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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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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

Iwas privileged this summer to attend the XXIXInternational Congress of the World Federation of
Hemophilia, held in Buenos Aires, Argentina, from 

July 10 to 14.
This biennial congress offers a remarkable opportunity

to learn about the latest developments in anything and
everything related to bleeding disorders as well as a
chance to meet and talk to many of our partners. Every
time I attend this event, I am reminded of how lucky I am
to live in Canada, where we can count on superior care
and top quality treatment. This also pushes me to get
more involved in working to eliminate the inequalities
that still unfortunately persist between industrialized and
emerging countries. Progress on this front is being made
every year, which is reassuring and gives me hope that one
day effective treatment will be available for all. You can
read the impressions of several CHS delegates who
attended the congress on pages 16-23.
As for myself, I learned about one particularly promising

avenue at the congress. It is now possible to offer “tailor-
made” treatment for people with bleeding disorders by
performing a pharmacokinetic analysis of each plasma and
recombinant protein (coagulation factors). We are, of
course, only at the start of this new era, but it will soon be
possible to develop customized treatment regimens for
each individual with hemophilia using precise
pharmacokinetic parameters (recovery, half-life,
immunogenicity, etc.) that will help the medical team
suggest a coagulation factor concentrate and treatment
plan matching his profile. This may lower the risk of
developing inhibitors and result in more effective
treatment, including prophylaxis. Stay tuned for further
developments... at a hemophilia treatment centre near you!

On another note, it was with great satisfaction that
I learned of the decision, released September 9, in
the case of Kyle Freeman versus Canadian Blood

Services (CBS) for which the CHS was granted intervenor
status. In ruling that Kyle Freeman was guilty of
negligent misrepresentation, Justice Catherine D. Aitken
rendered a decision that is very reassuring for all users of
blood and blood products. In the weeks and months that
preceded this ruling, I had the feeling that the debate
was polarized around the prevalence of HIV and the
sensitivity of the tests used by CBS and Héma-Québec to
ensure a safe blood supply. We know that thanks to the
high sensitivity of the tests currently performed by the
two Canadian suppliers of blood products the
probabilities of contracting HIV as a result of a
transfusion are about 1 in 13 million per unit transfused.
It’s a very low risk, and hence the basis of the gay
community’s main argument in claiming that the
exclusion of men who have had sex with other men, even
once, since 1977 is discriminatory. However, the risk of
contracting an emerging pathogen with the same profile,
that is, a pathogen that is blood-borne as well as sexually
transmitted, has been completely ignored in the debate.
Fortunately, Judge Aitken set the record straight: the
policy banning blood donations from men who have had
sex with other men is not discriminatory by nature
(because it is based on scientific facts and health and
safety considerations not on sexual orientation) and
should be maintained. After all, it was in this community
that outbreaks of HIV and HBV were first observed in the
last few decades. We have every reason to believe an
outbreak of a pathogenic agent of the same type would
take an identical path. In ruling that donating blood is a
privilege and not a right, Judge Aitken endorsed the
position of the CHS, that the recipient of the blood
product bears 100% of the risk in blood donations. In
Judge Aitken’s eyes, and ours, strong confidence in the
safety of our blood supply system is crucial for our
health system and for users. With this decision, we need
not fear loss of user confidence in our blood supply
system. At the very least, this ruling sends the right
message. Check page 12 of this issue for more information
and to find out about the reactions of people at the CHS.

In closing, it was with great sadness that I learned ofthe death of Ken Poyser on September 7, 2010. His
involvement at all levels of the organization—

provincial, national and international—as well as his
crucial role in the founding of the Hemophilia Research
Million Dollar Club are to be highly commended. Ken was
a fighter, and a role model for many. My thoughts and my
heartfelt sympathy go out to Ken’s family and friends. See
page 14 for a warm tribute to Ken by Dr. Bruce Ritchie.



patients and families with hemophilia – the same
advocacy that all CHS presidents have called on for the
last 57 years.
What was also very apparent at this congress was the

amount of research that is being done, not only by our
corporate partners but also in academia. Thanks to Ken’s
vision, the CHS is doing its part to find a cure for
hemophilia. The Hemophilia Research Million Dollar Club
he spearheaded now has an endowment of $1.9 million
and, since reaching its initial goal of $1,000,000 in 1989,
has invested more than 3 million dollars in research in
Canadian labs. While a cure has yet to be found, progress
has been enormous. Those who have provided input into
the development of the CHS strategic plan have told us
research is very
important for the
community.
Like Ken, my vision

is to see a cure for
hemophilia. I know this
vision is shared by all
those who have a child
with a bleeding
disorder. It is my hope
that the chapters and
the national Board of
Directors, who are
representatives of their
chapters, will decide to
collaborate to raise at
least $100,000 per year for the next 5 years and increase
the Million Dollar Club’s endowment to $2.5 million.
The strategic planning committee is looking forward to

receiving comments on this plan from the chapters and
their members. Once approved, on November 27, national
committees and chapters will develop annual work plans
to collectively achieve the goals of the strategic plan.
I am committed to working with the national

organization and the chapters to deliver on the goals of
this plan and ensure that we further the vision of Ken and
all those who have worked so hard since the 1950s when
care was so limited.
We need only to look at young people with bleeding

disorders today to realize how far we have come, how
successful we have been as a Canadian family. Yet we must
not forget the challenges we have faced and the people
we have lost (and continue to lose) to bleeding disorders
and their complications.
I am convinced that our bleeding disorder family across

Canada will continue to be successful in advocating for
the delivery of exemplary care while we strive for a cure. I
am honored to be leading our community as we deliver on
our vision and mission over the next few years.
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Message 
from the
President

Craig Upshaw

At the meeting of the Association of Hemophilia
Clinic Directors of Canada in May, my first official
meeting as president of the CHS, I was asked what

my vision was and what I wanted to accomplish. At that
time my response was that I needed to better understand
what was important to the organization and its members
through the exploratory process of the CHS’ strategic
planning process.
Leadership, vision, empathy and wisdom are all

hallmarks of great leaders – strengths that some
individuals come to easily. As you will read in this issue,
the CHS lost one of these leaders, Ken Poyser, on
September 7. In 1979, Ken was responsible for the
establishment of hemophilia treatment centres (HTCs) in
Alberta and, as CHS president, helped other chapters push
for comprehensive care. His vision led to the creation of
the Hemophilia Research Million Dollar Club which,
between 1984 and 1989, raised one million dollars from
the hemophilia community.
CHS has not lost sight of Ken’s vision and is focused on

the development of standards of care in collaboration
with the physicians, nurses, physiotherapists and social
workers in HTCs. All those we consulted for the strategic
plan have told us that comprehensive care should be the
highest priority for the CHS. Funding to secure a full
complement of personnel in HTCs is one key issue. A
future issue may be access to the full range of factor
products in sufficient quantity to continue prophylaxis
into adulthood.
I am confident the strategic planning process will

identify comprehensive care as a key focus of the
organization. We will build upon Ken’s vision and lead the
development of an audit process to help ensure all clinics
can deliver optimal patient care. Achieving this will
require close national and provincial collaboration.
In July in Buenos Aires, I had the opportunity to attend

my fifth Hemophilia World Congress. While attending a
world congress, you quickly realize how lucky you are to
have won the geographic lottery – to be born in Canada
where we have comprehensive care and access to the best
factor concentrates available.
In the 22 years since my first congress, the number of

individuals who have access to treatment has significantly
increased. This was achieved not only through the work of
the WFH but just as importantly through the advocacy of

Thanks to Ken’s vision, 
the CHS is doing its part to
find a cure for hemophilia.
The Hemophilia Research
Million Dollar Club he
spearheaded now has an
endowment of $1.9 million
and, since reaching its
initial goal of $1,000,000
in 1989, has invested more
than 3 million dollars in
research in Canadian labs. 



On June 12, Hemophilia Saskatchewan had its family BBQ
at Pike Lake Provincial Park. It was a chance for many
families from throughout the province to get together for a
relaxing, fun afternoon and catch up with each other. We all
look forward to this event again next summer.
Hemophilia Saskatchewan’s family weekend, Stronger
Families, Brighter Futures, was held September 10-12 in
Moose Jaw. There were approximately 100 people in
attendance. It was a wonderful weekend including
educational sessions and discussions, family time, scavenger
hunt, and a carnival. This event was extremely successful and
we look forward to holding this event again in the future. 
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Community      News

� Southern Alberta Region
The annual family BBQ at the zoo in June was a big
success. Participants enjoyed the interactive games and
had fun learning about animals with antlers and recycling.
As well as enjoying the barbecue, we participated in a
Passport to well-being activity, chair yoga. Before leaving 
the tent to visit the other animals in the zoo, we had an
interpretive talk and visit with a porcupine.
A coffee and dessert evening was held in conjunction

with the drawing of the Dare to Dream for a Cure prize
for Alberta. The winner was ecstatic! This year, the
incentive prize for highest number of tickets sold was
awarded to Alberta as well.

Chapter Spotlight

� South Western Ontario Region (SWOR)

Commemorative tree planting
On August 29, the campers, staff, families and community
came together at Camp Menesetung in Goderich, Ont., for
the planting of our commemorative tree to honour and
remember those from SWOR and across Canada affected by
the tainted blood tragedy. As part of the closing ceremonies
of Pinecrest Adventures
Camp, we chose to remember.
Eric Stolte addressed

those present and reminded
us all that it is okay to be
sad and angry but that we
need to use these emotions
to work toward positive
change. Here is the
beginning and the ending of
his speech:

The tree that has just been planted is a special tree. In
the program it’s called a Tree of Life. But today, I’d like to
call it a Remembering Tree. After today, we can come back
here to this spot and remember something special. Some
things are easy to remember, other things are hard. Some
memories we like to think about. Other memories we like to
forget, because they are about something sad. But
sometimes, these sad memories can be the most important!

(…) So, this Remembering Tree will help us
remember two things. It will help us
remember a very sad time so that we’ll
continue to work hard so no one gets hurts
ever again. It will also help us remember
that in growing strong, we can use our
strength to help others who don’t have what
we have. Make sure you come here often
enough so that this Remembering Tree can
do its job of helping us remember these two
very important things.

� Hemophilia Saskatchewan
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Pinecrest Camp
It was Sparta vs. Athens relived as Pinecrest Adventures
Camp went back in time to the ancient Greek Olympics.
Visited by Zeus at our first campfire, campers were
introduced to the warriors, gods and goddesses who would
lead them in the tasks set for the days to come. The next
day Zeus created the teams and the games began.
Together they met the challenge of playing Things in a
Box Pinecrest Edition, participated in Pinecrest Idol, yelled
their loudest for the glory of winning Run and Scream,
and went face first into chili bread bowls for no-hands
dinner. Whether staff,
leader-in-training or
camper, everyone
contributes to make
this week an
incredible success.
Sincere thanks to the
amazing staff who
volunteer their time
to make camp a
reality, to Paul, Charlie and Nick for their countless
planning hours, and to the Camp Committee (Kevin, Lori,
Keira, Mary Jane, Eric, Paul, Nick, Charlie and Terri-Lee).

Just the Guys
September 17–19, boys ages 5-15 affected by an
inherited bleeding disorder and their accompanying male
role models participated in the Wacky World of Sports
themed Just The Guys weekend. The weekend provides the
opportunity for participants to gain a better understanding
of the diagnosis and to connect with other families.

� Central West Ontario Region (CWOR)
Father’s Day program
This year, the Central West Region held its first Father’s
Day program at the Royal Botanical Gardens in Burlington.
Fathers, uncles, sons and grandfathers came out and
enjoyed a day learning about geocaching and participated
in a treasure hunt. Everyone also got a chance to enjoy a
marshmallow roasting session after all of the treasure
hunting was done. The program provided the guys with a
chance to bond and experience hiking through the Royal
Botanical Gardens grounds. CWOR would like to thank
Baxter and Bayer for their generous support.

Summer BBQ
On June 12, 2010, CWOR had its annual summer BBQ at
Marineland. This year families gathered together and
participated in an ice-breaker game to enhance
networking for the group. Parents spoke to one another in
small groups about their children, bleeding disorders, and

even the FIFA World Cup! The kids enjoyed an afternoon of
crafts, games and activities. We would like to thank Leslie
Bauman and Lisa Shewchuk for all of their help and
coordination of the children’s activities. CWOR also extends
its thanks to Board members Dane Pedersen and Igor
Ristevski for their assistance in engaging the crowd, as well
as Shaun Bernstein and Lex Cloete-Zito for all of their help
and for representing Hemophilia Ontario youth at the event.

� Quebec Chapter (CHSQ)
CHSQ summer camp
The week of August 8-13 under radiant skies, 24 children
took part in the CHSQ summer camp, which was held at
Camp Trois-Saumons, near Saint-Jean-Port-Joli.
Just one look at the children’s faces as they renewed old
friendships and made new ones, at the teams of qualified
staff from both Camp Trois-Saumons and CHSQ, at the
children’s joy in learning new things, and at their smiles
and comforting hugs convinced us that this camp is
important, even vital, for children with hemophilia.
Our thanks to our volunteers: camp coordinator Maxime
Lacasse Germain for his outstanding work, and assistant-
counsellors Emily Blanchette and Louis-Charles Martin for
their dedication.

