he Canadian Wireless Telecommunications Association (CWTA) celebrated 30 years since the arrival of wireless technologies and cell phones in
Canada with an awards program. The Connected to the Community Awards paid tribute to a variety of provincially based organizations that
use wireless technology to improve the lives of Canadians. HIRT? (Hemophilia Injury Recognition Tool), an injury self-management app for young
men with mild hemophilia, received this award in two provinces, with awards given to the Manitoba and Saskatchewan Bleeding Disorders Programs.
HIRT? was developed through evidenced-based research and has been supported through research grants from the CHS Care Until Cure Research
Program, Bayer Hemophilia Awards Program (2011 and 2014 BHAP Caregiver Awards) and the CHS-Baxter Inherited Bleeding Disorder Fellowship
for Nurses and Allied Health Care professionals.

T

NOTE: In the article in the last edition of Hemophilia Today announcing the HIRT? tool, we neglected to mention that BHAP Awards have helped support
this project. We apologize for this oversight.

Canadian youth: Orlando and the WFH World Congress await you!
THE CHS INVITES APPLICATIONS FOR THE KARTTIK SHAH YOUTH FELLOWSHIP
he 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. In order to promote
the development of its future leaders, the CHS will offer one or more fellowships to enable Canadian youth committed to long-term
involvement in the CHS to attend the 2016 Hemophilia World Congress, in Orlando, Florida, July 24-28, 2016 (www.wfh.org/congress/en).
The fellowship is open to Canadian youths with an inherited bleeding disorder between 18 and 30 years of age. Go to the CHS Web
site for more details, including the fellowship criteria (www.hemophilia.ca/en/internationaldevelopment/karttik-shah-youth-fellowship).
Hurry, the deadline to apply is November 27, 2015. – C.R.

T
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Chapters celebrating 50th

Manitoba Chapter:
Happy 50th, Nova Scotia Chapter!
by Sue Van Oosten, RN, CHS Nova Scotia Chapter director-at-large

B

ack in 1965, a small group of Nova
Scotians whose lives were affected by
hemophilia came together to form the Nova
Scotia Chapter of the Canadian Hemophilia
Society. Being that there was no Internet or
even good record keeping, the history is
vague. However, this small group led by
“Nurse Bell” and Dr. Harold Reid, along with
members of the Devenne, Leslie and Allen
families, made a big impact. Over 50 years,
the chapter has grown and the membership
today is getting close to 100 families. The
chapter is no longer restricted to those with
hemophilia but has expanded to include all
those whose lives are affected by any
hereditary bleeding disorder.
Over the years, the chapter has faced
challenges and accomplishments. Most
notably, the chapter forged through the
tainted blood scandal in the 1980s. The
NS Chapter provided advocacy resulting in
provincial and federal compensation for all
members who received blood or blood products
contaminated with HIV or hepatitis C.
On a more positive note, for 12 summers,
the chapter has supported the Maritime
Adventures Camp, directed by Katie Hines
and Nicole Lake, where children of all ages
with a bleeding disorder (and their buddies)
gather for a week of fun and education. The
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camp staff members are dedicated
volunteers, many of whom attended as
campers and have continued on to become
counsellors or part of the programming
team. In addition, the chapter offers a fall
family weekend which features the
chapter’s Annual General Meeting,
educational speakers and the opportunity
for families and youth to get to know one
another and share their experiences. This is
a highlight of the year for many members.
The chapter offers a scholarship each
year to a youth who is attending postsecondary school. This year’s recipient was
Emileigh Van Dusen, whose parents were
active members of the society for many
years. Emileigh continues to be involved at
camp and within the chapter so it was an
honour to present her with this scholarship
this year.
Finally, it was a privilege to host CHS’
Rendez-vous 2015 this past May and to
share the 50th anniversary celebration with
the rest of the country. Special thanks goes
out to Dianna Cunning, David Page, Hélène
Bourgaize and all other organizers for all
their work and planning.
Happy anniversary, Nova Scotia Chapter!
Here’s hoping our membership continues to
grow and our strength pursues.

by Christine Keilback
Executive Director of the Manitoba Chapter

T

he first recorded meeting in
Winnipeg of a group of families
affected by hemophilia was in 1962
when Tina Siemens, a social worker
from the Society for Crippled Children
and Adults, organized a parents’
support group. Then, in 1965, the
Manitoba Chapter of the Canadian
Hemophilia Society was formalized by
Charlie Kubin and Ray Daniels, who
both had sons with severe hemophilia A.
The founding families of the
Manitoba Chapter demonstrated
leadership, dedication and tenacity on
their journeys to achieve proper care
and treatment for their children. Many
of those children continued their work
at both provincial and national levels.
The history of the chapter mirrors the
Canadian hemophilia experience: from
limited diagnosis and treatment to the
establishment of comprehensive care
clinics for children and adults with all
rare bleeding disorders; from inevitable
arthropathy to participation in
competitive sports; from the excitement
of the discovery of cryoprecipitate to
the tragedy of HIV and hepatitis C;
and to the new excitement of
recombinant products.
During 2015, the chapter celebrated

anniversaries

Honouring the roots
of the Prince Edward
Island Chapter!

celebrating 50 years!

by Shelley Blaquiere
50 Years of Serving the Bleeding Disorders
Community. Silvana Moran designed a logo,
which was used to promote the Gala Dinner
and the Golf Tournament and which is
displayed in our office window.
Following the Annual General Meeting in
April, we held a dinner complete with a chapter
birthday cake. Many longtime members and
former chapter leaders were in attendance.
A series of posters was designed to trace the
history of the chapter and its activities.
The posters highlight significant milestones in
the region including the opening of our first
office, the bingo facility which sustained us
financially for so many years, and our many
programs which provide support and education
to our members.
The chapter was also recognized outside the
bleeding disorder community: the chapter
received the Community Service Award and
longtime chapter member and volunteer Tony
Tavares received the Outstanding Leadership
Award from the City of Winnipeg.
The chapter currently offers support and
services to over 200 families in Manitoba and
Northwestern Ontario. We are looking forward
to continuing with our mission – to improve
the quality of life for those affected by
hemophilia and other inherited bleeding
disorders through support, service, research,
education and advocacy – for the next 50 years.

