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When Colin and I decided to
start a family, we both breathed
a sigh of relief upon the birth of
our first daughter and then,
when the second girl was born,
we figured we were free and
clear of any bleeding issues
except for dear ol’ Dad.
This was not to be.
Three months later
we were wearily

plodding through a day of colic with
Olivia, or so we thought. I figured 
a warm bath would help, only to

discover an egg-sized bruise on
the back of Olivia’s hand. As

soon as Colin saw her hand,
he deflated as if sticking a pin
in a balloon. “That’s a bleed.
She’s got hemophilia.”
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We would like to thank the following
companies who have generously agreed

to participate in our new National
Corporate Sponsorship Program

We would also like to thank our numerous donors – individuals,
corporations and foundations – who each year express their confidence

in us by making substantial donations.

We extend thanks to BAYER, a major sponsor 
of the Canadian Hemophilia Society.

Thanks to all of these generous contributions,
the Canadian Hemophilia Society…

• Offers national programs of training, education and awareness  

• Supports research into hemophilia and other bleeding disorders 

• Produces educational publications, periodicals 
(such as Hemophilia Today) and keeps up to date an Internet site

www.hemophilia.ca

• Interacts with stakeholders in the health care field to promote 
the well being of all our families. 

CHS
NATIONAL

CORPORATE
SPONSORSHIP

PROGRAM

CHS
NATIONAL

CORPORATE
SPONSORSHIP

PROGRAM

BAXTER
NOVO NORDISK

WYETH
ZLB BEHRING

This program is intended for companies that sell pharmaceutical
products for the treatment of bleeding disorders. The participating

corporations accept to donate an amount proportional to their share
of the Canadian market without specific restrictions or conditions.
This creates a transparent, equitable and arms-length relationship. 

The National Corporate Sponsorship Program supports the 
Canadian Hemophilia Society to better serve families confronted 

with a bleeding disorder.

In this way the pharmaceutical companies 
generously contribute to the well being of those 

who use their products.
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WORD
FROM THE 

EDITOR

F r a n ç o i s  L a r o c h e

Last month, I had the privilege of attending the conference on
Comprehensive Care for Rare Blood Disorders coordinated by the

Canadian Hemophilia Society. Nearly 150 participants gathered at the
BMO Financial Group Institute for Learning in Toronto to discuss and
develop a common model for providing comprehensive care for each 
of these rare blood disorders. The model they designed will now be
submitted to health officials in each province. At the end of the 
summit, the participants were unanimous in supporting some essential
principles, such as official designation by a province/territory, creation
of a national patient registry, self-infusion, well-defined services
provided by a multidisciplinary team, training for patients, their
families, and health professionals.

It was very interesting to note that needs were similar for all of
these rare blood disorders, and that in addition to encouraging
cooperation among different caregivers, setting up these services would
result in an increase in the quality of life of those afflicted with the
disorders, and also have a very positive effect on their psychological
state, helping them overcome the feeling of being left alone to deal with
a rare disease.

Shifting our focus, there is an article in this issue on a new home
diagnosis technology being tested in a project run by the Centre des

inhibiteurs at Sainte-Justine Hospital in Montreal under the guidance of
Dr Georges-Étienne Rivard and Sylvie Lacroix, nurse coordinator. Using
a computer, a camera and a high-speed Internet connection, a patient
can now do a telemetric consultation in real time with the doctor
and/or nurse right from home. What seemed like science fiction barely a
few months ago has become a reality. It’s a real boon for all those
suffering from this serious complication of hemophilia, especially the
younger ones.

In addition to providing a further tool to help health professionals
in their work and give families dealing with inhibitors a sense of
security, the system brings a further major benefit: less congestion in
hospitals. The system could be used to link treatment centres together as
a way to promote discussion, or form the basis of a centralized care
program for hemophiliacs, wherein a hemostasis specialist operating a
virtual treatment centre could supervise a small group of hematologists
heading up satellite centres across the province or territory.

In my opinion, this initiative deserves our support. We hope that it
will prove a success, and that it will help raise the standard of care
provided to people suffering from coagulation disorders.
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FROM THE
EXECUTIVE DIRECTOR

PRESIDENT’S
MESSAGE

What kind of dreamer are you?

Delivered on the steps of the Lincoln Memorial in Washington
D.C. on August 28, 1963 were these enduring words by Dr.
Martin Luther King Jr.: I have a dream. His dream included a

society in which …injustice and oppression will be transformed into an
oasis of freedom and justice. He lived and died working to accomplish
that dream. Upon his death in 1968 and even today that dream has yet
to be fully realized. But the progress toward that dream left a legacy of
greater hope to subsequent generations.

Frank Schnabel also had a dream. He dreamed of a normal
childhood and life for people with hemophilia not only in Canada, but
around the world. His tireless and sacrificial work included the
founding of the Canadian Hemophilia Society in 1953 and, ten years
later, the World Federation of Hemophilia. As with Dr. King, although
his dream has yet to be fully realized, he has left a legacy of greater care,
treatment and hope to the generations that have succeeded him.

Are you a dreamer? Some would use “dreamer” as a description of a
hopeless optimist out of touch with reality or a Quixotic character
fighting windmills. For others, like King and Schnabel, dreams fuel
people for action.

I suppose we all have our dreams, so maybe a question more to the
point is, What kind of dreamer are you?

About sixty-five “dreamers” met at the Bank of Montreal Institute
for Learning in Toronto over the weekend of February 18-19 to imagine
a future for the CHS. Using an Appreciative Inquiry approach which
focuses on building on one’s strengths while still recognizing challenges,
we engaged in various activities to help us think outside of our normal
patterns (ruts?). One exercise was to take various craft materials and
construct something that represented what we felt would be the CHS
functioning at its best. It left us not only inspired but with a room full
of rather colourful objects and drawings!