We would be remiss if we failed to thank Opération

Our thanks also to nurses Claudine Amesse and Ginette
Lupien who accepted to spend a week with us at camp,
teaching the children to self-infuse and ensuring the quality
care they needed throughout the week.

We would be remiss if we failed to thank Opération
Enfant Soleil, and our pharmaceutical partners who
provided the funding that made this wonderful camp
possible. Without all these individuals and partners, the
camp would never happen. 
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� Prince Edward Island Chapter
The Family Expo
On June 20, 2010, Family Place, in partnership with the
Parent Support Network, hosted the biggest family-related
expo in PEI! A fantastic fun-filled afternoon that included:
information & display booths, educational activities,
princess/pirate dress up, Mother Goose reading corner, face
painting, cookie decorating, crafts for all ages, children’s
miniature golf, Music Man, magic shows, UFIT Fitness,
contests, door prizes and freebies!
Shelley Mountain, vice-president of the PEI Chapter,

staffed a booth for VWD awareness. Over 700 bandage
dispensers were handed out along with lots of information
regarding the CHS.
A newly diagnosed family with VWD was welcomed to

the booth and provided with information. They have
been in contact with Shelley regarding further details of
the disease and personal experiences. This family now has
the ability to reach for support and feel a little less
anxious knowing there is a whole world out there of

The Canadian Museum for Human Rights (CMHR),
currently under construction in Winnipeg, is seeking
submissions of personal stories and experiences from

Canadians, which would help shape the permanent
exhibitions and public programs of the Museum. The
stories will become part of the CMHR archive of oral
histories so that others can learn from the experiences.
More information can be found on their Web site at
humanrightsmuseum.ca/share-your-story.
The CHS Manitoba Chapter and the Museum and have

been in touch and agree on the significance of the tainted
blood tragedy in Canada and worldwide from the human
rights perspective; and it appears to meet the criteria for
the CMHR. Stories can be presented in various forms
including video or audio testimonies, written texts and
photos.
The CHS would like to contribute stories to the CMHR

about the tainted blood tragedy by creating a package for
submission – but for this project to be feasible, we need to

Did the Canadian tainted blood tragedy have an impact on you, 

a member of your family or friend(s)? If it did and you are

interested in telling your story, we’d like  to hear from you.

ensure we would have a sufficient number of testimonies
to contribute and therefore an adequate number of
individuals to share their stories. We are therefore putting
out this call nationally to find out how many people would
be interested to share their stories, which in turn will help
us assess if we can move forward with this project or not. If
enough people offer to participate, the project will go
ahead.
This project offers the possibility of shining an

international spotlight on blood safety issues and would
enhance public awareness and education, as well as pay
tribute to those who passed away as a result of the tragedy.
The honour this would bestow on those still living with the
effects of tainted blood and to the memory of those we
have lost would be immeasurable.
If you would like to participate by sharing your story or

to find out more, please contact Michel Long, CHS national
program coordinator, at 1-800-668-2686 or at
mlong@hemophilia.ca. – M.L.

people with this bleeding disorder.
This was indeed an awesome event! We have reached

others with VWD, provided support, information and
guidance. This was a true success!
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In response to feedback from the bleeding disorder community, a new module of the Passport to well-being program, made possible 
by an educational grant from Baxter, has been developed. The new

module, called Bon Voyage! Travelling with a Bleeding Disorder, includes
tips on preparing for a trip, getting treatment when away from home,
and guidelines for travelling with products and supplies among other
related topics.
As with the other modules of the Passport to well-being program, 

it includes resources to enable chapters to deliver a workshop. These
include a booklet and PowerPoint about travelling with a bleeding
disorder and guidelines for organizing a workshop on the topic.
But this module has a little more to offer. It also includes a very useful

wallet travel card that contains information about how to access care
and treatment when away from home. Among other things, and
especially to help globetrotters, the wallet card contains 16 key phrases
in English, French and Spanish that can be used in an emergency
situation. Here’s an example:

I am having a bleed. Please give treatment with factor
concentrate (or desmopressin) immediately and investigate later.

J’ai une hémorragie. Veuillez m’administrer du concentré de
facteur (ou de la desmopressine) sans tarder et investiguez
ensuite.

Estoy sangrando. Adminístreme de inmediato concentrado de
factor (o de la desmopresina) e investigue después.

It is hoped that the new module will help people with bleeding
disorders reduce the risks of travel so that they can enjoy their adventure
to its fullest. The new module was launched in October at the New
Brunswick Chapter family weekend and at the CHS Youth Conference M2.
For further information about the Passport to well-being program please
visit the CHS Web site or contact the national office. – C.C.

Bon Voyage! Travelling with a Bleeding Disorder
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� Mojtaba Khezry, Richmond Hill, Ontario
I am currently doing my M.Sc.

Biophysics at the University of
Guelph; I am studying biofilm using
biophysical tools such as atomic force
microscopy (AFM), small angle X-ray
scattering (SAXS) and transmission
electron microscopy (TEM). I am
hoping my research with these
modalities along with my course load will help me move
forward in scientific research as a career and eventually
into hemophilia-based research. I am honoured to be part
of the TCOR Board of Directors, the Hemophilia Ontario
youth group and last but not least to have input in our
quarterly publication, BLOOD matters. Finally I am grateful
to be one of the CHS 2010 scholarship recipients.

� Ryan Kleefman, Strathroy, Ontario
Ever since I was a young child, I

have been interested in science and
loved helping people. Some time near
the end of elementary school, that
interest narrowed to biology and
chemistry and I decided that I wanted
to become a family doctor. For several
years now, I have dreamed of one day
pursuing such a career. However, the road of education to
becoming a doctor is long and expensive. The scholarship
awarded by the Canadian Hemophilia Society will go a
long way to helping my dream come true. My heartfelt
thanks goes out to the CHS and its sponsors.

� Michael-Justin (M.J.) O’Grady
Burlington, Ontario

I am 18 years old and I have severe
hemophilia A. Hemophilia has played
a crucial role in my development as a
person. It has helped me to become
very active in a number of activities
and organizations, particularly the
hemophilia societies and YMCA Camp
Wanakita.
I will be attending Dalhousie University in Halifax in

September to study Engineering. I am very excited about
this new phase of my life. I want to sincerely thank the

In an effort to bring young volunteers into the CHS, and in recognition that a sound education is of 
utmost importance (particularly for those who might

not be able to succeed in a vocation requiring strenuous
physical labour), the CHS offers the opportunity for those
who qualify to receive a scholarship or bursary in the
amount of $4,000 to attend a post-secondary institution
of their choice.

To honour James Kreppner’s memory, the Canadian
Hemophilia Society Scholarship and Bursary Program 
has been renamed the CHS James Kreppner Memorial
Scholarship and Bursary Program. James was a lawyer and
long-time volunteer and member of the CHS Board of
Directors and a highly respected, articulate and exemplary
activist who passed away in 2009 due to HIV and 
hepatitis C-related complications. The CHS James Kreppner
Memorial Scholarship and Bursary Program is an on-going
tribute to honour James’ dedication, intelligence and
commitment to the CHS and community service.

CHS James Kreppner Memorial 
Scholarship and Bursary Program

In 2010, the CHS was pleased to award $4,000 
scholarships / bursaries to seven outstanding applicants. 

The award categories are as follows:

� scholarship based on academic merit

� bursary based on financial need

� mature student bursary

The CHS would like to acknowledge the generous support
of the sponsors of the 2010 CHS James Kreppner Memorial
Scholarship and Bursary Program. One academic scholarship
and one bursary were made possible by an educational
grant from CSL Behring. Two academic scholarships, two
bursaries and one mature student bursary were made
possible by an educational grant from Pfizer. – C.C.

Academic Scholarship Recipients
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I graduated from Bowden Grandview School in 2009 and
have taken the past year to decide what I wanted to study. I
chose Computer Sciences. I learned years ago that a career
doing physical work would be very difficult and with my
interest in computers it would be a good fit. I start at the
Red Deer College this fall for two years and then will
transfer to the University of Alberta to complete the
Bachelor of Science in Computer Technology program. I
have several areas that I would like to explore for my career,
one of them being with the police in computer forensics. I
would like to thank the CHS for this scholarship; it will help
me to achieve my goals.

� Graeme Melcher, Uxbridge, Ontario
I attend Queen’s University in

Kingston, Ontario, where I am entering
into my third year of a history degree. 
I also serve as an editor of the Queen’s
University weekly humour paper,
Golden Words, after having spent a
year and a half as a writer. During my
high school years, I was able to play
bass in several school bands, including a rhythm and blues
band that toured parts of Europe. I consider myself very
fortunate to be able to pursue one of my greatest
passions, Canadian history, as a subject. I hope to become
a university professor or a museum curator one day, or to
work in any field involving lots of reading and writing.

Mature Student Bursary Recipient

� Song Lin, Whitehorse, Yukon
I have been fighting severe

hemophilia for more than thirty years.
While living in China I had very
limited care and several times
experienced life-threatening bleeds
but I survived, although with many
consequences. After our immigration
to Canada, my wife and I chose the
Yukon to be our new home. We have settled down in this
wonderful country and, despite many difficulties such as
weather and language, we hope that happier days are just
around the corner. I am enrolled in the Business
Administration program at Yukon College. I am honoured
to have been awarded the CHS James Kreppner Memorial
Mature Student Bursary, which will help me a lot with my
studies. Thank you CHS!

Canadian Hemophilia Society for their support in awarding
me the James Kreppner Memorial Scholarship. The money
will go a long way in supporting me financially and will
remind me that there are people who care about those of
us living with bleeding disorders and who support us in our
day to day lives.

Bursary Recipients

� Sarah Doran, York, Prince Edward Island
My name is Sarah Doran and I have

been personally affected by
hemophilia as I am a carrier. My father,
Joe Doran and his brothers have been
active in our PEI Chapter for a very
long time and in many ways they have
provided me with strength and
determination.
I am currently in the Bachelor of Music Education

program at the University of Prince Edward Island,
Charlottetown, PEI. I am very involved in music and have
been for as long as I can remember. I enjoy playing the
saxophone, fiddle, singing and step dancing. There was
never a doubt in my mind that I would do anything other
than share my joy and gift of music by teaching it to
others.
I would like to thank the Canadian Hemophilia Society

for providing me with the opportunity to pursue my career
as a music teacher and continue my dream of doing what I
love to do.

� Jeremy Lessmeister, Bowden, Alberta
I am 19 years old and was diagnosed

with severe hemophilia at 5 months of
age. There have been many physical
challenges over the years including the
development of inhibitors at 15 months
of age. I started immune tolerance
through the Northern Alberta
Hemophilia clinic and fortunately was
able to overcome the inhibitors after about two years. I had
moved further south shortly after that and have been with
the Southern Alberta Hemophilia Clinic ever since. I have
two brothers. My older brother Andrew is not affected by
hemophilia; however, my younger brother Mitchell, who is
now 12 years old, is affected. I hope I have been and
continue to be a good example for Mitchell and that I am
helping to smooth the way for him.



Montreal – September 9, 2010 – In the case of
Canadian Blood Services v. Freeman, Madam
Justice Catherine Aitken of the Ontario Superior

Court found that the current blood donor deferral for
men who have sex with men (MSM) is not discriminatory.
It makes distinctions for reasons of health and safety, not
on the grounds of sexual orientation.
The Canadian Hemophilia Society (CHS), which acted as an

intervenor in the trial, welcomed the decision. Responding to
the decision, Craig Upshaw, CHS president, stated, “This
judgment will support efforts to make the blood supply as
safe as possible for Canadians who rely on it.”
The 188-page judgment was released after 37 days of

testimony from seven expert witnesses, a large number of
other professional witnesses and eight months of
deliberation. Dr. Bruce Ritchie was called by the CHS as an
expert.
The case originated in 2002. Kyle Freeman had donated

blood on 18 occasions between 1990 and 2002; however,
after the last occasion in June 2002, he informed
Canadian Blood Services in an anonymous e-mail that he
had lied when responding to the questionnaire,
specifically with regard to Question # 19, Male donors:
Have you had sex with a man, even one time, since 1977?
CBS was able to discover his identity and sued Freeman in
civil court for negligent misrepresentation and damages.
Freeman countersued CBS and Health Canada on grounds
that the question violated his right not to be
discriminated against based on sexual orientation, a right
guaranteed in Section 15 of the Canadian Charter of
Rights and Freedoms.
In addition to finding Mr. Freeman liable for damages,

Justice Aitken made several other judgments:

1. Canadian Blood Services is not bound by the Charter
as it is not a governmental entity in nature.

2. Had CBS been covered by the Charter Mr. Freeman’s
Charter rights would not have been engaged. Justice
Aitken states, “Blood donation is a gift. A gift is
freely offered, but must also be freely received or
freely declined. Canadian law has never recognized a
duty or requirement to accept the gift of blood from
anyone.” Therefore, there is no discrimination when
that gift is refused for reasons of health and safety.

3. Had Freeman’s Charter rights been engaged, his
countersuit would still have failed. Justice Aitken
found that the MSM donor selection policy does not
discriminate on the grounds of sexual orientation.

