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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.
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Focus on research

Hemophilia Today is the official publication of the Canadian Hemophilia Society (CHS) and appears
three times yearly.

The Canadian Hemophilia Society strives to improve the health and quality of life for all
people with inherited bleeding disorders and to find a cure. Its vision is a world free from the pain
and suffering of inherited bleeding disorders.

The purpose of Hemophilia Today is to inform the hemophilia and bleeding disorders
community about current news and relevant issues. Publications and speakers may freely use the
information contained herein, provided a credit line including the volume number of the issue is
given. Opinions expressed are those of the writers and do not necessarily reflect the views of the CHS.

The CHS consults medical professionals before distributing any medical information. However,
the CHS does not practice medicine and in no circumstances recommends particular treatments for
specific individuals. In all cases, it is recommended that individuals consult a physician before
pursuing any course of treatment.

Brand names of treatment products are provided for information only. They are not an
endorsement of a particular product or company by the writers or editors.
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Word from the editor

François Laroche

As you read these words, on a hot summer day with a glass
of your favourite cold beverage in hand, the World
Federation of Hemophilia (WFH) 2012 World Congress held
in Paris, France, will already be over. In the next issue of

Hemophilia Today, you will be able to read about the experiences of
CHS delegates who attended the Congress. Rarely have I looked
forward to the biennial WFH congress with so much anticipation.

Of course, this is in part, because Montreal is in the running to
host the 2016 World Congress. It would be fantastic to have the
opportunity to welcome the hemophilia community to Canada once
again, as in Vancouver (2006) and Montreal (2000). 

But above all, I am most eager to attend the many presentations
offered throughout the conference and to exchange ideas and
information with people from all over the world who are interested
in inherited bleeding disorders. 

We are living in exciting times for research in the field of
hemostasis—fundamental research, clinical research, scientific
breakthroughs by our partners in the pharmaceutical industry to
improve the products offered to our community, gene therapy and
more. We have every reason to hope for major progress in the near
future in the treatment of inherited bleeding disorders.

According to some experts, treatments customized for each
individual with hemophilia and products adapted to each individual’s

David Page, CHS national executive director

CLARE CECCHINI,
national program

manager, is retiring on
August 30 after 22 years
of devoted work to the
CHS and its community.

Previously working as
a teacher, Clare was hired
in 1990 to coordinate
programs nationally. She honed her skills in
developing CHS publications and, over the next
two decades, coordinated the production of
most of the major educational documents
including All About Hemophilia: A Guide for
Families, All About von Willebrand Disease and

Happy retirement Clare!

We are living in an exciting time for research

the Passport to well-being series, to name only
a few. Clare has taken the lead in organizing
national workshops, notably the National
Inhibitor Workshops in 2003, 2006, 2009 and
2012; the Parents Empowering Parents
workshops that have taken place across the
country and the regional workshops entitled
Living with a Rare Bleeding Disorder.

Over the last 15 years, Clare has led the work
to raise the profile of women with bleeding
disorders. This culminated in May with the
launch of the program entitled CODErouge
WHEN WOMEN BLEED TOO MUCH, and the organization
of a world first: the 1st Canadian Conference
on Bleeding Disorders in Women.

Throughout this time, Clare has been the
primary support person for the allied health
care professionals—nurses, physiotherapists
and social workers—who work so closely with
the CHS in developing publications and
delivering support services.

Clare has consistently sought excellence
and inspired it in her colleagues at the
national office and in the working groups she
has led.

Clare, on behalf of the staff at the national
and chapter offices and the many volunteers
with whom you have forged a strong bond,
may I wish you a happy retirement and much
joy as a full-time grandmother.

specific bleeding tendencies are our future in the medium term. 
For the pharmaceutical industry, this means succeeding in
manufacturing pharmacogenomic products, that is, products adjusted
to the factor VIII or IX gene polymorphism of each patient. This would
also mean potentially more effective and less immunogenic products.
Other experts are considering longer-acting products, something we
could expect in the short-term. We are getting closer and closer to
these realities.

And we must not forget the recent and most promising
developments in the field of gene therapy, especially for hemophilia B.
There is a lot to keep up with in the coming months, advancements
that are highly likely to determine the future treatment of inherited
bleeding disorders. 

* * *

In this issue of Hemophilia Today, devoted to research, you have anopportunity to read summaries of research projects funded by the
regions, the chapters and the CHS through the Hemophilia Research
Million Dollar Club. Several of these projects may yield findings that
will add to major progress we are currently seeing in the field of
inherited bleeding disorders research. 

Finding a real cure in the near future? The prospect has never
looked brighter!
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Message from the president

Craig Upshaw

Why we were at

Featured in this issue is our Focus on Research. The importance of
research for the bleeding disorder community has also been

highlighted several times in the past few issues of Hemophilia Today
as well as in the 2011 CHS Annual Report. Because we are at a time
when research is showing such promising results, we are committed
more than ever to carry on our strategic goal of promoting and
funding research to improve treatment and ultimately to find a cure.
The research projects funded by the three CHS programs clearly
reflect how this money is so well invested.

the word to women and make other women aware that their bleeding
problems are not normal, and that there are women like them who
will listen and can help. This is why CODErouge exists.

I also know why the CHS was there. The CHS was there to ensure
that whether you are a health care provider or a CODErouge ambassadors,
you know that we are there to support your efforts and help you be
successful as you endeavour to make a difference in the lives of so
many women.

On the morning of May 25, right at the beginning of 
CODErouge 2012 | the 1st Canadian Conference on Bleeding
Disorders in Women, one of the 21 CODErouge ambassadors
told us why she was there. She was there because she has

von Willebrand disease (VWD), because she had a choice, and because
she has confidence, knowledge, strength, support and love. And she
told us that she was there because she stood up for her quality of
life. Then, she asked us why we were there.

The hours that followed revealed to all participants why everyone
was there. Hematologists, nurses, physiotherapists, social workers,
obstetricians/gynaecologists, family physicians and patients were
there to learn more, share their respective expertise and understand
why the CHS CODErouge program is indispensable.

The past few issues of Hemophilia Today described the program,
its objectives and the role its ambassadors will play in achieving those
goals. Also outlined was how health care providers will have an
immense role to play to make sure that every woman affected by an
inherited bleeding disorder gets an accurate diagnosis followed by
proper care and treatment.

CODErouge 2012 was certainly a good step in the right direction.
Having so many qualified health care providers who were eager to
hear from their colleagues and also to listen carefully to what the
patients had to say was a sign that everybody is willing to do
whatever it takes to meet the challenge of having twice as many
women registered in comprehensive care clinics by 2015. It also
means that all efforts will be made to establish formal programs for
women with bleeding disorders (WBD) in all 25 Canadian
comprehensive care clinics and ensure that these clinics will adhere
to national standards of care for WBD.

Why was I there? Why was the CHS there? I was there to better
understand what life has been like for so many undiagnosed women
with bleeding disorders. While sitting Friday morning listening to the
stories of the CODErouge ambassadors, I couldn’t help but reflect
upon my life living with severe hemophilia and realize that my
bleeding disorder has not been so bad in comparison to some of their
stories. Indeed they each have had varying degrees of health
complications from their bleeding disorders like my hemophilia
brothers. We however, for the most part, were diagnosed early and
with highly effective prophylactic treatment, we are largely
unencumbered by our bleeding disorders. Yes, my generation has had
painful joint bleeds, which are often short in duration, but we do not
suffer the years of not being diagnosed, nor do we suffer monthly
challenging situations as each of them faced.

I know the CODErouge ambassadors are all driven to help spread

From left to right: Craig Upshaw, CHS president; Bonaventure Agata, 
CSL Behring; Mark Skinner, president of the World Federation of Hemophilia;
Pam Wilton, CHS past-president.
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Community news
C H A P T E R S P O T L I G H T

South Western Ontario
Region (SWOR)
Nurse coordinator Lori Laudenbach was asked

by SWOR regional service coordinator
Matthew Maynard to co-present with him the CHS
Passport to well-being module, Charting Your
Course, at the Regional General Meeting, held
March 3, 2012. She reports:

To encourage audience participation the topic
was addressed in debate format. Emil Wijnker
moderated the debate, “Good record-keeping IS good for your health”,
with Matthew arguing “against” and myself arguing “for” the
proposition. The audience was divided into two groups to assist in
preparing the arguments. I was completely awestruck by the compelling
stories shared by the participants who emphatically agreed, good
record-keeping is indeed good for your health. Some of the reasons
included:

“My son’s infusion diaries from age 0 to 10 years are being reviewed
by his current hemophilia treatment centre to help care for other
children with hemophilia and inhibitors. The infusion records are also
used to individualize my son’s treatment plan.”

“I have kept health records for my son since his very first
immunization. I was able to use these diaries to convince his doctor in
Mexico that using factor preventatively is less costly than treating on
demand.”

“My husband died as a result of complications from his treatment. 
I was able to use his infusion records to fill out compensation forms.”

“My infusion diaries help me see patterns that may develop when 
I try a new sport. They also help me remember when I infused last.”

It was very powerful hearing directly from those who live day-to-day
with a bleeding disorder about why they feel keeping good records has
been good for their health, far more compelling than anything I could
have offered as the Bleeding Disorders Program nurse in a PowerPoint
presentation. What a privilege it is to work with people like you.

– Lori Laudenbach, RN, MScN, Bleeding Disorders Program 
advanced practice nurse 

Hemophilia Saskatchewan
In February, we had a wonderful education/social day for families inRegina. Glow bowling, a great meal and a fantastic Passport to well-
being presentation.

Our AGM Linger Longer Day took place on March 24 in Saskatoon.
Thank you to all those in attendance. We were fortunate to have 
Dr. Roona Sinha, our new pediatric hematologist, there to introduce
herself to our members and present to us that afternoon.

On April 30, 
Hemophilia Ontario
announced the 
appointment of 
Terri-Lee Higgins 
as its new 
executive director.

Toronto and Central Ontario
Region (TCOR)
Hemophilia Ontario youth explore Montreal

On March 30 to April 1, a group of 10 youth with bleeding disorders
from around Ontario met up in Montreal for a weekend of

sightseeing and learning. Highlights of the trip included a food tour of
Montreal, the view from Mount-Royal and an educational session
about the tainted blood tragedy. Many thanks go out to the
chaperones, planners and sponsors who made this exciting educational
getaway possible. We look forward to the next Hemophilia Ontario
Youth get-together! 

Go-Karting for guys

On May 12, TCOR held its event for men with bleeding disorders.
They enjoyed some friendly competition around the race track

followed by a discussion led by member Marc LaPrise and St. Michael’s
Hospital’s social worker Jordan Lewis. The event covered a wide
variety of topics and provided a chance to connect with other men
in similar situations.
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Nova Scotia Chapter
Rhys Watson’s Grade 6 class was given an assignment to volunteer five hours of

their time to a good cause. Because Rhys has hemophilia, he thought that it would
be a great idea to raise some money to donate towards research into finding a cure.

He came up with the good idea of having a yard sale.
First, he wrote an advertisement on the Kijiji classified

ads Web site about the yard sale, the location, date and
time – and most importantly where the money would be
going. Then he had to sort through the items to sell. His
parents provided some items and his mom also baked
cookies. Rhys took on the difficult task of going through
his Hot Wheels cars and deciding which ones he could
part with.

Rhys made and posted signs and balloons so that the
sale would stand out. The day was dreary but people still
came out. Rhys proudly told people where the money

raised would be going. He raised $40, sold all of his Hot Wheels and had so much
fun that he can’t wait to do it again. Finally, he challenges people across Canada to
do the same. It’s a great way to clean the house and raise money for a great cause!

Quebec Chapter (CHSQ)
From March 16-18, some 150 people attended the CHSQ

Rencontre 2012. The theme of the weekend was How to
get the tools to make your daily life with a bleeding disorder
easier. Workshops were offered on: Destination Fitness from
the Passport to well-being program with physiotherapist
Catherine Van Neste of l’Hôpital de l’Enfant-Jésus de Québec;
Relaxation and Yoga, with Anne-Marie Demers from the
Centre Jouvence; Partners in Care, with CHSQ President
François Laroche and CHS Executive Director David Page, a
discussion that allowed members to express their level of
satisfaction with the care they receive at their HTC; Youth
Meeting where young people ages 15 to 25 brainstormed on
new ideas for activities to organize this year; Grandparents
Meeting, a forum to share and discuss; Meeting for Wives of
Hemophiliacs for sharing tips that make life easier; and Update
on Treatment led by David Page offering an overview of recent
information on treatment and products in development.
Catherine Sabourin, nurse coordinator at the Montreal
Children’s Hospital HTC, was available to support families
learning how to infuse or self-infuse.