The energy it takes to effectively create a strategic plan is enormous.
The voices of over 225 people spoke into this process through their
interviews. This represented more than 40 person/days of effort.
Session after session at the weekend was cause for focused dialogue
while working through issues. People listened well, spoke honestly and
worked constructively.

The hard work reminded me a bit of the struggle it takes to give
birth. Incredible strain and exertion are necessary to bring the baby
from the womb into the world. It’s no wonder it’s called “labour”! But
the result is great joy. All the potential for a wonderful human life has
been created through a mysterious and painful process.

But after the birth comes more hard work and sleepless nights!
Children are nurtured through times of breathtaking joy and great
pain. Parents have their work cut out for them.

Our strategic plan will be like that. Once the Board of Directors
votes for its final approval in May, all the potential of this new “birth”
will lie before us. Will this newborn dream fuel us with the motivation
and drive to leave a legacy for the generation to follow us? History will
be the judge.

I
too, have a dream. I dream of a world free from the damaging and
devastating effects of bleeding disorders. A world in which, rather
than 75% of the hemophilia population having no access to

treatment, 100% do; where children with bleeding disorders have as
much hope of a productive life as those who have no such disorder.

Some people question the wisdom of my volunteer commitment.
With a demanding job, some would say that all the extra time serving

G
ood news! Things keep on changing… and for the better.
Did you know that Wendy Wong is now a member of the
national team? Wendy is our new National Director of

Resource Development. She brings an impressive track record of
experience and achievement to the position, after proving herself
in several other not-for-profit health charities. We are indeed
privileged to have her, because she contributes a seemingly
inexhaustible supply of energy and surprising creativity.

We also owe a big vote of thanks to members of Hemophilia
Ontario. Our thanks to John Plater and all the members of the
Board of Directors who worked so meticulously on making the
change happen. As Executive Director of Hemophilia Ontario for
the past two years, Wendy managed to bring about a number of
major and much-needed changes. Hemophilia Ontario has lost a
very efficient, dedicated Executive Director. But members of the
Chapter can take consolation in the knowledge that Wendy is an
excellent leader who will now focus her energies exclusively on deve-
loping fund-raising, a critical part of our organization at all levels.

Under Wendy’s and her colleagues’ leadership, you will soon be
called upon to go into action. Get ready to raise the CHS standard
and contribute to your organization, and to our common mission.
We will be needing your help soon! With just a little effort from all
members, we can continue to work toward our dream.

Speaking of dreams, here’s a brief update on the strategic
planning session held in February. We talked about our vision, our
mission, and our strategic guidelines. The participants all told us
how much they appreciated the way the meeting turned out, saying
they were satisfied with what was accomplished.

Inevitably, one person expressed concern about what comes next.
“I wonder,” he asked, “how all these discussions and ideas will be
translated into action?” A good question. First, in a pragmatic sense,
the mission, vision, and strategic directions we laid out will be
printed on all the CHS’s corporate documents. The thousands of
people who are close to us, including volunteers, members, donors,

Mission, vision, and strategic 
directions

the CHS is too much. But there are experiences that haunt me, that fuel
my own drive:

• giving the eulogy for an 8-month-old hemophiliac in Saskatchewan
who died of a head bleed, and grieving with another family who had
also lost their two-year-old son to a head bleed.

• spending time with a Mongolian mother and her six-year-old
hemophiliac son whose life would most likely end before he turned 20.

• the countless funerals of CHS friends who have died from AIDS or
hepatitis C—specifically one for which I was a pallbearer.

Author Somerset Maugham in his partly autobiographical novel, Of
Human Bondage, chronicles the life of a young man by the name of
Phillip. Three times Phillip observes friends or people he has known die.
His observation, upon their death, is that “When they died, it was just as
if they had never been.” This characterizes the trivial and insignificant
nature of the way they lived their lives, being totally self-absorbed. This
was and never will be said of Dr. King or Frank Schnabel. Let’s make
sure this will never be said of any of us either!

continued on page 5
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Participants at the Comprehensive Care for Rare
Blood Disorders conference, held February 3-5, 2006
in Toronto, pronounced it a resounding success.

One hundred and fifty people attended the
conference organized by the Network of Rare Blood
Disorder Organizations, and coordinated by the
Canadian Hemophilia Society. They included
physicians, allied health professionals and
representatives of patient organizations,
provincial governments, blood system
operators and the pharmaceutical industry.

Conference goals were to provide a forum to
present existing models of comprehensive health
care for rare blood disorders and to develop original
and feasible models of comprehensive care to
propose to provincial health authorities.

PARTICIPANTS SAY CONFERENCE 
A RESOUNDING SUCCESS

“Having patients, physicians,

scientists, governments and

pharmaceutical companies

attending at the same time is

the way to make progress in

patient care; pooling rare

disorders together is a further

major help.”

continued on page 6

5

continued from page 4

employees, health professionals, and many
others, will be able to find out the CHS’s
mission at a glance. Second, the new
strategic guidelines will mean changes to
our Performance Plan. For a number of
years, this Plan has been the basis for our
annual planning and budget forecasts. It
sets out the directions we will take to
accomplish our mission. The impact of
these changes will be felt for a number of
years to come, as the strategic directions
will remain part of our daily lives.

But beyond this, we feel that the
meeting had a personal impact on each of
the 65 participants. The process of
discussion and deliberation, the ideas
exchanged, the impressions shared, all
helped form both a personal vision of the
organization, and a common vision as well.
These 65 visions will now be reflected in
the actions, motivation, decisions, and
discussions in which each participant is
involved. This outcome is perhaps less
concrete, yet somehow more substantial,
more fundamental.

Thanks to the participation of these
volunteers, employees, and health
professionals, we have charted a new,
clearer, more cohesive, effective path.
Thanks to them, the CHS will go on to
further successes. In the final analysis,
people coping with inherited bleeding
disorders will be the ones to benefit.

NRBDO

COMPREHENSIVE  CARE  FOR  RARE  BLOOD  DISORDERS

Julia Sek, Provincial Hemophilia Coordinator, Province of Ontario, speaking on support for the safe,
effective use of self-infusion in hemophilia.

