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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 their tremendous effort.

Grand Benefactor – multi-year commitment
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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.

www.hemophilia.ca

HEMOPHILIA TODAY J U L Y  2 0 1 02

EDITOR
François Laroche

PRESIDENT
Craig Upshaw

NATIONAL EXECUTIVE 
DIRECTOR
David Page

EDITORIAL COMMITTEE
Hélène Bourgaize
Clare Cecchini
François Laroche
David Page
Chantal Raymond

PRODUCTION COORDINATOR
Chantal Raymond

GRAPHIC DESIGNER
Paul Rosenbaum

COPY EDITOR
Debbie Hum

TRANSLATORS
Debbie Hum
Sylvain Jobin
Sabine Kramer
Normand Latulippe
Marie Préfontaine

Hem philia
Today

Canadian 
Hemophilia 

Society

Serving the 
Bleeding Disorders 

Community BeneFACT RSThe Club

CONTRIBUTING WRITERS
Dr. Mark Blostein
Clare Cecchini
Kathleen De Asis
Dr. Catherine Hayward
Dr. Christine Hough
Maxime Lacasse Germain
François Laroche
Lori Laudenbach, RN, MScN
Michel Long
Maurice Marette
Shelley Mountain
Mary Mueller
JoAnn Nilson, PT
David Page
Dr. Menaka Pai
Chantal Raymond
Dr. Katherine Sue Robinson
Patricia Stewart
Marion Stolte
Craig Upshaw
Anne Vaughn, RSW
Dr. Elena Vlassikhina
Dr. Kathryn Webert
Pam Wilton, RN
Dr. Rochelle Winikoff, FRCP

V I S I O N A R I E S

I N N O V A T O R

B U I L D E R S

B E L I E V E R



HEMOPHILIA TODAY J U L Y  2 0 1 0 3e d i t o r i a l p a g e s

Word from the EditorIN THIS ISSUE
JULY 2010 VOL 45 NO 2

in collaboration with
David Page, CHS national executive director

Care and treatment: the highest priority

In a recent poll of Canadian Hemophilia Society leaders, conducted as part
of the current strategic planning process, sixty percent of respondents
identified care and treatment for people with inherited bleeding disorders

as the most important goal of the organization. Other goals—a safe, secure
blood system, research, education and support, public awareness and
international development—trailed far behind. When people were asked to
rate different goals in terms of their importance to the future of the CHS and
the people it serves, support of hemophilia treatment centres (HTCs) and
standards of care, and continuing emphasis on a safe and secure blood supply
including factor products came out clearly on top.

Coincidentally, the same week these results were presented to the Board 
of Directors, the Canadian Hemophilia Standards Group, a multidisciplinary
group of healthcare providers and representatives of the CHS, published its
report entitled, Canadian Hemophilia Standards: results of a self-assessment
survey of the Standards by 24 Canadian hemophilia treatment centres.

The first objective of the self-assessment was to validate the Canadian
standards. The report concluded that, with average adherence by all clinics 
to all standards of 92 percent, the standard can now be used by the bleeding
disorder community for purposes of external accreditation. Moreover, 
83 percent of clinics indicated they believed the standards to be useful; 
92 percent expressed their willingness to participate in evaluation and
accreditation processes once they are established.

The report also made clear the need for corrective actions. In 2009, when
the self-assessment was conducted, only 14 of 24 clinics had a complete
complement of core team members (medical director, nurse coordinator,
physiotherapist, social worker and administrative assistant).

Also this spring, the Quebec Chapter became the latest to launch a close
collaboration with HTC personnel to evaluate the level of care and treatment
in the province’s four clinics. Chapter volunteers are currently meeting with
all HTC staff across Quebec to gather their ideas on how services to patients
and their families can be optimized. A report will be submitted to the HTCs
and discussed at the teams’ annual meeting in October. Recommendations
will then be proposed to the Ministry of Health for action. Over the last
decade, other chapters across Canada, in collaboration with HTCs, have
embarked on similar efforts to maintain or enhance care and treatment.
Impending cuts or freezes to health budgets means the importance of such
initiatives will only grow.

With standards of care in place, a willingness on the part of HTCs to
engage in an accreditation process and recognition by the CHS that care and
treatment must be considered the absolute priority, the stars are aligned for
the patient organization and the healthcare teams to work together to
ensure the quality of care and treatment available to people with inherited
bleeding disorders.
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Outgoing
President’s
Message

Pam Wilton, RN Message 
from the
President

Craig Upshaw

Choosing the right mountain

About 10 years ago, I was invited to attend a dinner.
The guest speaker was Jim Hayhurst, author of The
Right Mountain: Lessons from Everest on the Real

Meaning of Success. I’m not an Everest sort of girl, so I
didn’t really want to go. I tried to think of a viable excuse,
but in the end I grudgingly went along. By the time the
cheesecake and coffee were served, I had purchased the
book. It turns out that Jim’s book is not really about climbing
Everest. It is about choosing the right mountain to climb.

Five years ago, when I was asked to consider becoming
president of the Canadian Hemophilia Society, I wasn’t at all
sure that I had the experience, wisdom and fortitude
necessary to do it. Previous presidents had set a very high
standard. The work of the CHS is so important to so many
people. What if I faltered? It didn’t look like the right
mountain for me.

Two years later I was staring straight up at that mountain.
My mountain. I chose it. I was as prepared as I would ever
be to take on the challenge of being president of CHS. I was
so surprised to discover others still standing there, with me.
I didn’t have to do this alone. The exceptional dedication of
David Page and the CHS staff; the passion and skill of the
CHS volunteers; and the encouragement of my family made
each step easier. I am grateful for their support. Friends
have tried to guess what the defining moment was for me,
during my three years as president. Their guesses were all
pretty good: the verdict in the tainted blood trial, the
partners’ conflict resolution agreement, the World
Hemophilia Congress 2012 bid in Istanbul, the acceptance
by each of the professional groups of the Standards of Care,
or driving the Dare to Dream race car around the track.
Nope. It was none of those. It was spending a sultry summer
evening eating pies and watching the space station glide
through the Newfoundland sky with a group of kindred
spirits. I knew then it was the right mountain.

Craig Upshaw is prepared and has the skill necessary in his
new role. I look forward to working with Craig and know
that he can count on the support of our CHS community to
help him lead the CHS forward.

On the weekend of my election as president of the
Canadian Hemophilia Society I was given a tour of
the new CHS offices in Montreal. I had never had the

need to go to the office despite sitting on the Board of
Directors for 14 years and as a result had never seen
the photos of the 18 past presidents, whose contributions
have helped shape our present, hanging on the walls of the
boardroom. I recognized many of the names and faces,
some of whom I have had the pleasure to meet.

I have had the privilege to sit on the board while five of the
past presidents took on the responsibility to lead the
organization and deliver on the mission of the CHS. Since
we are a grassroots organization, I was elected as a
designated director from the Alberta Chapter and showed
up at the board table hoping I could successfully contribute
to the organization. Throughout my years on the board, I
have had the opportunity to sit around the table with many
seasoned directors who had historical knowledge and
expertise that provided for effective and prudent decision-
making. Through their guidance and exposure to the board
processes, I was able to learn and develop. It turns out that
participating on the board has provided me more in return
than I feel I have contributed to this point.

The terms of all of these past presidents were filled
with milestones, achievements and, in some cases,
monumental challenges. In each term the organization
was able to meet the challenges and move the mission
forward. This was due to the dedicated work of national
committees with individuals from across the country,
individuals who also believed they could create and
influence change in their provincial chapters. Each had
his/her own beliefs on what was critical to the evolution
of the organization as it dealt with the members’
challenges of the day, but the continuous theme has
been the delivery of effective care for our patients and the
hope for a cure. I believe that this dedication and focus
continues now and will into the future.

From its infancy, the organization has been an advocate for
our members; however, as time passes, we are unfortunately

Looking forward to serve



In order to continue to pursue our mission and ensure that
the organization is efficiently and effectively allocating
valuable resources—financial, volunteer and staff—
the Board of Directors is now involved in the process of
planning for the future. During the last board meeting in
Montreal, the directors participated in a strategic planning
exercise. Prior to this session a survey was sent out to

board and committee
members, and chapter and
national staff. Interviews
were conducted with
clinic team leaders and
pharmaceutical partners 
in order to assess the
changing environment.
Based on the information
received from the
planning process, the
strategic planning
committee will develop a
5-year plan that will be
circulated to the Board of
Directors and our chapters
to ensure that this plan
reflects the priorities of
our members. I look
forward to seeing
everyone’s input.

Finally, the organization
will be reviewing our governance structure to ensure that
we are meeting the evolving expectations of governmental
organizations and our donors. As with my predecessors, I
suspect that my term will be filled with challenges along
with great successes. I look forward to the opportunity to
lead the organization through both.
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- The CHS, in collaboration with clinic teams, publishes
world-class educational materials to support our
members.

- After the tainted blood tragedy of the 1980s when 700
people with bleeding disorders were infected with HIV
and 1,600 were infected with HCV, the CHS took on the
role of “watchdog” of the blood system.

- The CHS advocated for HIV compensation in the 1980s
and early 1990s. In the 2000s the CHS successfully
lobbied all provincial governments to index payments to
the cost of living.

- The CHS led the charge and advocated for HCV
compensation in the late 1990s and early 2000s, for not
only our members but for all those infected with HCV as
the result of the use of blood products.

losing our historical knowledge and expertise due to
consequences of the tainted blood tragedy but also due to
the passing of time. It is my hope that we are able to better
engage the individuals with this historical knowledge and
ensure that we are able to utilize this experience in order to
ensure the mistakes of the past do not re-occur, but also so

that the level of care for
patients with bleeding
disorders is sustained
and even improved while
we strive for a cure.

It is also my hope that
our families understand
the importance of
sustaining an
organization that has
both strong volunteers
and a sound financial
base. It is clear that
many chapters have
significant challenges
with family and patient
involvement. We are
the victims of our own
success. We are able to
pick up our product

supplies for home care and conduct our busy lives because
of the significant efforts of the past board members,
committees and volunteers as well as our clinic care teams.
I suspect many families don’t really know what we have
accomplished and why the organization in its entirety—the
regions, chapters and national board of directors—is
important to them. For those for whom this is their first
exposure to Hemophilia Today, I list some of the significant
contributions:

- The CHS advocated for the development of
comprehensive care treatment centres and in many
provinces has worked with the clinics to ensure funding
is sustained.

- The CHS advocated for the availability of factor
concentrates and continues to advocate for the
availability of new products as they come onto the
market. Patients and physicians have a choice in what
product they wish to use.

- With the vision of one of our past presidents, the Million
Dollar Club was born, with the goal of financing
research to find a cure. Our members continue to
contribute to this fund whose endowment is close to
two million dollars.

It is also my hope
that our families
understand the
importance of
sustaining an
organization that
has both strong
volunteers and a
sound financial 
base.

…the strategic
planning
committee will
develop a 
5-year plan that 
will be circulated 
to the Board of
Directors and our
chapters to ensure
that this plan
reflects the
priorities of our
members. 



� Quebec Chapter (CHSQ)

To highlight World Hemophilia Day and increase public
visibility for our organisation, the CHSQ held a number of
information and fundraising kiosks with some of its partners:

▪ April 15 at the National Assembly in Quebec City
▪ April 16 at CHU Sainte-Justine, Children’s Hospital in
Montreal as well as at the Hôpital de l’Enfant-Jésus in
Quebec City (in collaboration with the hemophilia treatment
centre located in each one), as well as at Place Ville-Marie in
Montreal (in collaboration with CHS National and the World
Federation of Hemophilia.) 

This year across Canada, an outstanding number of events were again held for
World Hemophilia Day. We wish to pay tribute to all those remarkable people
who gave of their time to get involved and who put their creativity at work to
make this day such a special one. Below are summaries and photos of some of
these great events. – C.R.
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Community
News World Hemophilia Day 2010

From left to right: Marlene Spencer, WFH; Christian Zereik, CHSQ; Johanne Lambert,
WFH; and Clare Cecchini, CHS.

� World Federation of Hemophilia | Canadian
Hemophilia Society | Quebec Chapter

In what has become a tradition after two successful
years, staff from the CHS along with volunteers from its
Quebec Chapter and staff from the WFH, whose head
offices are all located in Montreal, joined forces once again
to host an awareness day, at Montreal’s renowned Place
Ville-Marie. More than 2,000 bandage dispensers and
information brochures were handed out during that day!

Awareness activity at the Hôpital de l’Enfant-Jésus in Quebec City, From left to
right: Éric L'Hérault, Hélène Néron, nurse coordinator, François Laroche and
Catherine van Neste, physiotherapist.

Elsewhere, Nancie Santori, a CHSQ member, took the
initiative to hold an awareness event while celebrating her
son’s birthday. In order to do this, she used the CHS World
Hemophilia Day promotional material with the Red, White
and You theme and her son’s birthday was a great success!

A huge thank you goes to François Laroche, Éric L’Hérault,
Marius Foltea and Christian Pelletier for their presence at the
kiosks in Quebec City, to Christian Zereik for the kiosk in Place
Ville-Marie, to David Pouliot and Line Couturier for the one in
Sainte-Justine, to Helene Zereik for the kiosk in the Montreal
Children’s, as well as Nancie Santori and her family.