Dedicated volunteers: JoAnn Craig; Glen Sanders, retiring
treasurer with 27 years of service; Reta Sanders, retiring
secretary with 22 years of service; PEI Chapter Secretary
Dan Doran (far left) and PEI Chapter President Shelley
Mountain (far right).

Saturday evening featured the CHSQ version of The Price is Right game
show. The volunteer team that put together this evening organized a version
almost identical to the original show, with questions touching on topics directly
related to treatment for bleeding disorders as well as the CHSQ.

We would like to thank the speakers as well as the volunteers Mylene
D’Fana, Nayla-Marie Syriani, David Pouliot, Sébastien Bédard, Razek Syriani,
François Laroche, Kevin Blanchette, Emily Blanchette, Christian Pelletier, Alissa
and Alexandra Beauregard, and Patricia Stewart for their dedication in
organizing this activity.

Recognizing the dedication

During the Annual General
Meeting the CHSQ presented its

2011 Awards to some of its most
dedicated volunteers. The Volunteer
of the Year Award was presented to
the four bowl-a-thon organizers:
Isabelle Blette (L) and Sylvie Bouchard
(R), Karine Perrier and Lisa-Marie
Mathieu (not on the photo). The Award of
Appreciation was presented to Patricia
Stewart and Maxime Lacasse Germain.

Sonia Watson (R) receiving the
Representative Volunteer Award,
a lifetime achievement award for
volunteering, from Marilyn More (L),
Nova Scotia Minister of Labour and
Advanced Education. Sonia was
recognized once again by the Mayor 
of Halifax, Peter Kelly, with a 2012
Volunteer Award.

Sonia Watson has been an active
volunteer for many years. With her
professional expertise in accounting and
auditing, she has helped organizations
to meet their objectives by maintaining

their finances. Her most recent success has been to establish internal controls and revamp the
entire financial monitoring, control and reporting structure of the Nova Scotia Chapter as
provincial treasurer. Sonia also volunteers with the Children’s Wish Foundation, the Navy League
of Canada, Dutch Settlement Elementary School and the Royal Canadian Legion Poppy sales.

Prince Edward Island 
Chapter
In February, Shelley Mountain gave a five-minutepresentation to the panel board of the Union of
Public Section Employees (UPSE) in Charlottetown,
PEI. Thank you to UPSE for their $300 donation to
the PEI Chapter. 

On April 2, the PEI Chapter awarded three
chapter members for their years of dedicated service
in volunteering on the executive board. The PEI
Chapter welcomes new members with an inherited
bleeding disorder.



Prince Edward Island Chapter

World Hemophilia Day was
recently celebrated with Olivia

Craig and her school. Olivia put
together a wonderful awareness and
fundraising initiative by having all
the kids in the school wear hats for
$1 to highlight the day. As you can
see in the picture above, it was a
great time to be able to wear any
kind of hat in school. What a great
event! Great job, Olivia!
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One for all and all for one!

Staff from the CHS national office along with volunteers from the
Quebec Chapter and staff from the World Federation of

Hemophilia (WFH) joined forces once again for World Hemophilia
Day. On April 17, they raised awareness during a blood drive held at
Sainte-Justine Hospital. They were also present at Montréal’s City Hall
to address city counsellors about the issues surrounding inherited
bleeding disorders.

Hemophilia Saskatchewan

To help celebrate World Hemophilia Day, the chapter set up displaybooths at three Canadian Blood Services locations in Prince Albert,
Saskatoon and Regina and provided information to raise awareness
among the public.

TORONTO AND CENTRAL ONTARIO REGION (TCOR)

TCOR takes the plunge for World Hemophilia Day

TCOR’s first annual Polar Bear Dipwas a huge success on World
Hemophilia Day. The dippers collected
over $10,000 in pledges and bravely
plunged into Lake Ontario on April 14.
The funds raised will support programs
and services for people affected by
bleeding disorders in Toronto and
Central Ontario. Thank you to all our
dippers and their cheering squads.

SOUTH WESTERN ONTARIO REGION (SWOR)

SWOR Polar Bear Dip 2012: How much fun is that!

I had no idea how much fun I was missing. Members from acrossthe region from LaSalle to Woodstock gathered on an April Sunday
afternoon at Little Beach in Port Stanley, Ontario. It was our third
annual dip to highlight World Hemophilia Day and be part of a global
action to raise awareness about bleeding disorders. Our dippers not
only raised awareness (and a few eyebrows) they raised pledges for
programs in the region. Special thanks to our dippers and their
sponsors, our volunteers and of course Mother Nature for just a little
light rain, no snow and no ice, on Lake Erie!

Central West Ontario Region (CWOR)

This year on World Hemophilia Day, CWOR held its 5th Annual BakeSale in Hamilton, Ontario. It was a beautiful day and the event
raised funds and awareness for the inherited bleeding disorder
community. Many thanks to Rob Dinsdale and Mary Pedersen – our
volunteers for the day – and also to Jane Dinsdale, Mary, and the
entire hemophilia clinic team at McMaster for donating baked goods
to this great cause.

From left to right: David Pouliot of the Quebec Chapter, Aislin Ryan of the
WFH and Joyce Argall of the CHS.

Want to do something fun with your family? Want to give back
to a worthwhile charity? Swim for Bleeding Disorders was held

at CARI POOL on Sunday, April 15 to highlight World Hemophilia Day.
This event was a free swim by donation (a donation of $10 per family
was appreciated). This was a great fundraiser and created awareness
for our chapter to assist Islanders living with a bleeding disorder.

World Hemophilia Day is a day for awareness of inherited bleeding disorders such as hemophilia and von Willebrand disease. It’s a day to
talk about the symptoms of bleeding disorders so that undiagnosed people may take the first steps to access the care that will forever
change their lives; highlight the great work being accomplished by hundreds of Canadian volunteers; and honour those who work so diligently
to improve the quality of life of all people with inherited bleeding disorders.

Here are just some highlights of what happened on this special day across Canada.

World Hemophilia Day2012
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Anew resource entitled Guidelines for the diagnosis of von
Willebrand disease (VWD) is now available. The CHS

would like to thank Dr. Paula James and Meghan Deforest of
the Clinical and Molecular Hemostasis Research Group of
Queen’s University for their help with the development of
the publication.

Among tools found in this pocket-sized booklet is an
algorithim leading from an initial clinical assessment,
through initial lab and VWD tests, to confirmatory VWD tests.
It also features a detailed scored bleeding questionnaire
based on symptoms to help with diagnosis as well as a table
describing the common laboratory results for each type 
of VWD.

The publication of this resource was made possible by an
unrestricted educational grant from CSL Behring. To obtain
a copy please contact the CHS. – C.C.

T he CHS was deeply saddened by the passing of past president Elaine
Woloschuk on April 19, 2012 at the age of 66. Elaine was an educator for
over 40 years but devoted much of her time as a health care advocate

for her son Stephan. She served as CHS president from 1988 to 1990 and was
appointed to the National AIDS Advisory Committee during very difficult times;
her most notable achievement was reaching a compensation settlement with
the federal government for HIV-infected people with hemophilia infected with
HIV through contaminated blood products in the early 1980s.

Elaine received the Canada Volunteer Award in recognition of outstanding
voluntary service in improving the health and social well-being of Canadians,
from the Ministry of National Health and Welfare in 1992. She also was a
recipient of Her Majesty The Queen’s 50th anniversary jubilee medal.

Elaine served as chair of the CHS Commemoration of the Tainted Blood
Tragedy Advisory Committee. As such, she was present alongside many
members of the community on November 26, 2007 for the first
commemorative tree-planting ceremony.

The CHS extends its heartfelt condolences to Elaine’s family and friends.
She had an immense impact on our organization and we will be forever
grateful to her for her dedication. – C.R.

GUIDELINES
for the diagnosis of 
von Willebrand disease (VWD)

ELAINE WOLOSCHUK

Our community loses a remarkable volunteer...

New medical resource available
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CANADIAN HEMOPHILIA SOCIETY
▪ September 7-9, 2012 – National Youth
Leadership Workshop, Toronto, Ontario.

▪ November 16-18, 2012 – The 5th CHS National
Family Inhibitor Workshop will take place in
Montreal. All families who have a child with an
inhibitor will be sponsored to attend the weekend.
Details on registration will be sent to treatment
centres and chapters in August.

HEMOPHILIA SASKATCHEWAN
▪ September 9, 2012 – Queen City Marathon,
Water Aid Station, Regina.

▪ September 14-16, 2012 – Hemophilia
Saskatchewan’s Family Weekend, Moose Jaw.

▪ November 2012 – Bleeding Disorder Month
displays in Prince Albert, Regina and Saskatoon.

HEMOPHILIA ONTARIO
▪ September 21-23, 2012 – Just the Guys
Weekend for TCOR, SWOR and CWOR.

▪ October 19-21, 2012 – To honour our 20-year
partnership, YMCA Camp Wanakita has been
selected as the location for Hemophilia Ontario’s
Celebrating Community Camp. Camp Wanakita
opened their doors in 1992 to offer boys with
hemophilia a residential camp experience. Unlike
other camps approached, Camp Wanakita was
willing to accept the fact that some of these
children were infected with HIV through receipt of
tainted factor concentrates. In addition, we will be
planting our commemorative tree honouring those
lost or infected during the tainted blood tragedy.

TORONTO AND CENTRAL ONTARIO REGION (TCOR)
▪ September 2012 – Hemophilia Golf Classic.
▪ October 2012 – Tree-planting ceremony as part of
the Commemoration of the Tainted Blood Tragedy.

▪ October 2012 – Women in Touch support group.
▪ November 2012 – Families in Touch and Wanakita
Registration & Holiday Party.

SOUTH WESTERN ONTARIO REGION (SWOR)
▪ September 1–15, 2012 – Hemerocallis for
Hemophilia. SWOR will raise funds through the
sale of daylilies (hemorocallis) donated by Hillside
Daylilies.

CENTRAL WEST ONTARIO REGION (CWOR)
▪ September 8, 2012 – The Big Sale on the Little
Street. Join us this year for our 2nd edition of the
Big Sale on the Little Street and 3rd party
community fundraiser! The sale takes place during
Hamilton’s Locke Street Festival. We can be found
just off of Locke Street at 4 Fanning Street. If you
would like to donate any items, please contact
Regional Service Coordinator Alex McGillivray at

905-522-2545 or amcgillivray@hemophilia.on.ca for
more information. All monies raised from this event will be
donated towards CWOR programs and services.

▪ September 15, 2012 – Hamilton Supercrawl. Supercrawl
is a yearly free cultural festival within the Hamilton
downtown core that draws over 50,000 people from
across Southern Ontario. This year CWOR will be setting
up an information booth during the event to raise funds
and awareness about inherited bleeding disorders. We’ll be
promoting the provincial Penny For Your Thoughts
fundraiser, so come visit us and help us make change for
those living with inherited bleeding disorders.

▪ October 13, 2012 – Parents Education Day. Please save
the date! Education and location information will be
provided at a later time.

▪ November 3, 2012 – CWOR will be holding its first ever
Ageing with a Bleeding Disorder program at Dundurn
Castle from 10 a.m. to 3 p.m. For more information, please
contact Regional Service Coordinator Alex McGillivray at
905-522-2545 or amcgillivray@hemophilia.on.ca.

▪ November 10, 2012 – Men’s Education Program. Please
save the date! Education and location information will be
provided at a later time.

OTTAWA AND EASTERN ONTARIO REGION (OEOR)
▪ September 7-9, 2012 – Join us at Camp RKY just outside
of Kingston for OEOR’s first ever Just the Guys Weekend.
For more information, please contact Regional Service
Coordinator Alex McGillivray at 905-522-2545 or
amcgillivray@hemophilia.on.ca.

▪ October 2012 - Bowl-a-thon. Date and location to be
determined.