H E M O P H I L I A  T O D A Y S P R I N G 2 0 0 6

NEWS 
UPDATE



H E M O P H I L I A  T O D A Y S P R I N G 2 0 0 66

Thirty speakers from six
countries (U.S., U.K., Sweden,
Germany, Italy and Canada) gave
talks on these main topics

• models of comprehensive care for the
diagnosis and treatment of rare blood
disorders, including hemophilia,
primary immune deficiency, hereditary
angioedema, thalassemia, sickle cell
anemia and other anemias

• the challenge of self/family care in the
context of rare blood disorders 

• transition from pediatric to adult care

• national patient registries 

• collaboration among physicians and the
importance of a strong partnership
between patients and health care providers

• access to drug therapies for rare
disorders.

• the importance of patient registries 

• the advantages of specialized care

centres for complex, rare disorders 

• the tracking of blood and blood

products to permit inventory

management and effective recall and

notification procedures and

• the need for active adverse reaction

reporting and post-marketing

surveillance of therapies used to treat

these disorders.

At the conclusion of the meeting,

participants came to a consensus on the

components of comprehensive care in the

context of rare blood disorders, and passed

other motions on the need for patient

registries and the continued work of the

Network. (See Conference

Recommendations.)

The official proceedings of the

conference and speakers’ presentations are

on the Network of Rare Blood Disorder

Organization website

www.hemophilia.ca/nrbdo/en/index.php.

The conference was made possible by

a Sector Development Grant from Health

Canada’s National Voluntary Health

Organizations, and by unrestricted

educational grants from ApoPharma,

Baxter, Bayer, Canadian Blood Services,

Celgene, Genzyme, Héma-Québec,

Novartis, Pharming, University of

Calgary and ZLB Behring.

Written comments included: “An
impressive meeting,” “Very interesting and
important,” “An informative and inspiring
weekend.” One participant wrote: “Having
patients, physicians, scientists, governments
and pharmaceutical companies attending
at the same time is the way to make
progress in patient care; pooling rare
disorders together is a further major help.”

The Network of Rare Blood Disorder
Organizations was created in April 2004
when the Canadian Hemophilia Society
sought and received a Sector
Development Grant from Health
Canada’s National Voluntary Health
Organizations to create and coordinate
a network of rare blood disorder
organizations. Funding was renewed in
April 2005. The goals of the project are
to create an active network of key
volunteers and staff from within the
participating blood disorder groups and
to raise the level of awareness and
knowledge of the patient groups’ roles
in the following key issues:

n e w s u p d a t e

Marco Cicardi, Department of Internal Medicine, University of Milan, Italy, speaking on the network of care centres to
treat hereditary angioedema in Italy.

continued from page 5
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NRBDO

■ COMPREHENSIVE CARE

The Network of Rare Blood Disorder Organizations, collectively, and its member
organizations, individually, will advocate with provincial/territorial governments for
comprehensive care for rare blood disorders. The Network recommends that the
following components, in principle, be considered essential to comprehensive care:

• Provincial/territorial designation

• National patient registries

• Self/family administration of therapeutics

• Patient, family and association involvement in care

• Education of patients, families and health care providers

• Standards of care and portability

• Decentralization through outreach

• Multi-disciplinary care

• Defined core services delivered by a comprehensive care team

• Programme evaluation and accreditation

• National collaboration among health care professionals and patient organizations

• Post-marketing surveillance including blood-borne pathogen surveillance 

• Collaborative research

• Flexibility in organization

Adopted unanimously by all participants

■ CONTINUED SUPPPORT FOR NETWORK

The Network of Rare Blood Disorder Organizations recommends that:

• Health Canada/PHAC, CIHR, Provincial and Territorial Health Ministries continue
to support the work of the Network of Rare Blood Disorder Organizations.

Adopted unanimously by all participants

■ PATIENT REGISTRIES

The Network of Rare Blood Disorder Organizations recommends that:

The Public Health Agency of Canada establish a national working group to
coordinate and support the development of national data base registries, including
quality of life measures, for the rare blood disorder disease groups including, but not
limited to:

Primary immune deficiency 
Hereditary angioedema 
Rare blood disorders
Hemoglobinopathies
Bone marrow disorders
Porphyria
Hemophilia/bleeding disorders

… and that Dr. Tom Bowen be mandated to represent the Network of Rare Blood
Disorder Organizations for this initiative.

Adopted unanimously by all participants

MEMBERS OF THE 
NETWORK OF RARE BLOOD
DISORDER ORGANIZATIONS

Aplastic Anemia and Myelodysplasia
Association of Canada (AAMAC) 
www.aamac.ca

Canadian Hemophilia Society (CHS) 
www.hemophilia.ca

Canadian Hereditary Angioedema Society
(CHAES) 
www.haecanada.com

Canadian Immunodeficiencies Patient
Organization (CIPO) 
www.cipo.ca

Canadian Neuropathy Association 
www.canadianneuropathyassociation.org

Canadian Sickle Cell Society 
cslaf@total.net

Canadian Organization for Rare Disorders
(CORD) 
www.cord.ca

Canadian Porphyria Foundation 
www.cpf-inc.ca

Sickle Cell Association of Ontario (SCAO) 
www.sicklecellontario.com

Thalassemia Foundation of Canada 
www.thalassemia.ca

C O N F E R E N C E  R E C O M M E N D A T I O N S

H E M O P H I L I A  T O D A Y S P R I N G 2 0 0 6 7n e w s u p d a t e
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I
n January 2006, the CHS embarked on the largest consultation
process in its history. The goal? To hear from people with bleeding
disorders, families, members, non-members, donors, health care
professionals and representatives of the pharmaceutical industry
on the organization’s mission, vision and strategic directions over

the next three to five years. Eighty people conducted 225 separate
interviews. The process was called “appreciative inquiry.”