We’d also like to thank our partners from the hemophilia
treatment centres: Claudine Amesse, Francine Derome, Julie
Dionne, Suzanne Douesnard, Yolaine Houle, Chantal
Lapointe, Claude Meilleur, Hélène Néron, Catherine
Sabourin, Caroline Tra, and Catherine van Neste.
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Mother Teresa Catholic School in Sylvan Lake. Marking Hemophilia Day for the second consecutive year.

� Alberta Chapter

World Hemophilia Day in Southern Alberta Region
Volunteers manned four displays: at the University of

Calgary Medical School, in a library, a coffee shop and 
a Wal-Mart store. The materials that the CHS sent us 
(A bandage is not enough) were very effective in raising
awareness of bleeding disorders. At the Medical School
display, a woman stopped by to give a donation and to
comment that she has a family member who was recently
diagnosed with a bleeding disorder.

As well, we got media coverage in print and on television
as Jen Ruklic, mother of two-year-old Carter, related her
story of Carter’s surprise diagnosis and the subsequent
changes to her family.

For the second consecutive year, Anika and Korri Spruyt
put their hearts into organizing a successful Red, White &
You event at their school, Mother Teresa Catholic School in
Sylvan Lake. They asked everyone to wear red and white and
to bring a loonie as a donation to the CHS. They gave out
prizes for the classroom that raised the most money and for
the classroom who had the most people wearing red or
white. The local Dairy Queen generously donated coupons
for ice cream for one of the prizes and Slushie coupons
were purchased for the other prize. Bandage dispensers and
stickers were handed out to all who participated. The girls
raised $175!

Donalda’s Red, White & You breakfast
Mary Mueller, member of the Alberta Chapter, was very

proud to report on a special World Hemophilia Day event
held in her community:

Since World Hemophilia Day was on a Saturday, my
catering friend Teresa Kneeland wanted to give back to the
Hemophilia Society and suggested a breakfast fundraiser. We
decorated the hall with red and white, put out an information
board on bleeding disorders, distributed brochures, and served
a gourmet breakfast with pancakes and waffles topped with
whipped cream and strawberries (red &white). A friend with

Alberta Chapter continued on page 8
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� Central West Ontario Region (CWOR)

World Hemophilia Day Bake Sale!
On Wednesday April 14, CWOR in conjunction with the

Hamilton-Niagara Regional Hemophilia Clinic held a bake
sale which not only raised awareness about inherited
bleeding disorders, but also saw $375 raised for the region!
Many thanks are extended to the Hamilton-Niagara
Regional Hemophilia and 3F Clinic teams for providing their
baked goods, and getting us permission to use the hospital
space. Thanks are also extended to the following CWOR
Board members: Kay Murphy for her beautiful blood drop
necklaces, Gail Cameron for the donation of Budding

Gardner kits, and Trish Nelson and Donna Montminy for
their delicious baked goods. CWOR also sends their
appreciation to our nursing student volunteer Ayeza
Cobarde for spending the day helping us with the running
of this event. 

Laughing away for World Hemophilia Day!
Justin Terpstra, CWOR program chair, arranged a third

party fundraiser in conjunction with Comedy Club 54 in
Burlington. The evening was hosted by Ben Guyatt, and
guests had the opportunity to watch three comedians do
their acts. A total of $528 was raised. Many thanks to
Justin for organizing this event, and also to the board
members who attended.

Severely awesome puppet show!
The Kids on the Block puppet troupe visited Cardinal

Newman Catholic Elementary School in Niagara Falls on
Friday April 16, 2010 and performed their John Plater
Hemophilia Skit for the children in grades 1 through 4.
Children had a chance to learn about hemophilia first hand
from this interactive puppet show that included positive
messages such as “I have hemophilia and I’m severely
awesome!”. The students asked many questions about John
and his everyday life with an inherited bleeding disorder. We
would like to thank the Calabrese Family for coming out to
support the event with their two sons, Luciano and Michael.
Our thanks are also extended to CWOR Board member Trish
Nelson for her attendance at the event.

Cardinal Newman School also held a Red White & You
event all week which saw students collecting money for
CWOR. The students in grades 1 through 4 raised $130!
CWOR would like to thank Cardinal Newman for
supporting the Kids on the Block puppet show, and for their
support of the Red, White & You event. 

Red, White & You event at Riverview Middle School
On April 19, Brandon Young with his friend Ryan Saville

held a Red, White & You event to raise awareness about
bleeding disorders at Riverview Middle School in Devon. 
All the students from grades 5 to 9 wore red and white. 
In the photo are Brandon, Ryan and the school’s principal,
Henry Kazak.

VWD, another friend who has a grandson with hemophilia, my
son Alden who has hemophilia, plus friends and family all
helped out. For Donalda (population of 203), we had 100 people
supporting the cause! The breakfast paid for itself and we made
an amazing $1,000 in donations. Many people commented on
hemophilia, asked questions, and read the materials. The
purpose of Red, White & You day is to spread awareness of
bleeding disorders and I feel we reached that goal. 

Alberta Chapter continued from page 7
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Valerie Mountain, daughter of PEI Chapter vice-president Shelley Mountain, with
her teacher, Chrissy Knight. Her class made posters with Je suis unique. Each child
drew themselves and decorated their pictures with stickers and bandages from the
CHS. These posters were then hung in the lobby for the whole school to see how
each of us is unique!

� Prince Edward Island Chapter

Red, White & You events across PEI!
On April 17 the PEI Chapter kicked off two Red, White 

& You events at local schools where the children in our
chapter attend.

Children of these schools learned about hemophilia and
inherited bleeding disorders as well as what makes us unique!
CHS education materials (stickers, bookmarks, brochures,
bandage dispensers) along with “Future Donor” stickers from
Canadian Blood Services and treats were given out to bring
home. What a wonderful time for our youth to learn about
the Canadian Hemophilia Society and World Hemophilia Day!

� Hemophilia Saskatchewan

On April 17 in conjunction with World Hemophilia Day,
Hemophilia Saskatchewan held a fundraiser dinner and
silent auction in Perdue, Saskatchewan. Over 200 people
came out to give their support and enjoy a wonderful
evening with roast beef dinner, door prizes, silent auction,
and local entertainment. The event was a success and we
look forward to doing this event again in the future.

SWOR recognized World Hemophilia Day, Saturday, April
17 with a Polar Bear Dip at Little Beach, Port Stanley. Over
20 individuals, ranging in age from 6 – 60+, braved the cold
lake water as the snow fell, and more than 30 land lovers
cheered them on. At the end of the day we raised over
$5,000 through the efforts of the amazing individuals who
went into the lake as the snow fell. Thanks to Bayer and
Baxter for providing support to get this event off the
ground. See you on the beach Sunday April 17, 2011!

� South Western Ontario Region (SWOR)

Polar Bear Dip

� New Brunswick Chapter

Mayor Brad Woodside invited the citizens of Fredericton
to celebrate World Hemophilia Day when he read the
proclamation at City Hall on April 12, 2010. He listed all the
CHS-NB Chapter’s planned events including our Adventure
2010 summer camp in August.

A World Hemophilia Day banner was up across Queen
Street (Fredericton main street) from April 12 to April 30.
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All About Hemophilia: 
A Guide for Families 
Second Edition

All About Hemophilia: A Guide for Families is a
comprehensive resource for parents, healthcare

providers and other caregivers that brings together detailed
medical information, evidence-based recommendations,
practical tips, and real life stories. The first edition of All
About Hemophilia was published in 2001 and followed the
immensely popular Hemophilia in Perspective, published by
the Canadian Hemophilia Society in 1993. In the second
edition, the original chapters have been revised and updated.
Four new chapters have been added covering the topics of
prophylaxis, symptomatic carriers, sports and physical
activities, and transition to adult care.

As with the original guide, the production of All About
Hemophilia has called upon a large number of experienced
healthcare professionals, family members and people with
hemophilia, all with wide experience in its treatment. We
would like to thank the parents and children who shared
their personal stories with us and especially the 35
contributing authors who so generously volunteered their
time to revise All About Hemophilia.

The CHS would also like to thank our sponsors for
recognizing how important this book is to Canadian families
and caregivers: Baxter, Bayer HealthCare, CSL Behring, Novo

NEW resources available

Nordisk, Octapharma, and Pfizer. Without their generous
support the revision of the guide would not have been
possible.

Copies of the second edition of All About Hemophilia: A
Guide for Families have been distributed to HTCs across the
country. To obtain additional copies, please contact the CHS
National Office. Individual chapters of the guide are available
in PDF on the CHS Web site at
www.hemophilia.ca/en/educational-material/printed-
documents. - C.C.

We are pleased to announce that all the CHS videos
are now available on the CHS Web site for viewing

at www.hemophilia.ca/en/educational-material/videos:

If you wish to obtain copies of any of these
productions, please contact the CHS National
Office.

� 30-second and 60-second Public Service
Announcements (PSAs). Powerful 30-second
and 60-second videos to raise awareness and
funds. 

� CHS public awareness video
A comprehensive look at the Canadian

Hemophilia Society, inherited bleeding disorders, safety of
the blood supply, complications of hemophilia such as
inhibitors and our hope for the future.

� Self-Infusion: Confidence, Autonomy, Freedom
A video starring young people with bleeding disorders
describing their journey to learn to self-infuse clotting

factor concentrates and the difference this
has made in their lives.

� Hemophilia: What School Personnel
Should Know
Designed for teachers and other personnel in
a school with a student who has hemophilia.
Properly informed, school staff can ensure
that a child with hemophilia gets the care he
needs, and that he feels accepted in his
school environment. - C.R.

Videos on the Web
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Halifax hosts successful transition 
workshop for youth

Anne Vaughn, RSW
Pediatric Hematology & Nephrology
IWK Health Centre, Halifax, Nova Scotia

On May 1, 2010, the Halifax adult and pediatric hemophilia treatment teams,
together with the president and the youth ambassador of the CHS Nova

Scotia Chapter made history! We collaborated to hold the first half-day
orientation workshop: Transitioning to Adulthood with a Bleeding Disorder.

The workshop was attended by eleven young people along with three
companions (a sibling, friend and partner) and eleven parents. Three young
adult panelists and a parent who have experienced transitions shared their
stories and led a lively discussion of emergency room experiences.

There were 22 evaluations returned with a strong endorsement for the panel
presenters and great recommendations for the next event. It was a very
successful event and we plan to do another in the future when we have a
suitable number ready for transition.

Kudos to Maureen Brownlow and Erica Purves, co-chairs of the CHS
Transition Project Advisory Group and their fellow members who created the
wonderful Transition Toolkit. Our thanks to Bayer, CSL Behring and Pfizer, the
sponsors of the project who helped make this an enjoyable event for all!
Note: CHS funding is available to assist chapters and clinics to host a transition
event. For more information or to obtain a copy of the toolkit on Transitioning
to Adulthood with a Bleeding Disorder, please contact the CHS National Office.

Congratulations!

On May 15, the CHS Board of
Directors was very proud to present

two very deserving staff members with
a special recognition for their dedicated
years of service.

Hélène Bourgaize was also recognized
for twenty-five years of outstanding,
faithful service to fulfill our vision of a
world free from the pain and suffering
of inherited bleeding disorders. Her
dedication and commitment to our
mission and to the people we serve is a
model exemplifying her passion to
make a difference in our world.

Thank you both for your dedication
to your work, to people with
bleeding disorders, to your
colleagues, to our volunteers and to
the CHS! - C.R.

2010 CHS Board of Directors
From left to right, front row: Dianna Cunning, Maia Meier, Craig Upshaw. Second row: Maureen Brownlow,
Pam Wilton, Maxime Lacasse Germain, Shelley Mountain, Cindy Casey, Venanz D’Addario, Aline Landry. Third
row: Bill Featherstone, Bruce Rempel, Mylene D’Fana, Tara Curwin, Claire Cronier. Back row: David Pouliot,
Stacey Johnson, Cory Prestayko, Martin Kulczyk, Ahmed Hassan, Mike Beck and Maury Drutz. Missing from
the picture: Curtis Brandell, Anne Lukian, Dane Pedersen and Bruce Ritchie.

The board first recognized Clare
Cecchini for her twenty years of
exceptional service and for approaching
her work with passion and a genuine
sense of caring for people affected by
bleeding disorders and their families.

Transitioning to Adulthood with a Bleeding Disorder

La transition vers les soins pour adultes
avec un trouble de la coagulation

www.hemophilia.ca

Canadian Hemophilia Society
Société canadienne de l’hémophilie

TRANSITION TOOLKIT
TROUSSE À OUTILS POUR LA TRANSITION
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Chapter
Spotlight

Central West Ontario Region (CWOR)

� CWOR Mother’s Day Event

On Saturday May 1, 2010, CWOR held
its first ever Mother’s Day event at

the Royal Botanical Gardens in
Burlington, Ont. Participants had the
opportunity to work together on various
crafts with the guidance of a Royal
Botanical Gardens instructor, such as
decorative cards and garden stone decorations. A
participant, Kristy Andersen, mentioned: I have to admit that
I am not an artistic person, but the Mother’s Day event was
fun. I was able to let my crafty side loose and came home with
some really beautiful stuff. It is also always nice to make some
connections with other families that live with bleeding disorders.

Michelle Lepera –
With the diagnosis of her
son Johnny, Michelle and
her husband John became
lifetime advocates for the
society. Over the years,
the region has benefitted
from her continued
involvement. As life with
two teenage children
changes, Michelle is
taking a well-deserved
year or two away from
the board but plans to rejoin us in the future. Michelle –
your smile, positivity and commitment will be missed.