QUEBEC CHAPTER (CHSQ)
▪ September 2012 – Youth activity. Details to come.
▪ October 12-14, 2012 – Women in Red. Weekend
dedicated to women affected by an inherited bleeding
disorder.

▪ November 10, 2012 – 6th edition of Dance for Life
benefit show at the Gesù Theatre, in Montréal.

PRINCE EDWARD ISLAND CHAPTER
▪ September 2012 – Annual Poker Run. The PEI Chapter
will be holding its 2nd annual Motorcycle Poker Run.
Funds raised will go to assist Islanders living with bleeding
disorders. There will be prizes for best hand, door prizes,
etc. All bikes welcome! Come out and show your support,
Maritimers – Nova Scotia and New Brunswick welcome!

▪ September 29, 2012 - Zumba Bleeders! The PEI Chapter
will be having a Zumba Party and Zumba Kids Party!
What is a Zumba class like? It’s a very exciting dance party
atmosphere full of Latin and international music. You’ll
forget you’re working out with the fun but simple moves
to dance music like cha cha, salsa, reggaeton, rumba and
more. Best of all, you don’t need any previous dance
experience! There will also be a health fair going on at the
same time with a CODErouge information booth display.

▪ November 2012 – PEI Chapter’s semi-annual meeting.
Date and location to be determined.
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Focus on researchFocus on research

The Hemophilia Research Grants Review Committee, under the
chairmanship of Dr. Patricia McCusker, met earlier this year and
announced the 2012 grant recipients for the CHS Dream of a

Cure Research Program. Summaries of the projects can be found on
pages 13 to 15. These grants total $233,710 and were made possible
by funding provided by the Hemophilia Research Million Dollar Club
(HRMDC) and the Canadian Hemophilia Society (CHS) in the amounts
of $165,710 and $68,000 respectively. The HRMDC and the CHS have
provided over $4 million in support of hemophilia research in Canada
since 1991 which has made such a difference in the quality of life of
people living with an inherited bleeding disorder.

This is a very exciting time for research into bleeding disorders.
Over the years, areas of funding have included gene therapy for
hemophilia A, factor VIIa clearance behaviour, correction of
mutations, blood coagulation, regulation of von Willebrand factor
secretions, the role of X-inactivation in the expression of hemophilia
A in women, the effects of anticoagulants on clot formation in
factor VIII deficient plasma and many others. But now, new gene
therapy research holds out the promise that one bleeding disorder in
particular, hemophilia B, could be defeated with just one shot! If you
want to support or find out more about the HRMDC, please contact
Joyce Argall at the CHS national office (1-800-668-2686 or
jargall@hemophilia.ca) or visit the TO SUPPORT US section of our Web site.

With respect to the 2010 CHS five-year strategic plan, a
multidisciplinary CHS Research Advisory Committee was created to
better define its research agenda. The purpose of this committee is
to advise the CHS Board of Directors on its research programs. Its

objectives are to establish the CHS research priorities, run its research
programs in the most efficient way possible and help the CHS
establish strategic research partnerships.

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.

In 2011, the CHS challenged the chapters and their members to
collectively raise $50,000 annually to increase the capital of the
endowment and in return, if budget permitted, the CHS would match
these funds for current research. As reported in the last issue of
Hemophilia Today, the chapters and their members not only met but
exceeded the challenge, raising close to $70,000 for the endowment.
An additional $80,000 (including the $50,000 matching gift from the
CHS) was directed towards current research. Because of these
tremendous efforts, the CHS Dream of a Cure Research Program was
able to fund an additional $75,000 project and two $6,000
studentships!

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 – a tangible and visible
evidence of our commitment to research. The complete list of Voting
Members, Non-Voting Members, Honorary Members and Honorees
who have supported the HRMDC since 1984 appears on the next page.
We express our heartfelt thanks to all of you for your generosity!

Focus on research
Maurice Marette
Chair of the Hemophilia Research Million Dollar Club, on behalf of the Administrators

Thank you, Dr. McCusker!

DR. PATRICIA MCCUSKER is a hematologist who has been actively involved in hemophilia care since 1994,
when she began working as a pediatric hematologist/oncologist at the University of Western Ontario in

London. She was quickly recruited by Dr. Martin Inwood and Liz Clegg, RN, to join them in the hemophilia clinic.
She is a member of the Association of Hemophilia Clinic Directors of Canada (AHCDC) and has served on its
Board of Directors. She has been involved in hemophilia research, especially with respect to the development of
the Canadian Hemophilia Outcomes-Kids Life Assessment Tool (CHO-KLAT), a project which was funded by the
CHS. She is currently part of the Manitoba hemophilia treatment team.

Since 2004, Dr. McCusker has served as chair of the CHS Research Peer Review Committee responsible for reviewing and rating
all grant submissions for the CHS Research Programs: Dream of a Cure, Care until Cure and the CHS-AHCDC-CSL Behring Fellowship.
She has decided to step down from this committee.

The CHS would like to sincerely thank Dr. McCusker for her rigourous commitment, devotion and expertise as chair of the
committee for eight years.

We are sorry to see her go and wish her the best of luck in her many other projects – she will definitely be missed! - J.A.
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HEMOPHIL IA RESEARCH MILL ION DOLLAR CLUB

IN GRAT ITUDE AND COMMEMORAT ION | 1984-2011

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

British Columbia Chapter
In memory of John Crooks

Northern Alberta Region
In memory of Ken Poyser

Dr. Anthony K. C. Chan
D’Fana-Blanchette Family
Geroge Stephenson, Frank and Helen
Jackman, L. Faye Stephenson
Scott MacDonald and Noise Solutions
In honour of Carter Ruklic

Northern Alberta Region
In honour of Jack Spady

Northern Alberta Region
In honour of Wilma McClure

Ian Austen
In memory of Jeff Austen
Tony, Jennifer, Jordan and Dylan Poyser
In memory of Ken Poyser

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
In honour of their “Angel” Poppy Marie 
Halliday

Joan and Murray Kinniburgh 
In honour of Benjamin and Nathan Gray

Ottawa and Eastern Ontario Region 
In memory of John Wilson

Newfoundland and Labrador Chapter
Dimart Foundation 
In honour of Alexander Mark Ernst

Elaine Dorothy Archibald and Guy-Henri Godin

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 
Carter’s Quest for a Cure

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

Paulien 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
Carter Ruklic
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
In Memory of James Kreppner

We would like to thank all those who 
made donations:

In honour of Marjorie Calderwood, 
Carter Ruklic, Alexander Mark Ernst, 
Benjamin Gray, Nathan Gray, Phyllis Gray,
David Gray, Darryl Gray, Joan Kinniburgh,
Murray Kinniburgh, Victoria Kinniburgh, 
Mary MacLeod, Alden Mueller.

In memory of Ray Abate, Norman Babinec,
Martin Bott, George Forbes-Bentley, 
Marjorie Calderwood, Michael Conliffe, 
Shawn Duford, John Futlon, Jacqueline Hébert,
Reverend Stephen Hill, Dr. Barry Isaac, 
James Kreppner, William Lindner, Brian Lucas,
Hazel MacDonald, Michele Muench, Bill Nette, 
Art Olson, Leah O’Neil, Sylvia Ozubko, 
Clayton Petrick, Ken Poyser, Neil Van Dusen,
Odas White.

We would also like to thank our numerous
additional donors who each year express their
confidence by contributing to our yearly
appeals or supporting activities organized by
individuals, chapters and regions.

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
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 Honour of Trevor Sauvé and Jaime 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
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CHS Dream of a Cure 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 2012.

DREAM OF A CURE

Platelet–type von Willebrand disease: Novel studies in the PT-VWD 
mouse model
First year funding

Dr. Maha Othman
Queen’s University – Kingston, Ontario

PT-VWD is a rare inherited bleeding disorder. Only 55 patients are described worldwide. The disease results from a hyper-responsive platelet
protein known as GP1B alpha due to a defect in the platelet GP1BA gene. It is characterized by low plasma von Willebrand factor (VWF) and
platelet counts; the latter can be aggravated by stress, infection and during pregnancy. Patients can have life-threatening bleeding if not
properly diagnosed and treated.

Currently the standard test for evaluating bleeding pattern is the ristocetin cofactor assay (VWF:RCo), which shows problems related to
sensitivity and ristocetin binding. We hypothesize that thromboelastography (TEG), a global hemostatic test, is useful in evaluating hemostasis
in PT-VWD and would potentially help monitor patients during pregnancy, at times of infection, and following treatment. We plan to carry
out novel studies in a PT-VWD mouse model carrying the common human mutation G233V and exhibiting a similar phenotype to the human
disease. We will investigate the utility of TEG in PT-VWD, evaluate the mouse model during early and late pregnancy and in response to
infection, and evaluate the effect of GP1B alpha inhibitors in improving the bleeding phenotype in these mice. These studies have not been
previously done and are likely to improve our understanding of PT-VWD and help patient diagnosis and follow-up.

DREAM OF A CURE

Oral administration of FVIII DNA to modulate inhibitors in 
hemophilia mice
First year funding

Dr. Gonzalo Hortelano
McMaster University – Hamilton, Ontario

The delivery of genes as therapeutic drugs is still facing numerous challenges, particularly in terms of how to effectively deliver a therapeutic
gene to the desired target cells and the immune responses generated by the immune system to foreign DNA and foreign or new proteins.
Viruses are currently the most popular vehicle for delivery since they are very efficient at infecting cells. However, some human trials have
revealed some safety concerns that need to be addressed. Additional, novel ways to deliver gene therapy are desirable.

Ingestion of therapeutic genes would allow the intestine to produce a therapeutic protein for distribution throughout the body. However,
DNA is degraded in the acidic stomach environment and by DNA-degrading proteins in the intestine. Our laboratory has shown that DNA
formulated with chitosan into nanoparticles can withstand degradation under those conditions. Interestingly, we have not observed antibodies
against the therapeutic protein encoded by ingested DNA. Further, we have evidence suggesting that this strategy can modulate immune
response to FVIII. The overall goals of this project are to understand the effect of ingested DNA on the immune system and evaluate the
potential of oral DNA in preventing and/or reducing FVIII inhibitors.
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DREAM OF A CURE

Treatment adherence: the Canadian Hemophilia Prophylaxis Study
(CHPS Study)
Lab work studentship – Summer 2012 funding

Daniel Kazandjian
Carleton University
Under the supervision of Dr. Brian Feldman, The Hospital for Sick Children – Toronto, Ontario

The Canadian Hemophilia Prophylaxis Study is an ongoing prospective cohort study on how treatment adherence affects outcomes. The first subject
was enrolled in 1997. We have followed 56 boys for a median of 106 months. With this large data set, we aim to examine adherence to various aspects
of the hemophilia prophylaxis protocol. Last summer we performed preliminary analysis of adherence to treatment, escalation and prescribed infusions,
which has led to this project in which we are looking at adherence in much greater detail. We are first looking at adherence to all aspects of the
protocol including infusions, visits, escalations and treatment of joint bleeds. After this early analysis is completed, we will look at some more interesting
questions such as: How does adherence to the protocol affect outcomes? How does adherence to infusions (per protocol) relate to bleeding,
physiotherapy scores and other outcomes? We will also look at adherence related to the time on study as well as adherence to each of the steps within
the protocol.

DREAM OF A CURE

Effects of anticoagulants on clot formation in factor VIII deficient plasma
Lab work studentship – Summer 2012 funding

Frank Lee
McMaster University
Under the supervision of Dr. Howard Chan, McMaster University – Hamilton, Ontario

Hemophilia patients have bleeding tendencies. Yet, in certain situations, they are also subject to high risk of clotting. Blood
thinner (anticoagulant) is used to prevent or treat blood clots. However, anticoagulants also carry the risk of bleeding. The optimal use of anticoagulants
in these patients has not been well studied. We have set up an assay system in the laboratory mimicking the clotting system in hemophilia patients
and will use this assay to determine the effects of anticoagulants on blood clot formation. Our work aims to provide important information to guide
the safe use of anticoagulants in hemophilia patients.