CHS SETS NEW STRATEGIC COURSE

n e w s  u p d a t e

Over the weekend of February 18-19,
sixty-five people from across the country,
and our two guests from South Africa
(See A journey of learning and discovery
on page 12) came together in Toronto to
hear the results of the interviews and
formulate a mission, vision and set of
strategic directions for consideration by
the Board of Directors in May 2006.

The interviewers heard many
wonderful stories and ideas. These are
just a few of them.

Tell me about how you came to be
involved with the organization, and
what keeps you involved? 

— I became involved in the 1970s. In those
days, there was an annual medical
symposium which was a great learning
opportunity for a young therapist. I have
always admired the commitment the
society has to supporting the families
affected by this rare condition.

— My son was born with mild hemophilia
A eight years ago. The hemophilia nurse
suggested that we attend camp and we
started to receive the chapter newsletter
and Hemophilia Today. I will be involved
until my son doesn’t have hemophilia
anymore.

— I had no idea what the CHS was about
until my wife attended the Step-by-Step
workshop this past May. She came back
energized that there really is an
organization nationally that cares about us.
We know what it is like to feel isolated,
alone to deal with hemophilia. We want to
share our experience with others.

Please share a story that for you
demonstrates the organization’s
exemplary dedication to the bleeding
disorders community.

— It was 1998 when the ice storm hit
Eastern Canada and I was going to join a
group who were starting work with women
and bleeding disorders. Just getting to
Toronto was a story. Despite the
difficulties, everyone pulled together to get
the work done. I was so impressed with the
fact that the organization was listening to
women. I felt that we could all put our
cards on the table without being laughed at
or shunned.
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— The most striking story for me was at
an inhibitor conference where one of the
boys suddenly realized that all the other
kids there had hemophilia, too. Up until
then he thought he was the only person in
the world with hemophilia. He was so
excited. His life changed forever that day
because he realized he is not alone with his
challenges.

— When my grandson was born, he was
tested right away but we didn’t hear for a
long time whether he had hemophilia or
not. When we did find out, the society gave
us information and updates about treat-
ments. We received the newsletters and we
were given a lot of support. If we had a ques-
tion, there was always someone to talk to.

— It was my involvement on the HIV
Compensation Task Force in the late 1980s.
We knew we had to do something and we
worked from the grassroots level up and
took it all the way. We fought hard and it
was definitely a struggle, but for as long as
I live I will always remember how proud
we were to stand in the House of
Commons when the Extraordinary
Assistance Program was announced.

Overall, what do you value most about
the work that the organization does?

— I value its mandate which promotes
state-of-the-art knowledge which allows us
as caregivers to provide the best care
possible to the hereditary bleeding disorder
community.

— I value the access to information for
patients and their families.

— The society is very good at interacting
with the other players in the blood system,
and at communication with people with
bleeding disorders.

— The dedication to standards of care. It is
a struggle—no, a battle—in every province
and territory to recognize that we are all
equal as Canadians. We should not let our
guard down and start treating people in
some parts of this country as second class
citizens. Your strong national presence
ensures that voice is heard at the highest
levels of government.

— I value all that the organization does
and above all the respect we have gained as
a powerhouse for advocacy regarding
blood issues.

— I value the connections that the
organization creates between families and
individuals living with bleeding disorders.

— I admire its commitment to help in the
global hemophilia community.

What is the single biggest factor that
contributes to your continuing to be a
volunteer for the hemophilia society?

— I value the good feeling you get when
you have volunteered and you know you
have made a positive difference.

— I have had some of the best, most
memorable times of my life.

— As someone who has benefited directly
and whose family has benefited from the
work of the organization, I felt the need to
give something back to the organization
and have become an active volunteer and a
donor.

— Having a child with a bleeding disorder
was the first time my husband and I ever
needed anything from society. Getting help
had a profound impact on us and how we
see the world. We would like to repay the
gift and try to help as many people as we
can. It has changed my focus in life.

If you had 3 wishes for the organization
what would they be?

— I wish we had the ability to reach
massive numbers of women! 

— That we would get to the point where
everyone is on board with one common
vision and would all work together as one
to pursue it.

— A cure! And great care until there’s a
cure.

— That we have great marketing,
communications and education campaigns
so that everyone knows about bleeding
disorders.

— I wish you success in your strategic

planning project. I wish you strength and

resources to deliver your vision. I wish

you wisdom to pause, reflect on your past,

celebrate your present, and charge

headlong into the future.

n e w s u p d a t e

TAKING PART IN OUR
ORGANIZATION’S STRATEGIC
PLANNING A PRIVILEGE

David Pouliot
Member of the Board of Directors, Canadian
Hemophilia Society, Québec Chapter

As a young member of the Québec Chapter
of the CHS, I had the privilege of taking

part in our organization’s strategic planning,
which was my first national level meeting. In a
single weekend, Canada’s 4,800 kilometre width
was brought down to less than one kilometre,
the size of the Institute where we met.

The object of the weekend’s exercise,
which was to discuss and review CHS’s
mission, vision and strategic directions,
brought out the views we all shared on the
basic factors that motivate us and drive us.
However, it should be mentioned that there
was a small difference of opinions in the
room over the definitions of our mission and
vision, in particular the underlying issue of
re-evaluating the scope of our membership.
But it is also worth noting that this
difference was not due to where members
came from, since this same question would
undoubtedly bring up the same reactions
within the various chapters.

The mixing of younger and older
members at this kind of meeting is very
beneficial. Personally, I did not get involved
in the discussions very much, but I hope that
I listened attentively and noted what was
said. It was easy to see that the CHS is a very
solid organization. Fortunately though, its
members are very aware of the fact that we
can never rest on our laurels. All kinds of
topics were raised or brought to our
attention, and as a younger member, I am
happy that I was able to witness the process,
because the responsibility of deciding some
of these issues may well fall on my
generation’s shoulders some day.