Emil Wijnker – After nine years as a local, provincial and
national representative, Emil is stepping back from society
involvement. Emil was elected to the CHS Board of Directors
as the Youth Delegate in 2007 and served in this capacity until
2009. He has also worked on many national initiatives. He
served provincially as the SWOR delegate to the Hemophilia
Ontario Board. Locally, Emil has dedicated countless hours to
growing the region. Pinecrest Adventures Camp benefitted
from his dedication as a staff member and ultimately as camp
co-director. As a member of the SWOR Board of Directors,
Emil contributed to various committees and working groups
and in 2009 was elected chair of the board. The proud papa to
2-year-old Lily and 3-month-old Ruby, and husband to
Shannon, Emil will be focusing his attention on his growing
family. We will miss you, your heart and dedication and look
forward to the time you will be joining us again.

South Western Ontario Region (SWOR)
� Regional Annual Meeting and education day

Saturday March 27, 2010, approximately 50 individuals
participated in the SWOR education session and Regional

Annual Meeting held at the Hilton in London, Ontario. 
We were fortunate to have amazing speakers join us.
Advanced Practice Nurse Lori Laudenbach reminded us why
prophylaxis is important and shared the recently released
video Hemophilia Heroes: Active Today and Active Tomorrow,
featuring two SWOR families. Brad Baillie shared with us
from his Survival Tool Box and Tammy Ouellette shared their
family struggles and secrets to helping a child relax, get
through and recover from a bleed. Julia Sek, of Baxter
Pharmaceuticals, presented additional pain management
techniques and ideas from the
Passport to Well-Being, Roadmap to
Managing Pain.

Paul Travaglini (pictured here)
and Ryan Kleefman shared their
personal thoughts on living with
hemophilia. If you would like to view
their presentations, check out
SWOR’s channel HEMAblogTV on
YouTube: www.youtube.com/user/
HEMAblogTV. 

In the afternoon Eric Sloat took
us on Adventures in Leadership. We
learned ways to develop our own abilities to lead not only at
work/volunteering but also in our personal lives, and the
importance of living a balanced and creative life.
Hemophilia Ontario Chair Dane Pedersen introduced the
newly released Strategic Plan. 

A committee has been diligently working on establishing
directives to roll out the plan. CHS President Pam Wilton
provided an overview of the 12 strategic directions the CHS
seeks to achieve.

� Pinecrest Camp Training
This year we had the pleasure of having Mike Pearse lead
two workshops with some of Pinecrest’s new and returning
staff and counselors-in-training. Mike is director of Camp
Tawingo in Huntsville and has led motivational workshops
for over 20 years. He helped us focus on how our positive
actions as counselors, no matter how small they are, can
make a difference to someone else.

� Farewell SWOR Board members
It is with gratitude that we say farewell to two long-term
Board members whose life paths take them to new ventures. 

From left to right: Michelle Lepera, Joyce
Jeffreys, SWOR treasurer, and Emil Wijnker.
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� UPSE Has a Heart 
Campaign

The Prince Edward
Island Union of Public

Sector Employees
distributed significant
funds to various local
community and non-
profit groups as part of its
UPSE Has a Heart
campaign. PEI
Chapter was
awarded $300
following on a
five-minute presentation
made by Shelley
Mountain to the UPSE
panel board last February.
A big thank you to UPSE
for your generous
donation, which will aid in
supporting members of the
PEI Chapter. 

� PEI Seniors Safety Program Volunteer Training Day –
Vial of Life

On May 19, Shelley Mountain gave a 30-minute
presentation on the CHS and von Willebrand disease at the
semi-annual meeting of the PEI Seniors Safety Program
Volunteer Training Day. She delivered a great message on the
importance of volunteering and letting medical personnel
know about one’s medical history. Vial of Life was launched
by the PEI Seniors Safety Program in the mid-1990s. This free
program which was designed for the elderly has also assisted
families with serious medical conditions. A plastic vial
containing a sheet with all the patient’s medical information
and emergency contacts is kept on their fridge door.
Emergency responders know that it contains pertinent
medical information.

� PEI Chapter partners with Canadian Blood Services
The PEI Chapter has partnered with the Canadian Blood
Services program, Partners For Life. The PEI Chapter is
responsible for recruiting donors to give 15 units of blood per
year. Help the chapter earn its Certificate of Recognition by
mentioning the chapter when you pledge to donate blood.
We all have the ability to save lives! The challenge is out to
have your friends and family donate blood on behalf of the
PEI Chapter! 

An enthusiastic group after the medal ceremony for the CHSQ Matawinie 2010 Olympics!

Quebec Chapter (CHSQ)
� Rencontre CHSQ 2010

The CHSQ annual family weekend took place from
March 19 to 21. This year, participants had a program

based on the theme of the relationship between parents,
caretakers and medical personnel. Whether the workshop
dealt with patients’ rights and responsibilities, the
Passport to Well-Being module Navigating the ER, support
for youth, wives and girlfriends, or relaxation session, not
to mention the updates on hemophilia research or
hepatitis C as well as the presentation on the CHSQ
structure and governance, all were highly appreciated.
And what an evening we had on Saturday! The games of
the first CHSQ Matawinie 2010 Olympics were on! Three
teams, plus a team of intruders, took part in a series of
games and challenges to prove their agility, speed,
suppleness and precision. It ended with medals being
presented by our incredible and impartial judges, François
Laroche and Nayla-Marie Syriani. A memorable weekend! 

� Von Willebrand information session
On April 8, the first information session on von Willebrand
disease took place. A dozen people attended a
presentation given by Catherine Sabourin, nurse
coordinator from the hemophilia treatment centre at the
Montreal Children's Hospital. It was followed by a
question and answer period.

Prince Edward Island
Chapter
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� Mother & Daughter Expo
Shelley Mountain, vice-president of the PEI Chapter, held a
booth display at the Mother & Daughter Expo. This was an
excellent way of reaching out to women and their
daughters. There were many stares and curious questions!
This was indeed a great success! Over 200 bandage
dispensers were dispersed to the crowd.

A few stopped to mention they knew someone with a
bleeding disorder and a couple asked for information to
pass along to someone who needed resources. "If we help
only one person, it would be worth it," say Shelley
Mountain and her daughter Valerie, pictured here.

New Brunswick Chapter

Atwo-hour silent auction preceded a concert with the
Jazz and Blues Band on April 30, at the Crowne Plaza

Hotel in Fredericton. A wide variety of gifts were donated by
different institutions and individuals for this fundraiser. Our
vice-president, David Wilson, not only organized the
successful event, he did a 30” x 40” oil painting, Piercing the
darkness. A limited edition of 18” x 24 “ prints are on sale
for $150 and fundraising letters were sent to various local
businesses and promoters inviting them to purchase a print
to support Canadian Hemophilia Society’s activities.

Alberta Chapter

� Southern Alberta Region Volunteer Recognition event
March 2010

Our first Volunteer Recognition event was held at the Art
Gallery of Calgary and featured guest speaker Raechel

Ferrier, genetic counselor from the Alberta Children’s
Hospital. Raechel spoke about the basis of inherited bleeding
disorders. Catherine Hordos spoke briefly about some of the
difficulties she has faced over the years as a female
hemophiliac. Catherine was recognized for her many
contributions to the CHS, particularly at the national level.
Kathy Johnson was also recognized, especially for organizing
social events and arranging for children’s programs.

Awards were presented to the current executive: Susan
Anderson, Stacey Johnson, Lisa Little, Bernadette Cadden
and Ryanne Radford.

As this event was intended to honour long-standing
volunteers from our member community and medical
community we also particularly wanted to recognize the
many contributions that Dr. Man-Chiu Poon and Morna
Brown have made over the years, outside of their work
responsibilities. We were very pleased that several staff from
both the adult and children’s clinics attended the
celebration.

The evening provided an excellent opportunity for
longtime members and those newer to our organization to
meet and share, in a lovely setting.

The Southern Alberta Region held a Circles of Rhythm event
in March. Drumming professional Judy Atkinson led a
hands-on drum circle and invited participants to create their
own rhythms and beats. The session was designed to
energize the body, clear the mind and uplift the spirits. The
event was attended by patients, staff and volunteers. Snacks
were provided at the end of the event and participants had
the opportunity to chat. 

Artist David Wilson (left) with his painting Piercing the darkness and James
Friedman.

� Circles of Rhythm
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Upcoming
Events

hemophilia. Come and join us for our 16th Shawn Duford
Annual Golf Tournament for Hemophilia! It will be held at
the Meadows Golf and Country Club. Our golf tournament
fosters friendships between our members, friends, and our
business partners, and is our major fundraising event. The
cost of $100 per person includes: 18 holes of golf, the golf
cart, lunch prior to tee-off, and a succulent banquet
dinner. In addition to the golf, we’ll also be having a lot of
great gifts, contests, draws and a silent auction. Those
unable to play golf may join us for the banquet for $30.
You will have opportunities to win extraordinary prizes,
while helping support the Ottawa and Eastern Ontario
Region of Hemophilia Ontario.

Quebec Chapter (CHSQ)
▪ August 8-13, 2010 - CHSQ Summer Camp, at Camp 
Trois-Saumons, in Saint-Jean-Port-Joli.

▪ August 16, 2010 – Draw of two Dare to Dream for a Cure
race car training packages.

▪ September 17, 2010 – Dare to Dream for a Cure event at
Bridgestone Racing Academy in Ontario.

▪ September 30, 2010 – Deadline to submit a candidacy for
CHSQ scholarships.

▪ October 1-3, 2010 – Family Inhibitor Weekend.
▪ October 27, 2010 – A tree-planting ceremony will be held
as part of the Commemoration of the Tainted Blood
Tragedy.

▪ November 6, 2010 – Dance for Life benefit show.

New Brunswick Chapter
▪ August 6 and 7, 2010 - New Brunswick families are
invited to join Nova Scotia families for a “Family Weekend”
in Moncton, NB. Some time will be spent having fun at
Magic Mountain. More information regarding
accommodations will be available at a later date. Please let
us know if you are interested to attend by calling Aline
Landry at 506-459-3710 or e-mail at
alinyvon@nbnet.nb.ca.

▪ August 24-29, 2010 - Summer camp in Grand Lake, NB
at Camp Rotary for children ages 7 to 15 years living with
an inherited bleeding disorder. Among the different
educational sessions offered by healthcare professionals,
one will be specifically for people living with von
Willebrand. Some adults will come to share their personal
experience of living with the disorder and express what
would have been helpful should they have learned this
earlier in life. If you would like to participate, please
contact Aline Landry.

▪ September or October 2010 – Educational symposium 
& AGM. Date to be confirmed.

Nova Scotia Chapter
▪ August 22-27, 2010 - Maritime Adventure Camp in
Cooks Brook, NS.

▪ October 2010 - Annual Pumpkin Regatta located in
Windsor, NS.

▪ November 2010 - Curl for Hemophilia in Halifax, NS.

Canadian Hemophilia Society
▪ September 17, 2010 – Dare to Dream for a Cure event at
Bridgestone Racing Academy in Ontario.

▪ October 1-3, 2010 - CHS 3rd New Team Workshop in
Montreal, QC.

▪ October 15-17, 2010 - The 3rd weekend workshop for
young people affected by bleeding disorders will take place
at the Delta Meadowvale Hotel in Mississauga, ON. For
more information please contact Hélène Bourgaize at
hbourgaize@hemophilia.ca.

Alberta Chapter
▪ August 12, 2010 - Coffee & dessert and announcement
of the Dare to Dream raffle draw winners.

▪ August 8-13, 2010 - Hemophilia Camp Chief Hector in
Kananaskis (for Alberta children).

▪ September 16-18, 2010 - Family Retreat at Goldeye
Centre, Nordegg, AB.

▪ November 27, 2010 - Annual General Meeting and
Christmas Party.

Hemophilia Saskatchewan
▪ September 10-12, 2010 - Stronger Families, Brighter
Futures - Hemophilia Saskatchewan’s Family Weekend.
Prairie Oasis in Moose Jaw, SK.

South Western Ontario Region (SWOR)
▪ August 25-29, 2010 – This year marks the 18th year for
Pinecrest Adventures Camp. We will be operating again
out of Camp Menesetung in Goderich, Ontario.

▪ September 17-19, 2010 - Just the Guys is a weekend for
boys age 5-15 who are affected by a bleeding disorder and
their father or male role model.  This event provides the
opportunity for participants to gain a better
understanding of their diagnosis and to connect with
other families and is a chance for the boys to bond with
their father or male role model. Watch the mail for further
details.

▪ October 17, 2010 - Run or walk with us in the Families in
Motions (fundraiser) as part of the Toronto International
Marathon to help ensure the quality of life is realized for
those living with an inherited bleeding disorder in our
South Western Ontario Region.

Central West Ontario Region (CWOR)
▪ September 17-19, 2010 – Just the Guys.
▪ October 2010 - Couples Program.
▪ November/December 2010 – CWOR Holiday Event.

Ottawa and Eastern Ontario Region (OEOR)
▪ August 14, 2010 – 16th Annual Shawn Duford Golf
Tournament for Hemophilia. Dear loyal golfers, friends of
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Have you ever dreamed of driving a race car?
Get in the Driver’s seat…Satisfy your need for speed!