She states, “I find the deferral is based on health and
safety considerations, namely, the prevalence of
HIV/AIDS (and other blood-borne sexually
transmitted infections) in the MSM population.”

4. A further reason the countersuit would have failed is
that Justice Aitken found no evidence the MSM
donor deferral perpetuates prejudice or stereotyping.
Instead, she writes, “The opportunity to give blood
cannot be seen as a defining element of a person’s
identity, a fundamental aspect of a person’s worth or
an important symbol of full membership in Canadian
society. Only 3% of Canadians between the ages of
18 and 71 donate blood.”

5. Justice Aitken found that the specific objective of the
MSM deferral policy is the protection of blood
recipients from known, new and emerging pathogens.
“It is beyond debate that protecting blood recipients
from the transmission of HIV and other such pathogens
is an objective of pressing and substantial importance.”

6. Finally, Justice Aitken ruled that, if she had found the
MSM deferral was discriminatory, there was
insufficient evidence presented at trial to justify the
indefinite deferral currently in place. The threat of
emerging pathogens, however, must be considered
when establishing deferral periods for populations at
high risk for sexually transmitted infections.
Pathogens may enter the blood supply and remain
undetected or badly understood for many years.
Justice Aitken makes this observation, “A deferral
period… for MSM… in excess of 10 years might well
be considered reasonably prudent in all the
circumstances to meet the objective of a safe blood
supply.”

In conclusion, Justice Aitken wrote, “The impact… of gay
and bisexual men being denied the opportunity to give
blood… is not in the same league as the impact on a blood
recipient who has to use blood or blood products in order
to survive or make life livable, and who is asked to accept
lower safety standards even though an adequate supply of
blood could be provided if higher safety standards were
imposed.”
Justice Aitken also states, “It is of critical importance to

our health system, and to the well-being of the users of
that system, that a high level of trust in the blood system
be fostered.” 
“Such a decision helps build this trust,” Craig Upshaw

said. – D.P.

Ontario Superior Court finds MSM donor deferral not discriminatory
CHS welcomes judgment
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Compensation update
John Plater
Chair of the CHS HIV/Hepatitis National Committee

One of the few remaining loose ends of tainted
blood compensation is being tied up. During the

Canadian Red Cross creditor arrangement proceeding,
an amount of money was set aside to establish the
Michael McCarthy et al (“Prison Blood”) HCV Class
Action Settlement. In court proceedings held earlier
this year, arrangements were established for
notification and administration of this fund. Crawford
Class Action Services has been appointed to assist the
Trustee of the funds to determine eligibility for this
settlement. Some members will have recently received
notice from Crawford about eligibility for the
settlement. The settlement deals with a very specific
set of facts. As explained in the notice,

“Please note: eligibility is very narrowly defined.
Compensation is only available to those people who
can prove that they contracted hepatitis C from
factor VIII concentrate produced by Connaught
Laboratories Limited or Connaught Biologics Limited
between 1981 and 1984 bearing lot numbers
beginning with the numerals 36 and certain of their
family members. No claimant shall be eligible for
payment if they are entitled to compensation as an
infected person under the FPT 1986-1990
Settlement.”

Application forms are being made available with the
notices. All Claims Forms must be completed with
supporting documentation and provided to the
Administrator on or before March 31, 2011. If you have
received such a notice you should use the information
in the notice to contact the Administrator of the Fund
with any questions. Anyone else with questions about
eligibility for this Prison Blood Settlement can contact
me for further information. I can be reached at:

John C. Plater
Barrister & Solicitor
519-599-3093 
or john@plater.ca*

*Note - the confidentiality of e-mail communications
cannot be guaranteed.
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In other compensation news, June 30, 2010 was thedeadline for applications under both the Hepatitis C
January 1, 1986-July 1, 1990 Class Actions Settlement
(the “86-90 Fund”) www.hepc8690.ca and the 
Pre-1986/Post-1990 Hepatitis C Settlement 
Agreement (the “Pre-86/Post-90 Fund”) 
www.pre86post90settlement.ca. There are a few
exceptions to these deadlines so if you have missed the
deadline but still feel entitled, please follow up with
the relevant claims administrator as soon as possible.

In the meantime, the CHS has learned that the 
Pre-86/Post-90 Fund has stopped paying loss of 
income claims for the time being. Under the terms 
of the settlement that led to the creation of the 
Pre-86/Post-90 Fund, money to pay out loss of income
claims was set aside in a separate fund. More claims
have been made against that fund than originally
expected. However, the settlement agreement also
stipulated that if the loss of income fund were
depleted, an application could be made to the courts to
transfer money from the main settlement fund to top
up the loss of income fund. When contacted to discuss
the situation, class action counsel David Klein indicated
that an accounting firm has been hired to prepare an
actuarial report on the status of the main fund. The
hope is that a recommendation can be made to the
courts by the end of this year that money can be
transferred over to the loss of income fund so that loss
of income payments can resume.

Finally, readers are reminded that post-secondary
scholarships are available for students whose lives or
families were affected by the tainted blood tragedy.
The National Endowment Fund Scholarship,
administered by the University of Ottawa
(www.loansandawards.uottawa.ca/Default.aspx?tabid
=2687#endowment), was established as part of a plea
bargain arrangement with the Canadian Red Cross
Society (CRCS). The CRCS pled guilty to a contravention
of the Food and Drugs Act and set aside money for the
scholarships in return for the Crown dropping charges
against the charity for common nuisance and criminal
negligence causing bodily harm involving their role in
the tainted blood tragedy. Amounts of up to $3,000 are
available to those who qualify.

If you have any questions or concerns about these or
any other tainted blood compensation schemes, you
can contact me at john@plater.ca.
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It is with great sadness that we learned that Ken Poyser passed away onSeptember 7. Ken was an Honorary Life Member of the Canadian Hemophilia
Society and a pillar of the CHS. Ken was a director on the CHS National Board

for 12 years. During this time, he held the CHS National Executive positions of
treasurer, vice president and president. Ken had a vision and was instrumental in
the development and implementation of the Hemophilia Research Million Dollar
Club. He had the foresight to recognize the road to a cure would have a positive
impact on the lives of all individuals suffering from a bleeding disorder. Our
thoughts are with his family and his many close friends.
Please find below a tribute from Dr. Bruce Ritchie who was Ken’s physician at

the Dr. John Akabutu Comprehensive Centre for Bleeding Disorders in
Edmonton. – C.R.

On September 7, Ken Poyser died after a long and brave struggle with liver failure, in the ICU at the
University Hospital in Edmonton, where he lived. He is survived by his wife Darlene and son Tony and
family. Ken’s quiet contributions to hemophilia and the bleeding disorders were enormous.

Ken worked tirelessly for the World Federation of Hemophilia before serving three terms as the VP Finance
for the WFH, establishing the accounting system to manage the millions of dollars that flows through that
organization. He was instrumental in keeping the WFH and the CHS on secure financial footing. In 1994 he
established the WFH Web site.
In 2005, Ken received the CHS first International Contribution Award for his work at the WFH and

internationally. See Hemophilia Today - Fall 2006 – page 5.
Ken was a long-time member and tireless volunteer for the Canadian Hemophilia Society, before serving as

CHS president. It was his single-minded drive that established the Hemophilia Research Million Dollar Club to
support research in the bleeding disorders.
Ken was president of the CHS Edmonton Chapter in 1977-1978 where he was able to secure the financial

support for the establishment of the Edmonton Hemophilia Clinic, and home treatment. On November 4, 2008, 
Ken was recognized for starting the clinic and home treatment in Edmonton at the 30th anniversary celebration
of the clinic. His contributions were recognized in video conference calls from the former minister of Health,
Gordon Miniely, and Peter Levine, the researcher whose paper in the NEJM provided the proof that home
treatment works. You can see those presentations at www.ualberta.ca/~britchie/achcn.html.
Those who knew Ken were astonished by his energy and persistence. When, as a young man, he was unable to

secure a mortgage for a home for his wife and family because of his hemophilia, Ken started a construction
company and built his own home, along with hundreds of other homes in Edmonton. When confronted with
barriers to getting home treatment for his hemophilia, Ken petitioned his old friend and colleague from his
accounting firm and then the Alberta Minister of Health, Gordon Miniely, to provide the funding to start the
Hemophilia Clinic in Edmonton. Although Gordon agreed in principle, it was not till he found himself on the
agenda of a meeting of international speakers in Edmonton, where he was to make the government’s
announcement of the start of the clinic, that Gordon realized that Ken meant “now”. When Ken decided that the
only way to facilitate hemophilia research in Canada was to provide funding, he established the Million Dollar
fund with his own money as the first contribution. Ken didn’t much like the word no.
Kens’ local, national and international work was recognized when he was made a member of the Order of

Canada by Governor General, Michaëlle Jean, in December 2008.
Ken would have been the first to say that it was the support and love of his wife and family that allowed him

to accomplish as much as he did. He referred to Darlene as his “angel”, and meant it.
Ken was one of my heroes. I will miss him deeply.

Bruce

In Memoriam Ken Poyser
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Congratulations to

Nichan Zourikian
on a well-deserved honour

On July 14, 2010 in Buenos Aires,
Nichan Zourikian,

physiotherapist at the Sainte-
Justine Hospital Hemostasis Centre
in Montreal was awarded the World
Federation of Hemophilia (WFH)
Inga Marie Nilsson Award. This
award was created in 2000 in
honour of distinguished physician
and clinical scientist Inga Marie
Nilsson (1923–1999) of Sweden.

Professor Nilsson was a pioneer in hemophilia research
and treatment. Her preventive approach to treatment,
hemophilia prophylaxis, has become the guiding principle
for treatment centres around the world.
The award is given to an individual or pair of WFH

volunteers who have contributed substantially with
leadership and initiative to advancing the WFH mission to
improve hemophilia care, especially in emerging countries.
It is presented every two years at the WFH World
Congress. The award includes a monetary prize funded by
Professor Nilsson’s family and Octapharma. This prize is
directed in its entirety toward the WFH project
championed by the recipient of the Inga Marie Nilsson

Award. Previous Canadian recipients of this award include
Manitoban physiotherapist Kathy Mulder (2006) and 
Drs. Poon and Luke (2004).
Nichan has been a leader in hemophilia care

provincially, nationally and internationally. At the
provincial level, he has participated in numerous
workshops such as the Quebec Chapter family weekends.
Other physiotherapists in hemophilia care within Canada
look up to Nichan for his guidance and expert opinion. He
has participated in CHS working groups for the Passport to
well-being program and the National Family Inhibitor
workshops and assisted with the development of various
CHS publications such as All About Inhibitors and All
About Hemophilia. He has been a co-author on several
group-published articles in Haemophilia, the WFH
newsmagazine.
Internationally, Nichan Zourikian has been a member of

the WFH Musculoskeletal Committee for more than ten
years. As a member of the International Prophylaxis Study
Group, he helped co-develop the Hemophilia Joint Health
Score. He has presented at many WFH World Congresses
and has volunteered for WFH twinning and education
programs. He prepared and presented physiotherapy-
hemophilia workshops in many emerging countries:
Senegal, Lebanon, Armenia, Georgia, Bosnia, Serbia,
Romania, Tunisia, Syria, Jordan, China, Moldova,
Macedonia, Albania, Belarus.
The CHS would like to congratulate Nichan on this

highly-deserved recognition. – C.R.

Canadian Hemophilia Society
▪ May 27-29, 2011 – Rendez-vous 2011. Medical and
Scientific Symposium, consumer workshops, and CHS
Annual General Meeting, in Calgary.

Alberta Chapter
▪ November 27, 2010 – Southern Alberta Family
Christmas Party and AGM at the Royal Executive Inn in
Calgary.

▪ March 4, 2011 – Volunteer Appreciation Evening at the
Art Gallery of Calgary.

▪ Ongoing – Movie nights and zoo trips for youth. These
are informal get-togethers – youths aged 14-26 are
welcome.
For more information about any of these events, please
call 1-866-425-9851 (voicemail box 3).

Upcoming
Events

Hemophilia Saskatchewan
▪ December 4 & 5, 2010 – Old Elephant’s Christmas in
Saskatoon.

▪ December 5, 2010 – Family Christmas Party at the
Radisson Hotel in Saskatoon.

▪ December 11, 2010 – Old Elephant’s Christmas in Regina.

South Western Ontario Region (SWOR)
▪ November is Bleeding Disorders Awareness Month at
SWOR. Contact the office to run a Red White and You
event and help raise awareness of what it’s like living
with an inherited bleeding disorder.

▪ November 20, 2010 – Winter Celebration at Strathroy
District Christian School in Strathroy, Ontario. Patio
pots, swags and wreaths fundraising sale.

Quebec Chapter (CHSQ)
▪ December 2010 – Launch of the New Blood fundraising
campaign.

▪ December 4, 2010 – Recognition evening for staff and
volunteers.

▪ March 25-27, 2011 – Family weekend and Annual
General Meeting.
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BLOOD SAFETY AND SUPPLY
Pharmaceutical companies and
regulatory agencies in developed
countries around the world use
what are considered state-of-the-
art screening processes to
maintain a safe blood supply.
Nevertheless, emerging pathogens
may lie undetected for a certain
period of time before symptoms
in patients lead specialists to
realize there may be an issue that
needs to be looked into. Vigilance,
by the blood agencies around the world, blood safety
committees and pharmaceutical companies, is key.