But in the end—and the closing speeches
stressed this—everyone is striving for
essentially the same ideal. As it turned out,
what could have been intimidating as a first
encounter was both welcoming and
comforting, because there was already an
implicit solidarity among all the members.

It was very enjoyable to talk to all the
people I met, and I am grateful to them for
indulging my English and my awkward turns
of phrase. The people we encounter in a first
experience very often determine how we
remember an event, and I can say that my
first experience only encourages me to go
back again and again.



■ AVAILABLE ONCE AGAIN! 

The English-language 5th Edition of the
CHS information resource, Hepatitis C: 
An Information Booklet for People Infected
with the Hepatitis C Virus, and for their
Families and Friends is now back in print.

This resource is available through the
Canadian Hepatitis C Information Centre.
Contact them by phone at:
1 866 804-HEPC (4372) or by email at:
hepc@cpha.ca. Further information is
available on their website:
www.hepc.cpha.ca.

Upcoming 
events

The tainted 
blood trial

Rare blood 
disorders

Our Stories

WHAT’S NEW ON THE
CHS WEB SITE?

Regular updates to the home page high-
lighting “Upcoming events” in the bleeding
disorders community
www.hemophilia.ca/en/index.html

A whole new section called “The tainted
blood trial” for those who want to keep up
to date with media reports and CHS press
releases
www.hemophilia.ca/en/4.3.php 

A revamped Network of Rare Blood
Disorder Organizations section with the
proceedings and presentations from the
February 3-5 conference entitled
Comprehensive Care for Rare Blood
Disorders
www.hemophilia.ca/nrbdo/en/home.php 

New faces in the “Our Stories” section.
Click on one of the faces on the home page
under “Our Stories” or go to…
www.hemophilia.ca/en/2.9.php

In 2002, the Canadian Hemophilia
Society developed the ER Program. Its goal
is to improve the care for people with
bleeding disorders—hemophilia, von
Willebrand disease, rare factor deficiencies,
platelet function disorders—when they go
to the Emergency Department.

Now, four years later, we want to
evaluate the effectiveness of the program.
We are seeking information from you, the
patients and family members, nurses in the
Hemophilia Treatment Centres (HTC), and
ER physicians and nurses.

You will find enclosed in this issue of
Hemophilia Today an invitation to
participate in an on-line survey about
emergency care for patients with bleeding
disorders. The survey will be launched on
April 17th - World Hemophilia Day. Please
take the time to complete the survey. Your
responses will help
us to create better
programs for
families who are
living with a
bleeding disorder.

■ THE TAINTED BLOOD TRIAL BEGINS

The criminal trial involving those at the centre of Canada’s tainted blood tragedy
began in Toronto on February 20, 2006.

Armour Pharmaceutical Company of New Jersey, Michael Rodell, former Vice
President of Scientific and Medical Affairs at Armour; Donald Wark Boucher and John
Furesz, formerly of the Health Canada’s Bureau of Biologics; and Roger Perrault, former
Director of the Blood Transfusion Service for the Canadian Red Cross Society, are
charged with four counts of criminal negligence causing bodily harm, and one count of
criminal nuisance endangering the public, for allegedly allowing an HIV-infected blood-
clotting product to be given to hemophilia patients in the 1980s.

More than 1,000 people became infected with HIV and up to 20,000 others contract-
ed hepatitis C through the transfusion of blood and blood products during what is
often considered to be Canada’s worst public health disaster.

The trial is expected to take at least a year, and representatives from the CHS will be
following the proceedings very closely.

For more information on this trial, check the special sections that have been set up
on the CHS website at: www.hemophilia.ca/en/4.3.php (English) and
www.hemophilia.ca/fr/4.3.php (français). They provide background information on the
tainted blood tragedy, links to media reports and the latest CHS press releases.

■ CHS WELCOMES WENDY WONG AS
NATIONAL DIRECTOR OF RESOURCE
DEVELOPMENT

The Canadian Hemophilia Society is
very happy to announce that Wendy Wong
has joined the CHS as its National Director
of Resource Development.

Wendy has extensive experience in the
not-for-profit health sector. Many in the
CHS will already know her from her two
years at the helm of Hemophilia Ontario.
Previous to that, Wendy was Executive
Director of the Arthritis Society of Ontario
for a period of five years. She has also held
positions as Executive Director of the
Canadian Breast Cancer Foundation,
Executive Director of the Multiple Sclerosis
Society of Canada (Metro Toronto
Chapter), Executive Director of Nucleus
Housing and Program Coordinator of the
Canadian Cerebral Palsy Institute for
Metro Toronto.

“I am really looking forward to working
with people all across Canada,” she told
Hemophilia Today.

Wendy will continue to work primarily
out of Hemophilia Ontario’s offices in
Toronto. She can be reached there at (416)
972-0641. She can also be reached through
the National Office in Montreal at 1-800-
668-2686. You can e-mail Wendy at
wwong@hemophilia.ca.

Hemophilia Today wishes Wendy and
the entire CHS a mutually rewarding
relationship.
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■ APRIL 17 - WORLD HEMOPHILIA DAY

Hemophilia Saskatchewan will celebrate World Hemophilia Day,
April 29, 2006 with a Steak Night at Modern Billiards from 6 to 9 p.m.
Come, have a great steak dinner, socialize, learn about hemophilia
and maybe play a bit of billiards. For tickets, contact Daryn &
Celena Moody 306-237-4261, leave a message on the office phone
1-866-953-4366 or 306-653-4366 or email 
hemosask@hemophilia.ca.

■ APRIL 30 AND MAY 6, 2006 – QUEBEC CHAPTER BOWL-A-THONS

Hoping to repeat and even surpass the success of last year, the
Quebec Chapter is organizing two fundraising activities in the form
of bowl-a-thons: Sunday, April 30 in Montreal; and Saturday, May 6
in Quebec City.

You can obtain tickets to sell or reserve your own alleys now! For
more information, call (514) 848-0666 or 1-877-870-0666.