The Dare to Dream experience includes the following: 

▪ Travel from your location to the Bridgestone Racing Academy in Mosport, Ontario; 
▪ Hotel accommodation for one night at the Marriott Residence Inn, Whitby, Ontario on September 16; 
▪ In-class session of instructions;
▪ Track and car orientation, one-on-one driving instructions;
▪ Fifteen minute warm-up lap and two twenty minute lapping sessions;
▪ Helmet and drivers suit for the day;
▪ Lunch, snacks and a Dare to Dream t-shirt;
▪ Photograph + certificate of course completion.

value of $1,500 All funds raised are in support of the
Canadian Hemophilia Society’s national research program – 
together we can find a cure!

“Simply amazing! Great day, great venue – 
a life experience.” — 2009 Dare to Dream participant.

On September 17, 2010 you could experience the 
Thrill of a Lifetime at the Bridgestone Racing Academy!

Raffle tickets 
are $20 each 
or 6 for $100

Don't miss your chance! Contact your local chapter to purchase your Dare to Dream ticket. 
www.hemophilia.ca/en/provincial-chapters

for inherited bleeding disorders
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Volunteer
File “Volunteers do not

necessarily have the time;
they just have the heart.”

–Elizabeth Andrew

Marion Stolte
Chair, National Volunteer 
Development Committee

V olunteers are the heartbeat of our organization. Volunteers are the ones
who began the CHS over 50 years ago – and are continuing to work
towards improving the quality of life and care for those living with

inherited bleeding disorders.
For many of us, our ‘work’ with hemophilia began when we had a child born

with an inherited bleeding disorder. For others, such as David Pouliot, a young
man with hemophilia, his volunteer career began at age 16
when he volunteered at the WFH (World Federation of
Hemophilia) Congress 2000 in Montreal. He gave his time to
help those with mobility problems who had come to the
Congress. Later, in 2003, when the Canadian Hemophilia Society
celebrated its 50th anniversary, he volunteered at the CHS
exhibition and spent many hours explaining to the general
public what a bleeding disorder was.

In 2004, David decided to devote his entire summer
volunteering for the CHS. This gave us the opportunity to
implement new projects which could not have been done
otherwise.

David has been a member of the National Volunteer
Development Committee since it began in late 2005 as well as a
member of the National Youth Committee. Provincially, he has
been active in the Quebec Chapter for many years now, and
currently is the vice-president and sits on behalf of the chapter

on the national Board of Directors.
His desire to make a difference in other people’s lives extends beyond his

hemophilia involvement. In 2003 he started volunteering as a tutor to students
who had difficulties with Math in order to help them succeed and obtain their
degrees. He also volunteered at the Canadian Cancer Research Society helping
out in various ways – most particularly with computer programs.

David brings his youthful energy, creative ideas, thoughtful perspectives and
insights to every aspect of life. His example of volunteer leadership, both within

and outside the organization, is something we want to see
multiplied many times over all across the country. It is
beginning to happen – youth and young adults are
responding with a ‘volunteer heart’ and are willingly
stepping into various volunteer jobs, finding ways to serve
their bleeding disorders community and make positive
changes as we move into the future.

David was recently recognized by the Quebec government
at the Hommage Bénévolat-Québec 2010 awards ceremony
with the Young Volunteer – Claude-Masson Award. This
award is given to highlight the exceptional commitment of
young volunteers from every region of Quebec and reward
the efforts of citizens in their community. Congratulations,
David! Let’s each of us strive to bring our best to our
volunteer lives and to recruit others to achieve our vision of
a world free of pain and suffering for people with inherited
bleeding disorders.

David Pouliot receives prestigious 
provincial volunteer award

David with his very proud father, Donald Pouliot.

From left to right: Sam Hamad, Quebec minister
of Employment and Social Solidarity, David
Pouliot, and Stéphane Bergeron, member for
Verchères, vice-chair for the Committee on
Labour and the Economy and Official Opposition
critic for Transport.
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Maurice Marette
Chair, on behalf of the Administrators

The Hemophilia Research Grants Review Committee, under
the chairmanship of Dr. Patricia McCusker, met earlier this
year and announced the 2010 grant recipients for the CHS

Dream of a Cure Research Program. Summaries of their
projects can be seen on pages 20 and 21. These grants total
$147,750 and were made possible by funding provided by the
Hemophilia Research Million Dollar Club (HRMDC) and the
Canadian Hemophilia Society (CHS), respectively in the
amounts of $87,000 and $61,250. The HRMDC and the CHS
have provided over $3,000,000 in support of hemophilia
research in Canada since 1991.

We have always depended on our hemophilia community –
the chapters and regions, individuals, families and groups –
who has provided financial support since the Club’s inception
in 1984. And each year this caring and committed community
understands that supporting the Million Dollar Club is the most
effective way in which they can support bleeding disorder
research in Canada.

Again in 2009, our dedicated community met the challenge of
raising funds for the Club. For the past couple of years, the

David Page
CHS National Executive Director

The mission of the Canadian Hemophilia Society is to strive
to improve the health and quality of life for all people
with inherited bleeding disorders, and to find a cure. It is

therefore extremely gratifying to read about the extraordinary
research occurring around the world to better understand
coagulation, develop improved therapies and ultimately find a
cure.

The CHS is doing its part. Over the past two decades, thanks
to the Hemophilia Research Million Dollar Club endowment
(see facing article), generous individual donors, committed
corporate sponsors, and CHS chapters and regions across the
country, the CHS has invested more than five and a half million
dollars in both clinical and basic peer-reviewed research in
Canada. This work has resulted in increased knowledge among
clinicians and researchers, and a higher quality of life for
people with bleeding disorders.

The goal of Hemophilia Today’s annual feature on research
is to inform the community of the tremendous work being
accomplished and to recognize the commitment of our
researchers. For those affected by bleeding disorders, research
means hope.

An exciting time in bleeding disorder research
In 2010, the CHS is operating three research programs: 

▪ the CHS Dream of a Cure Research Program with funding
from the Hemophilia Research Million Dollar Club, our
chapters and regions, and generous public donations;

▪ the Care until Cure Research Program in collaboration with
Pfizer (formerly Wyeth)

▪ the CSL Behring – CHS – Association of Hemophilia Clinic
Directors of Canada Fellowship in Congenital and Acquired
Bleeding Disorders.
See pages 20 to 24 for descriptions of the programs and the

research projects funded in 2010.
Hemophilia Today would also like to highlight the behind-

the-scenes work of the physicians and scientists who volunteer
their time on the Grants Review Committee to evaluate the
applications. Without them, the CHS would not be able to
operate its research programs. They are:

Dr. Patricia McCusker, chair, CancerCare Manitoba
Dr. Anthony Chan, McMaster University
Dr. Michael Nesheim, Queen’s University
Dr. Fred Ofosu, McMaster University
Dr. Bruce Ritchie, University of Alberta
Dr. Jean St-Louis, CHUM – Hôpital Maisonneuve-Rosemont, Montreal
Dr. MacGregor Steele, Alberta Children’s Hospital
Dr. Jayson Stoffman, CancerCare Manitoba

We thank you for your dedication.

Muellers from Alberta have organized Red White
and You events at Donalda School and in their
community and raised over $550. The
Kinniburgh families from Ontario organized two garage sales in
their neighbourhoods. Birthdays, anniversaries and other special
celebrations have also become occasions to ask family members
and friends to support the Club in lieu of gifts. Last year they
alone raised over $1,600. We also extend our appreciation to
Frank Bott, Margaret Cracknell, the Can-Ital Ladies Society,
Catherine Bartlett and David Halliday, École Mother Teresa
Catholic School, Joan Fulton, Ron and Leni George, Daniel
Langlois, Brian and Stephanie Lucas, Eileen Lucas, Lolita Pelletier,
Audrey Irene Saigeon and Margaret M. Whitaker who collectively
made donations exceeding $4,000. The Ottawa Eastern Ontario
Region, the Newfoundland and Labrador Chapter, the Nova Scotia
Chapter, and the Quebec Chapter also contributed over $12,000.

As is our custom, we are pleased to acknowledge in
Hemophilia Today our members and donors who truly understand
that the Hemophilia Research Fund is “our” fund – tangible and
visible evidence of our commitment to research. Please see the
complete list of donors who have supported the HRMDC since
1984 on the following page. We express our heartfelt thanks to
all of you for your generosity. 

Hemophilia Research Million Dollar Club
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Hemophilia Research Million Dollar Club
In Gratitude and Commemoration – 1984-2009

VOTING MEMBERSHIPS

Ken, Darlene and Tony Poyser
Terry Douglas
Lynne Kubin and Family
C. Kang Tan
Mr. and Mrs. Joe Laxdal
Audrey Irene Saigeon 
Poyser, Schultz and Glass
Hemophilia Ontario 
Manitoba Chapter
The Isaacs
Northern Alberta Region 
Toronto and Central Ontario Region 
Ray and Helen Poyser
Nova Scotia Chapter 
Central West Ontario Region 
British Columbia Chapter 
Dr. and Mrs. Ron George
Desharnais-Pépin Family
Hemophilia Saskatchewan
Marcel and Aline LaFrance
Estate of Mary Ann Olson
Shaun Aaron Bernstein
Mrs. R.W. Rudd
Mrs. Pat Laxdal
Alex, Ken Little and Lisa Sorrenti-Little
Dr. Martin Inwood
Enid and Douglas Page
Poyser, O’Shaughnessy and CHS
Susan Anderson 
In Memory of Dorothy Kidd
Ken Hanna
Glass Family
Clam Chops c/o Lois Lindner
DWK Enterprises
Blanche Summers 
In Memory of Stuart Johnson
Quebec Chapter 
Southern Alberta Region
North Western Ontario Region
Estate of Janet Rudd
New Brunswick Chapter
G.W. Cooper Family
North Eastern Ontario Region
Aurore Mercure Fournier 
Northern Alberta Region 
In Memory of Frank Schnabel
Art and Leona Olson
O’Shaughnessy – Molina
Ian and Gail Austin Jeff and Tim Austin
Canadian Hemophilia Society 
Ottawa and Eastern Ontario Region 
South Western Ontario Region 
Clam Chops II Dr. Gerry Growe,  
Lois Lindner, Diane Rudd, George Stephenson,
Cheong K. Tan
Frank Bott and Family  
In Memory of Gregory Bott 
Jamie Hill 
L. Faye Stephenson
Ottawa and Eastern Ontario Region 
In Memory of Shawn Duford 

NON-VOTING MEMBERSHIPS

Dr. S.K. Ali
Montreuil Family
Mr. Normand Campeau
Ralph Murray 
Jacques D. Fournier
David Page
John Fulton
Robert C. Pedersen
Claire B. Gagnon
Quebec Chapter 
Mrs. B. Rose
Donat and M-Paule Gendron
Claire and Éric Roussin
Glenys and Ed Gurney
Savoie Family
Rev. Stephen H. Hill
Elon O. Scott
Jo-Ann Kubin
Blanche Summers
Ghislaine Landreville
Bernice and Henry Triller
Ferdinand Labonté 
In Memory of Luc Labonté
Oliver Tulk Family
Jean-Guy Lavigne
Anthony and Maxime Veilleux
Antoine L’Hérault
Joseph Waldner
Louise Mainville
Lionel Mercier

HONOREES

Dr. Agathe Barry
Gisèle Bélanger and her Team
Lorraine Bernier and her Team
Helen and Hunter Bishop
In Memory of Martin Bott
In Memory of Ann Lois Brown
Dr. Robert Card, Caryl Bell and Elena Kanigan
Comprehensive Care Team of Southern Alberta
Kathy Conliffe
In Memory of Clifford Roy Crook
Ray and Pat Daniel
In Memory of Ken Daniel
In Memory of Ray Daniel
Dr. Barry L. DeVeber
Bill Featherstone
In Memory of Raymond Joseph Fontaine
For Persons with Hemophilia who have 
Died from AIDS “So We Never Forget”
Pierre Fournier 
In Memory of Robert Gibson
Muriel Girard and her Team
Dr. Gerry Growe
In Memory of Frank Haslam
Ann Harrington
In Memory of Glen Michael Hofer
Dr. Martin Inwood
Dr. François Jobin
In Memory of Stuart Johnson
Family of David Joy 
Marie Jutras
Dr. Garner King and Dr. John Akubutu
Dr. Nathan Kobrinsky
In Memory of Bradley Koloski
In Memory of Charles Joseph C.J. Kubin
In Memory of Barry Waines Kubin
In Memory of Edward Kubin
Normand Landry Family
In Memory of Pierre Latreille
In Memory of Bill Laxdal
Dr. Mariette Lepine and her Team
In Memory of James “Jimmy” Alan Love
In Memory of Gary MacLean
In Memory of Dr. Douglas, Mark, Paul and 
Norine Maynard
In Memory of Art Olson
In Memory of Ray O’Meara
Bob O’Neill
Ottawa and Eastern Ontario Region
Dr. Mohan Pai
John Peach
Persons with Hemophilia from South Western 
Ontario Region
Pauline Peters and Duncan Conrad
Gary N. Petrick
In Memory of John Poole
Ken Poyser
Ray Poyser 
In Memory of Allan E. Quartermain
In Memory of Brian Rebeiro
In Memory of Darryl Rebeiro
Dr. Georges-Étienne Rivard
Joyce Rosenthal and Lois Bedard
In Memory of Howard Sayant
Dr. Brent Schacter
In Memory of Kenneth Shewchuk
In Memory of Frank Schnabel
Marthe Schnabel
In Memory of Glen Sprenger
In Memory of John Strawa
Dr. Hanna Strawczynski
Frank and Candy Terpstra
In Memory of Frank Terpstra
In Memory of Troy Christian Trépanier
Dr. Chris Tsoukas
In Memory of Neil Kerr Van Dusen
Dr. Irwin Walker
Barbara Webster
Glen Webster

DONORS 

THE FOLLOWING REPRESENT GENERAL AND IN HONOUR
DONATIONS, AND THOSE MADE IN MEMORY OF
RAY ABATE, NORMAN BABINEC, MARTIN BOTT, GEORGE
FORBES-BENTLEY, MICHAEL CONLIFFE, SHAWN DUFORD,
JOHN FULTON, JACQUELINE HÉBERT, REVEREND STEPHEN
HILL, DR. BARRY ISAAC, WILLIAM LINDNER, HAZEL
MACDONALD, ART OLSON, LEAH O’NEIL, CLAYTON
PETRICK, ODAS WHITE AND NEIL VAN DUSEN.