DREAM OF A CURE

Factor XIII deficiency in Canada
Lab work studentship – Summer 2012 funding

Jodie Odame
University of Western Ontario
Under the supervision of Dr. Vicky Breakey, McMaster University – Hamilton, Ontario

Factor XIII (FXIII) deficiency is a rare but important bleeding disorder. Canada’s Rare Inherited Bleeding Disorder Registry
shows that there are approximately 50 Canadians with FXIII deficiency. Although individuals with severe FXIII deficiency often receive prophylaxis,
little is known about compliance with prophylaxis and the occurrence of breakthrough bleeding. A survey will be carried out to document current
management of FXIII deficiency and better understand its impact upon patients in Canada. Although FXIII deficiency is uncommon, it is important for
pediatricians to be knowledgeable about the condition, as it often presents with intracranial bleeding in the neonatal period. In addition, women with
FXIII deficiency need special care during pregnancy. An educational module will enrich the current education of medical students, residents and fellows,
and increase awareness of rare bleeding disorders.



CARE UNTIL CURE

Von Willebrand disease plasma and platelets: Functional characterization 
of quantitative and qualitative von Willebrand factor mutations
Second year funding

Dr. Paula James
Medicine and Pathology and Molecular Medicine
Queen’s University - Kingston, Ontario

Co-investigators: Dr. Walter Kahr, Dr. Sue Robinson

In this study, we propose to perform a detailed analysis of two unique Canadian families; one with individuals with both Type 1 and Type 3 von
Willebrand disease (VWD) and one with Type 2B VWD. VWD is the most common inherited bleeding disorder known in humans and causes excessive
bleeding from skin and mucous membranes and in its most severe form, Type 3 VWD, bleeding into muscles and joints as well. We believe that only
through detailed study will we improve our understanding of this disease, an understanding that we hope will ultimately lead us to better treatments
for individuals affected with VWD. We have identified two interesting VWF mutations in these families and will investigate the significance of those
mutations in our laboratories. Investigators from three Canadian centres will be involved: Dr. Paula James from Queen’s University, Dr. Walter Kahr
from The Hospital for Sick Children and Dr. Sue Robinson from QEII Health Sciences Centre. We believe the comprehensive set of experiments included
in this proposal will allow for the synergistic interaction of the three Canadian centres, improving our understanding of VWD.

DREAM OF A CURE

Determinants of health-related quality of life among patients with 
von Willebrand disease
Lab work studentship – Summer 2012 funding

Yan Xu
Queen’s University
Under the supervision of Dr. Paula James, Queen’s University – Kingston, Ontario

Von Willebrand disease (VWD) is a common bleeding disorder. There is a significant health burden associated with the bleeding symptoms experienced
by VWD patients. While methods to numerically determine bleeding symptoms have recently been developed and tested, very little research has gone
into investigating the quality of life among those with VWD, especially in the Canadian patient population. This project aims to determine the quality
of life among patients with mild, moderate and severe forms of VWD. Further, we hope to find out whether a patient’s quality of life can be predicted
by his or her levels of bleeding symptoms, social support, and geographical access to treatment. By understanding the relative impacts of these three
factors relevant to quality of life, we hope to better inform ways to ensure improved day-to-day living for all VWD patients.
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Care Until Cure
The Care until Cure Research Program was established in the year 2000 in collaboration with Wyeth Canada, now Pfizer. Pfizer Canada strives

every day to help Canadians live healthy, balanced lives. They do that by discovering and developing innovative medicines.

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, with 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 the projects funded in 2012.
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CARE UNTIL CURE

Development and evaluation of an innovative Web-based 
Educational Program to promote self-management 
for teens with hemophilia
Second year funding

Dr. Jennifer Stinson
The Hospital for Sick Children - Toronto, Ontario

Co-investigators: Dr. V. Blanchette, Dr. V. Breakey, Danial Ignas

In recent years, the importance of smooth transition of care from pediatric to adult care has received increasing attention. Pediatric hematologists who
care for teens with childhood-onset hematological conditions, such as hemophilia, face challenges in supporting transition to ensure that these young
people are educated and able to manage their medical conditions as adults. This program of research aims to develop an innovative web-based self-
management and transition care program to meet the needs of young people with hemophilia. The proposed research includes a usability study to test
the user-friendlessness of the website and a pilot study to assess the feasibility of the web-based educational intervention for adolescents with hemophilia.
Data from the pilot study will guide the development of a randomized controlled trial that will assess the effectiveness of the intervention on important
clinical health outcomes. The knowledge gained through this work will be transferable across chronic conditions affecting adolescents and will be useful
for developing similar programs to improve transition of care. For youth with hemophilia, it will provide ongoing education and support through transition
of care and beyond.

Dr. Anthony K. C. Chan
Hemophilia (pediatric)
McMaster University 
Hamilton, Ontario

CARE UNTIL CURE

Bone mineral density in Canadian children with severe 
hemophilia A or B: A multi-centre, cross-sectional, 
observational study.
Second year funding

Cecily Bos, PT
Hemophilia Department
Hamilton Health Sciences 
Hamilton, Ontario

Co-investigators: Dr. Colin Webber, Dr. Kathryn Webert

Recent research has shown that bone mineral density (BMD), a measure of bone strength, may be lower among people with hemophilia than among
those without this disease. The majority of this research has been done in countries where the treatment for hemophilia differs from the standard of
care in Canada. This study is being done to find out whether Canadian children and youth with severe hemophilia A and B have lower BMD than their
healthy peers.

People with hemophilia do not have sufficient amounts of certain blood components (called coagulation factors) to help the blood clot. Current
treatment strategies offer a greatly improved quality of life and the expectation of a lifestyle similar to the rest of the population. These strategies
can vary, but the standard of care in Canada for patients with severe hemophilia A and B is to regularly infuse the missing factor to prevent bleeding.

In the first study of its kind in Canada, researchers will explore any association between BMD and factor replacement therapy, joint health, bleeding
history, and physical activity levels by evaluating bone scans of children and youth with severe hemophilia A and B across the country.
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HEMOSTASIS FELLOWSHIP PROGRAM 

Determination of the role of candidate receptors STAB-2, CLEC4M 
and SCARA5 as contributing factors to quantitative pathologies 
involving the accelerated clearance of von Willebrand factor
One-year funding

Dr. Laura Swystun
Queen’s University – Kingston, Ontario

Von Willebrand factor (VWF) is a protein that helps blood clot by helping platelets bind to each other and the blood vessel wall. VWD is due to impaired
VWF function. Many patients with VWD show evidence of increased VWF clearance or removal from their plasma. Three cell surface receptors (CLEC4M,
STAB2, SCARA5) may facilitate clearance of VWF from the blood. We believe that mutations in these receptors may increase VWF clearance and result
in VWD. The purpose of our studies are to:

1.  characterize the ability of VWF to bind to CLEC4M, STAB2 and/or SCARA5 receptors;
2.  investigate the clearance of VWF in animal or cell models that lack these receptors;
3.  determine if VWD patients with evidence of accelerated VWF clearance have variations in the CLEC4M, STAB2 and SCARA5 genes.

These studies are important because they could help us better understand how VWF is cleared from blood, and identify new genetic causes of VWD. 
This could lead to the development of strategies to prevent increased VWF clearance and improve the health of patients with VWD.

Hemostasis Fellowship Program
The Hemostasis Fellowship Program, a fellowship in congenital and acquired bleeding disorders, was established in the fall of 2001 as a result of

a collaborative effort between Novo Nordisk Canada Inc., the Canadian Hemophilia Society and the Association of Hemophilia Clinic Directors of

Canada (AHCDC). Since 2010, the Fellowship has been made possible thanks to 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 ongoing annual research program that encompasses a one-year fellowship appointment 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 the lives of

patients with hemophilia and other congenital or acquired bleeding disorders. The following report describes the project funded in 2012.
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diagnosis of VWD. Dr. Erik von Willebrand first identified VWD in
1926, in a young girl living on a remote island of Finland, who bled
to death after her fourth period. Dr. James pointed out that 1 in 1,000
people may carry the VWD gene defect, which is up to 34,000
Canadians. This number far exceeds the number of patients diagnosed
in Canada. She outlined the need to test women who bleed too much

and be aware of factors that can affect VWD test results.
“An accurate diagnosis is the first step in effective
management,” she said.

Dr. Diane Francoeur noted that menorrhagia is
common. Although most cases are not due to a bleeding
disorder, women with menorrhagia and a personal or a
family history of bleeding should be tested. Effective
treatment for menorrhagia include hormonal and non-
hormonal therapies. As a patient with type 2B VWD,
hormonal therapy (low-dose estrogen) has improved my
quality of life tremendously.

Dr. Sue Robinson focused on the issue of iron
deficiency, which is common among women with bleeding
disorders. Physicians need to check ferritin levels along
with hemoglobin levels to identify potential iron
deficiency before patients develop anemia. If deficient in
iron, treatment with intravenous iron is an option if
supplements are not effective.

Dr. Michelle Sholzberg and Sherry Purcell, RN, described
several cases of female patients seen in ERs with severe
bleeding problems. I remember when I was a child, waiting
hours to be treated, and during that time losing a lot of

blood. I am very thankful to see the work that has gone into making
it easier for people with bleeding disorders to be treated in the ER.
The FactorFirst cards are a great tool that provide ER doctors and nurses
with information on the severity of the bleeding disorder and guidelines
on how to treat bleeds.

Nicole Fontaine, CODErouge ambassador
Whistler, British Columbia

On May 25 in Toronto, history was made when, for the first
time, doctors, nurses and women from across Canada came
together for a conference on bleeding disorders in women.

Twenty-one CODErouge ambassadors (women affected by
a bleeding disorder), along with hematologists,
gynaecologists, family physicians and nurses were there
to discuss how to improve quality of life for women with
a bleeding disorder and reach out to undiagnosed women.

The biggest issue raised was the lack of awareness
about the impact of an inherited bleeding disorder upon
a woman’s quality of life. We heard from patients about
their challenges, fears and hopes. Examples such as
undiagnosed women having a hysterectomy because they
bled too much postpartum and a teenage girl who has to
miss school due to heavy menstrual cycles and nosebleeds
show that this needs to be looked at more carefully.

I must say that care has greatly improved since my
father’s days in the late 1960s and early 70s. He did not
receive appropriate treatment for his type 2B von
Willebrand disease (VWD) and bleeds until he was in his 20’s.
A generation before, my grandfather’s sister died at age 13
because of menstrual complications. So times have changed.

Dr. Rochelle Winikoff’s introductory presentation noted
that women in pre-agricultural days had on average 160
menstrual cycles in a lifetime whereas women today have
an average of 450 cycles. Treatment options for menorrhagia (heavy
menstruation) and the prevention of postpartum bleeding have
improved. “Physicians need to be more aware that a woman who
bleeds too much may have an inherited bleeding disorder,” she said.

Dr. Paula James gave an overview of laboratory investigation and

Perspective of an ambassador

Dr. Paula James

Dr. Michelle Sholzberg

The Canadian Hemophilia Society was very proud to host the 1st Canadian Conference on Bleeding
Disorders in Women, presented by CSL Behring. Post-conference evaluations from participants were
extremely positive, confirming that we succeeded in reaching our goals for the meeting. The

medical presentations were highly informative and relevant. Furthermore, the contribution of women
affected by an inherited bleeding disorder at both the conference and the ambassador training workshop
held on the 26th was invaluable – they gave us a true understanding of why the CODErouge program
exists and why it is crucial to raise awareness to make sure that all women affected by an inherited
bleeding disorder have access to care and treatment. The CHS would like to express its appreciation to 
Dr. Rochelle Winikoff for her outstanding leadership as the CODErouge Honorary Chair. The following
pages will give you a snapshot of what was said, heard and seen May 25-26 at CODErouge 2012. – C.R.
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Perspective of a health care provider

Catherine Thibeault, RN, 
Dr. Winikoff and Dr. Francoeur
described their multidisciplinary
clinic for women at Montreal’s
CHU Ste. Justine. Clinic directors,
nurses and gynaecologists from
Calgary, Kingston and Halifax
then described how their team
members work together to
establish proper diagnosis and
treatment. It is important to have
a social worker on the team; my
clinic social worker has made a big difference in my quality of life. Dr. Christine
Demers spoke about her research on pregnancy in women with bleeding
disorders. Women with VWD experience a significant rise in VWF and FVlll
levels throughout pregnancy, which return to normal 2-8 weeks
postpartum. Factor levels should be measured in the third trimester in
order to plan the delivery. Her study showed quite similar results with
regard to factor levels in pregnancy and the postpartum period between
the women and bleeding disorders group control group and pointed out
that more research needs to be done.