A milestone
for Hemophilia
Saskatchewan!
by Wendy Quinn
President of Hemophilia Saskatchewan

H

emophilia Saskatchewan
celebrates its 50th
anniversary this year.
To mark this milestone, a
50th anniversary banquet
with a silent auction was
held in Regina. A new award
named after our founding
members was introduced,
the Lisle and Elaine Spence
Award, and given to three
recipients, Dr. Robert Card,
Dr. Ramachandran Deverajalu
and Dr. Brian McSheffrey, who
have provided longtime and
dedicated service to our
bleeding disorder community.
In addition, all the past
chapter presidents were
honoured for their work
which has vitally shaped who
we are today.

President of the Prince Edward Island Chapter

T

he Prince Edward Island Chapter kicked
off their 50th anniversary with a special
Annual General Meeting held in
Summerside in April 2015. It was there that
our plans were finalized and it was decided
that the chapter would sponsor a record
number of members who would like to
attend Rendez-vous 2015 in Halifax.
At Rendez-vous 2015, our chapter
celebrated along with the Nova Scotia
Chapter. We were grateful to count two
founding members of the PEI Chapter
among the participants, Joan Doran and
Colin Craig, Sr. A little over 30 chapter
members attended the event and for many
this was their first time experiencing such
a conference. They were able to bring back
memories, friendships and information
shared during the conference.
This fall at our chapter's semi-annual
meeting, we celebrated with a large
birthday cake and pin award ceremony
honouring members with 5, 10 and 25
years of volunteering with the chapter.
The PEI Chapter’s roots thrived despite
difficult challenges and struggles, all because
of families coming together to support and
help one another with a bleeding disorder.
Our chapter is strong and proud and we
honour those roots 50 years later.
Hemophilia Today November 2015 | 7

CHAPTER SPOTLIGHT

ADVOCACY

“Heaven helps those who
help themselves”
by François Laroche
President of the Quebec Chapter

“Heaven helps those who help themselves.” This proverb has always appealed to me because it calls
on us to make an effort, defend our interests, and take charge of our lives without waiting for
others to do it, regardless of who they might be: neighbours, friends, family or even a “superior
being.” It’s a truism that empowers and inspires us to be the driving force in our own existence.
It also applies to our community of people affected by inherited bleeding disorders. After all, if
we don’t see to our own needs, defend our own interests and preserve our own gains, who will?
ver the past 60 years, members of our community, at both
the national and provincial levels, have had to take
significant action and make their voices heard by
governmental, para-governmental and other authorities to secure
the care and treatment we receive today. Our progress did not
come by chance, nor did it come without enormous effort. And
still today, as we work to preserve our gains and make ongoing
necessary improvements, we must ensure that we defend our
interests by taking concrete action in our dealings with key
decision makers.
For example, in 2010, the Quebec Chapter (CHSQ), in conjunction
with a number of nurses, physiotherapists and clinic directors at
hemophilia treatment centres (HTC), noted clear discrepancies
between the recommendations put forward in 2007 in the Canadian
Comprehensive Care Standards for Hemophilia and Other Inherited
Bleeding Disorders and the care actually being administered to
patients in Quebec HTCs. It was therefore deemed that an update
of the situation and needs of HTCs would be in order. In the best
interests of its members and after securing the collaboration of the
directors of the province’s hemophilia treatment centres, the CHSQ
decided to conduct its own study of the situation and needs in
Quebec HTCs. It entrusted this mandate to two of its volunteer
board members knowledgeable about the problems experienced by
people suffering from bleeding disorders and the issues faced by
the HTCs. The two board members met, either in person or by phone,
with 37 of the 38 staff members involved in the multidisciplinary
care teams at the four HTCs and the Quebec Reference Centre for
the Treatment of Patients with Inhibitors. For each HTC, data was
gathered on enrolled patients and the main full-time-equivalent
positions (clinic director, pivot nurse, physiotherapist, social worker,
data entry manager). A report was then written that notably
included these statistics along with some 15 recommendations.

O
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In March 2011, the document was the subject of a joint
presentation made to the ministère de la Santé et des Services
sociaux du Québec (MSSSQ) by the CHSQ and the Association of
Hemophilia Clinic Directors of Quebec. The ultimate aim was to
optimize the care and treatment provided to Quebecers living with
bleeding disorders. Last year, the CHS conducted this same exercise
in Canada’s 21 other HTCs.
Follow-ups (by phone and in person) were then carried out with
individuals at the MSSSQ to learn the status of our request in order
to better orient our future actions.
Concurrent to this report, and in light of the ongoing health
sector reform, notably the consolidation of hospitals into university
medical centres, the CHSQ, in February 2012, presented the MSSSQ
with the Programme québécois intégré pour les troubles de
saignement, the primary recommendation of which was that a
clinic director with expertise in hemostasis and the treatment of
patients with congenital or acquired inhibitors be appointed on a
full-time basis to head this program.
Recently, after numerous follow-ups, we learned that the
MSSSQ is open to implementing our project. Many meetings will
be held over the coming weeks to make concrete plans in
collaboration with the various stakeholders involved.
Our interests are best defended when well-prepared
documentation is presented by credible stakeholders directly to
the right authorities. Attentive follow-up is vital to successfully
achieving our shared objective: to contribute to a better quality
of life for all those in Canada who suffer from an inherited
bleeding disorder.
“Heaven helps those who help themselves.” In short, only
when we have made every possible effort and taken all of the
necessary steps ourselves can we rightfully hand ourselves over to
Providence…