■ MAY 21-25, 2006 – HEMOPHILIA 2006 WORLD CONGRESS

On behalf of the World Federation of Hemophilia, the Canadian
Hemophilia Society and the Congress Organizing Committee, we
warmly invite you to attend the Hemophilia World Congress in
Vancouver from May 21-25, 2006. For more information, see
www.hemophilia2006.org/welcome.htm

■ MAY 27-28, 2006 - ANNUAL GENERAL MEETING OF THE CANADIAN
HEMOPHILIA SOCIETY, AND BOARD OF DIRECTORS MEETING

The Annual General Meeting of the Canadian Hemophilia Society
will take place on Saturday, May 27, 2006 at 8:30 a.m. at the Crowne
Plaza Hotel in Vancouver, BC. It will be followed on May 27 & 28
by the meeting of the CHS Board of Directors.

■ JUNE 6, 2006 - TCOR MEN’S WORKSHOP

This full day workshop will take place on Saturday, June 6, 2006
(location to be determined). Joe Caronna of Inalex Communication
will be coming to Toronto to present a workshop entitled “Building
Strong Relationships: For Men Only!”. Joe is the father of a young
hemophiliac and has developed a series of workshops specifically
for men affected by bleeding disorders. This workshop will look at
ways to create more meaningful relationships and benefit all men in
the bleeding disorders community. For more information, contact
Amanda Hechter at 416-924-3446 ext. 12.

■ JUNE 22, 2006 – TCOR’S 7TH ANNUAL HEMOPHILIA GOLF CLASSIC

TCOR’s 7th Annual Hemophilia Golf Classic will take place on
Thursday, June 22 at Lionhead Golf and Country Club. Have some
friends who like to golf and want to play for a good cause? Want to
donate to the prize table? For more information, contact Amanda
Hechter at 416-924-3446 ext. 12.

■ AUGUST 6-11, 2006 – THE QUEBEC CHAPTER SUMMER CAMP

The Quebec Chapter Summer Camp for young children with
bleeding disorders and their brothers and sisters will welcome more
than 20 children. Register now. For more information, call (514)
848-0666 or 1-877-870-0666.

■ AUGUST 12, 2006 – HIV AND THE BLOOD SYSTEM: 
THE CANADIAN EXPERIENCE 

On August 12, 2006, in conjunction with AIDS 2006 – the XVI
International AIDS Conference, CHS will be hosting a symposium
for infected/affected individuals, health care providers and
interested researchers from Canada and other countries to address
issues of particular concern to people living with HIV/AIDS
contracted through the use of blood/blood products. A limited
number of partial and full scholarships will be provided to enable
Canadian individuals infected/affected by HIV through blood or
blood products to attend the Symposium and AIDS 2006. Details
including scholarship application forms are available on the website
at www.hemophilia.ca. For further information please contact Jeff
Rice at jrice@hemophilia.ca.

■ AUGUST 13-18, 2006 – AIDS 2006 – XVI INTERNATIONAL AIDS
CONFERENCE

The International AIDS Conference will be taking place August 13-
18, 2006 in Toronto. Persons interested in attending the conference
are encouraged to apply for AIDS 2006 Scholarships. It is suggested
that people apply for both Canadian and International
scholarships, as they may qualify in both categories. Details are
available on the AIDS 2006 website at:
www.aids2006.org/mainpage.aspx?pageId=271.

■ SUMMER 2006 – HEMOPHILIA SASKATCHEWAN’S FIRST JUST THE
GUYS GETAWAY

This summer, Hemophilia Saskatchewan is planning its first Just
the Guys Getaway. We’ll keep you posted.

■ SEPTEMBER 15-17, 2006 – TCOR COMMUNITY WEEKEND AT
CAMP WANAKITA!

TCOR will be holding a community retreat at Camp Wanakita
from September 15-17, 2006. This weekend will be an opportunity
to network with other families affected by bleeding disorders,
attend educational workshops... as well as take plenty of time to
enjoy the great outdoors! For more information, contact Amanda
Hechter at 416-924-3446 ext. 12.

COMING
EVENTS

UP

THE ANNUAL GENERAL MEETING 
of the CANADIAN HEMOPHILIA SOCIETY 

will convene as follows:

Saturday, May 27, 2006 - 8:30 a.m.
at the Crowne Plaza Hotel in Vancouver, BC

1. To receive the report of the Nominating Committee

2. To acknowledge the Designated Directors of each Chapter

3. To nominate candidates for the Director at Large  positions
on the CHS Board for 2006-2007

4. To receive the audited financial statements of the Canadian
Hemophilia Society for the year ended December 31, 2005

5. To appoint an auditor for the ensuing year

6. To transact such other business as may properly come before
this Annual General Meeting of the members of the Canadian
Hemophilia Society

James Kreppner, Secretary



Bradley Rayner
President, South Africa
Haemophilia Foundation

H
aemophilia in South Africa (SA) is
like an expensive car and a donkey
cart traveling on the same

highway. If you have access to treatment
centres that have clotting factor, your
journey is generally smooth… provided
you do not need the expensive inhibitor
products. Should you, however, live in
rural areas you travel the bumpy road of
pain, crippling and even death. In South
Africa people with limited access to
financial resources who live in the rural
areas have the added challenge of getting to
the closest treatment centre. Unfortunately,
travel delays have resulted in several cases
of severe hemorrhaging ending in death. In
the rest of Africa the situation is much
worse because of the lack of treatment
products and treatment centres.

In November 2003, in discussions with
Dr. Assad Haffar, World Federation of
Hemophilia (WFH) Program Officer for
Africa, it became clear that the SAHF had
the opportunity to improve and offer its
expertise in the Southern African Region.
But like any successful organization
looking to expand we had to be successful
in our own country, especially improving
local regional committees (chapters).

An acronym that probably best
describes what we need to do is to apply
the principle of TCPiD; that is, Team work,
Communication, Personal involvement and
Dedication, so that we can improve health
care for people with bleeding disorders.