Catherine Thibeault, RN, Hemostasis Clinic 
for Women, Sainte-Justine Hospital, Montreal

CODErouge|WHEN WOMEN BLEED TOO MUCH, the new Canadian Hemophilia
Society national awareness program, was launched in Toronto on 
May 25, 2012, at the 1st Canadian Conference on Bleeding Disorders
in Women. As nurse coordinator responsible for the Women’s
Hemostasis and von Willebrand disease programs at Sainte-
Justine Hospital, I found that the day-long conference more
than fulfilled its mission. The conference owed its success to
a number of factors, including the identification of the
needs and issues of the targeted clientele, the implication
and leadership of women with bleeding disorders and the
promotion/recognition of multidisciplinary work. All of these
elements are crucial to achieving the primary goal—to
educate and increase awareness among health professionals
and the general public about women with bleeding disorders.

Many speakers throughout the conference emphasized
the importance of developing expertise in women’s bleeding
disorders and integrating this expertise in hemophilia
treatment centres, where the clientele is mainly male. These
speakers pinpointed some of the reasons why a lot of
symptomatic women have not been diagnosed: the taboo
on discussing menstruation; intimidation at school suffered
by girls who “bleed too much”; that mothers and sisters
sometimes also have hemorrhagic symptoms and thus think
they are normal; that the general public and even health
professionals are unfamiliar with bleeding disorders in
women; and that menorrhagia symptoms are subjective and
less evident than other physical health disorders. On this
matter, Dr. Winikoff provided food for thought with a key slide asking
Who will have an easier time getting heard and treated? A hemophiliac
with hemarthrosis or a women with severe menorrhagia? Later in the
day, Dr. Kouides supported this position, stating that women with von
Willebrand disease are more likely than other women to suffer from
menorrhagia and postpartum hemorrhage and to require blood

transfusions and longer postpartum hospital stays. In addition, maternal
mortality and morbidity rates are higher in these women. 

Several women talked about their personal experiences, telling
moving stories. We could see that they all, in their own ways, were
driven to get involved in the cause and to enjoy life despite the
difficulties they experienced. Most striking was that their bleeding
problems were not taken seriously, within their social networks or by

the professionals they consulted. Through the stories of
these women and the presentations of the health
professionals, certain messages were conveyed about what
can be improved so that women can be better understood
in the future. For one thing, the women expressed a desire
to see more educational advertising in strategic places (in
public washrooms, on sanitary napkin packaging, etc.) and
encouraged all women with menorrhagia to be assertive and
not afraid to discuss their bleeding problems with their
doctors. As well, for health professionals, they must remain
open to this problem in women and stay up-to-date on
developments in the field. 

In summary, this was a promising beginning to the
program. We were delighted to see the participation of so
many professionals with whom we want to collaborate
further. In the audience were many who can play a key role
in the care of women with bleeding disorders—nurses,
gynaecologists/obstetricians, hematologists, pediatricians,
physiotherapists and social workers. The value of
multidisciplinary work was clear and strongly encouraged!
Conference speakers were also from a variety of disciplines
and from different provinces as well as from the United
States—bringing very interesting and diverse points of view.

Quality of life, related health issues, clinical and organizational practices
and assessment tools—all of these were discussed and examined, helping
to significantly increase our understanding. We left the conference with
new ideas to improve our clinical practice. It will be interesting to see
how this unique program develops over the years as well as its impact
on the health and well-being of women with bleeding disorders.

Dr. Peter Kouides described the U.S. efforts to collect bleeding
disorders data through a patient surveillance program. Sharing results
will allow international data comparison and harmonization and help
lead to global standards of care, he said.

Thank you to Clare Cecchini and Chantal Raymond for organizing
such a successful conference and to everyone that participated in
this event. There is still much to learn but with our work and efforts,
awareness will increase and improve diagnosis and care of women
with bleeding disorders.

Dr. Rochelle Winikoff

Dr. Peter Kouides

Dr. Dawn Goodyear, 
Southern Alberta Rare Blood
and Bleeding Disorders clinic
in Calgary.

Dr. Diane Francoeur,
obstetrician/gynaecologist, 
Sainte-Justine Hospital 
in Montreal.

Sherry Purcell, RN, and Dr. Mary Anne Jamieson,
gynaecologist, from the Bleeding Disorders Program 
in Kingston.
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CODEROUGE ambassadors

As part of the CODErouge program I would like to introduce your CODErouge ambassadors for 2012 and 2013. These women are
committed to making a difference in your community by educating the public and health care professionals about bleeding disorders
and how they affect women. If you have an idea for an event in your area or need resources or support, please contact the Canadian
Hemophilia Society at 1-800-668-2686 to be put in contact with your local ambassador.

On the evening of the very successful
CODErouge 2012 the 1st Canadian
Conference on Bleeding Disorders

in Women, the CODErouge ambassadors
gathered to start our training under the
expert guidance of Bea Bohm-Meyer. It
was clear to me from the start that this
is a passionate, vibrant group of women
who had become stronger through their
diagnosis and life with a bleeding
disorder. Throughout the evening as we
learned about and discussed cause-
related marketing strategies, it also
became clear that these were women
who want to step out to educate and
increase awareness to ensure that other
women have early diagnosis and
preventative treatment.

On Saturday, we began to equip ourselves
for success. Sessions on public speaking,
how to host community displays and
talks, working with the media, and
learning about what other Canadian
Hemophilia Society chapters have done
successfully in the past were not only
helpful in instilling confidence but also
gave us many ideas to take back to our
community. Next came the real fun,
learning through role-play. I was so
impressed with my regional groups
enthusiasm and ideas. They were ready to
step out of their comfort zones to have
some fun and educate the rest of the
group about problem-solving while
running a community display. The two
remaining groups role-played solving
issues via community talks and media
relations. The workshop finished with
establishing timelines and action plans.
As several ambassadors gathered
afterward in the lobby of the King
Edward Hotel, it was apparent that this
was not the end but only the beginning
of new relationships, learning through
experience, and a journey that will result
in positive change for hopefully hundreds
of women.

The Female Factor

Joanna Halliday
Spruce Grove, Alberta
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Claudine Amesse, RN
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Hematologist 
HONORARY CHAIR

Dr. Christine Demers 
Clinic director

Dr. Diane Francoeur,
Obstetrician/gynaecologist

Sherry Purcell, RN Dr. Deanna Telner
Family physician

Katie Cunningham
New Brunswick

Karen Fahey
Quebec

Joanna Halliday
Alberta

Clare Cecchini Chantal RaymondDeborah Franz Currie

Miranda Miller
Ontario

Ania Szado
Ontario

Catherine Thibeault, RN

CODEROUGE advisory group

An undiagnosed bleeding disorder has a
huge impact on the quality of a
woman’s personal and professional life,
thus it is important to do all we can to
enable women get the help they need.

— ANN WOOD

My inspiration for CODErouge was realizing that I am
part of an amazing group of women who all share
many of the same stories and beliefs!

— NATALIE FARNELL

I became involved with CODErouge because I believe that
it can be a great avenue to help women access a better
quality of life medically, psychologically, and socially.

— MARCELLENE PARSONS-CHAULK

I want to help reduce the suffering
of women with bleeding disorders
and to help to destigmatize our
condition.

— MILENA PIRNAT

Taking on the role as CODErouge ambassador
will allow me to make a difference in the way
women with bleeding disorders are understood
and treated in their home life, workplace,
community, and in health care facilities!

— CARRIE FLEET

As a woman who has suffered with an inherited bleeding
disorder, for my years in silence and at times feeling
isolated, I am motivated to be one of the many voices
who will breathe life into CODErouge , bringing support
to both women and girls and driving education which
will improve the lives of women like me.

— KAREN FAHEY

CODErouge ambassadors

CHS staff

Health care providers



Carrie Fleet, RN, CODErouge ambassador
New Brunswick

The last weekend of May gave me the opportunity
through the CHS to be part of the first ever
Canadian Conference on Bleeding Disorders in

Women: CODErouge 2012. As a woman with a
bleeding disorder I understand the importance of spreading the word
to young teenagers and women to provide them with answers to their
bleeding issues and questions. As a CODErouge ambassador I am
happy to be a voice for women with bleeding disorders by increasing
awareness throughout workplaces, communities and health care
facilities. As a member of the CHS National Youth Committee, I work
to promote awareness, increase involvement and support the youth
of New Brunswick. I realize how important it is for us to reach out to
and educate girls while they are young to allow for appropriate
diagnosis and usage of support systems, medical therapy, and other
assistance offered.

Youth File

Ryanne Radford
Co-chair, National Youth Committee

My name is Ryanne Radford; I am a severe factor V hemophiliac. I grew up in Newfoundland and am currently living in Calgary, Alberta.
Growing up as a female with a bleeding disorder has been challenging. Over the years I have had trouble with menorrhagia and
ovarian cysts. I am currently planning my wedding and I must admit I am worried that my bleeding disorder will interfere. I can’t

have any bleeding especially while wearing a puffy white dress!
I have been involved with the Canadian Hemophilia Society for the past five years and very early on I learned that it is extremely important

to reach out to teenagers and young adults with bleeding disorders. I have had the good fortune of attending two conferences about women
and bleeding disorders and it was amazing to meet women who went through the same things as I did. As women we tend to run into trouble
with our bleeding disorders when it comes to puberty, childbirth and menopause. Through education and conferences, women learn how to
take better care of themselves and how to treat their unique condition. Sometimes all it takes is meeting someone and talking to them about
various life experiences.

I am currently planning my second annual girls’ sleepover at the zoo. My goal for this event is to let young women and girls know that
there are other people out there just like them and there is a great organization to help them.

I am so excited about the new program at the CHS called CODErouge . We are fortunate to have Carrie Fleet, member of the CHS National
Youth Committee, on the ambassador team of this new program. Carrie attended the CODErouge 2012 conference and the following is a
summary that she prepared for the readers of the Youth File.

The conference had key objectives such as to increase knowledge
about the management of bleeding disorders in women, increase the
understanding of the quality of life impact for women affected by a
bleeding disorder, increase the understanding and knowledge of
comprehensive multidisciplinary clinics for women with bleeding
disorders, and increase knowledge about state-of-the-art research
related to bleeding disorders in women. These objectives were met
through several discussions led by experts in bleeding disorders along
with a panel of women living with bleeding disorders. The sessions
were very interesting, captivating and informative, evident by the
outstanding amount of comments and questions from the audience.
The speakers were very knowledgeable about their topics and were
careful to explain complex concepts. A nice overview of several

established clinics across Canada for
women with bleeding disorders gave
insight for new and potential clinics.

Our cross-country team of 21
CODErouge ambassadors had our training
workshop following the conference. We
discussed our goal of increasing diagnosis
and access to care for women and girls
with bleeding disorders and our strategies
and target outcomes for the following
year. Our training included brainstorming
on cause-related marketing, skill building
sessions, explanation of our toolkits and
group discussions. Working together we

were able to identify needs in our communities and begin to
establish our action plans for 2012!

I’m very honoured to be part of such a strong team of
positive, confident and independent women, all striving
towards the goal of helping other women know they are 
not alone!

Bea Bohm-Meyer 
facilitated the 
ambassador 
training workshop.



Medical news
Social Workers Face-to-Face

Claude Bartholomew, RSW, St. Paul’s Hospital, Vancouver
Patty Phrakonkham-Ali, RSW, Health Sciences Centre, Winnipeg
Michelle Sims, RSW, Royal University Hospital, Saskatoon

Until recently, bleeding disorders in women have generally
received limited attention from the medical professions and
the public at large. There have been gaps in information

among women about normal vs. excessive menstrual blood loss and
in the medical community when identifying these women and
offering diagnosis and treatment options.

What is striking to the discipline of social work is the challenge
of finding language to talk with, educate and engage women
without making people uncomfortable in a society where
menstruation is not a topic of open and public discussion.
CODErouge ambassadors took a huge step in speaking bravely
about bleeding disorders and the challenges they have faced.

The losses of personal and societal contributions by women
whose lives are routinely and predictably disrupted by their monthly
cycle are huge. Those who have menorrhagia are faced with the
challenges of heavy menstrual bleeding that often result in fatigue
and lost days from school or work, in a culture where workplace
gender inequality still exists. An old social work adage is: “To really
change things you have to work at the place where there is an
intersection of personal troubles and public issues.” This is surely
such an example.