INHIBITORS
Over the past 20 years, the bleeding disorder community
has observed an increase in recombinant products usage
along with a steady consumption of plasma-derived
products. During this 20-year span, inhibitor cases
amongst patients have been on the rise. An upcoming
study called SIPPET will enrol 300 patients from different
parts of the world and will try to establish whether the
increase in inhibitor cases is due to the use of recombinant
products or caused by increased sensitivity of the inhibitor
test itself, or a combination of both.

HEPATITIS C / VIRAL INFECTIONS
New drugs coming down the pipeline look beneficial in
increasing the likelihood of eliminating hepatitis C (HCV)
in genotype 1 and 4 infected patients but have their
drawbacks. Researchers testing these new drugs indicate
the potential for different secondary symptoms from the
current Peg-Interferon treatment and in certain cases,
potentially a conflict with HIV medication in co-infected
patients.

For variant Creutzfeldt Jakob
disease (vCJD), the only company
that stated these past months that
it was close to delivering a
commercial test for detecting vCJD
will not go forward as planned due
to a few cases of a failed detection
of infected samples in laboratory.

YOUTH
Hemophilia organizations around
the world face similar challenges
in recruiting new young

volunteers. It is generally recognized that electronic media
is the way of the future for reaching out and involving
youth. Nevertheless, this is only a tool. There needs to be a
will to gather together. The unfortunate reality is that in
many cases, major tragic events are the catalysts that bring
people together (blood contamination in the 80s and more
recently the death of an individual with hemophilia in
Europe due to language barriers between the patient and
medical personnel). Let’s hope, as a global community, that
we will find more casual and positive ways to involve youth.

WOMEN AND BLEEDING DISORDERS
The WFH has made reaching out to women affected by
bleeding disorders one of its key actions. In the past,
carriers were not considered symptomatic but recently,
more emphasis has been given to the importance of proper
diagnosis and treatment especially with female milestones
such as pregnancy and childbirth. Discussions with health
professionals and being informed are important towards
ensuring the patient’s wellbeing and quality of life.

The delegates from the CHSQ are producing a package (Editor’s note:
an informative slide show) which will be available on CHS Web site.
The CHSQ will notify its members once the package is online.

This year, South America was the host of the Hemophilia World Congress. It took place in the city of 
Buenos Aires, Argentina. Delegated by the CHSQ, I had the opportunity to interact with participants from the
international community on the topic of bleeding disorders. A wealth of information was available during this

five-day event. The following is an overview of key topics presented at the congress sessions.

World Congress 2010 – Overview

From left to right : Diane Cunning, Nova Scotia Chapter, Martin
Kulczyk and Anna Bizunowicz, Quebec Chapter.

Martin Kulczyk, Montreal, Quebec
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Anna Bizunowicz, Montreal, Quebec

Congress 2010 is an international event in the
hemophilia world which took place in Buenos Aires,
Argentina from July 10 to July 14, 2010. Buenos

Aires is not only the capital of Argentina, it is the city of
tango and many cultural events. Many topics were
touched upon and discussed in comprehensive manners.
For the opening ceremony, the welcome message came
from the WFH President Mark Skinner and Congress
President Dr. Raul Pérez Bianco.
A very interesting research on Gene Therapy for

Immune Tolerance Induction brings hope for hemophilia
patients even in the presence of inhibitors. Although gene
therapy is not yet sufficiently developed for clinical use, it
may offer future hope for success. Strategies being
explored include alternative routes for delivering factor
such as the liver, skeletal muscles, skin fibroblast,
hematopoietic stem cell, endothelial cells and others.
More studies need to be done in laboratories on animal
models before advancing.
Various aspects of coagulation factors and prophylaxis

were discussed in relation to the economic recession, the
risk of increasing bleeds, the fact that coagulation factor
is not available to all patients with hemophilia and, when
availability is limited, should sports be considered a
“luxury” activity? 
The benefits of an aquatic training protocol for people

with hemophilia were discussed, particularly the reduced
risk of cardiovascular morbidity and mortality (CVMM).
Aquatic training positively influences cardiovascular and

physical condition, improves aerobic capacity and reduces
the CVMM risk. 
Exercises have therapeutic and in all manners great

impacts for people with hemophilia. They strengthen
muscles and joints, improve flexibility, balance the body,
and clear the mind. We have so many different types of
exercises – aerobics, muscle development exercises,
swimming, etc. The key is to choose one that suits you
best. In my case, during my great time at the Congress, I
was introduced for the first time in my life to Tai Chi. I
tried some exercises which were led by Masajes Fernando
Castineria. I also received the book Teach Yourself Tai Chi
by Robert Parry with information about the nature and
benefits of Tai Chi, with exercises and all movements
shown and described in an understandable way.
There was also a great deal of time dedicated to the

subject of Women and Bleeding Disorders. Although
women are rarely affected by hemophilia, they are still as
likely as men to be affected by a bleeding disorder. Heavy
menstrual bleeding is the most common symptom that
they experience. Women with bleeding disorders are at an
increased risk of developing ovarian cysts and possibly
endometriosis.
There were many other topics discussed during Congress

such as vCJD, hepatitis C, pharmacovigilance/surveillance
and why we need it, and viral pathogens, to name just a few.
Participating at the Congress was a great experience for

me. I want to thank my son Martin Kulczyk for inviting me
to participate in the Congress and all participants for
being great. I was able to share feelings and emotions with
others as one community.
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overwhelming. We split our efforts so
that between the three of us we could
have the most coverage possible. We
networked with people across the
world and learned of their efforts. The
experience made me realize once
again how lucky we are to be
Canadians, to have a formidable
hemophilia society, to have access to
the highest quality of care and
treatment, and to receive such strong

support from our pharmaceutical partners.
One project that I have been assigned by the Nova Scotia

Chapter is the creation of a solid set of by-laws and other
instruments to operate on a more formal basis. I met
participants from the United Kingdom, New Zealand, the
CHS Manitoba Chapter, and two associations in the United
States, obtained their perspectives, ideas and new
information about many issues. I learned how to be humble
and to better understand the challenges and pain
experienced in less developed countries and how they could
use our help. Yet, conversely, I also learned to appreciate
that I could learn as much from them considering some of
the techniques that they employ to care for someone with a
bleed with little or no access to medication.
The Congress allowed me the opportunity to learn and

share ideas on issues at a global level. It made me realize
that global issues are shared collectively and that we must
make efforts individually across the world, stay in touch
with one another, and support each other knowing that
hemophilia affects more people than simply my province
or country. It let me also understand the CHS’ connection
to the WFH and the importance of participation at the
local, national and international levels.
Since our return we have distributed material collected

at Congress at our AGM; our president has been busy
contacting people we met there to share information and
helping to strengthen our provincial chapter. I believe that
the WFH Congress is an exceptionally worthwhile venue
for meeting people from across Canada and around the
world to discuss the challenges faced by those with
inherited bleeding disorders. As a father of a son with
hemophilia, I am thankful for what I have and what I have
learned. A World Congress such as the one in Buenos Aires
is a rare opportunity, one that I hope in the years to come,
will be accessed by more.

Several years ago our provincial
chapter looked at ways that they
could improve the knowledge of

members and be more conversant in
hemophilia and bleeding disorder issues.
It started by more actively spreading its
wings into both the CHS and the WFH.
Our membership wanted information
on the latest trends in terms of
standards of care, procedures, products
and other topics relevant to their needs.
Many of us were adept in our knowledge of our own
situations. However, we were aware that our knowledge was,
at times, limited to regional issues and solutions, with very
little knowledge of hemophilia on a world level. Thus in 2006
the Nova Scotia Chapter decided to start sending delegates
to the Hemophilia World Congress, who would bring back
information to the chapter so that all would have the
opportunity to learn. Since then, there have been over a
dozen members who have attended a World Congress. Ten in
Vancouver in 2006, one in Istanbul in 2008 and three in
Buenos Aires in 2010. Each and every year resources are set
aside to send an active/contributing member to the World
Congress and, given that it is held every two years, at least
two members from the Nova Scotia Chapter can attend.
Planning for the 2010 congress began in 2009 and as

delegates we focused on what ‘sorts’ of issues were
important. We knew that while we were in Buenos Aires we
would have a lot of support as the contingent from the CHS
and other chapters was, relatively speaking, sizeable. (We
were delighted to have so many other happy Canadians
smiling back.)
As the days drew near to the congress and Diane, Sonia

and I made more detailed plans, a sense of anxiety grew. At
first I thought it was the lingering thought that I really
didn’t want to be in Buenos Aires on July 12, mid-
conference, if Argentina won the World Cup (knowing that
I’d be attracted like a moth to the ‘party’ flame). Then I
realized that the pressure was more to ensure that we did
what we told the membership we would do, and, clearly
demonstrate that being part of the global efforts is
important. After all, there were others who wanted to go.
Notepad packed in our carry-on luggage, agenda in hand,
mind and eyes open, and ears perked, all three of us were
ready to learn and return.
With over 4,300 attendees the event was a bit

G.A. (Sandy) Watson
Nova Scotia Chapter past-president, Dutch Settlement, Nova Scotia
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Sonia and Sandy Watson.

The importance of being 
globally aware about hemophilia



the Hemophilia Ontario Chapter of the CHS was twinned
with the Jordanian Hemophilia Society in the Kingdom of
Jordan for approximately five years. A medical centre
twinning under the leadership of Dr. Bernadette Garvey of
St. Michael’s Hospital, Toronto, also formed part of this
double twinning. As a result of our combined efforts, there
have been huge improvements in hemophilia care in Jordan
including: increased availability of factor, the development
of two hemophilia treatment centres in north and central
Jordan, training of many health care professionals as well 
as patients and their families, and the building of a strong

hemophilia patient organization with
programs for mothers and youth. In the
coming years, the Jordanian Hemophilia
Society will be working to make factor
available for home treatment. This
constitutes a massive change from pre-
twinning days when cryoprecipitate or
plasma, if available, were used in a hospital
setting to treat bleeding episodes.
While at the Congress, I met a number

of people from African countries seeking
twinning partners in established
countries. As an established twinning
partner, your support in the form of
information, training and education will
bring hope and build the enthusiasm
needed to grow a strong hemophilia

organization. When twinning is combined with the tools of
the WFH such as humanitarian aid, data collection, public
affairs and fellowship training, educational materials and
workshops in combination with the Global Alliance for
Progress (GAP) project, there is much that can be
accomplished with this type of real support. Some 60 years
ago, the Society started this way in Canada – patients and
families coming together to support each other in a
concrete way. Hemophilia organizations around the world
come out of this same history.
Twinning can accomplish great things. At first glance, the

initial goals of a twinning partnership may appear small and
insignificant but they are great in the minds and hearts of
the recipients of your support. Countries in Africa waiting
for your participation include Nigeria, Tanzania, Botswana,
Ivory Coast, Cameroon, Ghana, Sudan and Lesotho. If your
hemophilia organization is interested in participating in
shining the spotlight on Africa and you would like to explore
the possibility of twinning with an emerging country, please
contact the World Federation of Hemophilia.
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T reatment for All is the vision for all who are part of
the global network of hemophilia organizations in
the World Federation of Hemophilia (WFH). Many of

us as volunteers in the Canadian Hemophilia Society have
worked very hard over the past few decades to achieve, in
collaboration with our medical partners, the high standard
of care that people with bleeding disorders experience in
this country. In many parts of the world, our brothers and
sisters experience far less in the way of hemophilia care. 
I came away from the 2010 Congress feeling inspired and
ready for action. We as Canadians are privileged members
of a larger family – a worldwide family.
With that privilege comes responsibility.
In his opening address at the Congress,

Mark Skinner, president of the WFH,
spoke of four specific strategies for
advancing the goal of Treatment for All.
One strategy is the need to expand the
number of national member
organizations in Africa where only 15 of
53 countries are represented in the
Federation. Ethiopia, Ghana and Tanzania
are the most recently accredited members
to become NMO’s at this year’s Congress.
The strategy is to build a core centre of
expertise within each of three regional
centres in sub-Saharan Africa – Kenya in
the east, Senegal in the west and South
Africa in the south – to deliver improved diagnosis and
care, effective training and capacity building for both
hemophilia centres and hemophilia organizations. From an
economic standpoint, as reported in The Economist (June 9,
2010), Africa was once dubbed the hopeless continent. 
But this seems to have turned around with inflation falling
from 22% to 8% and business opportunities improving not
only in the resource sector, but also in the production of
innovative new products, products such as the Q-drum,
which allows for the transport of water by rolling this
product along the ground. McKinsey reports that living
standards are on the rise, which can mean only good
things for the people in these countries, including our
brothers and sisters with bleeding disorders.
Foundational programs like twinning are effective tools

for building capacity and expertise in medical diagnosis
and care, and for building the advocacy skills and abilities
of hemophilia organizations to promote improved care and
treatment for patients with bleeding disorders. As you may
know, the Toronto and Central Ontario Region (TCOR) in