The South African Department of
Health has huge challenges to meet its
responsibilities for all people in South
Africa. Illnesses like tuberculosis and HIV
affect a large percentage of the population
and are prioritized above haemophilia.
Access to inhibitor treatment is a problem.
A treatment programme for hepatitis is not
readily available because of budget
constraints. Socio-economic issues impact
access to treatment and quality of life.

Benefits of twinning

We decided that we needed executive
assistance to assist the SAHF strategically
and to formulate a plan to set a path going
forward. We needed a partner that was
experienced, established, and could advise
the SAHF on lessons learned, specifically as
regards national and regional government
structures and geographical challenges
similar to our own.

We believe that an organization like the
Canadian Hemophilia Society (CHS) is
closest to the ideal partner. The CHS has
matured through various phases and can
assist the SAHF in many initiatives:
defining a strategic plan, assisting the
SAHF with educational material and
literature that the CHS has available and
that the SAHF would find extremely
difficult to compile, sharing experiences in
areas of common strategic importance,
expanding networks and reaching out,
sharing resources and gaining access to
contacts depending on the need, and
changing people’s lives for the better.

Phase one for the SAHF in 2006 is to
adapt for SAHF the CHS strategic planning
methodology. We are currently developing
a project plan and schedule for our own
strategic planning event. We have the bene-
fit of having a partner in the CHS with
whom we can communicate to assist with
formulating and implementing our plan.

Challenges of twinning

We understand what has worked for
Canada cannot be applied to the South
African context verbatim. Numerous socio-
economic challenges have an impact on
achieving the SAHF objectives.

Our expectation is not one of a “quick
fix”, but a “journey of learning and
discovery”, sharing ideas and always
looking for “quick wins” with a strategic
objective in mind.

The main challenge to achieving our
objectives is having the participation and
volunteer base that represents all the stake-
holders to assist with the project. Fund-
raising is critical to financing the activities
and hosting the event. Since the SAHF has
no paid staff, we must make time as per
our schedule and tasks identified.

We are positively inspired by the visit
with the CHS in Canada and grateful for
the chance to participate in the strategic
planning session. The Canadian hospitality
was warm and the people genuinely
interested. The SAHF is grateful for this
opportunity created by the CHS and WFH.
We look forward to making a difference!

The December 2005 issue of Hemophilia
Today reported on the newly formed twin-
ning between the South Africa Haemophilia
Foundation (SAHF) and the Canadian
Hemophilia Society. Since then representa-
tives of the SAHF have visited Canada to
attend the CHS strategic planning event in
Toronto in February and see the CHS in
action at national, provincial and regional
levels. Hemophilia Today asked the SAHF
President to tell us about the twinning from
his perspective.

A journey of learning and discovery: 
the South Africa–Canada twinning initiative
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Representatives of the Canadian Hemophilia Society and the South African Hemophilia Foundation in South
Africa in September 2005.



Cyrus Salimi, Hemophilia Ontario

This is the first in a two-part series on
hemophilia in Iran. This installment looks at
the history of hemophilia care in that
country. The second part, to be published in
the summer issue of Hemophilia Today, will
examine the current situation and the goals
and activities of the Iranian Hemophilia
Society and Hemophilia Ontario twinning.

Until the mid 1960s there was no
laboratory diagnosis of hemophilia
in Iran; the physician used his best

clinical judgment. In 1966 the first
rudimentary diagnostic lab for the
diagnosis of bleeding disorders was
established at Tehran General Hospital.
At that time the treatment was mainly with
cryoprecipitate. There was no viable
hemophilia society.

In the late 1960s the first hemophilia
clinic was established at Tehran General
Hospital by two dedicated physicians, Dr. Ala
and Dr. Shoaei. These were two physicians
who diagnosed my own hemophilia in 1970
and I remember before that no other doctor
was able to give my mother a definitive
answer about my joint swelling and bleeding
tendency. With their efforts the first
physiotherapy centre exclusively for people
with hemophilia was established in 1971 at
the Tehran General Hospital.

In the late 1970s some parents of PWH
met at the clinic and decided to establish a
society. This very first step was similar to
what happened years before at the kitchen
table of Joyce Rosenthal here in Canada.
The society gradually grew but did not
have much power until in the 1990s Shirin
Ravanbod and her husband Ali Tchupan
made great efforts to make the Iranian
Hemophilia Society world class.

In the late 1960s Dr. Ala not only
established the first hemophilia clinic in
Tehran, but he also became the founder
and director of the first Iranian Blood
Organization. Before that donated blood
was mainly stored in blood banks without
appropriate processing to separate the
coagulation factors from the blood.

In 1971 with the efforts of Dr. Ala, the
World Federation of Hemophilia (WFH)
held its 7th international congress in Iran.

Dr. Fereydoun Ala, a highly dedicated
and compassionate physician, responded to
their call and accepted to return to Iran to
establish a world class Comprehensive
Hemophilia Clinic. As Dr. Ala said, “It was
the power of love which brought me back
to the country again.”

He then established a world class
comprehensive hemophilia clinic with non-
governmental funding, mainly from
donations. Ali and Shirin bought an
abandoned building in Tehran and
renovated it. This painstaking work took a
great deal of their time but eventually paid
off. With the volunteer work of Dr. Ala, a
state-of-the-art Comprehensive Hemophilia
Clinic with dedicated personnel, including
doctors, nurses, lab technicians and
volunteers was founded in Tehran.

Dr. Ala established a charity
organization in England called “Friends of
the Iranian Hemophilia Society” (FIHS),
which has done a great job in terms of
fundraising for the Iranian Hemophilia
Society. Dr. Fereydoun Ala, who is also the
Chairman of FIHS, said in one of his
interviews, “Some 35 years ago I was able
to establish the first centre for diagnosis
and treatment of inherited bleeding
disorders in Iran. Now, many years later I
feel privileged to be closely associated, as
Honorary President, with the new
Hemophilia Comprehensive Care Centre in
Tehran. This centre is well on its way to
becoming a first class diagnostic and
therapeutic focus of activity unique in the
entire region. We have already organized
four international seminars and

workshops, and enjoy the dedicated
support of the WFH. There is much still
to be achieved but with the help and
generosity of our supporters, the future
is bright.”