CHS recommendations on use of the
1986-1990 Hepatitis C Settlement surplus
by Michel Long
CHS National Program Manager

I

n 1999, a settlement of the 1986-1990 Hepatitis C class action suit
was approved by the Courts in Ontario, British Columbia and Quebec,
resulting in the creation of the 1986-1990 Hepatitis C Settlement
Agreement comprising two plans: the Transfused HCV Plan, which provides
compensation to individuals infected with HCV through a blood transfusion
received in Canada between January 1986 and July 1990; and the
Hemophiliac HCV Plan, which provides compensation to hemophiliacs and
individuals with thalassemia major who were treated with blood transfusion
or blood products and were infected with HCV during the same period. Both
plans also provide compensation to secondarily infected spouses and children,
and certain family members. Approximately 25 per cent of those infected
have been people with hemophilia and other inherited bleeding disorders.
The settlement provided for payments by the federal, provincial and
territorial governments totalling but not exceeding $1.18 billion. This amount
is allocated to pay scheduled benefits to class members over the course of
their lifetimes and after death to their dependents according to the severity
of their illness and the losses suffered as a result of HCV infection. A Joint
Committee holds the mandate to implement the 86-90 Hepatitis C
Settlement Agreement and supervise the ongoing administration of claims.
Settlement surplus
Every three years, financial sufficiency is assessed to determine whether
the assets of the Trust Fund suffice to pay all the anticipated payments and
administration costs. In the most recent financial review, the actuaries
expressed the opinion that the Fund is sufficient to meet the expected needs
and there is a surplus estimated at $236 million to $256 million.
When the settlement was reached in 1999, the amount of the Fund was
stipulated; there was no negotiation among the parties on the global
settlement amount by estimating the constituents and compensation due
accordingly. The benefits payable had to fit within the Fund’s preset
parameters, with the risk of shortcomings. The exact number of victims and
the full impact of HCV were not well known at the time. Now 16 years later,
the number of victims is known and actuaries can make more precise
projections. This explains why and how a surplus has now been estimated.
The Courts have the discretion to decide whether all or a portion of the
surplus should be kept in the Fund. Applications will be considered by the
Courts at a Joint Hearing in Toronto June 20-22, 2016. The Joint Committee
will submit an application to request that all or a portion of the surplus be
allocated in favour of class members and family class members. The Joint
Committee invited class members to provide input on areas of the settlement
they feel fall short and how the surplus should be used.
CHS recommendations
The CHS seized this opportunity to survey its concerned members in order
to get a sense of possible areas of consensus, and has shared the results along
with its recommendations to the Joint Committee. Now that there is a better
understanding of the serious physical, psychological, social, and economic
consequences of HCV, the CHS believes the entire surplus should be allocated
to enhance the benefits to class members.

CHS RECOMMENDATIONS TO THE JOINT COMMITTEE
1. No portion of the Trust Fund projected surplus should be
returned to any level of government. As the Fund was created
with a predetermined amount, and not based on the total
projected needs of class members, the projected surplus should
be entirely used to maintain or enhance benefits.
2. The June 30, 2010 deadline for applications should be extended
indefinitely. All persons who meet the approval criteria should
be compensated.
3. Those primarily-infected hemophiliacs who are approved
HCV-infected persons, who are also infected with HIV and who
accepted the one-time $50,000 payment (section 4.08) should
be allowed to reapply to the fund and receive compensation as
per all the terms of the Agreement while subtracting the
one-time payment.
4. The Multi Provincial/Territorial Assistance Plan ex gratia
payments for those infected with HIV should not be considered
as income for purposes of compensation for loss of income
(section 4.02c).
5. Where annual/lifetime limits on extended health care benefits
are exceeded because of HCV care and treatment costs, a
mechanism should be developed so these costs can be recovered
and benefits used for their and their dependents’ other health
care needs.
6. The settlement should be modified to allow members’ access to
life, mortgage, health and travel insurance based on the Irish
HCV compensation model.
7. The settlement should develop a mechanism to compensate for
the loss of pension benefits resulting from the illness and
inability to work.
8. The remaining surplus should be used to enhance benefits to
all class members based on the spirit of the original settlement:
- by adjusting the maximum age for compensation for loss of
income to 67 (section 4.02.2);
- by adjusting the hourly rate for compensation for loss of
services in the home to more realistic rates and increasing
the maximum allowed number of hours per week (section
4.03.2);
- by adjusting the amount for funeral expenses (section 5.02);
- by paying out-of-pocket expenses of family members who
help class members attend medical appointments;
- by paying one-time lump sum payments to all class members
in proportion to the amounts set out in sections 4.01, 5.01,
5.02, 6.01 and 6.02.
9. The settlement should develop a mechanism to compensate
family members who have acted or continue to act as caregivers
and in doing so have seen their own daily jobs, school and other
activities negatively impacted because of the necessary time
commitments.
10. Enhancements should be retroactive.
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CHS James Kreppner Memorial
Scholarship and Bursary Program
n an effort to bring young volunteers into the CHS, and in
recognition that a sound education is of utmost importance,
particularly for those who might not be able to succeed in a
vocation requiring strenuous physical labour, the CHS offers the
opportunity for those who qualify to receive a scholarship or bursary
in the amount of $5,000 to attend a post-secondary institution of
their choice.