Shining the spotlight on Africa
Candace Terpstra, TCOR twinning volunteer, Stratford, Ontario
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From the July 10 pre-congress session on VWD and
Rare Bleeding Disorders, to the July 14 final plenary
session on Women and Bleeding Disorders, it was

obvious that women’s issues have become an important
theme at the WFH World Congress. In his opening address
WFH President Mark Skinner identified women with
bleeding disorders, including those affected by von
Willebrand disease or a rare bleeding disorder as well as
carriers of hemophilia A or B, as one of the three specific
segments of the WFH global family that deserve an
expanded recognition. Mr. Skinner stated, “Having
recognized the critical importance and challenges of fully
incorporating women with bleeding disorders within the
WFH global family, the next crucial steps include the
development of outreach and registry programs which can
be adapted globally to accelerate the identification of
women to educate and guide them to appropriate clinical
care settings.” It was an honour for the CHS to be one of
the three NMOs that Mr. Skinner acknowledged for their
work on outreach to women with bleeding disorders.
I had the opportunity to share the CHS outreach

efforts during the multidisciplinary session that I chaired
entitled: Integrating Outreach to Women with VWD &
Rare Bleeding Disorders into NMO Strategies. It was
interesting to hear about the Lebanese, Georgian and

Women with bleeding disorders featured in Buenos Aires
Clare Cecchini, CHS national program coordinator

Venezuelan experiences. During the multidisciplinary
session chaired by Dr. Paula Bolton-Maggs on Living with
a Rare Bleeding Disorder, we heard several compelling
stories from patients including a woman affected by
Glanzmann Thrombasthenia. And, during the session
chaired by David Page, Patient Outreach: Catch Them
Early, the Canadian, Russian, Mexican and Tunisian
experiences were presented.
It was also interesting to see the number of posters that

were presented highlighting projects and research relating
to women with bleeding disorders. The CHS was proud to
have been asked to present a poster on Me and My Genes,
the new CHS online interactive video targeted at young
girls who may be carriers of hemophilia A and B.
The closing plenary session, Women and Bleeding

Disorders, presented by Dr. Andra James was a
comprehensive presentation that addressed menorrhagia
and other gynecological bleeding, pregnancy and
childbirth. Dr. James stated that, “While women are rarely
affected by hemophilia, they are equally likely to have
other bleeding disorders and, when they do, are
disproportionately affected as a result of the bleeding
challenges of menstruation and childbirth.” It was
encouraging to conclude this year’s WFH Congress by
highlighting the issue of women with bleeding disorders.

Volunteers at World Congress
While at the World Federation of Hemophilia’s World

Congress in Buenos Aires, Argentina, I had the privilege (along
with other CHS volunteers) of staffing our CHS booth and
meeting many wonderful volunteers from around the world!
Volunteers were giving workshops (Christine Keilback, from
Manitoba, and Paul Wilton, from Ontario, are two amongst
others who represented Canada). Others such as Rob and 
Maia Meier (Saskatchewan) staffed our booth and came away
with new ideas and possibilities for ways of telling the bleeding
disorders stories. 
Having the opportunity to mingle shoulder to shoulder with

others who care deeply about the mission and vision – “of a world free from the pain and suffering of bleeding
disorders” – is a tremendous privilege. It is in hearing many of the stories and examples of courage, in seeking
better care, in advocating for families to have the support services they need that one realizes how much can be
and is done by committed volunteers.

Thank you, to each of you in our Canadian Hemophilia Society (wherever you volunteer) who work so diligently to
help improve the quality of life for all people with inherited bleeding disorders and to find a cure!

Volunteering together with you, Marion A. Stolte
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Volunteering at the CHS booth, Rob and Maia Meier, Hemophilia
Saskatchewan and Marion A. Stolte, Hemophilia Ontario.



Iattended the 2010 HemophiliaWorld Congress in Buenos Aires
in July 2010 as a youth recipient

of the Karttik Shah Fellowship.
Through my experiences at
Congress, I learned a number of
things that I will be able to use in
my work with Hemophilia Ontario.
First, I engaged with the broader
hemophilia community in Canada.
Having not attended a national or
international event before, the congress allowed me to
meet with leaders in our community from across the
country and to share experiences and ideas on how to
meet the needs of our membership. Sharing ideas and
experiences with others from across Canada has led me to
new ways of viewing issues in my work in Ontario. I better
understand how research is done in Canada and how the
Canadian Hemophilia Society and its provincial chapters
interact with health professionals across the country.
These important aspects of our organization could only
have been learned through attending Congress.
Second, the Congress was an excellent opportunity to

learn about the latest
advancements in areas that
relate to my particular health
challenges. Experts on
hepatitis C provided an update
on the future of treatments. In
particular, protease inhibitors,
likely to be available in the
next few years, are expected
to significantly improve
treatment outcomes,
particularly for those affected
by genotype 1 hepatitis C.
Physiotherapists and

orthopedic surgeons presented studies on total joint
replacement of ankles, which is still considered to a rather
novel therapy, as ankle fusion remains the preference for
many treatment centres in the developed world.
Third, I was able to meet other youth delegates and

share experiences with them about our health difficulties.
There were dozens of youth delegates from all over the
world at the conference, and meeting them provided a
different perspective on how their NMOs work to help
individuals affected by bleeding disorders. For example, 

I spoke with a youth delegate from Latvia, who is currently
involved with her NMO in helping people with hemophilia
with court cases contesting the government’s decision to
restrict funding for treatment. Also, I spoke with many
youth from North Africa, where they battle chronic
shortfalls in factor products and thus are involved in
rationing factor among themselves to ensure that at least
those who are in a crisis situation receive factor. 
Finally, being exposed to people and medical

professionals from around the world presented me with a
new way to understand the issues that individuals with
bleeding disorders experience. The level of care that we
have attained in Canada, that most of us take for granted,
is clearly not the standard that the majority of people with
bleeding disorders worldwide receive. Learning about
different experiences, particular from developing
countries, has enriched my life as a person living with a
bleeding disorder. These different perspectives show us
that we are fortunate, but they also show us that there is
much work to be done at the national and international
level to support improved treatment and care for people
with bleeding disorders, particularly in developing
countries. In sum, by being able to attend conferences like
Congress, I have learned to bridge the gaps by raising
awareness and developing links between people, programs
and resources around the world.

Maxime Lacasse Germain, Montreal, Quebec

First of all, I met with youth
groups from all over the
globe. It allowed me to discuss

activities that we were doing and
issues that we were struggling with.
We were able to compare our
practices to better improve it.
Meeting all those youths created an
all-new network that will probably
encourage partnerships between
countries. Between Norway, Austria,
Australia, Iran, Netherlands, Latvia, Spain, U.S. and New
Zealand, we shared wonderful experiences. It was for me
one of the major highlight of congress.
From the perspective of a Youth Committee member, I

also attended the “Young Voices” conference, which
presented the importance of training the next generation
of leaders. It was very informative. How do we get youths

Karttik Shah Youth Fellowship recipients

Cameron Peters, Hamilton, Ontario

(continued on page 22)
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I better understand
how research is
done in Canada and
how the Canadian
Hemophilia Society
and its provincial
chapters interact
with health
professionals across
the country. 



In July, I took part in theHemophilia 2010 World
Congress. The last time

a similar congress was held
in Argentina, I was a year
old; that was 25 years ago.
While it was a return visit
to Argentina for the World
Federation of Hemophilia
(WFH), it was my first time
in the country.
On the opening day of

the congress, I was thrilled
to learn that youth—or
the next generation as
some call us—would be
one of the three topics that WFH President Mark Skinner
would address in his plenary speech. The two other equally
important issues were women with bleeding disorders and
the countries of sub-Saharan Africa. Now that I’ve
revealed my age, I’m sure you won’t be surprised to learn
how pleased I was with this news. The important place
given to the “next generation” is now being recognized at
all levels: in Quebec, in Canada, and around the world!
How does the WFH hope to convince the next

generation of the importance of volunteering in their
community? While the answer is far from clear, initiatives
are beginning to appear. The use of new technologies1 and
communication tools, leadership development programs,
grants to attend congresses (such as this one), and games
and publications aimed at youth are the broad strokes of
the current strategy.

As for the congress as
a whole: over the five
days, I attended excellent
presentations on medical
imaging, rare bleeding
disorders, cost-efficiency
ratio studies related to
the treatment of
hemophilia, aging with
hemophilia, moderate
hemophilia, hepatitis C,
youth groups worldwide,
prophylaxis, and even
sexual health! 
The congress is not

only a good source of
information but also an opportunity to share experiences
and knowledge, to learn from others and to meet up with
old friends again, like the people from the Tunisian
Hemophilia Association. We even made a satisfactory
initial contact with the president of the Syrian Hemophilia
Society in anticipation of our next twinning opportunity.
These meetings are the source of lasting friendships.
I should end by saying that Buenos Aires is a beautiful

and artistic city with wonderful places to dine. Thank you
so much to the CHSQ for allowing me to have such a
wonderful experience.

1During the congress, the WFH launched a Netcast video
(www.wfh.org/TFAseries) that recounts the life of two
hemophiliacs living in very different parts of the world:
Vaibhav Nehra from India and Paul Wilton from Canada.  

Maxime Lacasse Germain (continued from page 21)

My impressions of the Congress in Buenos Aires
David Pouliot, Montreal, Quebec
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to be involved in activities – and also in the planning and
organizing of events? How do we approach today’s
youths? What are the pitfalls when organizing a youth
group? How can we use effectively the social media to
promote our activities? All of these questions were
addressed at the conference. This will be useful for the
future of our committee.
The content of the sessions of the world congress was

very diverse; from tai chi applied in physiotherapy
rehabilitation to new procedures in dental extractions and

new research in genetics, my personal knowledge improved
a lot. It was also an eye-opener about the situation of
hemophilia around the world. I think we are extremely
lucky to have these current standards of care in Canada.
This congress showed that we can make changes, small and
big, in term of treatment and quality of life.
I want to thank the CHS for allowing me to be part of

this event through the Karttik Shah Youth Fellowship. I
encourage each one of you to apply for the next congress
which will take place in Paris in 2012. Isn’t it exciting?



Ihad never been to a WFH World Congress nor had Iplanned to attend the one in Buenos Aires: the decision
came as a surprise and quite late. You can imagine my

excitement as I was packing my bags thinking about all the
sessions I wanted to attend and people I wanted to meet. I
had always heard such rave reviews about this gathering and
I wanted to make the most of it.
As the CHS national program coordinator responsible for

developing, implementing and evaluating CHS program
activities related to research, hepatitis C and HIV and
international projects in collaboration with the WFH, I knew
this would be a stimulating and an enriching experience. In
fact, it was truly exhilarating and to some extent
overwhelming, as I ran from one session to the next, like an
expanding sponge, trying to absorb as much new knowledge
as I could from a truly rich and diverse program. I had the
chance to meet fascinating and inspiring individuals and to
finally put a face on people I had been working with via 
e-mail or teleconferences, making my work much more real
and less abstract. It is true that the Congress allows us to
learn about the latest developments in hemophilia
treatment, discuss, debate and contribute to a strong global
community – but more importantly, I discovered that the
Congress is first and foremost a place where people connect
and team up for the better good of all. 
This served me well given my role in our international

twinning programs. I had the chance to meet people of our
past, present and potentially future partnerships. Among
others, it was a real pleasure to meet our South African
colleagues as we are in the process of wrapping up our
partnership which officially ended in December 2009.
During the multidisciplinary session “Twinning: Overcoming
the Barriers” it gave me great satisfaction to listen to them
recount their twinning experience and realize how much we
actually accomplished. It gave greater meaning to our 2008
Twins of the Year Award, officially presented to us at this
Congress. We were also able to discuss the post-twinning era
and the pros and cons for South Africa to possibly join the
WFH Global Alliance for Progress (GAP) program before it
comes to an end.
The Congress also gave me the opportunity to join our

Quebec Chapter team in meeting with our Tunisian
twinning allies to discuss their 2010 work plan (the last
year of this partnership). As part of the GAP program,
Tunisia will continue to build on their impressive
accomplishments to date in such areas as psychosocial
training, lab diagnosis, continuing education for health
professionals, outreach programs, and collaboration with

the Ministry of Health. Improved organizational
governance, programs and services are also important
objectives as they embark on a strategic planning process.
While at Congress, the Quebec Chapter team took the

opportunity to explore a future twinning relationship with
Syria.
I was also pleased to meet some of the delegates from

India given our new treatment centre twinning between Delhi
and Winnipeg. In particular, I was
impressed to hear Dr. Alok Srivastava’s
discussion about prophylaxis
regimens. While current models
suggest that only countries with
factor availability of >3 IU per capita
can initiate prophylaxis, Dr. Srivastava
proposed that it is possible to initiate
low-dose prophylaxis in many
developing countries that have 1 to 
2 IU per capita available, using the
lower doses that were standard treatment in some developed
countries when prophylaxis programs were initiated years ago.
It was also wonderful to meet our Jordanian partners again

and to hear Dr. Arafat Awajan explain how implementing an
effective national program had a big
impact on the quality of treatment for
patients, with factor VIII concentrate
usage increasing from 0.12 IU per
capita in 2003 to almost 1.1 IU per
capita projected in 2010.
The Congress also gave us the

opportunity to meet representatives
from the Egyptian Society of
Hemophilia to discuss the possibility
of establishing a twinning
partnership; an assessment visit is planned for the end of
2010. While Egypt has relatively good hemophilia care
delivery, we will discuss how CHS can contribute to better
structure and help strengthen their patient organization.
Seeing how many Canadian bleeding disorder researchers

are at the forefront and among the very best in their field
reinforced my belief in the importance of our CHS research
programs and in our efforts to continue to increase our
funding in this area. Among others, I was happy to hear 
Dr. David Lillicrap speak about the progress made in gene
therapy, Dr. Victor Blanchette about current trial updates, and
Dr. Paula James about the applications of genetics.
We must now continue to work as a strong team here in

Canada as we do with the rest of the world.