However, we are learning to talk about this; language evolves.
For example, women are referred to as carriers, and many “carriers”
have expressed that this has an element of blame and stigma. Males
with the gene also “carry” it to their daughters. Others have talked
about how their bleeding concerns were understandably downplayed
compared to their brothers, and how they internalized that view of
their bleeding problem and did not learn to speak out for
themselves. We now distinguish those carriers with bleeding
problems as “symptomatic carriers”. There is perhaps more change
to come. At a World Federation of Hemophilia (WFH) meeting, one
of our members heard a new description that has further
advantages. The person with a bleeding problem is called a

“male/female with the ‘hemophilia gene’,” for example. This
terminology helps avoid assumptions and encourages asking a
series of questions to help truly understand the life and health
implications for that individual, whether male or female.

The stigma and shame around menorrhagia make even seeking
support an uncertain venture. Some of our patients have said, 
“I did not know if he would understand, seeing as he is male and
the distant response he initially gave.”

Other comments: “My employer and extended benefits providers
question my level of commitment to my career and the need for
extra resources or medical coverage.”

CODErouge has provided a seaway for the discipline of social
work to examine its service delivery and best practices. Are patients
receiving comprehensive care? What resources can be developed
to support women with bleeding disorders? How can we
immediately engage our population of women with bleeding
disorders? What practical extended benefits should be highlighted
for women with bleeding disorders?

As social workers searching specifically for resources about
sexuality, intimacy and bleeding disorders, we have not been able
to find many resources. This gap in psychosocial resources is a
serious one that needs to be addressed.

CODErouge is an all important “first-step”—the start of much
work that remains to be done. 

CODErouge is an all important “first-step” 
Thanks to the CODErouge ambassadors, the Canadian Hemophilia Society (CHS) and the presenting
sponsor, CSL Behring, along with the participating sponsors Bayer, Biogen Idec, Octapharma and Pfizer 
for a very comprehensive conference day. This was the first conference on women with bleeding disorders
in Canada that covered psychosocial aspects, medical management, program delivery and research.
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These five speakers told of how they felt different from other
young women their age due to their heavy bleeding and anemia,
leading to school absenteeism, and later, when they experienced

surgical and postpartum bleeding. There was a sense of anger as well
that health care professionals did not always listen to them when
they did speak out. However, the women felt that the challenges
they’ve encountered and overcome have made them become stronger
individuals who do not fear speaking out about women with bleeding
disorders. Their stories not only touched us very deeply as nurses but
also made us want to advocate for better care in the future.

Dr. Rochelle Winikoff (honorary chair of the conference) and Craig
Upshaw (CHS president) welcomed all participants. A panel of experts
discussed the issues pertaining to the diagnosis and management of
bleeding disorders in women, with a focus on multidisciplinary care.
The conference participants also included 18 members of the Society
of Obstetricians and Gynaecologists of Canada.

Dr. Winikoff indicated that postpartum hemorrhage has now
surpassed thrombosis as a cause of maternal mortality. The audience
brainstormed ideas on how to get the message out about women’s
bleeding disorders so that more women, especially younger women,
are made aware of bleeding disorders and able to find the help they
need. The consensus was that women need to fear less about speaking
out about their bleeding issues. It was felt that family physicians on
the frontline need to be kept informed and be more open to dealing
with bleeding issues in women.

Dr. Paula James explained how a bleeding history is taken in a
standardized fashion, the scoring system that is used, and what’s new in
bleeding assessment tools. As nurses we can use this bleeding score when
we are assessing patients.

Nursing highlights for CODErouge 2012

Dr. Peter Kouides discussed case studies of women related to
pregnancy, delivery and postpartum hemorrhage. He felt that getting
the message out about bleeding disorders in women is something that
is not well taken on by the media, thus we have to find ways to get
around the stigma that still exists. Again reinforcing for us, as nurses,
just how much more education is needed.

Dr. Diane Francoeur explained that when a girl or teenager with a
bleeding disorder starts wearing her first bra, this signals it’s time that
she and her parents meet with the team so that they can be reassured
and start learning about bleeding issues. At this point the girl may not
really be interested but her mother needs to be educated as well; how
a mother views her daughter’s bleeding disorder is a reflection of her
own experiences with bleeding problems. She discussed normal and
abnormal bleeding in girls and how to discuss bleeding disorders and
symptoms with patients and their families, and the medical options
available to help control bleeding. One of the most important things
for diagnosis is to have a complete family history. She stressed that there
is no need to do a pelvic exam on girls and young teenagers who are
not sexually active and a pelvic ultrasound can be done instead.

Dr. Sue Robinson discussed anemia
due to iron deficiency and the iron
treatment options for anemia. Anemia,
which affects one-third of the world
population, increases the need for
blood transfusions and hospital stays.
Ferritin (a protein that serves to store
iron in the tissues) is the best test to
measure anemia.

Our colleague Sherry Purcell, RN,
told about a bleeding case in 
her emergency department and 
Dr. Michelle Sholzberg presented a case
study as well. Having staff with
knowledge and experience in bleeding
disorders really makes a difference in
the care of such women on presentation to the emergency department. 

Examples were given by various multidisciplinary clinics on how to
set up a clinic specifically for women with bleeding disorders. Even
though different strategies were used, the end results have been better
care for women with bleeding disorders.

There were other wonderful presenters who added to our knowledge
of bleeding disorders. If we as nurses take only some of the knowledge
we learned and apply it to our clinics, our patients with bleeding
disorders will benefit in the future.

 The Nurses’ Station

Charlotte Sheppard, RN, BN, Bleeding Disorders Clinic, Eastern Health, Newfoundland and Labrador, member of the Canadian Association
of Nurses in Hemophilia Care

CANHC nurses participated in CODErouge 2012 | the 1st Canadian Conference on Bleeding
Disorders in Women, held on May 25. The dynamic group of conference presenters included a
panel of women who described how their rare bleeding disorders have affected their lives and
general self-esteem.

Beverly and Karen, two CODErouge ambassadors sharing their experience
with the audience.

Dr. Sue Robinson
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Physiotherapists are primary health care professionals who
combine in-depth knowledge of how the body works with
specialized hands-on clinical skills to assess, diagnose and treat

symptoms of illness, injury or disability1. Recognizing that “health” is
more than just “absence of disease”2, physiotherapists are also
involved in health promotion.

Women have come to trust the training and expertise offered by
physiotherapists. In a recent national survey, two-thirds of 
Canadian women 40 years of age and older were likely to seek 
out physiotherapy care for themselves or recommend their
physiotherapist to a friend3.

Physiotherapy and women’s health
Many physiotherapists have developed special interest and

expertise in treating a range of women’s health needs, e.g. pre- and
post-natal care, osteoporosis, pelvic pain, and urinary incontinence4.
Physiotherapists also assess and manage conditions such as arthritis
and muscle deconditioning (lack of fitness or muscle tone, e.g. due
to lack of exercise). All of these conditions can significantly affect
women’s physical and mental well-being, as well as their participation
in daily activities.

Anemia
All women who bleed can develop some degree of anemia. For

women with bleeding disorders, this can be especially problematic.
Low iron levels translate to low energy, and possibly low motivation
or ability to exercise. Low activity can cause weight gain, depression
and body pain. Exercise training has been shown to increase total
hemoglobin and red cell mass, which enhances blood oxygen-carrying
capacity5. Physiotherapy evaluation can help define an individual’s
physical abilities, and assist in providing safe guidelines to begin
exercise sensibly by starting slowly and progressing appropriately. 

Osteoporosis
Osteoporosis is a bone disease, common in women, that causes

decreased bone density and therefore an increased possibility of
fractures. While most osteoporosis treatments focus on hormone
therapy, it has been shown that physiotherapy can alleviate pain and
improve function in women with this condition. A study exploring
the effects of a 10-week exercise program on pain, use of analgesics,
functional status, quality of life, and balance and muscle strength
showed that women who participated in the exercise program saw
improvements in functional capacity, quality of life and muscle
strength, as well as reductions in pain6. Exercise techniques prescribed
by a physiotherapist, including weight-bearing aerobic training
and/or strength training, can contribute to a woman’s bone health
and continued independence.

Pregnancy
During pregnancy, common complaints include musculoskeletal

conditions such as pelvic misalignment, joint pain and dysfunction,
low back pain, and sciatica. A physiotherapist can help if you
experience joint pain discomfort and pain during pregnancy7.

The Physio Corner

Between 39 per cent and 61 per cent of women experience urinary
incontinence during their first pregnancy, and half will remain
incontinent at eight weeks postpartum. One-third of those not
incontinent during pregnancy will develop incontinence after
childbirth. Intensive pelvic floor muscle training, as taught by
physiotherapists, may prevent urinary incontinence in 16 per cent of
women during pregnancy and 12 per cent of women after delivery8.

Joint and soft tissue bleeds
Some women with bleeding disorders experience bleeds into their

joints and soft tissues, similar to males with hemophilia.
Physiotherapists can help women learn the early signs and symptoms
of such bleeds, and develop appropriate rehabilitation programs to
minimize long-term consequences such as arthritis. Physiotherapists
prescribe personalized therapeutic exercises, and provide essential
education about the body, what keeps it from moving well, how to
restore mobility and independence, and how to avoid or prevent
bodily harm.

Osteoarthritis
Because no cure exists for osteoarthritis, physiotherapists will

focus treatment on reducing pain and disability. Current management
guidelines advocate non-pharmacological treatments, including
therapeutic exercise, which a physiotherapist can prescribe9.

At present, many members of the Canadian Physiotherapists in
Hemophilia Care are employed at children’s hospitals and may

not be able to actively participate in the clinics for women with
bleeding disorders at this time. However, CPHC members may be able
to direct you to physiotherapists in your community with a special
interest in women’s health issues10. By combining the principles of
evidence-informed practice, evaluative skills, and clinical and
professional judgment, this physiotherapist can work closely with the
comprehensive care teams.
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Physiotherapy and CODErouge: More than just clotting factor!
Kathy Mulder and JoAnn Nilson, Winnipeg and Saskatoon physiotherapists, members of Canadian Physiotherapists in Hemophilia Care
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Michel Long, CHS national program manager
and Dr. Elena Vlassikhina, volunteer collaborator
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FREE SUBSCRIPTIONS FOR MORE UP-TO-DATE NEWS
Given the large quantity of HCV and HIV news which is
published daily and our inability to reproduce in a timely
manner all the major stories in this column, we encourage our
readers to subscribe to CATIE’s free bulletins and updates at
http://orders.catie.ca/subscription/subscribe.shtml

HepCInfo Updates – CATIE’s bi-weekly HepCInfo Updates 
aim to make HCV scientific findings more accessible.

CATIE E-bulletin – Regular reports on resources and services
from CATIE and other organizations across Canada.

TreatmentUpdate – CATIE’s flagship treatment digest has
kept Canadians current on the leading edge HIV and AIDS
research and treatment for more than 18 years.

The PositiveSide – Practical information and tips to help
maintain your physical, mental, emotional, spiritual and
sexual health.

CATIE News – Brief, focused updates on new and important
developments in HIV.