Valerie Alexander and Greg Rumpel
Joyce Argall
Barboot Oilfield Services
James Joseph Barrette

Catherine Bartlett and Dave Halliday
Frank Bott
Hélène Bourgaize and Normand Latulippe 
Neal and Tammy Brown
Catherine Calderwood
Canadian Hemophilia Society
Can-Ital Ladies Society
Central West Ontario Region
Erma Chapman and James Love
Becky Clement
Margaret Cracknell
CV Labs – FMC University of Calgary
Margaret Doane
Donalda School, Alberta
École Mother Teresa Catholic School
Joan Fulton
Andy and Brenda Gebhardt
Dr. Ron and Leni George
Jacqueline and Peter Gilbert
Chris Grant and Judy Patterson
Dr. Gershon Growe
Mike and Joanne Hayden
Jeannine Hébert
Hemophilia Ontario
Dr. A. James and Helen Black
Grace Jasper
Joan Kinniburgh
Victoria Kinniburgh 
Teresa Kneeland
Daniel Langlois
Linda Laxdal
Patricia Laxdal
Jennifer Lelièvre
Dr. David Lillicrap
Brian and Stephanie Lucas
Eileen Lucas
Lorne MacDonald
Jacqueline V. MacIntyre
Shirley and John MacKillop
Lawry MacLeod and Family
Friends and Family of Mary MacLeod
Lorraine J. Markotic
Eldene Miller
William Mindell
Judith A. Morgan
Claus and Sandra Mueller 
Herbert and Gerda Mueller
Mike and Mary Mueller
Newfoundland and Labrador Chapter
Rodney and Karen Norman  
Northern Alberta Region
Nova Scotia Chapter
Daniela and John O’Fee
Ottawa and Eastern Ontario Region
Douglas Page
Faith and Kip Panesar
Lorraine Calderwood-Parsons
John and Jean Pearson 
Lolita Pelletier
Marlene Permanand
Mary-Lou and Garnet Plante
Lois and Robert Ponto 
Darlene and Ken Poyser
Prince Edward Island Chapter
Quebec Chapter
Jennifer and George Roadhouse 
Wesley and Elizabeth Roadhouse
Joan Roberts
Ruth Rushton
Audrey Irene Saigeon
Apollonia Steele
Toronto and Central Ontario Region
Henry Triller
Jeffrey Whitaker
Margaret Whitaker
Janice Young

THE FOLLOWING REPRESENT CONTRIBUTIONS MADE TO
THE MARJORIE CALDERWOOD MEMORIAL FUND:

Mr. and Mrs. Fred Brine
Eva Dipasquale
Mary Alice Finch
Florence Gilbert
Margaret Goodacre
Mary Goodacre
Jean and Reginald Heal
Jeannette Luise
Adrian Meeuwissen
Jean and Ed Maskiewich
Ruth Mesich
Everett Person
Louise Watson
Carole and Dan Young

Susan E. Anderson 
Guy-Henri Godin 
Jamie Hill 
David L. Holmes 
François Laroche  
Elaine Reid 
In Memory of Marvin Louis Olson 
Friends and Family of Mary MacLeod 
Nova Scotia Chapter 
In Memory of Martin Bott 
Dr. and Mrs. Ron George 
In Memory of Dr. Barry Isaac
In Memory of Cecil and Pat Harris 
Friends and Family of Dr. Barry Isaac  
In Memory of Dr. Barry Isaac  
Dr. David Lillicrap  
Margaret Cracknell 
In Memory of George Forbes-Bentley
Godin Family: Fernande, Donald and Guy-Henri 
Northern Alberta Region 
British Columbia Chapter 
In Memory of Captain Dick Rudd
Catherine Hordos 
In Memory of Andras J. Hordos 
Volunteers from the 1st Annual Road Hockey
Tournament 
In Honor of Trevor Sauvé and Jamie Villeneuve 
Friends and Family of Marjorie Calderwood 
In Memory of Marjorie Calderwood
Tanya and Flavio Antenucci
In Honour of Andris Antenucci
Dr. Bruce Ritchie
Ken Poyser 
In honour of his “Angel” Darlene Poyser
Jeff Beck 
In honour of his “Angel”  Heather Moller
Tom Alloway 
In honour of his “Angel” James Beckwith
David Page
In honour of his “Angel” Patricia Stewart
Craig Upshaw
In honour of his “Angel” Gayle Achtymichuk 
James Kreppner
In honour of his “Angel” Antonia Swann 
Tony Niksic
In honour of his “Angel” Loretta Niksic
Dr. and Mrs. Ron George
In honour of their “Angels” 
Dr. Martin Inwood, Dr. Irwin Walker,
Dr. J. Cranby, and the Hemophilia Nurse 
Coordinators
Blanchette-D’Fana Family
In honour of their “Angel” Kevin Blanchette
Can-Ital Ladies Society
Ottawa and Eastern Ontario Region
In Memory of Michel Frank
Frank Bott
In Memory of Martin and Gregory Bott
David Page
In honour of his “Angel” Julia Page
Maureen Griffith
In honour of her “Angel” Amy Griffith
Catherine Bartlett and Dave Halliday
In honour of their “Angel” Iris Halliday
Joan and Murray Kinniburgh 
In honour of Benjamin and Nathan Gray
Ottawa and Eastern Ontario Region 
In memory of John Wilson

HONORARY MEMBERSHIPS

Frank Bott and Family 
Canadian Hemophilia Society 
British Columbia Chapter 
Southern Alberta Region
Northern Alberta Region 
Manitoba Chapter
New Brunswick Chapter
Newfoundland and Labrador Chapter
Nova Scotia Chapter
Prince Edward Island Chapter
Quebec Chapter
Hemophilia Saskatchewan
Hemophilia Ontario 
Hemophilia Ontario 
On Behalf of the Maynard Family 
Central West Ontario Region
North Western Ontario Region
Ottawa and Eastern Ontario Region 
South Western Ontario Region
Toronto and Central Ontario Region
Toronto and Central Ontario Region 
On Behalf of the Estate of Ann Lois Brown 
Tom and Marvin Olson
Francine O’Meara
Bert and Joan Rebeiro 
Candace Terpstra 
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Dream of a Cure: CHS Research Program
Supporting research towards improving the quality of life for people with hemophilia and finding a cure have
been goals of the Canadian Hemophilia Society (CHS) since it was founded in 1953. Since 1990, through
funds provided by the Hemophilia Research Million Dollar Club and the CHS, the CHS provides basic scientific
research grants and studentships aimed at developing treatments for hemophilia and finding a cure.

The following reports describe the projects funded in 2010.

DREAM OF A CURE

Use of amphipathic helical peptides 
coupled to nanofibrous microspheres 
to control hemorrhagic external bleeding 
in hemophiliacs

Second year funding

Dr. Mark Blostein
Lady Davis Institute for Medical Research
McGill University – Montreal, Quebec

Co-investigator: Dr. Jake Baralet

The hereditary hemophilias are
the most common inherited

severe bleeding disorders and are
characterized by lifelong bleeding,
both spontaneous, internal
bleeding as well external bleeding
due to injury, most commonly from
surgical procedures. The current
research grant proposes to develop
a new biocompatible matrix
employing nanotechnology that is
hemostatic by incorporating a
peptide that accelerates blood coagulation and will
therefore stop bleeding. This peptide was discovered in my
laboratory and reduces bleeding in animal models of
hemorrhage. Therefore, attaching this peptide to
“nanotechnology” based materials has great promise as a
novel agent to reduce bleeding from external hemorrhagic
injuries. The methodology will include utilizing standard
biochemical techniques to characterize the material
followed by the testing of the biocompatible material in
animal models. The development of this product is especially
relevant to the goals of the Canadian Hemophilia Society by
discovering new materials to control external bleeding in
hemophiliacs particularly after surgical procedures.

DREAM OF A CURE

An evaluation of FVIII expression in
phenotypically distinct endothelial cells

First year funding

Dr. Christine Hough
Dept. of Pathology and Molecular Medicine
Queen’s University – Kingston, Ontario

Co-Investigator: Dr. David Lillicrap

Factor VIII (FVIII) is synthesized
in some but not all endothelial

cells. Our understanding of
mechanisms that regulate this FVIII
expression is very poor, in large
part because expression of FVIII is
rapidly lost when these cells are
isolated and cultured. However,
culture conditions do not reflect
the natural endothelial
environment in blood vessels.
Flowing blood exerts shear stress (frictional) forces on
endothelial cells, and this causes them to alter the expression
of many genes. We want to provide culture conditions that
reflect the different endothelial environments throughout
the vasculature by exposing the cells to different levels of
shear stress. These cells will then be evaluated for the affect
that this has on the production of FVIII.

Endothelial cells throughout the body are quite
heterogeneous and we want to generate a number of
phenotypically distinct endothelial cells that are found in
large or small arteries and veins. To do this we will
differentiate endothelial progenitor cells under shear stress
conditions that are reflective of the conditions where these
vessels are normally located.

This study will provide insights into how shear stress
affects FVIII expression in endothelial cells and how
inherent phenotypic differences between endothelial cells
modify FVIII expression. Overall, we expect to advance our
understanding of mechanisms that regulate FVIII
expression in endothelial cells.
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DREAM OF A CURE

Markers of fibrinolysis and endothelial function
in adult males with hemophilia

Lab work studentship - Summer 2010 funding

Kathleen De Asis
University of British Columbia
Under the supervision of Dr. Shannon Jackson
St. Paul’s Hospital – Vancouver, British Columbia

The endothelium is a protective surface on the arteries
that if disturbed can increase the risk of developing

atherosclerosis and its complications including heart attacks
and strokes. Heart attack (myocardial infarction) and stroke
are caused by the long term build-up of atherosclerosis
(plaques of fatty material and cholesterol) and then sudden
clot that occurs over a ruptured atherosclerotic plaque.
Blood flow to heart muscle or brain tissue downstream

Care Until Cure
The Care until Cure Research Program was established in 2000 in collaboration with Wyeth Canada (now Pfizer). Pfizer is

engaged in the discovery, development, and commercialization of human pharmaceuticals through recombinant DNA and
other technologies.

This program allows Canadian investigators to conduct research on various medical and psychosocial aspects of bleeding
disorders. Grants are given for clinical research, including outcome evaluation, in fields relevant to improving the quality of life
of people with hemophilia, von Willebrand disease or other inherited bleeding disorders, people with related conditions such as
HIV or hepatitis C, as well as carriers of an inherited bleeding disorder.

The following reports describe projects funded in 2010.

CARE UNTIL CURE

Development of a clinical history 
assessment tool for bleeding disorders

Second year funding

Dr. Catherine Hayward
McMaster University and Hamilton Health Sciences
Dept. of Pathology and Molecular Medicine
McMaster University Medical Centre – Hamilton, Ontario

Co-investigators: Dr. Menaka Pai, Prof. Nancy Heddle, 
Dr. Richard Cook

Bleeding problems are common in the general
population, but they can be challenging to assess. This

is because healthy people can experience some types of
bleeding (e.g. mild bruises and nosebleeds) and because

from the blockage slows or stops and
the tissue suffers damage. When a
heart attack or stroke occurs doctors
sometimes use drugs called ‘anti-
fibrinolytics’ in large doses to dissolve
the clot and allow more blood flow to
downstream tissue.

Early studies suggest that
haemophiliacs are less likely to die
from heart attacks and strokes than
the average person.  As part of a
Canadian study (‘Risk of Ischemic Heart
Disease in Hemophilia: Evaluating Endothelial Function and
the Development of Atherosclerotic Vascular Disease in
Hemophilia’) our summer student, Kathleen De Asis, will
study 3 major fibrinolytic substances using blood samples
from the subjects with hemophilia enrolled to date and
controls. Time permitting she may work with basic scientists
to look at more novel markers in these samples.

abnormal bleeding is sometimes
mild in severity. To assess patients
with possible bleeding problems,
doctors traditionally ask many
questions about excessive
bleeding. Patients often find it
difficult to answer so many
questions during an appointment,
and doctors are unsure which
questions are most important. A
brief, standardized questionnaire
would be helpful to ensure that
patients are asked important
questions, using language that is easy to understand. 

Our research group has collected a large amount of
information on the symptoms and laboratory findings for
over 300 patients with bleeding problems. We propose to
use statistical methods to analyze this information and 
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need to have further investigations done. It will also help
us learn more about the most common types of bleeding
disorders, and how they can impact patients’ lives. This
research has potential to improve patient care, by
generating evidence on the best way to assess bleeding
symptoms, how they manifest in different types of
bleeding disorders, and how to optimize treatment of
bleeding.