World Congress: A place where the world teams up
Michel Long, CHS national program coordinator

Dr. Alok Srivastava

Dr. Arafat Awajan
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Fundraising
Pauline Major, CHS national corporate
philanthropy manager

Again this year, the CHS partnered with its chapters and regions on Dare to Dream for a Cure,
our national fundraiser supporting research. On September 17 at the Bridgestone Racing
Academy, speed, acceleration and exhilaration were all part of the day. Participants from

Pfizer and CHS chapters of Alberta, New Brunswick, Ontario and Quebec had the rare opportunity 
to enjoy driving a Van Diemen race car and experience the Thrill of a Lifetime!
Heartfelt thanks to the following for going the extra mile in support of the CHS and its research program:

Pfizer – for your tremendous commitment of our program Dare to Dream for a Cure.
Participants – for your generous support of our organization.
CHS chapters and regions – Alberta, New Brunswick, Ontario and Quebec… for your hard work in fundraising and raising
awareness of the CHS research program.

Heard around the track…
The cars are awesome… Having a good time. Dare to Dream for a Cure is a good cause – keep up the good work. - Russell Palmer
What a fantastic experience! Thanks for the ride and hope for a cure. - Livian McLaughlin
Remarkable! More adrenalin than skydiving! Bravo! Unforgettable memories! Thank you! - Michel Gagné

Thrill 
of a 
Lifetime!

George Harrison, Pfizer

Fred Schumann, Ontario Troy Sedwick and Grant Jollimore,
Alberta

Russell Palmer and Livian McLaughlin,
New Brunswick

Michel Gagné and Dany Blanchette,
Quebec
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Choose Health

The Canadian Hemophilia Society 
proud member of Healthpartners

Pauline Major, CHS national corporate philanthropy manager

Health is one of our greatest assets. As a proud member of
Healthpartners, an affiliation of 16 national health charities that
mobilizes workplace giving directed towards improving the health of

Canadians, the CHS is actively working towards raising awareness and
funds not only for our organization but 15 others as well – a true win-win!
The creation of Healthpartners in 1988 has allowed collective access to

fundraising opportunities in Canadian workplaces. And since 1998, the
Government of Canada Workplace Charitable Campaign has encouraged
its employees to support a national health charity through a donation to
Healthpartners. Funds raised through this campaign are shared among
the sixteen charities and, in our case, they are included in our unrestricted
funds. Of these funds we take a percentage for revenue sharing, so the
more money in this pot the better for all of us! In addition to the federal
campaign, many provinces have or are developing a provincial
Healthpartners campaign among provincial public employees, with
proceeds staying within the province and directed at the provincial level. 
By partnering with 15 other health charities, of different sizes and

focus but who all share and build the Healthpartners brand, we are able
to increase the scope of our outreach and awareness efforts in our local
communities – for example, by participating in the Healthpartners Health
Checks or joining the Healthpartners Speaker’s Bureau.

How can I get involved?
For more information on how your chapter can get involved in
Healthpartners, please contact your chapter president or the CHS
National Resource Development office at 1-800-668-2686. We will
happily put you in touch with your local Healthpartners Council, and
from there you can:
– volunteer to run a Health Check – An interactive display that provides
information about physical activity, managing stress and healthy eating
choices designed to make people more aware of their health and to
show how simple lifestyle changes can make a real difference. Health
Check is an opportunity for the CHS and other Healthpartners charities
to increase awareness and understanding of health needs across
Canada.

– volunteer for the Healthpartners Speaker’s Bureau to share your story
and testimonial at a workplace as part of an employee giving campaign.

– join your local Healthpartners Council and become more involved in
supporting the CHS and health charities across Canada.

By working together we can help all Canadians “Choose Health!”

www.healthpartners.ca

CORPORATE PHILANTHROPY PROGRAM

We would like to thank the following
companies, corporate foundations and

employee fund programs for their generous
support. Our way of recognizing them for
their generosity is through our Corporate
Philanthropy Program, which acknowledges
the cumulative support given to the CHS for
core programming needs and program
sponsorship.

SAPPHIRE
Bayer / Pfizer

PLATINUM
Baxter / CSL Behring

GOLD
Novo Nordisk

BRONZE
Alexion
Canadian Blood Services
Celgene
Ferring Pharmaceuticals
F.K. Morrow Foundation
Fondation de Bienfaisance T.A. Germain (La)
Gilead Sciences Canada, Inc.
Héma-Québec
Hope Air
John Brouwer Foundation (The)
J.P. Bickell Foundation
Leon’s
Novartis
Octapharma
Power Corporation of Canada
Rexall Foundation
Shire (Human Genetics Therapies)

We would also like to thank our numerous
additional donors – individuals, corporations 
and foundations – who each year express
their confidence in us by making substantial
supporting donations.

Working together with individuals and the
corporate sector in Canada helps the CHS
accomplish its mission and vision by
extending our reach and reinforcing our
messages.
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Q: How is Baxter a “Visionary” within the bleeding
disorder community? What does it mean to you to be a
Visionary Sponsor of the CHS?
Baxter was the first healthcare company to specialize in
the treatment of hemophilia and has been doing so for
over half a century. As a leader in hemophilia A, Baxter
focuses on ground-breaking research with the goal of
continuously improving patient care and outcomes. In the
1970’s Baxter was the first company to develop clotting
factor treatment for hemophilia and a treatment for
patients with inhibitors. Baxter Canada also introduced
the first recombinant factor VIII therapy that was free of
any blood-based products. We are dedicated to using a
holistic approach to the management of hemophilia by
working with Canadian physicians, nurses, social workers,
physiotherapists and the Canadian Hemophilia Society.

Q: Looking ahead at bleeding disorder care, what are
Baxter’s plans? What are the most pressing needs
facing the inherited bleeding disorder community and
what is Baxter trying to address?
Baxter is researching ways to make treatment easier for
patients by decreasing the number of infusions patients
require per week and finding non-intravenous routes of
delivery.

Living day to day with a chronic disease can be a huge
challenge and for patients with hemophilia this is no
different. Baxter is embarking on a new initiative in
partnership with hemophilia treatment centres to help
empower patients to be more involved in their care so
that they may lead the best lives possible.

Q: What do you think makes your company so great?
Baxter Canada is a significant contributor to the Canadian
Hemophilia Society through the BeneFACTORs Club and
sponsored projects such as Passport to well-being. In
addition, Baxter Canada provides support for individual
Canadian Hemophilia Society Chapter programs, local
summer camp programs, support of the Canadian
Association of Nurses in Hemophilia Care, the Canadian
Physiotherapists in Hemophilia Care and the Hemophilia
Heroes Program.

Spotlight on our Visionaries

Baxter Canada is committed to improving hemophilia
patient care by sponsoring continuing education programs
that are specifically for Canadian physicians and nurses:
Baxter Fellowship Program: A partnership between Baxter

and Toronto’s Hospital for Sick Children.
Canadian Hemophilia Physician Update: An annual

conference for Canadian hematologists and fellows
with presentations from national and international
experts in hematology.

Baxter Global Nurse Symposium: An international
conference where Canadian nurses can learn more
about current and future treatment practices from
hemophilia nurses from all over the world.

The Baxter Canadian Hemophilia Epidemiology Research
Program (BCHERP): Provides Canadian researchers with
resources to conduct quality research in hereditary
bleeding disorders in Canada.

This article is dedicated to our BeneFACTORs Club Visionaries – Baxter and Bayer – 
our industry partners and true champions of the inherited bleeding disorder community.
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Q: As a BeneFACTORs Club member, how
important is it for Bayer to be seen as
giving back to the community? 
Bayer believes in forging community
partnerships with charitable organizations
whose needs are among the greatest, and
serve the community in areas such as
health, wellness, science, innovation and
education. Bayer’s support includes
financial contributions and people power.
We’re in the top 10 per cent of companies
who have helped their community through
the United Way.

Bayer has a long history of advocating for
and supporting the hemophilia community in particular.
We understand how people’s lives are affected by bleeding
disorders. Whether it’s support for patients and families or
scientific research into the next medical breakthrough,
Bayer has been part of the bleeding disorders community
since 1989. We are especially proud to partner with the
Canadian Hemophilia Society to help improve the health
and quality of life for all people with inherited bleeding
disorders, and to find a cure.

Q: What are Bayer’s priorities with respect to inherited
bleeding disorders?
Bayer remains focused on bringing life-saving therapies to
patients with bleeding disorders and leading the way
towards making the dream of improved hemophilia
treatment, and a cure, a reality.

An important part of dealing with hemophilia is having a
healthy support system. We continue to assist, encourage
and support the hemophilia community through:

▪ the CHS BeneFACTORs Club;
▪ Step Up Reach Out Program for youth leaders;
▪ Kid K Self Infusion Kits to teach young patients to
self infuse; and 

▪ EZ-log, an electronic diary that facilitates and
improves communication between hemophilia
patients and their clinic. 

Q: Of all the things Bayer is doing, what would you say
you are most proud of?
Bayer Canada has so many successes to be proud of. In
fact, Bayer has been recognized as one of Canada’s Top 100
Employers for three consecutive years (2008-2010), one of
Greater Toronto’s Top 75 Employers in 2010 and one of
Canada’s Top 30 Greenest Employers in 2009 and 2010!

We are very proud of Bayer’s unwavering support of the
Canadian Hemophilia Prophylaxis Study (CHPS), which
began in 1997 and is continuing to 2012. At that time, the
concept of escalating dose prophylaxis was pure
innovation because it departed from the established
practice in some European countries of infusion in very
young children with factor concentrate. After a 12-year
follow-up, we have learned that tailored prophylaxis is
probably the most appropriate regime to prevent bleeds in
young children.

Continuing this study will provide a better understanding
of factors that determine bleeding propensity in children
with severe hemophilia – so that a more effective,
“tailored” approach can be developed. This study is a
tribute to the truly pioneering work of the pediatric
hemophilia clinical directors and families who have
maintained unwavering support and dedication to the
study.

As we assembled these articles, we realized how fortunate the CHS and its community is to have the support of such
great industry partners. Until a cure is found, we are grateful for your commitment and dedication to our organization.
Thank you. – D.F.C.



Canadian Administrators of Volunteer Resources (CAVR) Conference

Two volunteers from Newfoundland and Labrador took time in June to attend the Canadian Administrators of Volunteer
Resources (CAVR) Conference to learn more about this area:

We would like to thank the CHS for sponsoring us to attend the CAVR Conference. We were amazed at the large
number of volunteers that we have here in Canada. We really enjoyed the workshops; they were all amazing and
educational. We had the opportunity to network with a lot of interesting people from all over Canada. We also received
information to help us gain volunteers within our chapter.
Volunteering with the CHS has been very rewarding, we love helping others, learning new information, meeting new

people, making friends and having fun. We encourage all of you to become involved with your local chapter. We are really
glad that we did!

– Cindy Casey and Ruby Locke, Newfoundland and Labrador Chapter
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Volunteer
File
“Volunteers do not necessarily 
have the time; they just have 
the heart.”

–Elizabeth Andrew

Marion Stolte
Chair, National 
Volunteer 
Development 
Committee

V olunteers have the heart and care
about increasing their ability to do

their volunteer work well. In fact, they take
time to attend conferences or workshops
that will improve their abilities and come
back to their chapters excited and
empowered to work even harder for the
changes that are necessary.

Canadian Administrators
of Volunteer Resources

Geneviève Beauregard, program coordinator for the
Quebec Chapter (CHSQ), also had the chance of attending
the CAVR conference; you can read her thoughts about it. 