� Scientists discover new anti-HCV antibodies
Scientists have found antibodies that can prevent infection from
widely differing strains of hepatitis C virus (HCV) in cell culture and
animal models. “Antibody-based treatment has worked extremely well
for liver transplants to patients with hepatitis B virus, and we hope
the new HCV antibodies can be just as helpful to HCV liver transplant
patients,” said Mansun Law, senior author of the new report.
www.news-medical.net/news/20120404/Scientists-discover-new-
anti-HCV-antibodies.aspx

� Discovery provides blueprint for new drugs that can inhibit
hepatitis C virus

Chemists have produced the first high-resolution structure of a
molecule that when attached to the genetic material of the hepatitis C
virus prevents it from reproducing. The structure of the molecule
provides a detailed blueprint for the design of drugs that can inhibit
the replication of the hepatitis C virus.
www.infectioncontroltoday.com/news/2012/03/discovery-
provides-blueprint-for-new-drugs-that-can-inhibit-hepatitis-c-
virus.aspx?utm_source=feedburner&utm_medium=feed&utm_
campaign=Feed%3A+News-ICT+%28ICT_News%29

� Interferon-based therapy reduces liver fibrosis progression in
HIV/HCV coinfected patients

Interferon-based treatment for chronic hepatitis C helps slow liver
disease progression among HIV/HCV coinfected patients as it does for
people with hepatitis C alone, according to study findings. “HCV
treatment can stop fibrosis progression and induce its regression,”
the study authors concluded. Non-responders to treatment may still
experience rapid fibrosis progression, they said. “It remains to be
clarified if the same factors that induce non-response to treatment
may also induce faster fibrosis progression.”
www.hivandhepatitis.com/coinfection/coinfection-hiv-hep/hiv-
hcv-coinfection/3469-interferon-based-therapy-reduces-liver-
fibrosis-progression-in-hivhcv-coinfected-patients

� University of Alberta researchers move closer to hepatitis C
vaccine

A University of Alberta research team is one step closer to discovering
a vaccine for hepatitis C that appears to work against all the major
strains of the disease. Researcher Michael Houghton says his discovery
was unexpected. New data shows his vaccine, made from one strain
of the hepatitis disease, produces antibodies that can neutralize all
the hepatitis C types around the world. “There’s still a lot of work that
needs to be done, but at least it’s a clue and an indication that we
can develop a potential vaccine for hepatitis C,” said Houghton.
www.calgaryherald.com/health/University+Alberta+researchers+
move+closer+hepatitis+vaccine/6159502/story.html

� Full speed ahead to curing hepatitis C
The latest hepatitis C drugs – protease inhibitors boceprevir (Victrelis)
and telaprevir (Incivek) – are dramatically more effective than the

standard treatment and a whole raft of new hepatitis C drugs is on
the horizon. Whether or not you should try the new drugs depends
primarily on whether you have progressive liver disease. Just as HIV
treatment has been based on worsening immune deficiency, 
hepatitis C treatment should be based on worsening liver fibrosis.
“We are at that transition period where patients that need treatment
based on disease stage should get it today and others will be able to
wait,” concludes Mark Sulkowski. “That will be the art of hepatitis C
treatment in HIV-infected patients for the next several years.”
www.aidsmap.com/Full-speed-ahead-to-curing-hepatitis-C/
page/2310798

� FDA warns against combining hepatitis C treatment, some HIV
drugs

The U.S. Food and Drug Administration (FDA) is revising the label of
boceprevir, a recently approved hepatitis C treatment, to warn about
co-administration with certain HIV medicines. Taking boceprevir with
some HIV drugs, including ritonavir, might increase the level of either
virus in the blood, the agency said.
www.chicagotribune.com/health/sns-rt-us-fda-victrelis-
hivbre83p0zu-20120426,0,3035403.story

� Interactions between certain HIV or HCV drugs and cholesterol-
lowering statin drugs can increase the risk of muscle injury

The FDA has issued updated recommendations concerning drug
interactions between drugs for HIV and HCV — protease inhibitors
and certain cholesterol-lowering drugs known as statins.
www.fda.gov/Drugs/DrugSafety/ucm293877.htm#.T2dGWwMvZ6o 
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As Mylene says, “I’m hooked on the Society!” Immediately upon
receiving the diagnosis from the doctors at Ste. Justine
Hospital, and visiting the hemophilia clinic there, she received

one of the It’s A Boy bags. She read through all the information and
called the Quebec Chapter of the Canadian Hemophilia Society; the
first person she spoke to was David Pouliot’s mom, Ginette, who was
a great encouragement to her. Indeed, another mom of a boy with
hemophilia understands and can relate in ways that many others
cannot. What a great start – to have a mentor, someone to whom
you can turn and ask as many questions as you need to.

Since that day when Mylene first called the Society, she has not
stopped asking questions, inquiring, seeking knowledge, and
continuing to learn about bleeding disorders. In fact, she joined the
Quebec Chapter’s Board in 2001 (as well as the CHS Board) and has
now held every position available at the chapter level.

What keeps her going? There are many factors that contribute to
her ongoing efforts, even as her son Kevin grows older and manages
his own care more effectively. 1)Mylene has discovered that she also
has a bleeding disorder, although doctors have not been able to
precisely define it yet. So many times she had wondered what was
going on as she experienced bleeding issues – now they are intensely
pursuing answers. 2) Her daughter Emily (who has a bleeding
disorder, also yet to be precisely diagnosed) is beginning to actively
get engaged with the chapter. 3) Knowing more has increased her
desire to know even more and share it with others.

Words of advice from Mylene: Don’t give up, keep searching to find
people who will listen to you, recharge your own batteries, talk about
it, don’t be afraid, get the word out, remember – we’re not alone!

How has volunteering with the Quebec Chapter of the CHS
benefited her? The CHS has become like her family – so many friends
both in Canada and around the world. If she were not as involved,
Kevin would still have great treatment, but she would have felt more
isolated; she wouldn’t have asked as many questions and possibly
both she and her daughter would not be as healthy as they are now.
As Mylene puts it: “We’re all in this together; my kids are involved in
the Society because they want to give back. My husband has been
very supportive, even though he has not been as involved in the day-
to-day care. As my older son David says, ‘The whole family has
hemophilia’, and if Kevin didn’t have hemophilia none of them would

V lunteer File

Marion A. Stolte
Chair, National Chapter Relations Committee

have gone to summer camp.
They all have many friends
there because of it.” Kevin’s
perspective is: “It’s not fun
having hemophilia, but I’ve had
so many experiences and been
able to do many things and
meet great people (like Mario
Lemieux) so it’s been good!”

It is people like Mylene, and
so many others across our
country, who make a difference
in our chapters, who make a
difference in other people’s
lives. Thank you to each of you
who give of your time, energy,
resources, and/or finances to
make a difference!

* * *

This article is my last column as chair of the CHS Chapter Relations
Committee. What a privilege it has been to chair this committee

for the past six years! We’ve had wonderful people on the committee
who have contributed so much – ideas, energy, time. Thank you to
each of you who have been a part of the Chapter Relations
Committee/Volunteer Development Committee over these past six
years – you’ve been a joy to work with.

And now, since we are strongly committed to succession planning,
we have a new chair coming on board – Ashley Tolton. Ashley has
brought new ideas and approaches to the Manitoba Chapter the past
few years. She brings a tremendous amount of energy with her
commitment to volunteering and I am confident we’ll move ahead
even further in our goals as a committee, as we seek to continue
providing what is needed to do our jobs well in order to improve the
quality of life for all people living with inherited bleeding disorders
and to find a cure. Welcome, Ashley!

Am I going away? Not at all! I will still be on the Chapter Relations
Committee and will contribute in every way possible. I want to
continue making a difference, in the same way that each of you
desires to have an impact. So, together, let’s make that difference and
see our chapters and the people in them become all they can be!

h

Volunteers are the heart and soul of our organization!
Life’s circumstances often propel us into ACTION! They certainly did for Mylene D’Fana when 
her third child, Kevin, was diagnosed with hemophilia at six months old. This was a complete
surprise, as there didn’t seem to be any indication of a bleeding disorder in their family.
(However, there is more to this story!) Thus began a journey of learning and then sharing 
what she learned, with others.

Mylene D’Fana



When faced with the question of how best to support our
ageing bleeding disorders patients and community, the
Adult Hemophilia Program of British Columbia/Yukon

reached out to the patient population. Regularly scheduled clinic
appointments provide an opportunity to engage and further explore
topics such as ageing. From that connection, a simple specialized
clinic concept emerged.

This specialized clinic was structured for individuals over age 40
and registered with the Adult Hemophilia Program, located at 
St. Paul’s Hospital in Vancouver. Patients were booked for an annual
clinic appointment, and invited to a midday session and luncheon with
health care providers, which was open to the entire ageing bleeding
disorder community. Our team (Dr. Shannon Jackson, Deb Gue, RN,
Kam McIntosh, RN, Sandra Squire, PT, and myself) was in attendance.

The initial specialized clinic was attended by nine individuals,
including those attending clinic and some who came in especially for
this event. The focal point of the conversation on ageing with a
bleeding disorder quickly became, “What is next?” The major
suggestion that arose was to focus on one topic instead of several in

the 90-minute session. This particular group decided that the next
clinic, scheduled for fall 2012, should focus upon pain management.
The topic for the following clinic would be then decided at the end
of that session. The feedback from participants was that having a
forum to discuss ageing with a bleeding disorder is important.

Through the clinic, the health care team learned that stratifying
a specific patient population and extending a regularly scheduled
clinic opens up an excellent opportunity to explore specific (in this
case, ageing) issues and concerns. Following this first experience, the
clinic team applied the same framework to a transition clinic. This
evening session included participants ages 18-25 along with members
from the Pediatric Bleeding Disorders team, with a focal point on
educational funding/scholarships and vocation. About 20 youth were
in attendance and the outcomes were equally successful.

The specialized clinic concept appears to be a viable means to
meet the widespread needs of our population, both young and old.
Once further experience has been gained, it could be further adapted
as a means to address other patient population needs such as rare
bleeding disorders and women with bleeding disorders.

Ageing with a bleeding disorder: specialized clinic concept

The Sage Page

Claude Bartholomew, RSW
Adult Hemophilia Program of British Columbia/Yukon

so that Benjamin and Nathan can hope for a cure…
Leave a Lasting Legacy

H E L P  U S  P R O V I D E  H O P E  F O R  T O M O R R O W

A legacy or planned gift will ensure that 35,000 Canadians
who suffer from inherited bleeding disorders will benefit
from our programs and research for years to come. 
When drafting or changing your will, please remember the
Canadian Hemophilia Society or the Hemophilia Research
Million Dollar Club.

www.hemophilia.ca
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For more information, please call Joyce Argall at 1-800-668-2686 
or send an e-mail to jargall@hemophilia.ca.
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Fundraising

HT: What products does Bayer have in the pipeline?

Bayer: We have been developing innovative treatments for the
hemophilia community for over 40 years. Currently, the company has
three new products in late-stage development. Two products are
modified recombinant factor VIII (rFVIII) products; the third product
is a modified recombinant bypassing agent (rFVIIa) product for
treatment of patients with inhibitors.

Note: These products have not been approved for use in Canada and
no claims can be made to their efficacy or safety. Bayer is conducting
clinical trials worldwide including in Canada.

HT: Can you tell our readers about the recombinant factor VIII
products?

Bayer: Recombinant factor VIII is one of the largest and most
complex human therapeutic proteins manufactured in the
pharmaceutical biotech industry1. In the last two decades, major
advances in production techniques applied to the rFVIII line of
products have included new, continuous perfusion fermentation
technology and a lab test to evaluate the presence of blood-borne
prion pathogens. 

The first product, BAY 81-8973, is a full-length rFVIII produced
from a baby hamster kidney (BHK) cell line2,3. No human or animal
additives are used during the production process. A Phase III open-
label trial to evaluate the efficacy and safety of Bay 81-8973 in
children and adults with severe hemophilia A is currently underway.

HT: Hemophilia Today has reported in past issues about products
with longer half-lives. What is Bayer doing in this regard?

Bayer: Current recombinant clotting factors are considered to be well
tolerated and efficacious; however, areas for improvement include
prolonged half-life, reduced immunogenicity and enhanced potency4.
The goal in developing BAY 94-9027 is to increase the half-life of the
rFVIII molecule, to achieve prolonged duration of effect. The goal is
to develop a product with reduced frequency of intravenous
injections, which is likely to increase compliance.

HT: How is the half-life prolonged?

Bayer: One way to increase the half-life of a protein is to attach a
polyethylene glycol (pegylation) to it. This method has been
commonly used in the treatment of other disease states5.

BAY 94-9027 is a rFVIII that has the B-domain deleted as well as
a PEG polymer attached to a specific site of the protein6,7. Pegylation
of rFVIII may produce a therapy that could simplify and improve
hemophilia treatment4,7. Preclinical trials have been completed and
published7. Phase II/III trials in humans are expected to begin in 2012.

HT: What is Bayer doing with regards to treatments for patients
with inhibitors?

Bayer: An important safety issue with hemophilia treatment is the
risk of high titer inhibitor development8. In hemophilia patients for
whom treatment with replacement FVIII or FIX cannot be used due
to the presence of high titer neutralizing antibodies, a bypassing
agent such as rFVIIa is an alternative. 