CARE UNTIL CURE

The assessment of the minimal effective and
tolerated dose of tranexamic acid in women
with menorrhagia who have bleeding disorders

Second year funding

Dr. Katherine Sue Robinson
Dept. of Medicine, Division of Adult Hematology
QEII Health Sciences Centre – Halifax, Nova Scotia

Co-principal investigator: Dr. Victoria Price
IWK Health Centre – Halifax, Nova Scotia

Co-investigators: 
Dr. Tamara MacDonald, Prof. Mohamed Abdolell, 
Dr. Eileen McBride, Dr. Nancy Van Eyk, 
Dr. Joan Wenning

Many women have heavy periods and this can be
associated with low blood, tiredness and inability to

carry out normal activities. Approximately 10-30 % of these
women will have an underlying bleeding disorder. There is a
drug called tranexamic acid which is commonly used and is

develop a brief questionnaire. We will give this
questionnaire to a large group of patients and healthy
people to fill out, to explore what symptoms are common
in patients with the most common types of bleeding
disorders (undefined bleeding disorders and platelet
secretion defects), and what their risks of bleeding are. I
am optimistic that the questionnaire will help doctors
decide which patients have blood clotting problems, and

effective in reducing menstrual
flow. However, up to 1/3 of
women have side affects and they
are more common at higher
doses. In the medical literature,
there are different dosing
schedules and there is one
commonly recommended in
Canada. Women with underlying
bleeding disorders may require
higher doses of this medication
compared to those who do not. In
our study, we want to find the
lowest effective dose of tranexamic acid for girls and
women with heavy periods who have bleeding disorders
and we think this will be lower then the usual
recommended dose. If our results support this, it may
contribute to changing how we presently prescribe this
medication and may provide a better option for women
with heavy periods in particular those with bleeding
disorders. We have just started a Women with Bleeding
Disorders Clinic and hope that this project will lead to
better care for our patients and more research in the future.

Our research
group has
collected a large
amount of
information on
the symptoms
and laboratory
findings for
over 300
patients with
bleeding
problems. 
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CARE UNTIL CURE

Non-steroidal anti-inflammatory drugs and
menorrhagia revisited

Second year funding (2008 funding and work deferred 
into 2009/10/11 because of delay in ethics approval.
Project expected to be terminated in 2011.)

Dr. Rochelle Winikoff, FRCP
Staff hematologist
CHU Sainte-Justine – Montreal, Quebec

Co-investigators: 
Dr. Sylvain Chemtob, 
Dr. Michèle David, 
Dr. Diane Francoeur, 
Dr. Georges-Étienne Rivard

Heavy menstrual bleeding
(menorrhagia) is an important

health care problem. It is a
common condition that results in
considerable morbidity and cost to
society. Non-steroidal anti-
inflammatory drugs (NSAIDS) can
successfully decrease menstrual
blood flow in women with
menorrhagia. They work largely by
blocking the production of prostaglandins which are
chemical substances responsible for controlling blood flow
in the uterus. NSAIDS are not widely used for this purpose
mainly because the response is often modest and or
unpredictible. The variable response to NSAIDS among
women with menorrhagia is not well understood. Our goal
is to optimize therapy for menorrhagia by identifying a
subgroup of women that is most likely to respond well to
NSAIDS and to establish a clear place for NSAIDS in the
treatment of menorrhagia. We hypothesize that a subset of
women with menorrhagia related to high levels of
prostacyclin (a substance that causes dilation of blood
vessels) will have a superior response to NSAID therapy
than those without. The presence of other prostaglandin
related menstrual symptoms may also be important clinical
predictors of response to NSAIDS in women with
menorrhgia. In this study adult women with menorrhagia
will be treated with an NSAID for two consecutive
menstrual periods and their clinical response assessed.
Potential clinical predictors of response to NSAID treatment
will be collected  including baseline prostaglandin urinary
measures. Clinical predictors of response to NSAID
treatment will be then be determined. The results of this
study should help clinicians identify women for whom
NSAID therapy should be considered upfront to treat

CARE UNTIL CURE

Understanding health and treatment decision-
making among young people with hemophilia:
A youth perspective

Second year funding

Dr. Kathryn Webert
Department of Medicine
McMaster University – Hamilton, Ontario

Co-investigators: Prof. Nancy Heddle, Dr. Anthony Chan, 
Dr. Irwin Walker, Shannon Lane

The first generation of young
people with hemophilia to have

grown up using primary
prophylaxis are ‘coming of age’ and
making the transition from
childhood to adolescence and early
adulthood.  At this point, they may
decide to continue with
prophylaxis or switch to on-
demand therapy. There is no clear
evidence suggesting that either
one of these treatments is superior
in adulthood and nothing is known
about how young people make the decision about which
treatment to use as they mature. We know that patient
decision-making about medical treatment involves
considering the scientific evidence, but it is also influenced
by patients’ attitudes, life experiences, feelings about their
disease, values and beliefs.  This research is concerned with
understanding these non-medical aspects of decision-
making around hemophilia treatments. To find out what the
main factors are in their decision-making, we will conduct
interviews and a focus group with 15 – 29-year old patients
with hemophilia in Southern Ontario, followed by 3 focus
groups of similar patients from across Canada. The results of
this research will help us to understand how young people
with hemophilia make decisions about their treatment, and
will be used to develop strategies for discussing treatment
choices with this age group.

menorrhagia. Clinical indices including baseline prostacyclin
measurements could be a part of the initial clinical
evaluation for menorrhagia and could help distinguish
between women with menorrhagia who are likely to respond
to treatment with NSAIDS and those who are not, in whom
alternative therapies may be more beneficial. A similar
treatment strategy could eventually be applied to women
with menorrhagia related to bleeding disorders.
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research study. We are interested in learning about the bleeding
symptoms experienced by carriers of hemophilia and their
experiences within the Canadian healthcare system. The results of
this study will help to identify the range of symptoms experienced
by female carriers of hemophilia, educate healthcare providers
about these symptoms, and improve medical care for these
individuals. Participants in this study will be sent a survey and asked
to answer questions about their or their child’s hemophilia carrier
status, medical history, and medical experiences. Participants will
have the option of answering this survey in French or in English.

If you would like to take part in this survey, please contact the
researchers by sending an email to 
HABcarriers@gmail.com, or by calling Dr. Wenda Greer at 
902-473-6691 to request a copy of the survey be sent to you.

HEMOSTASIS FELLOWSHIP PROGRAM  

Specialized care of patients with bleeding
disorders / Validation of a clinical history
assessment tool for bleeding disorders

One year funding

Dr. Menaka Pai
Department of Medicine
McMaster University – Hamilton, Ontario

Bleeding problems are common
in the general population but

can be challenging to assess. This is
because healthy people can
experience some types of bleeding
(e.g. mild bruises and nosebleeds)
and because abnormal bleeding is
sometimes mild. To assess patients
with possible bleeding problems,
doctors traditionally ask many
questions about excessive bleeding.
Patients often find it difficult to

Hemostasis Fellowship Program
The Hemostasis Fellowship Program, a fellowship in Congenital and Acquired Bleeding Disorders, is made
possible through a collaborative effort of the Canadian Hemophilia Society, the Association of
Hemophilia Clinic Directors of Canada and the generous financial support of CSL Behring Canada. As a global leader in the
plasma protein biotherapeutics industry, CSL Behring researches, develops, manufactures and markets biotherapies used to
treat serious diseases. Their five core company values underscore their commitment to providing the best possible therapies
and services: customer focus, innovation, integrity, collaboration and superior performance. 

The goal of this one-year research fellowship program is to provide fellows in hematology or other relevant fields the
opportunity to acquire clinical or research skills necessary to improve the care, treatment and quality of life of patients with
hemophilia and other congenital or acquired bleeding disorders.

The following report describes the project funded in 2010.

answer so many questions during an appointment and
doctors are unsure which questions are most important. A
short standardized questionnaire would be helpful to ensure
that patients are asked important questions about bleeding
using language that is easy to understand. Our research
group has collected a large amount of information on the
symptoms and laboratory findings for over 300 patients with
bleeding problems and a group of 99 healthy people. We
analyzed this information to develop a short questionnaire.
During my fellowship, I will give this new short questionnaire
to a large group of patients and healthy people to fill out to
explore what symptoms are common in patients with the
most common types of bleeding disorders (undefined bleeding
disorders and platelet secretion defects) and what their risks
of bleeding are. I am optimistic that the new short
questionnaire will help doctors identify patients who probably
have blood clotting problems and need to undergo further
testing. It will also help us learn more about the most
common types of bleeding disorders and how they can impact
patient’s lives. This research has the potential to improve
patient care by finding the best way to assess bleeding
symptoms in different types of bleeding disorders and finding
out when bleeding problems need to be treated.

Opportunity to participate in research
Qualitative assessment of the emotional and behavioral
responses of hemophilia A and B carriers to their medical care

WHO CAN PARTICIPATE
– Women who are carriers of hemophilia A or B,
– The parents of girls who are carriers of hemophilia A or B,
– Men with hemophilia for comparison purposes, and women
who are not hemophilia carriers for comparison purposes.

STUDY DESCRIPTION
The department of Pathology at Dalhousie University, in
conjunction with the IWK Health Centre and Capital District Health
Authority in Halifax, NS, is currently seeking participants for a
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David Page
CHS National Executive Director
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Project Recovery: 
A first success!

In recent months, Canadian Blood Services (CBS) has
begun to deliver to Canadian hospitals Humate P made
from Canadian plasma. The clotting factor concentrate,

manufactured by CSL Behring, is indicated for the
treatment of both von Willebrand disease (VWD) and
hemophilia A.

This represents a first success in a 10-year effort by the
Canadian Hemophilia Society (CHS) and the World
Federation of Hemophilia (WFH) to recover unused proteins
in Canadian plasma.

The story actually begins in the early 1990s. At that time,
Canadian plasma, which was excess to transfusion needs,
was sent to an American fractionation plant for
manufacture into immune globulins, albumin and factor
VIII concentrates. In 1994, when Canada became the first
country in the world to switch massively to recombinant
factor VIII, a Canadian market for plasma-derived FVIII
ceased to exist. Regulatory barriers prevented the
cryoprecipitate (this “cryo” contains FVIII and von
Willebrand factor) from being processed for use elsewhere.
For the next 15 years, it was simply discarded.

In 2000, the CHS and the WFH approached CBS and
Héma-Québec with an ambitious dream: recover the cryo
and manufacture it into FVIII for countries where
concentrates are unavailable. It seemed a shame that this
precious resource, donated by Canadians, was not being
used to its full potential when 75 percent of the world’s
hemophiliacs did not have access to safe, effective
therapies. The CHS estimated that 20 to 30 million IUs of
FVIII could be recovered annually, enough to supply the
needs of several thousand patients.

CBS was in the midst of re-building the Canadian blood
system; Project Recovery was not a priority. Then, in
October 2003, CBS organized a conference entitled
Securing our Future: Building the CBS Plasma Protein
Product Strategy, and invited the CHS to participate. The
conference concluded by adopting as one of 12 strategies
the recovery and manufacture of unused proteins such as
FVIII for the global community if this could be done at no
extra cost to the Canadian blood system.

Simple as the idea seemed, there were significant
technical, regulatory and legal obstacles to making it reality.
Over the next five years, CBS, in collaboration with the CHS
and the WFH, attempted to find solutions, but without
success. Then, in 2008, CBS split the contracts for
fractionation of its plasma between two companies. Talecris
received approximately two-thirds of the Canadian plasma;
CSL Behring the other one-third. With this, a new
opportunity arose. CSL Behring manufactures Humate P for
the treatment of VWD, a product in demand in Canada, and
until now made from American source plasma. In addition to
immune globulins and albumin, a third product, von
Willebrand factor concentrate, could now be made from
Canadian plasma for Canadian needs.

Health Canada approved the new plasma source for
Humate P in late 2009 and deliveries started in early 2010.
“By the end of 2010,” Heinz Neuhaus, general manager of
CSL Behring Canada, told Hemophilia Today, “most of the
Humate P delivered to CBS will be made from Canadian
plasma. Patients will see
no difference. It is exactly
the same product as
regards safety, quality and
efficacy.”

“Another advantage,”
Dr. Neuhaus said, “is that
this arrangement will
increase the global
availability of cryo for
manufacture into life-
saving FVIII or von
Willebrand factor.”

In addition to increased global supply, there are benefits
for the Canadian blood system, according to Keith
Buchanan, acting director, Plasma Products and Services at
CBS. “By being able to offer a third therapeutic product
made from the plasma we send to CSL Behring for
fractionation, CBS has made great strides in optimizing the
gift of our blood donors. In addition to making use of a
previously discarded plasma protein, savings of
approximately $3 million annually will result from having
Humate P manufactured from our own plasma supply rather
than purchasing a product made from American source
plasma.”

There remains the challenge of what to do with the
considerable quantity of CBS and Héma-Québec cryo
currently discarded by the second fractionator of Canadian
plasma, Talecris. CBS is actively involved with potential
fractionators that could process this cryo and provide a
portion of it for distribution by the World Federation of
Hemophilia to support its work in developing countries.
While some hurdles remain, it is unlikely to take another
decade to achieve the next success!