I

The CHS James Kreppner Memorial Scholarship and Bursary Program
is an on-going tribute to honour James Kreppner, a long-time volunteer
and member of the CHS Board of Directors, for his dedication,
intelligence and commitment to the CHS and community service.

In 2015, the CHS was pleased to award $5,000 scholarships/bursaries to four
outstanding applicants in the following categories:

— SCHOLARSHIP BASED ON ACADEMIC MERIT
— BURSARY BASED ON FINANCIAL NEED
The CHS would like to acknowledge Pfizer for its generous support of the 2015
CHS James Kreppner Memorial Scholarship and Bursary Program.

Additional information including the criteria and application forms for the CHS James Kreppner Memorial Scholarship and Bursary Program is available on the
Web site at www.hemophilia.ca/en/support-and-education/scholarship-program. The deadline to submit applications for next year is April 30, 2016.–J.A.
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ACADEMIC SCHOLARSHIP RECIPIENTS

Kaitlin Brown, Waterloo, Ontario
am very honoured to be a recipient of the CHS James Kreppner Memorial Scholarship. Living with von
Willebrand disease has not always been easy. I am thankful for my family who is my greatest support
team and my friends who take interest in learning about bleeding disorders.
Growing up, my parents and four older brothers taught me commitment, determination and kindness.
These are three traits that I aim to showcase not only in my career after university, but also in my day-today life. I am attending Wilfrid Laurier University and studying towards an honours bachelor’s degree in
Business Administration. After completion I plan to become a Chartered Professional Accountant.
I have learned over the years that von Willebrand disease does not stop me from doing anything.
I thoroughly enjoy volunteering and participating in extracurricular activities. The James Kreppner Memorial
Scholarship allows and inspires me to continue giving back and to work hard at achieving the goals I set
out for myself. Thank you for awarding me this scholarship.

I

Calen Van De Veen, Ridgedale, Saskatchewan
was diagnosed with severe hemophilia A at the age of nine years old. I exhibited many of the classic
signs of hemophilia growing up, but since there was no history of hemophilia in my family, the possibility
of a hemophilia diagnosis was overlooked.
This was the turning point at which hemophilia changed my life. Some of the activities that I had been
doing were discontinued due to risk of injury and joint bleeds (hockey and football). I became more aware
of extra safety equipment and how to protect myself when performing other activities.
At the age of 13 I started prophylactic treatments. The Saskatchewan Bleeding Disorders clinic taught
me how to self-infuse and how to identify injuries that required treatment. I am extremely thankful to my
parents for being persistent that I had “something medically wrong”, and for supporting me through this
life changing event.
I am now studying in Mechanical Engineering at the University of Saskatchewan, and I am very grateful
to be a recipient of this scholarship; it will help me immensely towards achieving my goals.

I

BURSARY RECIPIENTS

Miranda Allaby, Woodstock, New Brunswick
have personally been affected by hemophilia as I was diagnosed at the age of seven and my father, the
late Peter Allaby, was also a hemophiliac. He contracted both the hepatitis C and HIV viruses through
tainted blood in the late 80s. He passed away when I was just nine years old; his death left my mother to
raise four kids on her own.
Growing up without him was not always easy but, as a result of this, it made me a strong, independent
and caring person. I have become more aware of hemophilia and the effects it has on the lives of others.
I am now attending the New Brunswick Community College in Fredericton and have registered for a course
in Human Services. I plan to one day be a youth counsellor. I am absolutely honoured to receive the 2015
James Kreppner Bursary and plan to someday give back to the hemophilia community.

I

Johnny Lepera, Tecumseh, Ontario
y name is Johnny Lepera and I have severe hemophilia A. Since my diagnosis, my family and I have
worked together to ensure that I live a healthy and happy life while dealing with hemophilia. Hence,
I have made my condition into a very positive aspect of my life.
I find that the best recipe to success while dealing with hemophilia is to stay active to maintain strong
and healthy joints. I have been playing soccer at the competitive level for eight years, as well as many other
sports and activities recreationally.
I am now entering my second year at the University of Windsor, studying criminology. I hope to pursue
a career in law following my bachelor’s degree. My parents are and will continue to be the cornerstones of
all my accomplishments. I can’t thank them enough for the unconditional love and perseverance they showed
to bring me to the point where I am now.
I am truly honoured to be a recipient of the James Kreppner Memorial Bursary, and I hope to continue,
as a volunteer, to make a positive impact in the hemophilia community.

M
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MyCBDR ready for use!
by Arun Keepanasseril
Project Manager, CBDR

s reported in the August issue of Hemophilia Today, the
Canadian Bleeding Disorders Registry (CBDR), a secure
Internet-based registry to be used at Canadian hemophilia
treatment centres (HTCs), was launched at Rendez-vous’ Medical
and Scientific Symposium in Halifax
on May 29, 2015. (See Hemophilia
Today, Volume 50, No 2.)
MyCBDR, an electronic home
infusion reporting system for patients,
was also launched on the same
occasion. As of mid-September, both
systems have been successfully
implemented at four HTCs, three in
Quebec and one in Hamilton. The
AHCDC is working with the rest of
the centres to roll out the system
over the next months. All the data in
CBDR and MyCBDR are hosted at a
highly secure data centre at McMaster
University in Hamilton, Ontario.
CBDR and MyCBDR work well
with each other, feeding and drawing
data from a common database at the
backend. For the clinicians, this
translates to having access to a complete picture of the patient’s
disease management processes, not being forced to rely upon
information silos from separate clinical and patient home infusion
databases. Patients also benefit from being “in sync” with their
clinical team at all times. In addition to having a user-friendly way
to record their infusions and bleeds, patients can access their most
current treatment plan via MyCBDR. They can update their contact
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CBDR and
MyCBDR work
well with each
other, feeding
and drawing
data from a
common
database at
the backend.