Report from Geneviève Beauregard 

L ast May, I had the great pleasure of participating in a
training conference offered by the Canadian

Administrators of Volunteer Resources (CAVR). Volunteers
are crucial to non-profit organizations, and this
conference offered a wealth of invaluable resources.
Believe me, I came back inspired!
On the first morning, we had the chance to listen to

various speakers. To name a few, we heard from Ruth
Mackenzie, president of Volunteer Canada and Dawn
Chafe, editor of Atlantic Business. Charlotte Courage, a
young, devoted, passionate volunteer involved in many
causes and organizations worldwide, was without a doubt
the speaker that impressed and touched me the most. In
2007, Charlotte received the Canadian Red Cross Young
Humanitarian Prize. How inspiring!
The second day was even more rewarding. It started

with a workshop on corporate engagement, where I
learned that our vision must be the primary message we
are sending out to the world and that organizations as
well as volunteers benefit from a well-developed volunteer

program with clear job
descriptions. Next,
Charlene Dishaw’s
workshop, Creating Job
Satisfaction and
Organizational
Commitment in Volunteers,
confirmed that our CHSQ
volunteer recognition
program is as strong as it can be but we need to continue
our efforts to attract new volunteers. We are not the only
ones in this situation. I found it very interesting to talk
with other participants about various tools and strategies
we have used, and exchange information on a wealth of
other topics. In the afternoon, I participated in two
workshops: Measuring the Performance of Your Volunteer
Program by Tony Goodrow and Volunteer Program
Visioning by Stephanie Smith. I returned with a lot of
great ideas and information that will be helpful to me and
to the organization.
Leadership, enthusiasm and opportunity were all values

transmitted to participants. I would like to thank the CHSQ
and the CHS for allowing me to participate in this
conference. I encourage you all to do the same if you ever
have the chance.
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David Page 
CHS National Executive Director

Factor
The

Blood

Breakthrough in factor IX products

In July at the World Federation of Hemophilia Congressin Buenos Aires, Argentina, Biogen Idec and Swedish
Orphan Biovitrum announced exciting results from a
Phase 1/2a study of the companies’ long-lasting,
recombinant factor IX concentrate to treat hemophilia B.
The technology binds the factor IX molecule to a

human immune globulin molecule, creating an Fc fusion
protein. The data showed that rFIXFc was well tolerated

and demonstrated an
almost three-fold
increase in half-life
compared to existing
therapies.
“Current

prophylactic regimens
for hemophilia B
require intravenous
injections twice per
week, so there is great
desire among
physicians and
patients for a therapy
that will provide
prolonged protection

from bleeding,” said Amy Shapiro, M.D., medical director
of the Indiana Hemophilia and Thrombosis Center.
“Results from the Phase 1/2a trial show that rFIXFc may
be able to reduce the number of injections to once weekly
or less, which would be an important advancement for
the hemophilia community.”
Pre-clinical studies in mice, rats, monkeys and dogs

showed anywhere from a three-fold to a six-fold increase
in factor IX half-life. In humans who took part in the
Phase 1/2a study, half-life was increased on average from
19 to 52 hours. In another promising finding, the recovery
appears to be higher than in other recombinant factor IX
products and more similar to plasma-derived preparations.
Recovery is measured as the amount of clotting factor
concentrate a person’s body can use compared to the
amount infused.
Based on these positive results, rFIXFc advanced in

January into a global Phase 3 trial called B-LONG. B-LONG

is designed to assess the safety, pharmacokinetics and efficacy
of rFIXFc in the prevention and treatment of bleeding in 75
previously-treated people with severe hemophilia B. Several
Canadian centres are participating in the research.
Using the same proprietary technology as rFIXFc, Biogen

Idec and Swedish Orphan Biovitrum are also developing a
recombinant, long-lasting Factor VIII Fc fusion protein
(rFVIIIFc) for the treatment of hemophilia A. The
companies recently announced their decision to advance
rFVIIIFc into a Phase 3 trial based on positive results from a
Phase 1/2a. For more information on the rFIXFc and
rFVIIIFc trials, see www.biogenidechemophilia.com or
www.clinicaltrials.gov.

Canadian study results point to importance
of early prophylaxis

In a plenary talk at the World Federation of HemophiliaWorld Congress, held in Buenos Aires, Argentina, in July, 
Dr. Victor Blanchette, chief of the Division of
Hematology/Oncology at the Hospital for Sick Children
and Professor of Pediatrics at the University of Toronto,
presented results of the Canadian Hemophilia Prophylaxis
Study (CHPS).

The CHPS study, begun in 1997 and funded by Bayer, has
two specific study objectives: 
1) to estimate the incidence of target joint bleeding in
patients with severe hemophilia A treated with
escalating dose prophylactic factor replacement;

2) to obtain accurate estimates of the direct and indirect
costs associated with this protocol for use in a cost-
effectiveness model by comparing escalating dose with
standard prophylaxis and with intermittent therapy.

The study compared three treatment regimens:
1. 50 IUs/kg/once a week
2. 30 IUs/kg/twice a week
3. 25 IUs/kg/three times a week

Outcome measures include the frequency of development
of target joint bleeding episodes and joint damage as
determined by the physiotherapy score.

Dr. Blanchette’s three main conclusions, supported by
prophylaxis studies elsewhere in the world, were:
1. Prophylaxis is the standard of care in severe hemophilia A.
2. There is a need to individualize children’s therapy.
3. It is critical to start prophylaxis early (after no more
than one or two joint bleeds).

To read the Dr. Blanchette’s state-of-the-art paper in
Haemophilia, see onlinelibrary.wiley.com/doi/
10.1111/j.1365-2516.2010.02318.x/full.

“Current prophylactic
regimens for hemophilia B
require intravenous
injections twice per week,
so there is great desire
among physicians and
patients for a therapy
that will provide
prolonged protection 
from bleeding,”
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Medical
News

Hepatitis & HIV 
Press Review

Michel Long
CHS National Program Coordinator
and Dr. Elena Vlassikhina
Volunteer collaborator

� Transplant patients could grow their own livers
Scientists have created liver cells from slivers of skin from
patients with inherited liver disease. Desperately ill
transplant patients could be able to “grow their own”
livers within just five years, the British researchers said.
Scaled up, the technique could be used to generate full-
sized livers, each a perfect match to the patient thus
reducing the risk of rejection.
www.dailymail.co.uk/health/article-1306100/Transplant-
patients-grow-livers-scientists-turn-skin-organ-cells.html

� Protease inhibitor TMC435 shows potent and
sustained efficacy for genotype 1 chronic hepatitis C

Medivir’s hepatitis C virus protease inhibitor TMC435
demonstrated potent antiviral activity at the end of
therapy in the Phase 2b PILLAR study and maintained
undetectable HCV viral load through 12 weeks post-
treatment in an interim analysis of sustained virological
response. Potent and consistent antiviral efficacy was
demonstrated at 24-week end-of-treatment and in
interim SVR4 and SVR12 results. There were no clinically
relevant differences between TMC435 treatment groups
and placebo for adverse events.
www.hivandhepatitis.com/hep_c/news/2010/0824_2010_a.html

� Portuguese scientists discover an extraordinary new
type of white blood cells

After a transplant and to assure that the new organ is not
rejected, patients are put on life-long therapy to suppress
their immune system which, nevertheless, needs to be left
intact enough to be able to defend the body against all
kinds of disease. A tricky balance as the many rejected
organs attest. But a discovery by a team of Portuguese
scientists (Monteiro et al.) could change this, at least for
the liver: they have identified a new type of white blood

cells in cervical lymph nodes, called Foxp3+ invariant NKT
cells, which once activated, migrate into the liver and
suppress immune response in its vicinity while the immune
system elsewhere is left intact. The cells show an
unexpected capacity of iNKT cells to acquire regulatory
functions that may contribute to the establishment of
immunological tolerance. 
nanopatentsandinnovations.blogspot.com/2010/08/portugues
e-scientists-discover.html

� Nevirapine improve hepatitis C treatment outcomes
in co-infected

HIV/HCV co-infected people who included nevirapine
(Viramune) in their antiretroviral therapy (ART) regimen
were more likely to achieve sustained response to
interferon-based therapy for chronic hepatitis C, according
to a Spanish study. The researchers suggested nevirapine
may lower HCV viral load and thereby improve treatment
response, but an alternative explanation is that people who
are prescribed this drug are less sick at the outset and
therefore more likely to respond to HCV treatment.
www.aidsmap.com/page/1493956/

� Patients with hemophilia co-infected with HCV/HIV
derive liver benefits from HAART

Patients with hemophilia who are co-infected with HCV
and HIV have a higher incidence of serious liver problems,
but treatment with highly active antiretroviral therapy
(HAART) can reduce the risk associated with HCV, according
to an analysis presented at the Hemophilia World Congress
2010.
www.docguide.com/news/content.nsf/news/
852576140048867C8525775F0074F9CC

� Chronic hepatitis C linked to increased risk of kidney
cancer

People with chronic HCV infection have double the risk of
developing renal cell carcinoma, or kidney cancer, according
to a study; researchers recommended that clinicians should
carefully monitor and follow up on signs of kidney
problems in hepatitis C patients, and people newly
diagnosed with kidney cancer should be tested for HCV.
www.hivandhepatitis.com/hep_c/news/2010/0706_2010_a.html

� Blood-boosting adjuvant therapies can improve
response to Interferon-based treatment for 
hepatitis C

Use of adjuvant medications such as hormones that
stimulate red and white blood cell production allowed
chronic hepatitis C patients receiving pegylated interferon
plus ribavirin to stay on treatment longer and increased
their likelihood of achieving sustained virological response.
www.hivandhepatitis.com/hep_c/news/2010/0625_2010_b.html



� Rifaximin reduces encephalopathy recurrence,
improves quality of life in people with liver cirrhosis

The broad-spectrum antibiotic rifaximin (Xifaxan)
improves quality of life for people with liver cirrhosis who
experience recurrent episodes of hepatic encephalopathy,
or brain disease. Another analysis from the same study
indicated that rifaximin works by lowering the level of
ammonia in the blood.
www.hivandhepatitis.com/2010_conference/easl/docs/0528_
2010_b.html

� Minimally invasive transplant surgery
It’s been exciting to watch the evolution of liver
transplants from live donors, but the procedure can be
especially risky for donors. A new method could change
that. Instead of a 25 cm cut from chest to belly button,
surgeons make five one-inch cuts across the donor’s
stomach and one small cut across the lower abdomen to
retrieve the organ. Where donors can spend six weeks laid
up, they can now be back on their feet in about two
weeks. It’s hoped that offering a minimally invasive
approach will lead to more living donors.
abclocal.go.com/wjrt/story?id=7450640&section=news/health

HEMOPHILIA TODAY N O V E M B E R  2 0 1 0 31m e d i c a l  n e w s

Michelle Sims, RSW
Saskatchewan Bleeding Disorders Program

On behalf of the Canadian Social Workers in
Hemophilia Care (CSWHC), we would like to thank
the CHS for enabling us to get together for a very

valuable and productive annual meeting last May. We
greatly enjoyed the opportunity to visit St. John’s, and
appreciated Clarke Dale’s and Cindy Tedstone’s generous
hospitality. We had great fish, heard wonderful music and
were thrilled to be in historic and unique St. John’s!
We were able to review and refine current projects and

to look to the future in supporting and developing social
work services for the bleeding disorders community.
We are pleased and excited about our role in

completing the first Canadian series of Parents
Empowering Parents (PEP) workshops, and are eager to
continue to work with CHS and PEP to further support

SocialWorkers
Face-to-Face

Canadian Social Workers in
Hemophilia Care

this valuable program. Six social workers from across
Canada worked with nurses, parent trainers and PEP
program staff to provide a series of four regional workshops
to about 60 parents of children with bleeding disorders.
Hulda Niv, social worker from Calgary, will be providing an
article reviewing the Canadian PEP experience for the next
edition of Hemophilia Today.
We are in the final steps of developing our social work

Web pages on the Canadian Hemophilia Society Web site,
and hope to provide relevant and useful information to the
public about psychosocial aspects of bleeding disorders. We
also reviewed our goals for the use of a Social Work Intranet
system on the CHS Web site. We
hope to use these tools to assist
us in sharing information and
providing training and guidance
for social workers new to bleeding
disorders care. 
Clarke Dale, social worker from

Newfoundland, will no longer be
working in bleeding disorders.
Clarke recently served as co-chair
of the CSWHC group, and has
provided countless contributions over the years. Thank you
Clarke for all your hard work and dedication in serving
those with a bleeding disorder. You will be missed.
Connie Shrubsole will continue in her second year as co-

chair of the CSWHC and I will be starting a two-year term.
Linda Waterhouse continues as past co-chair. Social work is
now represented on all CHS committees and planning
initiatives and members were assigned to roles based on
experience and interest. We had 10 social workers eligible
to attend the upcoming New Team Workshop in October.
Connie Shrubsole and Linda Waterhouse presented adult
and pediatric perspectives on psychosocial aspects of
bleeding disorders for the plenary sessions.
Yolaine Houle from St. Justine’s Hospital in Montreal and

I were fortunate to attend the World Federation of
Hemophilia Congress in Buenos Aires, Argentina, in July.
Together, with my Saskatchewan physiotherapist colleague
JoAnn Nilson, we presented a poster about the
Saskatchewan Bleeding Disorders Quality Improvement
project to “Improve Needle Experiences/Reduce Needle Pain
and Fear” for our pediatric patients. It was an excellent
conference, with opportunities to meet and learn about
bleeding disorders care throughout the world. It deepened
my appreciation for the services and supports within our
health care system and from the Canadian Hemophilia
Society that we are so fortunate to have as Canadians.
The CSWHC are excited to be an integral part of the

treatment team for bleeding disorders care across Canada,
and we look forward to working together to serve people
who have bleeding disorders and their families.