By being able to offer
a third therapeutic
product made from
the plasma we send to
CSL Behring for
fractionation, CBS has
made great strides in
optimizing the gift of
our blood donors… 
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Medical
News

Hepatitis & HIV 
Press Review
Michel Long
CHS National Program Coordinator
and Dr. Elena Vlassikhina
Volunteer collaborator

� Trials begin on potent new hepatitis C drug
Clinical trials have begun on INX-189, a potent new drug
being developed by Inhibitex to treat infections caused by
the hepatitis C virus. Lab tests showed it killed 90 percent of
the virus at very low concentrations, which would make it
one of the most potent compounds of its kind developed to
date. Trials on healthy volunteers to assess the compound’s
safety have begun and a second trial, which would evaluate
its effectiveness on hepatitis C patients, may follow later
this year. INX-189 offers the possibility of more potency
against hepatitis, more rapid action in the liver, and fewer
side effects than existing treatments.

www.newkerala.com/news/fullnews-108418.html

� Research update: Suppressing HCV after a liver
transplant

To help prevent hepatitis C from destroying a new liver,
researchers in Japan devised a way to improve immune
response in people with hepatitis C who undergo a liver
transplant. Researchers performed the following sequence
of events. They extracted immune cells known as
lymphocytes from the donor liver before transplant;
activated the lymphocytes in vitro; and injected the
activated lymphocytes into the patient three days after the
liver transplant. The researchers found that this method
successfully kept HCV levels low in most of the HCV-
infected patients who received a liver transplant.
www.hepatitis-central.com/mt/archives/2010/04/
research_update.html

� Experimental drug drops hepatitis C viral load by
nearly 100%

Early results from a Phase II study demonstrate that Bristol-
Myers Squibb’s experimental drug has unrivaled potency
against the hepatitis C virus. BMS-790052 helps inhibit the
hepatitis C virus from replicating by targeting protein NS5A.

www.reuters.com/article/idUSTRE63K5QB20100421

� Locteron improves HCV therapy
Interim Phase II study results showed that, when paired with
ribavirin, Locteron demonstrated potency against hepatitis C
similar to pegylated interferon. In addition, Locteron
demonstrated 57 percent fewer adverse effects at a more
favorable dosing schedule of once every other week.

www.marketwire.com/press-release/Biolex-Announces-
Presentation-EASL-Interim-Results-From-EMPOWER-
Phase-2b-Study-Locteron-1148840.htm

� Get the facts about hepatitis C viral load
Those with hepatitis C are often concerned about whether
or not they have a high viral load. Despite the tendency to
associate a high viral load with worsening illness, experts
agree that the results of the HCV viral load test have little
bearing on hepatitis C disease progression.

www.hepatitis-central.com/mt/archives/2010/04/
get_the_facts_a.html

� Extended hepatitis C treatment after liver transplant
may benefit patients

Extending hepatitis C treatment for liver transplant patients
beyond current standards results in high clearance rates of
the hepatitis C virus from the blood, and a low relapse rate,
according to a study by Henry Ford Hospital.

www.sciencedaily.com/releases/2010/05/100502173841.htm

� PROTECT study finds one-third of liver transplant
patients achieve sustained response to pegylated
interferon plus ribavirin

Combination therapy with pegylated interferon alfa-2b
(PegIntron) plus ribavirin led to sustained virological
response (SVR) in about 30 percent of hepatitis C patients
after liver transplantation, according to final results from
the PROTECT study reported at the 45th Annual Meeting of
the European Association for the Study of the Liver. A
similar proportion, however, were unable to complete
therapy due to adverse events.

www.hivandhepatitis.com/2010_conference/easl/docs/
0504_2010_b.html

� Gene therapy shows promise against HIV
A new study is among the first to hint that gene therapy
could become a weapon against the virus that causes AIDS.
However, any treatment remains far from being ready for
use by patients, and would likely be expensive, experts said.
Still, the research is “a step in the direction of using gene
therapy” to treat HIV patients.
www.businessweek.com/lifestyle/content/healthday/636248.html
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CHS applauds Canadian government support of WHO resolution on 
viral hepatitis but calls on legislators to take action here in Canada

Following extensive lobbying from the World Hepatitis Alliance and patient groups around the
world, including the newly formed Canadian Coalition of Organizations Responding to Hepatitis B and C, of

which the CHS is a founding member, the 193 WHO (World Health Organization) Member States at the 63rd
World Health Assembly in Geneva from May 17 to 21, 2010 passed an important resolution which recognizes the
global impact of viral hepatitis and provides a robust framework for national and international action.

This is the first time that viral hepatitis has been discussed at this level and it is a huge step in the right direction
to begin the policy changes necessary on a global scale to improve awareness, prevention, diagnosis, care,
support and access to treatment of the diseases. This resolution:

— provides a clear statement that viral hepatitis now has a high global priority and has to be tackled
globally;

— establishes an official WHO World Hepatitis Day (New date will be July 28 as of 2011);
— provides a mandate for the WHO to coordinate responses to viral hepatitis at a global level;
— represents a clear commitment by governments to strengthen their response to viral hepatitis, which

patient groups can use to encourage changes in policy and practice at a national level.

The Canadian Coalition of Organizations Responding to Hepatitis B and C asked the federal, provincial and
territorial governments to support this resolution and to lead by example by adopting a fully-funded
coordinated national strategy for both hepatitis B and hepatitis C by 2012 that:

1. Promotes prevention of hepatitis B and C through expanded education, immunization and harm reduction
programs all across Canada.

2. Improves access to comprehensive care and treatment programs in all areas of the country.

3. Increases knowledge and innovation through interdisciplinary research and surveillance to reduce the
burden of hepatitis B and C on Canadians.

4. Creates awareness about risk factors, stigma and the need for testing among the general population and
at-risk groups.

5. Builds capacity through training and recruitment of qualified health professionals.

6. Supports communities and community-based groups in developing, delivering and evaluating peer-driven
and focused initiatives.

Canadian legislators have yet to endorse such a coordinated national strategy and need to do more than sign up
to the WHO resolution – they need to translate the international commitment into concrete actions, policies,
programs and services in Canada.

Help reduce the health and social impacts of hepatitis B and C on the liver health of Canadians by supporting
the call for the federal, provincial and territorial governments to adopt and sanction a fully-funded coordinated
national hepatitis B and C strategy through endorsement of the Canadian six asks by 2012. Please visit the
Coalition’s Web site to find out more and how you can help: www.canadianhepatitiscoalition.ca.

� Now there is light on the horizon
A wave of new drugs for hepatitis C, expected in the next
18 months, may boost a patient’s chance at a cure by as
much as tenfold. The drugs closest to market, boceprevir
and telaprevir, are protease inhibitors crafted from the
technologies that led to discoveries made in the fight

against HIV. Results from final-stage clinical trials are
expected by the second half of 2010, with submission to U.S.
regulators by year-end. Patients can expect the drugs to be
available by 2011.
www.businessweek.com/news/2010-04-18/-warehoused-
hepatitis-c-patients-may-boost-merck-j-j-vertex.html
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The 
Nurses’ Station

Canadian Association of
Nurses in Hemophilia Care

Directors of Canada (AHCDC) and our industry partners.
Activities may include, but are not limited to, ethics
submission of proposed research studies, subject
recruitment, coordinating study visits, data collection,
obtaining and shipping blood samples and in some cases
writing for publication. As important as these contributions
are to medical and pharmaceutical research, very little has
been done specifically from the hemophilia nursing research
perspective. A key message delivered at GNS was: “It’s time
hemophilia nurse coordinators got involved in nurse-led
research.”

Martin Bedford, Senior
Lecturer at Canterbury Christ
Church University, U.K., in the
opening plenary commented that
HNCs are well positioned to
design and carry out research
that responds to real world
problems with the purpose of
trying to create solutions. Active
engagement in nursing research
serves to deepen our understanding of patient experiences
and/or needs. Nurse-led research is instrumental in the
evaluation of interventions, the discernment of best practice,
the appropriate and equitable use of healthcare resources,
and improved patient outcomes. The coordination of nursing
research efforts nationally and internationally was identified
as an important need and task. Resolving barriers to research
include providing proper preparation and supervision for
nurses engaging in nursing research. Establishing formal links
between the hemophilia treatment centre within a teaching
hospital facility and the Faculty of Nursing will create
collaborative mentoring opportunities for HNCs and nurse
researchers. The time is now, let’s get involved!

Thank you to Baxter for planting the research seed.

Global Nurse Symposium: 
Focus on Research

Lori Laudenbach, RN, MScN
On behalf of the Canadian Association of Nurses in
Hemophilia Care (CANHC)

Baxter held its biennial Global Nurse Symposium (GNS)
in Vienna, Austria from April 28-30, 2010. One
hundred and fifty-four nurses from over twenty

counties were in attendance. Dorine Belliveau, CANHC
president, represented Canada on the planning committee.
Fourteen Canadian hemophilia nurse coordinators (HNCs)
were invited to attend, and nearly half participated as
speakers in the plenary and breakout sessions. The objective
of the global symposium is to enable nurses caring for
patients with inherited bleeding disorders to:

▪ Engage in a peer-to-peer exchange to address the clinical
needs in hemophilia care

▪ Network with other nurses, leverage their clinical
experience and promote best practices

▪ Gain knowledge of current therapeutic practices

▪ Develop greater understanding of the needs of patients
with hemophilia

Plenary session topics included: Leadership in Hemophilia
Nursing, Hemophilia Treatment – Current and 
Future, Adherence in Hemophilia, Avoiding
Inhibitor Development in PUPS (previously
untreated patients) and Life Stages in Hemophilia.
Nursing practice has evolved over time to become
more evidence-based, placing emphasis upon the
use of the best available evidence from scientific
and behavioural research, along with patient
preferences and clinical experience. Evidence, rather
than opinion, should guide clinical decision making.
Not surprisingly, presentation of research findings
found its way into all five of the topics covered in
the plenary sessions.

HNCs have long been involved in research
activities directly related to the care and treatment
of individuals affected by inherited bleeding
disorders. We play a pivotal role in the research
initiatives of the Association of Hemophilia Clinic

A key message
delivered at GNS
was: “It’s time
hemophilia nurse
coordinators got
involved in nurse-
led research.”
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JoAnn Nilson, PT, on behalf of Canadian Physiotherapists in
Hemophilia Care (CPHC)

The Canadian Physiotherapists in Hemophilia Care
(CPHC) have recently completed a research project on
the experience of young men with mild hemophilia.

This research project gathered information from individuals
with mild hemophilia and physiotherapists. One of the
purposes of this research was to learn more about the level
of knowledge that young men with mild hemophilia have
about evaluation of severity of musculoskeletal injuries and
self-management of such injuries.

Our research associate Dr. Candice Schachter used
qualitative methodology and the constant comparative
method (Glaser & Strauss) to analyze the data as the
collection commenced. She worked to ensure that
communication with the individuals with mild hemophilia
and the physiotherapists reflected the realities of their
condition and the healthcare system today. Many of the
young men expressed attitudes of denial of their condition.

The analyzed data revealed gaps of knowledge among
the young men with mild hemophilia especially in
identification and management of musculoskeletal bleeds.

Interview findings also suggested that many participants
found that communication between patients and clinicians
are far from optimal and that “standard” information and
lectures are not as effective as the health professionals
hoped for.

The experience of living with 
mild hemophilia as a young man

The Physio
Corner

Canadian Physiotherapists
in Hemophilia Care

A quote from the data: …because I don’t
have to deal with it on a regular basis …
it’s something that can kind of fade into
the background… I would forget about it
and… if I did get hurt… it wouldn’t really
be in the forefront of like, you know, well 
I should maybe get this looked at or I
should get it checked.

As quoted: Well, I wouldn’t think
hemophilia, I would just think I sprained
my knee or something and I should just
go rest. That’s all I would do.

A quote showing this: They don’t take
the time to just talk. Just like they say,
don’t do this, don’t do that. Like they are
giving you orders. Hey, this is my life.

A quote identifying this: I guess I don’t
see it [an ankle sprain] as kind of
internal bleeding, I guess, because I
don’t see the blood it’s not as urgent or
not as scary…

Participants’ attitudes about their physical activity was a
complex area and affected many components of their
attitudes and behaviours regarding their condition.

The dialogue generated with this project will represent an
important contribution to the development of effective
client-centred educational messages.

People with mild hemophilia represent an interesting
group, who on a regular basis take very little of our clinical
time, but when they do need our expertise often require
extensive rehabilitation to resolve a neglected bleed. We
have identified some gaps in their knowledge but further
investigation and research is required. The CPHC will present
a poster at the World Congress of Hemophilia in Buenos
Aires, Argentina in July 2010 on some of the results of the
research project.

We would like to thank the Care Until Cure fund for its
support throughout this project.
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Early foetal sex detection in female
carriers of hemophilia A & B
Patricia Stewart, La Durantaye, Quebec

When a carrier of hemophilia A or B becomes
pregnant, the first question that goes through her
mind is probably whether the foetus is a boy or a

girl. The reasons for knowing the sex of the foetus are
multiple: the carrier may wish to know the sex of the child
to ensure appropriate management including preventive
care in case the child is male, or she may wish to
know whether or not the child has hemophilia, just
to be ready for it not only medically but also
emotionally. Conversely, if the foetus is female, the
worry of hemophilia is minimal. In other cases, the
woman may wish to terminate a pregnancy if
severe hemophilia is present in the foetus. Choices
are based on personal experience of hemophilia and
personal values. Since there are decisions to make
and preventive medical care for both mother and
baby to plan, early foetal sex determination is
important.