An example of
“product usage
report” available in
MyCBDR showing
number of IUs of
product used for
prophylaxis (blue)
and bleeds (red).
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information, height and weight, all of which will be synced with
CBDR in real time. MyCBDR provides patients with access to the
same reporting views as their clinicians. The hemophilia community
as a whole is set to benefit from the integrated environment as
these systems promote patient-centric participatory care.
Currently, MyCBDR Web site is accessible from any Internetenabled device; iPhone and Android apps are expected to be
available by spring 2016.
MyCBDR has received a tremendous welcome from the patient
community, especially following the phase-out of EZ-Log and
HeliTrax home infusion reporting systems. While patients who are
accustomed to using electronic diaries do not want to go back to
paper diaries, those who were previously not on EZ-Log or HeliTrax
systems are keen to transition to electronic record keeping. In
response to the demand, AHCDC, McMaster University and the CHS
have decided to extend MyCBDR to all patients regardless of the
status of CBDR adoption at their HTC. Patients (parents in the case
of minors) are welcome to register for MyCBDR access at
www.mycbdr.ca/MyCBDR/Account/Register.
If your HTC is already active on CBDR, your request will be
accepted by the centre staff. Patients registered in an HTC not yet
on CBDR will be linked to a virtual holding clinic where their
records will be stored securely until their centre implements CBDR.
Such patients will be required to provide some additional
information to an administrator to complete their registration.
Once a centre comes online with CBDR, all MyCBDR records
belonging to their patients will be transferred to the HTC for
continued support. We believe that such a “bridging” arrangement
will serve to help maintain continuity of record keeping modality
for patients who were on the discontinued EZ-Log and HeliTrax
and also offer the advantages of MyCBDR to new patients wanting
to transition to adopt electronic diaries.
Please feel free to drop a line to help@cbdr.ca if you have any
questions or comments about the process.

www.wfh.org/congress

Vhlunteer File

What are we waiting for to put in
place a volunteer recruitment plan?

by Hélène Bourgaize
CHS National Director of Chapter Relations and Human Resources

olunteers are the lifeblood of our organization. Volunteers
founded the Canadian Hemophilia Society over 60 years
ago, and volunteers continue to work with the goal to
improve care and quality of life for people with inherited bleeding
disorders. But today we must ask ourselves: Have needs changed?
What type of volunteers do we need? How many volunteers do we
truly need? Where can we find and recruit them? The answers to
these questions vary from province to province – but what remains
constant is our common interest in improving the quality of life
for loved ones living with a bleeding disorder.
Last spring, the CHS conducted a survey of its members to
obtain their views on the organization, its work and its priorities
for the future. The survey found that 77 per cent of respondents
would do volunteer work if asked, but 40 per cent of them have
never been solicited to volunteer. Surprising? No. According to the
latest Statistics Canada Survey on Giving, Volunteering and
Participating, 44 per cent of Canadians also reported they had
never been approached to volunteer. So what are we waiting for
to put in place a volunteer recruitment plan?
In order to succeed, it is essential to plan the recruitment

V

Fundraising

1. Determine the priorities for the year.
2. Establish a calendar of upcoming activities.
3. Determine the number of volunteers required for each activity
and the skills needed.
4. Define the tasks and estimate the time needed to carry out the
required work.
5. Prepare job descriptions for each volunteer position.
6. Ensure that the plan includes the training necessary to be able
to carry out the required tasks.
7. Ensure that a volunteer recognition program is in place.
The CHS can provide templates to help you through each of
these steps – don’t hesitate to get in touch with us for any help
needed in the development of your recruitment plan.
Once your volunteer feels respected, supported and like a valued
member of the organization, the challenge of volunteer loyalty and
retention will diminish, or sometimes even be eliminated. Your
volunteer then becomes the best ambassador for recruiting new
volunteers from among his/her family and friends.

CORPORATE PHILANTHROPY PROGRAM

e 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.

W

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. – J.A.
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process – that is, to develop an effective recruitment plan. It’s
important to remember that “time is money.” Therefore, we must
be careful not to waste our volunteers’ time. A good volunteer
recruitment plan should include the following:

SAPPHIRE
Pfizer
PLATINUM
Biogen
GOLD
Baxalta
Bayer
CSL Behring
Novo Nordisk
BRONZE
Alexander Fund at The Calgary Foundation (The)
Gilead
Leon’s
Octapharma

C O M M U N I T Y

N E W S
C O M M U N I T Y

N E W S

The Nurses’ Station

Developing your own
prophylaxis regimen
by Deb Gue, RN, MSN and Kam McIntosh, RN, BSN
Hemophilia Program - Adult Division, St. Paul's Hospital, Vancouver, British Columbia

Our team is very excited about customized approaches for prophylaxis. Even more
importantly, so are our patients! We would like to take this opportunity to share
some of our experiences partnering with adults who are designing their own
prophylaxis regimens.
here is a lot in the hemophilia literature about prophylaxis.
Traditionally, prophylaxis regimens have been quite
standardized. Recommendations of factor VIII three times
per week or factor IX two times per week are conventional. For many
patients, a more individualized or tailored approach works better.
This might even mean factor therapy every day.
Our team works one-on-one with each patient
toward the ultimate goal of close to zero bleeds. By
considering their physical activity levels, bleeding
patterns, and individual response to factor, patients
work with our team to design prophylaxis schedules
to make sure the factor levels necessary to prevent
joint and other deep bleeds are on board at the most
important times. This is achieved through
individualized factor doses and frequencies that
produce trough levels (lowest factor level, just before
the next factor dose is infused) in a range that
virtually eliminates bleeding. In most cases, this is
exactly what happens.
The majority of our patients on individualized
prophylaxis regimens are on daily factor infusions.
These patients have shown an immediate and
dramatic drop in bleeding episodes, and several
continue to have no bleeds at all. Many have added
the infusion of factor into their daily morning
routine (e.g., such as shaving). They often find this
gives them “peace of mind” and the ability to be
more spontaneous in their daily lives.
Individualized schedules do not always mean daily
injections. For some, daily infusions proved to be too
burdensome. Patients who did not want to continue
reported that it took too much time or that their veins did not
hold up to daily infusions. Significant reductions in bleeds can still
be achieved with careful attention to match factor doses and
schedules to activity and bleeding patterns.