BAY 86-6150 is a long-acting recombinant FVIIa in development
for the treatment of acute bleeds, as well as prophylaxis in hemophilia
patients with inhibitors, with the potential of less frequent
administration. BAY 86-6150 has double the number of nitrogen-
linked glycans on the molecule’s surface8 compared to human FVIIa.
This helps extend the half-life, thus prolonging its activity in the
body9-12. One specific part of the molecule was modified to enhance
the binding affinity of rFVIIa to activated platelets and hence increase
the potency of the product13.

A recently completed Phase I study has been published14. 
Phase II/III clinical trials are planned to begin in 2012 to evaluate 
BAY 86-6150 in patients with hemophilia A.

HT: How will these products make a difference?

Bayer: Bayer has a proud history of product innovation inspired by
its mission: Science For A Better Life. For hemophilia patients and
their families, our goal is to provide new, innovative products that
improve the quality of their lives.
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Since the identification and characterization of the genes that
encode factor VIII (FVIII) and factor IX (FIX), in the mid-1980s,
there have been major efforts to translate this new basic

knowledge into clinical benefits. This goal was rapidly achieved in
terms of developing strategies for genetic diagnosis of hemophilia and
the production of recombinant FVIII and FIX proteins. Over the coming
decade, a new generation of recombinant proteins with enhanced
therapeutic properties, including longer half-life, will emerge.

Until now, the missing piece in this translational evolution has
been the development of effective gene therapy for hemophilia,
although these recessive single gene disorders have always been
prime candidates for this paradigm-changing treatment approach.

In a manuscript published in the New England Journal of Medicine
in December 2011, research groups from London, UK, and the US have
shown, for the first time, that gene therapy can indeed provide effective
and safe delivery of a clotting factor for an extended period of time.

In this study, a modified virus, adeno-associated virus type 8
(AAV8) was used to deliver a normal copy of the FIX gene. Because
this type of AAV has a strong propensity for traveling to the liver and
eventually entering the nucleus of liver cells, it was possible to deliver
the AAV8 (the viral vector) by a simple intravenous infusion, similar
to a regular clotting factor infusion.

Six patients were treated in this phase I/II clinical trial. The first
two patients received the lowest dose of the FIX vector, the second
two an intermediate dose, and the final two the highest vector dose.
All of the patients tolerated the infusions without any side effects.
The periods of follow-up after vector administration have all been
greater than six months.

Four of the six patients have been able to stop their prior
prophylactic FIX infusions and have not experienced any bleeding
episodes, and in the other two patients, the frequency of prophylactic
infusions has been reduced. In the two patients treated with the
highest dose of vector, the FIX levels have ranged between 2-10%
for at least 6 months, and the study follow-up is ongoing.

The only treatment-related side effect appears to have been a
slight, transient increase in liver enzyme levels at around 10 weeks
after treatment in the two patients receiving the highest vector dose.
This response likely represents a host immune response to the liver
cells that have taken up the vector. In both cases, the enzyme
abnormality was transient, and disappeared with a short course of
oral prednisone.

The Blood Fact  r

David Page
CHS national executive director

In summary, this is the first human clinical trial to demonstrate
that hemophilia gene therapy can be effective and safe. The
persistence of FIX levels of between 2-10% for several months after
a single vector infusion indicates that the bleeding symptoms of
severe hemophilia B can be eliminated for extended periods of time
with this treatment approach. Indeed, there is data from large animal
studies to suggest that therapeutic levels of clotting factor can persist
for several years after single vector administrations without the
development of any untoward effects.

The results of this recently reported study are of course just the
beginning of a long process for more widespread introduction of gene
therapy into the clinic for hemophilia. As this treatment format is so
radically different from anything that has been used previously in
hemophilia, the process of evaluating safety and efficacy will
inevitably be complicated and take considerable time. Nevertheless,
the recent study has shown that gene therapy is no longer a
theoretical possibility, but can indeed be translated into clear clinical
benefits.

Reference: N Engl J Med 2011; 365:2357-2365

* * *

Launch of XYNTHA® SolofuseTM

Montreal, May 17, 2012 – Pfizer Canada has announced the launch
of XYNTHA® SolofuseTM. XYNTHA is a recombinant factor VIII
concentrate for the treatment of hemophilia A and is available across
Canada. Solofuse is an administration device, in the form of a dual-
compartment syringe, pre-loaded with both rFVIII and diluent. The
reconstitution system eliminates the need for transfers between vials.

XYNTHA Solofuse is available in 1000, 2000 and 3000 IU strengths.
The 250 and 500 IU preparations continue to be available with the
R2 administration kit.

“Every patient has different needs and expectations and although
they may not have a choice of being born with the disease, they do
have a choice via the availability of treatments adapted to their
needs.” said Diane Bissonnette, RN, BScN, nurse coordinator at the
pediatric hemophilia clinic in Ottawa and a member of the CHS Blood
Safety and Supply Committee.

For more information on clotting factor concentrates available
in Canada, see www.hemophilia.ca/en/bleeding-disorders/
clotting-factor-concentrates.

Hemophilia gene therapy: Report of first clinical success
Montreal, June 7, 2012 – Interest continues to grow in hemophilia B gene therapy research. 
In this special research issue, Hemophilia Today ’s Blood Factor column focuses on the recent
breakthrough. Discussions have started about how the Canadian hemophilia community can 
be involved in these exciting developments. People interested in participating in clinical studies
are encouraged to talk with their local hemophilia clinic team members.
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Meet the real experts: life stages
Paul Wilton, London, Ontario

Hemophilia Today  August 2012  | 31

Regular prophylactic treatment greatly reduced
my bleeds.

In my teen years, I began taking more
responsibility for my health and the
treatment of my hemophilia. Still, my parents
would say “No” when they needed to and had
usually been right for most of my childhood.
There’s a point when you become stubborn
as a young adult. A natural part of growing
up is having a desire to be independent.

I think part of the process by which I
learned to take more responsibility for my
condition was by making mistakes. For the
most part, I had been very fortunate as a child
to have good treatment and wise parents,
which protected me from major bleeds. I think
that, especially as teenagers, we have a view
that we are invincible. The lessons from the
hemophilia treatment team about what can
happen if you don’t take care of yourself seem
abstract. As teenagers we think it will never
happen to us. I had my worst bleed
experiences with hemophilia during this
point, but it was because of these experiences
that I learned to change my ways. I learned to
stay on top of my treatment, live a healthier
lifestyle, and choose activities that would pose
the least threat to my joints. 

I don’t want other young people with
hemophilia to go through what I went through
to learn these lessons. I hope they will take my
advice and remain vigilant and committed to
their health. We have such great treatment in
Canada. Many kids today are on a program of
prophylaxis and have seldom had a bleed. We
must now allow this to create complacency in
caring for our health.

Now that I have learned from my
mistakes, I realize that since I am so lucky to
have access to one of the best health care >

When I was first diagnosed and I had a
bleed, my parents took me to
emergency for a treatment. I was

there sometimes three or four times a week.
Despite the great toys and popsicles, I insisted
on screaming and squirming for every needle.
I’m proud to say that it once took three interns
and one very mean nurse to hold me down. I
was wearing the staff down so they taught my
parents how to give the factor through a port-
a-cath, implanted in my chest. This made life a
lot easier for my family as it allowed us to work
towards doing infusions at home.

Most of my teachers were pretty good about
keeping my factor, ice and Cyklokapron®

(tranexamic acid) at school. I just remember one
teacher that really gave me a hard time. I think
she thought I would bleed to death by playing
basketball in her gym. She managed to keep me
off every school team, except for cross country
running. I ran every day after school with the
rest of the guys who were trying out, never
missed practice – not even when my ankles were
killing me – and managed to keep up with the
pack. I met the criteria for the team but she
tried to tell my mom that they weren’t equipped
to handle a bleed if I were hurt during a meet.
Lucky for me, my mom doesn’t take “No” well.
She pointed out to the school officials that they
needed to be prepared to provide first aid to
every participant in the race. They couldn’t
argue, so on I ran through fallen leaves, mud,
snow and sometimes searing ankle pain. 

I was really sick twice and was in ICU
because of illnesses that weren’t directly caused
by hemophilia, but were complicated by it. They
made sure I didn’t miss school then; my teachers
came to the hospital and my sister brought
homework during my recovery. Other than
those times in hospital, I played T-ball, skied,
rollerbladed and had a pretty normal childhood.

Eventually I had the doctors and my parents
fooled into thinking I was more mature and
ready for more responsibilities. They took the
Port-a-cath out and taught me self-infusion.

Advocating on Parliament Hill with Dad.

1st day of school

With my mom, Pam, the past president
of the CHS.

My name is Paul, I am 25 years old and I have severe hemophilia factor VIII
deficiency. I was diagnosed at 9 months of age, so living with hemophilia
is all that I can remember. I would be lying if I said hemophilia hasn’t
made much of a difference in my life. I’m sure that it has, but most of 
the time my life has been pretty normal.
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systems in the world, I might as
well use it. For me, one of the
most important elements in
making decisions about my
hemophilia treatment was
seeking the expert opinion of
others. I find it useful to get the
opinions of each member of the
multidisciplinary team at my
hemophilia program. If I still have
questions after speaking with my
medical team, I seek additional
information using resources that
the Canadian Hemophilia Society
offers or by doing my own
research. To other young adults
I’d recommend asking lots of
questions and taking the time to
consider the options before
making medical decisions. After
all, it’s your body and your life.

As a young adult, I found that I was having a high amount of
difficulty controlling my bleeding even when I was on prophylaxis.
I used to get into arguments with my hemophilia program team
over whether I was following my treatment regime closely enough.
After a while, we realized something was not quite right. I was self-
infusing prophylaxis but still bleeding all the time. I would have
bleeds and when I would take factor they would not stop. After
rounds of testing we discovered at the age of 24 that I also had von
Willebrand’s disease (VWD) in addition to my hemophilia. Further
testing revealed my father also had VWD. What are the chances he
would marry a carrier of hemophilia? I am currently working with
my hemophilia program team to adjust my treatment protocol to
properly protect me from bleeding.

An important part of hemophilia care for me is the connections
with hemophiliacs. For me, the contact with older guys with
hemophilia who warned me not to make the mistakes they did
allowed me to make real what seemed abstract in the charts and
diagrams shown by the hemophilia team. This connection was
important because even as I strived for more independence, I knew
that I could still turn to my hemophilia friends, my health team 
and family for help when I needed it along the way. As 

I have matured, I have
realized the great opportunity
I have to pay back the
countless individuals from the
hemophilia society whose
efforts have made such a
difference in my life.

My current involvement 
in the bleeding disorders
community is a very important
and fulfilling part of my 
life. My involvement with
Pinecrest Adventures, our local
summer camp, allows me to
maintain those connections

with others I know who have bleeding disorders. It also allows me to
pay forward to others the guidance that men with hemophilia gave
me when I was young.

Having hemophilia means that I won’t have a future as the next
Bobby Orr or Doug Gilmour, but I appreciate now more than ever the

benefits of having hemophilia. I
honestly don’t know if I found a
magic lamp if I would wish for a
life without it. Sure, life would
have been easier in some ways
without it, but I think the
experiences I have had because
of hemophilia have made me a
better person. It’s such an
integral part of who I am.

I think kids in Canada today
are so much luckier than kids
ever were before because of safer
blood products, more knowledge
and better treatment. It isn’t
always easy for parents or kids to
deal with hemophilia, but I would
like to tell parents not to worry –
your child will have a very good
life. You may not realize it now

but hemophilia may be a blessing in disguise.
To young people with bleeding disorders – make choices that will

lead to a great life. Bleeding disorders are now so much a part of who
I am that it is hard for me to imagine or desire a life without them. I
don’t regret having hemophilia for a minute.

I am now the president of Hemophilia Ontario, vice-president
on the CHS Board of Directors and a member of the CHS Blood
Safety and Supply Committee.

Pinecrest Adventure Camp

Me and Vaibhav Nehra, of New Delhi (India), were the two young
guys with hemophilia, from two different parts of the world,
featured in a 2011 World Federation of Hemophilia video podcast,
Our Lives with Hemophilia. This production is part of the WFH series
designed to spur global dialogue around the need for broad-based
access to care and treatment for people with hemophilia and other
inherited bleeding disorders. The series aims to raise awareness of
the impact of these disorders on the global community, as well as
call attention to disparities in care around the world.
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