We are in the
final steps of
developing our
social work Web
pages on the
Canadian
Hemophilia
Society Web site

(continued from page 30)
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The 
Nurses’ Station

Canadian Association of
Nurses in Hemophilia Care

The Physio
Corner

Canadian Physiotherapists
in Hemophilia Care

WFH Congress | Buenos Aires

Elizabeth Paradis, primary care nurse
HAVEN/Hemophilia Programs
Sudbury Regional Hospital

The Pre-Congress Nurses Workshop took place on July
10, 2010. We opened the day with Fundamentals of
Hemophilia, presented by James Munn and Penny

McCarthy, two members of the WFH Nurses Committee.
The speakers were chosen from abstracts submitted by

health care professionals from different continents. We
wanted to give a global perspective of issues that occur at
different stages of life for people with bleeding disorders,
in keeping with the congress theme of building our global
family.
We started with a talk on circumcision in hemophilia,

given by a physician from Tunisia. We went on to talk
about nurse perspectives of pediatric pain, presented by a
nurse from USA. This was followed by a talk on
adolescence, given by a speaker from Argentina. A nurse
from Ireland showed a nursing care plan for patients with
bleeding disorders. The morning sessions on life stages
concluded with Aging and Hemophilia, presented by our
own Lucie Lacasse (Regional Comprehensive Care Centre
for Hemophilia and Hemostasis, The Ottawa Hospital,
General Campus).
After lunch, a nurse from Turkey spoke about Nursing

Educational Activities in Summer School of Hemophilia: 
A Turkish Experience. The nurses were actually in school at
camp, to learn about hemophilia. A nurse from China
talked about her WFH International Hemophilia Treatment
Centre (IHTC) Fellowship and experience at the IHTC in
Melbourne, Australia. The final talk of the day was on
twinning, What A Successful Twinning Is All About
between Peru and the USA.
For the Congress itself, the Canadian nurses along with

their HTC colleagues authored many abstracts that
generated a lot of interest. Claudine Amesse (Sainte-
Justine Hospital, Montreal) presented Nursing: A Visual
Tool to Help Parents of Newly Diagnosed Hemophiliacs to
Identify Bleeds that Require Treatment.
The Baxter Ambassadors were Kay Decker (Hemophilia

Program, Hamilton Health Sciences Corporation, McMaster
Division) and Catherine Sabourin (Service d’hémostase
congénitale, Montreal Children’s Hospital). They attended

Cecily Bos, PT, Hamilton Health Sciences Corporation 
McMaster Division, Hamilton, Ontario

The International Congress of the World Federation of
Hemophilia 2010 felt strangely familiar, given that it
was my first time attending. At first I thought

perhaps it was the cold weather of the Buenos Aires winter
that reminded me of home. Then it occurred to me: the
feeling of being “at home” at Congress was a result of the
familiar faces I was seeing at every turn. Indeed, it seemed
that a Canadian physiotherapist in hemophilia care was
facilitating or presenting in nearly every session I attended.
It was truly remarkable to see my colleagues doing what
they do best: teaching, equipping and learning.
As a new team member in hemophilia care, I have had

the opportunity to get to know my physiotherapy
colleagues at meetings of the Canadian Physiotherapists in
Hemophilia Care over the past year. In these forums, I
would learn about the various ways in which Canadian
physiotherapists are giving their time and expertise to their
counterparts in emerging countries. At Congress, however,
I had an opportunity to see them in action. I joined
physiotherapists from across the globe in learning from
Kathy Mulder, Greig Blamey and Nichan Zourikian as they
facilitated and presented at various sessions. I observed
many interested attendees learning from poster
presentations representing the work of Canadian
physiotherapists such as Sandra Squire and JoAnn Nilson.
I was pleased to see a wide variety of musculoskeletal

topics on the program for Congress, and was not at all
surprised at how well-attended these sessions were.
Controversies in musculoskeletal management were 
addressed with spirited debates: To ice or not to ice? To

sessions of interest and participated in two Webex
programs, presenting highlights of the congress to our
Canadian Association of Nurses in Hemophilia Care
(CANHC) members.
On July 15, 2010, the WFH Nurses Committee held an

all-day meeting, led by myself as committee chair.
Georgina Floros (Comprehensive Hemophilia Care Centre,
St. Michael’s Hospital, Toronto), the new incoming member
from Canada, was in attendance.
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aspirate or not to aspirate? Ankle arthrodesis or ankle
replacement? I was interested to see the variety of
approaches internationally. Practical sessions providing
physiotherapy management strategies covered topics such
as strength, balance, flexibility, and the use of
electrotherapeutic modalities. Physiotherapists discussed
the current evidence for best practice, and participated in
sessions on clinical research design and publication.
It was particularly special to see the official recognition

granted to Canadian physiotherapists at Congress. Karen
Strike of the McMaster Hemophilia Treatment Centre in
Hamilton was recognized as a winner of the Bayer
Caregiver Award for an exciting project titled An

Interactive Educational
Website for Certification
in Home Infusion:
Musculoskeletal Module.
Nichan Zourikian of the
Sainte-Justine Hospital
Hemostasis Centre in
Montreal was awarded the
prestigious WFH Inga
Marie Nilsson Award for
his leadership and initiative
in advancing the WFH
mission to improve
hemophilia care, especially
in emerging countries.

Rows full of proud Canadians were there to cheer for him
as he accepted his well-deserved award.
Participating in the International Congress of the World

Federation of Hemophilia was an invaluable opportunity
that I will not soon forget. I came away filled with new
questions, ideas and tools to bring back to our team. I join
physiotherapists from around the world in thanking my
Canadian colleagues for their contribution to the
development of hemophilia care, at Congress and beyond.

Iwould like to take a minute to introduce myself. My name is Ryanne Radford. I am a severe factor V
hemophiliac and I am the new co-chair of the National

Youth Committee of the Canadian Hemophilia Society
(CHS). I have been involved with the youth committee for
more than two years and I am very proud to have this
position. I am also the vice president of the Calgary
Chapter of the CHS as well as a member of the National
Volunteer Development Committee. I have also set up my
own blog to promote awareness about women’s bleeding
disorders and what it is like to live with a chronic illness.
My blog, Hemophilia is for Girls, can be found at
hemophiliaisforgirls.blogspot.com.
In my role as co-chair I hope to set a good example to

others on the committee and I hope to show them how
fun it can be to be involved with the CHS. We have a 

Youth
File

Ryanne Radford
Co-chair, National Youth Committee

Nichan Zourikian receiving the WFH Inga Marie Nilsson Award at World Congress.

…it seemed that 
a Canadian
physiotherapist in
hemophilia care was
facilitating or presenting
in nearly every session I
attended. It was truly
remarkable to see my
colleagues doing what
they do best: teaching,
equipping and learning.

(continued from page 32)

total of nine projects planned for the upcoming year. 
Each initiative falls under two categories: Awareness, and
Education and Support. One project includes developing a
blog that will be linked to the CHS Youth Web page.
Another initiative includes getting each member of the
youth committee to organize activities at the chapter
level specifically for youth. We are also working on a
Swim-o-thon program which encourages physical activity
and a healthy lifestyle.
Our mentorship program is intended to promote

communication between youth and adult members of the
CHS. It is also designed to inspire and encourage youth
members. These are just a few of the things that are
coming up for the National Youth Committee.
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Female
Factor

The

Methodology
An advisory group, composed of
young women who are carriers,
mothers of carriers and hemophilia
healthcare providers, was
established to plan the project. CHS
volunteers, along with staff, were
involved with the writing of the
script, the filming and production of
the interactive video. 

Content
Me and My Genes provides information, using age-appropriate language and graphics, about hemophilia, inheritance of the hemophilia gene, carrier testing and
the management of bleeding symptoms. The resource also includes interactive buttons for viewers to test their knowledge and access tips, myths and fun facts of
interest to young carriers. The video is available in English and French. 

Issue
While the severe form of hemophilia A or B affects almost only males, in recent years, problems
experienced by females who inherit or “carry” the defective gene are being recognized by many
in the hemophilia community.  A comprehensive resource, All About Carriers: A Guide for
Carriers of Hemophilia A or B, was published by the Canadian Hemophilia Society in May, 2007. 

Although response to the booklet has been extremely positive, feedback has indicated that a 
simpler, more age-appropriate resource was needed to respond to the concerns of young girls and
teenagers who may have inherited the factor VIII or IX hemophilia gene.

Me and My Genes – An Interactive video for young carriers

ME AND MY GENES
An interactive video for young carriers of hemophilia A or B

English Français

T he Canadian Hemophilia Society is pleased to announce that a new resource about being a carrier of hemophilia
is now available. Me and My Genes is an interactive animated video that provides pre-teen and teenage carriers
with relevant and age-appropriate information about what it means to be a carrier of hemophilia A or B. The

CHS would like to acknowledge Patricia Stewart, who wrote the script, the actresses, Jenna Degaust and Emmanuelle
Arpin, who volunteered respectively in the English and French versions of the video, and Tara Curwin, the production
coordinator of the project. Me and My Genes was made possible through an educational grant from Bayer HealthCare.
Me and My Genes is available for viewing on the CHS Web site and copies will be distributed to Canadian

hemophilia treatment centres (HTCs) and CHS chapters. It is hoped that Me and My Genes will provide young girls who
may have inherited the factor VIII or IX hemophilia gene with information needed to deal with the impact this disorder
can have on a young carrier’s quality of life and health. – C.C.

A poster of Me and My Genes was presented during the WFH Congress in Buenos Aires.



Our 
Stories

Ihave trouble expressing myselfboth in writing and
emotionally, yet now I will

attempt to do both. As parents of
a child with hemophilia, we
encounter various challenges,
stress and disappointments. When
my wife told me that our son
Stefan asked if he could go away
for a week with his friend Julian
and his family to a cottage last
summer, I was lost for words.
I recalled becoming very

frustrated the time we tried to
send our son to a week-long
spiritual camp, which was an hour
from our home. We explained
hemophilia, infusions and
prophylaxis to the staff, and
offered for my wife to drive there
to infuse our son every second
day. We were told by the
administration that it was too
difficult for the nurse to
administrate the infusions, that it
would be unfair for the other
children if my wife came every
other day, and that the children
would be doing physical activities
that our son could not participate
in. My wife and I choose our
battles carefully because we do
come across them from time to time and we realized this
was probably not the camp for our son.
So when my wife approached me, I reminded her of

our past experiences. We wondered if we were ready for
another disappointment and if it was fair to ask the
parents of our son’s good friend to take on the extra
responsibility that they were unaware of. Neither our
son’s friend nor his parents knew about Stefan’s
hemophilia. My wife felt comfortable sharing this medical
condition with them, I told her to go ahead and speak
with Julian’s mother.

I asked my son to write about
these experiences from his own
perspective:

My friend Julian asked
me to come to his cottage
last summer. I really
wanted to go, but I said,
“I’ll think about it”,
because of my hemophilia.
Having hemophilia means
that if I don’t get an
infusion every few days and
I hurt myself, I could have
a very bad bleed. I was only
11 years old at the time
and before that my mother
had always given me my
infusions. I thought if 
I learned to do it myself 
I could go to Julian’s
cottage. The trip to Julian’s
cottage was after my two
weeks at Camp Wanakita.
Wanakita is a regular
summer camp with a special
building, “The Bayer Den”,
where hemophiliacs get
their injections. My parents
agreed that if I could learn
to self-infuse at Wanakita, 
I could go to Julian`s

cottage. At Wanakita I tried my hardest to self-
infuse and the nurses guided me through it. I
succeeded! I practiced at home more and more
until I was really good at it.

The week before Julian’s cottage, I went
camping with my family and practiced there
too. We drove to Muskoka to drop me off after our
camping trip. There my mother and I showed
Julian’s mother, Olenka, how the injections are
done. His father, Ivo, watched and seemed 

Self-infusion: 
A thank you
Mark and Stefan Lubinski, Toronto, Ontario
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… Stefan in the summer of 2009
made me the proudest father 
with his accomplishment.

(continued on page 36)



curious. When my parents left I was still a bit
nervous but really happy because I was with
one of my closest friends for a whole week. 
I was nervous because of my hemophilia and
doing the infusions by myself. Everything went
fine even though each injection usually took
two tries. My friend’s mother helped me by
putting the cotton ball on after I pulled out
the needle and she made me feel more secure
just by being there.

The hardest time to infuse at the cottage was
during a power outage caused by hard rains
and strong winds. We had to use flashlights. 
I tried two times and they were both puffy
because the needle was out of the vein. We gave
up because it was the last day, so after that we
just stayed inside and played cards. I felt proud
of what I had accomplished. Now I am used to
giving myself injections and I do it all the time.

I would like to say thank you to: YMCA-Wanakita, the
nurses and staff at the camp, the pharmaceutical sponsors,
the Just the Guys nurses and regional coordinators, the
hemophilia societies, my wife for infusing my son all these
years, and the biggest, most sincere thank you goes to
Julian and his parents Olenka and Ivo, for asking my son to
come with them that summer and for being so supportive.
They never hesitated to take Stefan with them when they
found out about his life-altering medical condition. 
Thank you Olenka, Ivo and Julian for helping my son

and us to overcome a barrier of past disappointments and
for giving my Stefan what was, I am sure, one of his
greatest accomplishments. Parents remember and are
proud of their children’s first goal, their first home run, a
first place finish… Stefan in the summer of 2009 made me
the proudest father with his accomplishment.
Thank you, Stefan.

Having hemophilia means that if I don’t get an infusion every
few days and I hurt myself, I could have a very bad bleed.
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