T

Although our initial discussions with patients about the
benefits of individualized prophylaxis stressed the reduction and
even elimination of bleeds, patients have told us about other
important outcomes as well. The most significant is less chronic
pain. One patient said, “My wife says I’m less cranky.” This area
needs further study, however we have some
ideas. Perhaps there are reductions in
“microbleeds” which contribute to joint
damage and chronic pain, but are not always
recognized as “full-on” bleeds. While
prophylaxis will not reverse existing joint
damage, more consistent factor levels may
reduce microbleeds and their possible
contribution to chronic pain.
Is individualized prophylaxis for everyone?
In short, no. Patients who are on traditional
prophylaxis regimens and are not bleeding may
be quite satisfied and not see any reason to
make changes. Those with difficult venous
access may not be able to tolerate a potential
increase in infusions. Finally, those who are not
monitored through regular clinic visits and
accurate infusion records are not candidates as
it is very important to evaluate patients with
new treatment schedules very carefully.
Our adult hemophilia home infusion
patients are very skilled in managing their
bleeding disorder. They have had years of
experience with on-demand treatment for
bleeds. As we work together, more and more are
discovering that prophylaxis has made a major
change in their lives … many are having absolutely no bleeds for
the first time! We are conducting on-going research to report on
the impact of individualized prophylaxis and we look forward to
sharing those results in the future.

As we work
together, more
and more are
discovering
that
prophylaxis
has made a
major change
in their lives …
many are
having
absolutely no
bleeds for the
first time!
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Our Stories
by Milena Pirnat

Hemophilia Mother

Winnipeg, Manitoba

I clearly remember the
day my son was born.
I looked into his eyes,
and at that moment,
I knew that I would
forever put myself
between him and all
the dangers of the
world – a fire, a
speeding car, a
cannonball.

I

vividly remember the day my son, Bojan, was diagnosed
with mild hemophilia A. I was standing in the middle of
our newly rented suburban apartment in Winnipeg, just
recently immigrated to Canada. My husband was on the phone
asking: “Ah? Are you sure?” Pause ... sigh ... he put the phone down,
sat, staring at the floor and couldn’t say a word. My world
collapsed before me. As a physician I instantly knew, but still in
shock, standing in the middle of the room, asking him:
“Hemophilia, right?” The room became smaller and somehow air
became heavier. We looked at each other totally numb and in
disbelief.
All our struggles to survive the Bosnian war during the siege in
Sarajevo, immigration and my recent diagnosis of a chronic
condition were nothing compared to the feeling of loss after
hearing our son’s diagnosis. Was it because we were both doctors
unaware that he had an underlying condition, or the fact that I
didn’t know I was a carrier, or that we were alone in that suburban
apartment far away from our family and friends that day? I don’t
know and I will never know but it hit us harder and deeper than
my understanding goes. I went to my son’s room, I hugged him, I
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squished him tighter and longer than he wanted. He looked at me
with his innocent smiling eyes. He had just turned six.
I was born and raised in Sarajevo, where my husband and I lived
and worked. Bojan was born in January 1991 in a Sarajevo hospital,
that same night when nurses were carefully listening to the radio
when President Bush announced war against Iraq. Was there some
kind of warning that one is not aware of, when your major life
events collide with the brutality of world politics? I didn’t think
much of it at the time! Even his big hematoma during birth didn’t
raise any questions for us, nor my skin and eye bleed after I gave
birth – I was so happy, I had become a mom!
At the time, I didn’t know I was a carrier. I just raised him that
first year, enjoying that first spring: strolling him down the streets
of Sarajevo like every other ordinary happy mom. Little did I know
that real life events would unfold in front of my eyes as you watch
a drama, with no option of a happy ending.
In 1992, Sarajevo was brutally attacked and we ended up being
blocked in the city with a little baby. We survived, left Sarajevo
and became refugees. I remember how happy I was that we had
survived the siege of Sarajevo, hopeful that our lives would finally