The most commonly used non-invasive technique
to determine the sex of a foetus is ultrasound,
which can be done at 12 weeks gestation. However, there 
is a limit to the success rate of the results, especially the
earlier they are done in the pregnancy. Results depend on
the equipment used, the skill of the technician and the
position of the foetus.

In their article “Presence of foetal DNA in maternal
plasma and serum” published in the Lancet in 1997, Lo et 
al presented findings for a non-invasive technique for early
sex detection using a maternal blood test to detect foetal
DNA. Females have two X chromosomes (XX), and males one
X and one Y (XY). Foetal sex assessment is based on
detecting the presence of the sex-determining region of the
Y chromosome (SRY gene). The test is based on the presence
or absence of foetal Y chromosome sequences in the
pregnant mother’s blood. Testing done at seven weeks of
gestation has proven to have a 100% success rate for the
prediction of the sex of the foetus in two different studies
by A. Bustamante-Aragones et al (Haemophilia journal, 
May 2008).

In one study, 196 pregnant women enrolled in a
validation study were tested from 9 to 12 weeks gestation.

Female
Factor

The
On the basis of the SRY gene on the Y chromosome plasma
sample, 96 were shown to be carrying male foetuses. The
100 remaining gestations were interpreted as female-
bearing pregnancies based on the absence of the SRY gene.
In a second clinical trial with 15 known hemophilia carriers,
blood tests done at 7 and 9 weeks indicated that 11 were
male and 4 were female foetuses. Both study results were
confirmed either by conventional prenatal diagnosis or at
birth. All pregnancies were correctly diagnosed by the
analysis of maternal plasma. Female personnel carried out
the processing to avoid any contamination with male
genetic material. In both studies, confirmation of the foetal
sex was 100% correct when the blood test was done in the
seventh week of gestation, a month earlier than results can
be obtained through chorionic villus sampling (CVS), a more
invasive procedure.

The maternal blood test is a feasible, rapid (it can be
performed in five hours) and low-cost approach. Samples

can be sent at room
temperature in the
24 hours following
collection without
influencing the
diagnosis. This
allows samples from
different hospitals
to be sent via
courier to a
diagnostic
laboratory. A
limitation of this

diagnosis is that trained personnel are required, preferably
female personnel to avoid possible male contamination
(Bustamante-Aragones et al).

Early foetal sex diagnosis means pregnant carriers
carrying a female foetus can avoid later invasive prenatal
testing, and reduce the stress and apprehension of the
possibility of having a child with hemophilia may be
eliminated.  Since the incidence of a girl having severe
hemophilia A or B is one in one million, precautions would
be minimum for a female foetus during labour and delivery,
though the mother would still need to be closely followed. 
If the foetus is a male, further testing can be done to
determine if he has hemophilia through one of two invasive
obstetrical procedures: chorionic villus sampling (CVS) which
can be done at 10-11 weeks gestation, or amniocentesis,
done at 15 weeks. Both procedures involve approximately
0.5–1% risk of miscarriage. If the foetus has hemophilia, 
this then requires specific precautions for labour, delivery
and post-partum care for both the baby and the carrier
mother. The mother’s obstetrician should work as a team
with hemophilia treatment centre personnel to develop a
birthing plan to help ensure a safe birth. 
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Summer’s here and for most young people,
it means vacation time. The National
Youth Committee is more active than

ever. Thanks to member participation, there are
many activities to look forward to. Here’s a
glance at what’s going on.

� Drive Your Car/Drive Your Care
The program will help you to make wise choices when it
comes to driving and your health. This year, the training will
be held in Vancouver and Winnipeg. For more information,
contact organizers Sylvana Moran (Manitoba) at
spanish_raddish@hotmail.com and Justin Smrz (British
Columbia) at j_smrz@hotmail.com.

� Youth Leadership Conference: “Make the Right Choice”
Planning for our third youth leadership conference has been
finalized – it will be held in Toronto from October 15 to 17.
Speakers will include physiotherapist Nichan Zourikian of
Montreal’s Sainte-Justine University Hospital Centre, among
others. Reserve early – the number of places is limited!
Contact Hélène Bourgaize at hbourgaize@hemophilia.ca.

Social activities
� Calgary – Ryanne Radford organizes an informal monthly
movie night. This get-together is an opportunity to meet
and hang out with people who share in common similar
experiences. For information, e-mail
ryanneradford@hotmail.com.

� Nova Scotia – Ryan Brownell is looking for enthusiastic
volunteers to form a youth group to organize activities in
the Maritimes. Having attended the transition workshop in
Halifax last May, he’s eager to plan some events for youths
making the transition to adulthood. Contact him at
ryan.brownell@brownellnetworks.com.

� Montreal – Youth activities are taking place throughout
the summer. A sports activity is being organized (date to be
announced). See the Web site for more information.

Summer camps
It’s camping season and a number of youth committee
members are involved in organizing activities. Contact your
chapter to find out if they’re looking for volunteers, camp
counselors and assistant counselors.

� The Maritime Adventure Camp will be held from August
22 to 27. For additional information, contact Ryan Brownell.

� Hémocamp du Québec will take place in Saint-Jean-Port-
Joli from August 8 to 13. For more information, contact me
at max_lacasse_g@hotmail.com.

The Great Swim
The National Youth Committee is organizing a fundraising
and awareness campaign for bleeding disorders. The Great
Swim for Inherited Bleeding Disorders will take place in
Montreal this November during Hemophilia Awareness
Month. We are looking for youths in Quebec interested in
participating in this event. Those interested please contact
me at max_lacasse_g@hotmail.com.

Last words
Want to let other people with hemophilia know more about
the CHS Youth Committee? Brochures are now available
from the Canadian Hemophilia Society office. Many thanks
to Sylvana Moran for designing it.

This is only a snapshot of the activities taking place. If you
have ideas or would like more information about activities,
contact your regional representative. Visit the CHS Youth
Web site at www.hemophilia.ca/en/youth-web for contact
information.

Youth
File

Maxime Lacasse Germain
Co-chair, National Youth Committee
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Our 
Stories Six generations of 

a VWD family
Shelley Mountain, Prince Edward Island

You don’t choose your family. They are God's gift to you, as you are to them.
– DESMOND TUTU

Great-Great-Grandmother AGNES PINEAU (NÉE THIBODEAU)
was born circa 1852. She later remarried and became a
Downey. Age in photo – 92.

Agnes was known to family members as a “bleeder” long
before VWD was discovered in 1925. Her brothers and sisters
were “bleeders” as well. They knew they had a condition but
only thought of themselves as heavy bleeders. Although it
was rare back then for the general population to have a
doctor, Agnes’ husband was a politician and could afford
one. For childbirth, the doctor would give her medicine in a
bottle for her bleeding. What this medicine was, no one can
say...

Great-Grandmother MATHILDA ANN GALLANT (NÉE PINEAU)
was born on Prince Edward Island in 1891. She married
François Gallant in Atholville, New Brunswick, in 1914.

Her mother was a “bleeder” and Mathilda knew from her
very heavy periods that she herself was one too (so were
one of her two sisters and one of her three brothers).
Mathilda had several miscarriages but gave birth to eight
children – four were considered “bleeders”. As children, the
“bleeders” had to be hospitalized for tooth extractions; the
doctor would tell the nurse to “pack those gums tightly” to
prevent bleeding. Contrary to many, Mathilda was open to
talking about her children’s bleeding issues.

F rom one generation to the next, our family’s wedding pictures portray the love and support that
those of us with von Willebrand disease (VWD) have had over the years. Through each generation
there was someone at our side who loved and cared for us even though life at times was a life
and death situation. They continue to be the rock that holds this family together!
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My grandmother RITA BLAQUIÈRE (NÉE GALLANT) was born in
Campbellton, New Brunswick, July 5, 1920. She married
François Blaquière in October 1943.

Rita grew up knowing she was a “bleeder”. Bruises and
nosebleeds were a normal part of her childhood. Her
menstrual periods started at age 14 and sometimes she
would bleed twice a month. She recalls her mother telling
her she bled the same as she did. Rita also had a few
miscarriages. Her doctor told her that for childbirth, she
must always go to the hospital. Rita gave birth to 11
children and hemorrhaged almost every time – with three
deliveries she went into shock from loss of blood. Each
delivery was a life or death situation but she remembers she
wasn’t scared and always thought it would stop. Four of her
eleven children have VWD.

In 1982 she was admitted to the Moncton Hospital with
intestinal bleeding and treated with cryoprecipitate for two
weeks until her bleeding finally subsided. Rita remembers
that at the time, people had died from HIV due to tainted
blood products.

In 1992 she had a bowel bleed. Test after test at her local
hospital could not pinpoint the cause of the bleeding.
Doctors determined that there was no time to send her to
Moncton for further tests and they would need to do
whatever it took to stop the bleeding. During surgery they
found the bleeding intestinal vein and she made a full
recovery.

My father RICHARD BLAQUIÈRE was born September 27,
1955 in Campbellton, New Brunswick. He married ISOBEL
(NÉE ARPIN) in September 1974. He was recently
diagnosed with Type 1 VWD in addition to having
characteristics of Type 2M.

Richard remembers his childhood as being relatively normal
with minimal bleeding. His mother told him to never give
blood because he was a “bleeder” and he didn’t have enough
to give! He remembers bleeding longer when cut, and
having to go to the hospital to have a tooth extracted. Men
usually don’t present as many symptoms as women so in
turn he didn’t speak about it often to his two children, my
brother Raymond and myself. We both have VWD.

Since then, Rita has been
diagnosed with VWD. She
now has a name for her
disorder after calling herself
a “bleeder” for most of her
life. On her doctor’s advice,
she has been taking iron pills
for her anemia and has never
felt better. Her ever-positive
outlook and love of life has
been an inspiration to us all.
Happy 90th birthday!

Rita grew up
knowing she 
was a “bleeder”.
Bruises and
nosebleeds were
a normal part of
her childhood.
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SHELLEY MOUNTAIN (NÉE BLAQUIÈRE) was born on February 8,
1975 in Campbellton, New Brunswick. She married Marc
Mountain in July 2000 on PEI. Diagnosed with Type 1
severe VWD in February 1994, she recently learned that
she also has characteristics of Type 2M VWD.

My brother and I had childhood nosebleeds. We would sit
outside with a 4-litre ice cream bucket, heads tilted back to
try to stop the bleeding. On my 8th birthday, I thought I
had the flu until I threw up blood all over my blanket. I had
a bleeding ulcer.

The worst of it started when I got my periods – 10 days, 
11 days, 13 days long. I hated those years that affected my
self-confidence. Finally some relief came when I was able to
start taking “the Pill”.

At 18, I became pregnant. Sixteen weeks into pregnancy I
began bleeding heavily. It was a threatened miscarriage but
I was determined to keep my baby. It was then that a
hematologist recognized some symptoms by asking the
right questions and checking our family history. Through a
timing test and blood work we had an answer – von
Willebrand disease. Months later I delivered a beautiful
healthy baby girl. Three months later I was still bleeding.
They gave me DDAVP and I had to stop breast feeding
immediately. A few days later the bleeding stopped.

Nine years later I became pregnant with my second child.
This time, with further testing, we put an action plan
together. I delivered another beautiful healthy baby girl.

Three years later when my periods were still heavy and
out of control, the doctors and I decided the best way to
deal with this was a hysterectomy. Five days out of the
hospital after my surgery, I began hemorrhaging internally.
For three days the bleeding could not be controlled and I

was given blood transfusions. Watching someone else’s
blood being used to save me was the scariest feeling in the
world. I realized I may not make it out alive. Not having a
chance to say goodbyes to my family was devastating. They
sent me for emergency surgery on a Friday night at 11:00
p.m. I recovered. The saying “You don’t know what you have
until you lose it” means so much more to me now. Things
can deteriorate so quickly.

Recently I developed a bleeding cyst on one of my ovaries
and ended up in hospital three times on morphine. Because
we do not have a hemophilia treatment centre to handle
such cases in my province, I was sent to a hospital in
another province. Treatment is now underway.

I am very fortunate to have the Canadian Hemophilia
Society in my life for the support and the information they
have provided me.

My daughter VALERIE ROSE MOUNTAIN born June 26, 2003
on Prince Edward Island. She was diagnosed with Type 1
VWD in October 2005.

Valerie was only a baby when she cut her palm between
her finger and thumb. It took a long time to stop bleeding.
Call it mother’s intuition, but
I knew I had to test her for
VWD; which turned out to
be positive. Then in 2006,
Valerie fell and damaged her
two front teeth. She was
taken to the IWK in Halifax
for surgery to have them
extracted. Because
precautions were taken in
advance, with appropriate
treatment there was very
minimal bleeding. Since
then, she has had a relatively
normal life aside from frequent bruises on her legs. Life holds
much more promise for her than what was experienced by
the previous generations of family members living with VWD.

My hope for the future is that no one with VWD goes
undiagnosed; that medicine keeps evolving so we don’t have
the uncertainty of whether or not we are going to stop
bleeding. And, that a cure will be found for all inherited
bleeding disorders.

You can read his story in the Winter 2009 issue of Hemophilia Today
or at www.hemophilia.ca/ourstories

Thank you to everyone who has so generously submitted their story
during the contest. Although it is over, please do not hesitate to let
us know about your story – we will be thrilled to feature it in an
upcoming issue of Hemophilia Today.

Your stories are at the heart of what the CHS is all about!

Comgratulations to Paul McNeil, 
from Sudbury, Ontario, who has won a trip to Buenos
Aires to attend the 2010 Hemophilia World Congress!

Our Stories
Contest Winner