be restored and happy that we were alive and healthy. We had a
big suitcase and hope for a new life in a new country. I never gave
up. I thought: “We will survive all this chaos, we are lucky to be
alive, we will repair, we will start life again and will continue to
fight and live no matter what!”
But I wasn’t ready for this new twist of fate. When my son was
diagnosed, all that pain became unbearable and it all resurfaced.
Everything I knew about myself was thrown out of balance.
All these wartime memories came to haunt me … All these
moments where I realized: ”Oh my God! We were in the war zone
with a hemophiliac child!” What are the odds of surviving a war
with a child with hemophilia? Some 10,000 civilians, including
1,500 children, were killed in Sarajevo during the 44-month-long
siege, mostly by snipers and mortars fired from mountains
surrounding the city. UNICEF reported that of the estimated 65,000
to 80,000 children in the city,
at least 40 per cent had been
directly shot at by snipers; 51
per cent had seen someone
killed; 39 per cent had seen
one or more family members
killed; 19 per cent had
witnessed a massacre; 48 per
cent had their home occupied
by someone else; 73 per cent
had their home attacked or
shelled; and 89 per cent had
lived in underground shelters.
We lived in a besieged city for
31 months with a toddler,
without food, electricity and
under constant shelling! And
we were somehow spared?
Survivor guilt mixed with
hemophilia mom guilt stayed
tangled in my brain for many
years to haunt me more than I would ever want to admit.
From that initial shock of the diagnosis, all my experiences with
hemophilia began to be blurry. We went to the hospital for the
first time to meet his team of doctors, nurses and physiotherapists.
We were new to the country, just here a year, and my language
was just good enough to understand the diagnosis. The whole room
was spinning around me while we sat in that small hospital room.
I wasn’t really able to think, or breathe, or understand anything
that was said that day. All that I saw in that moment in front of
me was nurse coordinator Nora’s perfectly calm, dignified
composure and her reserved smile and empathetic eyes. She went
through explaining to us what we needed to know, gave us a big
white binder, and assured us that we would be okay, secure and
well taken care of. I went home that day in shock, confused but
somehow reassured. She had said, “He is going to be okay.” From
that moment I hung onto that phrase often: from the time when
his muscle tore during a run in middle school, his first iliopsoas
bleed, a broken wrist ...
Thanks to Nora (Schwetz), who has since retired, and Rose
(Jacobson) – the fantastic Winnipeg nurse duo – and the medical team,
we have slowly learned over the years how to manage hemophilia,
step by step. Their calm and reassuring voices were everything to me
in times of crisis, when I just needed to hear that my son would be
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okay. There are no words to describe how I feel about the team, the
same way you can’t explain how secure you feel with your mother or
your favourite aunt. I will never be able to express enough gratitude
to the team that was caring for us 24 hours a day.
I often felt isolated raising my son. My father was across the ocean
and my best friend lived in the U.S. Life was very busy, so between
managing life and hemophilia there was never enough time. I was
busy learning a new language, studying and working. Needless to say,
the diagnosis needed a long time to sink in as well as learning to live
with it. While living in a new country with new friends, far away from
family, unable to find the job that I was trained to do, with all the
twist and turns of hemophilia, I recognized my need to connect with
a greater community – that is when “Hemophilia Mother” was born.
I needed to talk to other moms and to help them overcome those
first feelings of guilt so they could find support with someone who
knew and could encourage them
that it will get better with time.
IN THE SUMMER
When my son was in his 20s, in the
OF 1995, REFUGEES IN
fall of 2010, I started a Facebook
BASKA VODA, CROATIA,
page called Hemophilia Mother. Its
WE WERE WAITING TO
intention was to help support all
HEAR IF OUR APPLICATION
women, mothers, daughters, and
TO IMMIGRATE TO CANADA
WAS ACCEPTED.
carriers in the bleeding disorder
community.
I feel that education, sharing
information, and emotional
support are all necessary to
empower women such as myself,
to help prevent us from feeling
alone and isolated by the
condition. There is that sisterhood
and web of connections that is
necessary for women to express
themselves, to share their
struggles, and their victories too. I
am excited that my Hemophilia
Mother Facebook page (more than 3,040 members as of today)
became of interest to an international community of women with
bleeding disorders who find this kind of support useful in their
everyday lives and health management. Social media is a great way
for mothers to feel supported within our community and I believe
that advocating for better psychosocial services for women is the
next step in improving the lives of women with bleeding disorders.
I clearly remember the day my son was born. I looked into his
eyes, and at that moment, I knew that I would forever put myself
between him and all the dangers of the world – a fire, a speeding
car, a cannonball. I had become a mother. I didn’t know it at the
time, and I would not have dreamed that, but I was handed a
greater, more honourable role – I became a Hemophilia Mother.
BOJAN AT 23 YEARS
OLD AND MYSELF, IN

MELBOURNE, AUSTRALIA,
WHILE ATTENDING THE

2014 WORLD
HEMOPHILIA CONGRESS.

The Blood Fact r

David Page
CHS National Executive Director

Funding agency approves Alprolix
and Eloctate … with restrictions

ACE910, a potential breakthrough for
hemophilia A

MONTREAL, October 26, 2015 – The Deputy Ministers
of Health, representing all provinces and territories
except Quebec, accepted to reimburse Biogen’s Eloctate®
and AlprolixTM, extended half-life factor therapies to
treat hemophilia A and B, at their September meeting.
The decision comes more than a year after their approval
by Health Canada in March and August 2014, and more
than a year after the products became widely available
in the U.S. (See Hemophilia Today, Volume 49, No 2, and
Volume 50, No 2 for comprehensive articles on both
Alprolix and Eloctate.)
Access, however, could be limited as the Provincial/
Territorial Blood Liaison Committee, which oversees
the budget of Canadian Blood Services (CBS), has
ordered that restrictions be placed on utilization.
The nature of these restrictions remains unclear.
Imposition of any restrictions goes counter to the
recommendations of the Canadian Hemophilia Society,
the Association of Hemophilia Clinic Directors of Canada
and the provinces’ and territories’ own health technology
assessment body, the Canadian Agency for Drugs and
Technology in Health.
Moreover, Hemophilia Today has learned that in
submissions to CBS, Alprolix and Eloctate are priced so
as to be cost-neutral in comparison to their alternatives.
Why then the restrictions?
Tight restrictions were placed on Alprolix and Eloctate
utilization in Quebec in April 2015. According to the
decision, physicians are instructed to prescribe only to
patients with serious difficulties accessing veins, those
with an abnormally short factor half-life or for other
justifiable reasons. The situation there, however, was
different. Alprolix and Eloctate were not selected in the
tender process because of their higher cost. To date, no
patient in Quebec has been granted access to the
extended half-life products.

BASEL, Switzerland, September 7, 2015 – Roche announced that its
hemophilia A drug, ACE910, had been awarded breakthrough designation by
the U.S. Food and Drug Administration. Such a designation means that
preliminary clinical evidence indicates that the drug may demonstrate
substantial improvement over existing therapies. Moreover, FDA will expedite
the development and review of such a drug.
ACE910 is a prophylactic drug with a 30-day half-life. It is infused
subcutaneously in a volume of 1 ml once a week or more.
ACE910 is a bi-specific antibody to treat patients with hemophilia A, both
with and without inhibitors. It was one of the hot topics of discussion during
coffee breaks at the International Society of Thrombosis and Hemostasis
conference in Toronto last June.
Results from a Phase I study, conducted by Chugai in Japan, showed onceweekly subcutaneous administration of ACE910 was well tolerated. ACE910
significantly reduced the annual bleeding rate (ABR) during treatment, compared
to the rate seen in the six-month period prior to study enrolment.
Most importantly, ACE910 was effective irrespective of the presence of
inhibitors to factor VIII!
A Phase III trial of patients with FVIII inhibitors will begin to enroll patients
before the end of 2015 with a target of 50 subjects. There will be a Phase III trial in
adults and teenagers over 12 years of age without inhibitors starting in mid-2016.
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CSL Behring announces start of Phase III trial
of extended half-life FVIIa
KING OF PRUSSIA, Pennsylvania, August 26, 2015 – CSL Behring announced
that the first patient had been enrolled in its Phase II/III trial evaluating the
pharmacokinetics, efficacy and safety of CSL689 rVIIa-FP. This is the company’s
recombinant fusion protein linking coagulation factor VIIa with albumin for
treatment in patients with congenital hemophilia A or B and an inhibitor. The
study will enroll more than 54 patients.
A Phase I trial was completed in 2013 and demonstrated a greater than
8-fold increase in half-life compared to the current FVIIa product, Niastase RT®,
manufactured by Novo Nordisk. The product was granted Orphan Drug
Designation by the European Commission.

Youth File

Justin Smrz
Co-chair, National Youth Committee

Getting involved
My journey in my community began 20 years ago, when I started going
to summer camp when I was five.

he Canadian Hemophilia Society National Youth Committee
began in 2007. As the committee has grown, so too have the
youth volunteers involved over the years. This year at Rendezvous 2015, Youth Committee members attended the Medical and
Scientific Symposium and had the opportunity to meet as a group to
develop leadership skills and plan for the future. We had many youth
attending for the first time; it can be exciting, frightening and
overwhelming to attend such a large national forum. Getting involved
in the bleeding disorder community can be daunting, but with
guidance and help from mentors it becomes a step-by-step endeavour.
For those who have attended Rendez-vous before, staying involved
with the CHS and growing as individuals and as part of the community
could not have been possible without the help of mentors.
Examples of mentors are our parents, friends and others in the
bleeding disorder community. The best way to get involved is to
participate in local chapter events and activities, to get acquainted
with others in the community. It is important to be brave and inquire
about how you can get involved; there are many ways to be involved
such as leading activities or discussion groups, or working behind the
scenes on event planning and arrangements.
As a volunteer, it’s important not to tire yourself out by doing too
much; put in the time that you can and try to complete what you have
volunteered to do. Try different tasks that suit your skills or interests
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and ask for guidance from experienced volunteers. After
a while, you’ll discover what you enjoy. At times, you may
face stepping outside your comfort zone when asked to
take on something new. Remember, the person would not
ask if they did not have confidence in you. Finally, you
must always remember to have fun!
My journey in my community began 20 years ago,
when I started going to summer camp when I was five. I
haven’t missed a year since. I started as a camper, not really
standing out as a kid, just enjoying my time with my peers
and counsellors. I was 15 when one of my counsellors
asked if I had considered being a CIT (counsellor in
training) when I would turn 16. Until then, I hadn’t put
any thought into it.
I became a counsellor the next year, feeling unsure
about what I was doing, and feeling like I might have
taken on this role a little too soon. As the week went on I
kept thinking to myself, “When I was a camper, what did I like to do,
what did my counsellors do for us?” I realized that the transition from
camper to counsellor was not so daunting after all because of all my
years at camp. As a camper, I learned the routines and knew the
surroundings; so when it came time to lead, only a few adjustments
needed to be made. I also realized then that my fellow campers from
years past to present were mentors in this journey.
Fast forward eight years – I became a senior counsellor, the lead of
a small group of counsellors. In my group, I have a few return
counsellors, but also one CIT who was part of my first group of campers
and had been part of my group through the years. As the week
went on, I was constantly surprised by this CIT. Before I would say
a word of instruction, he had already started what I wanted to do.
Everything to be done was anticipated and done. I began to think
I had the best CIT; I didn’t have to do anything! I then realized the
significance of what had happened. My CIT was doing everything
I would have done because as a camper, he saw me lead, got
accustomed to the routines, and was now following what I did as
a counsellor. Just as I followed what my mentors did.
Without realizing it, somewhere along the line, I had become a
mentor for others. The cycle continues at camp, it continues within
our chapters, and it continues within the youth group, so if you want
to get involved, I welcome you to participate and volunteer!
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T H E B E N E FA C T

R S C LU B

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our mission and vision.
We are fortunate to count on a group of exceptional donors who have committed to making an annual
investment to support the CHS and its core programming needs.
To recognize this special group of donors we have created The BeneFACTORs Club, the CHS’ highest philanthropic
recognition, which symbolizes the critical bond between our organization, the donor and every person we
serve with an inherited bleeding disorder. Corporations that make annual gifts of $10,000 or more to support
our organization and its core programming needs are recognized as members of the BeneFACTORs Club.
The Canadian Hemophilia Society acknowledges all of their tremendous effort.
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