THE IRANIAN HEMOPHILIA SOCIETY AND HEMOPHILIA ONTARIO

The history of care in Iran

(Top) Comprehensive
Hemophilia Clinic,
Tehran. From Left to
Right: Dr. Irandokht
Shoaei, Dr. Fereydoun
Ala, Barbara Peters and
Cyrus Salimi.

(Bottom) Physicians 
and patients form the
Hemophilia Clinic of
Isfahan, with Dr. Assad
Haffar (third from left) of
the World Federation of
Hemophilia.

This was a great achievement for Iran.
Hemophilia conference coverage in the
media created significant public and
physician awareness. The existence of a
therapeutic centre in Tehran became
known. The centre began to get referrals
from the small cities.

Hemophilia care was taking great steps
until the revolution of 1979. The political
and social instability in the country after
the revolution was a major setback to the
growth of hemophilia care in Iran. The
social and political pressures caused many
educated people to leave. Dr. Ala moved to
England and later became the head of
Birmingham Blood Agency; Dr. Shoaei
chose France to live and work.

Hemophilia care continued to deteriorate
for years after the revolution without
anyone’s voice being heard. In the late 1980s
the importation of contaminated blood
products added to the crisis. However this
acted as a trigger for PWH and their families
to raise their voices and be heard by the
society and the government. In the mid
1990s more attention was gradually given by
the government to rare diseases such as
hemophilia and thalassemia. A special budget
was allocated but still there was no world
class clinic. The families of people with
hemophilia, in particular Ali Tchupan and
Shirin Ravanbod, called for Dr. Ala’s help.
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Predictors of antiviral therapy in
a post-transfusion cohort of
HCV patients

TORONTO – February 2006 –
Interferon in combination with ribavirin
therapy is highly effective in eliminating
viral replication and when successful,
decreases the risk of progression to late-
stage liver disease. Antiviral therapy,
however, may not be sufficiently provided.
Published estimates suggest that the rate of
antiviral treatment among unselected HCV
patients in the community ranges from
14% to 28% with the reported number of
eligible patients around 30%.

The overall treatment rate in all
transfusion-infected HCV-positive  1986-
90 compensation claimants evaluated is
15.96%, comparable with other treatment
rates reported. However, because
approximately 30% of the study cohort
had no physician-specified contraindi-
cation and exhibited HCV manifestations
such as non-bridging fibrosis, bridging
fibrosis, cirrhosis and/or met a protocol for
HCV drug therapy, this rate may be
suboptimal. This, despite estimates that
suggest 25% of Canadians with trans-
fusion-acquired HCV will develop cirrhosis,
and one in eight will die from liver disease.
Province of residence, disease level, HIV
status and age play important roles as
predictors of treatment in this cohort.

Results indicate that the current
treatment even in a well-described patient
population with financial incentives for
clinical care and antiviral treatment may be
suboptimal. The results indicate that the
major predictor of treatment is a patient’s
hepatic disease state. Age, HIV status and
geographic location also have some
influence. Given that antiviral therapy will
produce a sustained viral response (SVR)
in greater than 50% of patients, that
treatment is highly cost-effective, even in
older patients, and that the current HCV-
related burden of illness is projected to
grow in the coming decade, there is likely
room for improvement in treating more
patients.

MEDICAL
NEWS

Percutaneous liver biopsy:
reflections & practices - 
the experts speak

LONDON, Ontario – February 2006 –
Better diagnostic tests for many diseases
have led to a decreased need for biopsy to
make diagnosis in many patients. The
increasing resolution and sophistication of
imaging modalities, such as ultrasound,
computed tomography and magnetic
resonance imaging, have decreased the
need for obtaining live tissue for
histological examination in some patients,
particularly those with focal liver lesions.
Pre-treatment biopsy is often still required
for staging, and is useful prior to potential
liver transplantation.

According to Dr. Cameron Ghent of the
University of Western Ontario, “…not
everyone with chronic viral hepatitis needs
a liver biopsy. If there are absolute
contraindications to antiviral treatment,
why do a ‘pretreatment’ biopsy? Likewise,
someone with genotype 2 or 3 HCV has
such a high probability of virological cure
with treatment that routine pre-treatment
biopsy is not recommended.”

Hepatitis C 
press review

Treatment outcomes in a
centralized specialty clinic for
HCV are comparable with those
from clinical trials

WINNIPEG – February 2006 – The
principle finding of this study is that the
results described from registration trials for
interferon-based treatment of chronic
HCV are similar to those obtained in
unselected patients attending a single
urban health care facility. The results also
confirm previous findings that only a
minority of patients with chronic HCV are
candidates for antiviral therapy.

The impression that registration trials
tend to provide more favourable results
than findings in clinical practice is based
on a number of factors.
1. Registration trials are designed to limit

the enrolment of patients with co-
morbidities that can conceivably
interfere with drug or agent delivery or
ascertainment of outcome measures.

2. Participating sites in registration trials
are supported such that adequate
nursing and ancillary support staff are in
place to optimize patient care and
maximize patient monitoring and
follow-up.

3. Well-defined protocols for dosage
adjustments secondary to suboptimal
responses or the appearance of side
effects are more likely to be beneficial
than the relatively ad hoc adjustments
often made in clinical practice.

4. Ready access to third parties involved in
regis-tration trials with expertise in the
area further enhances the quality of care
that can be provided in the context of
such trials.
Despite the above considerations, the

sustained viral response (SVR) rates
described in the present report were
similar to those described in the relevant
registration trials. The explanation for this
finding remains to be determined.
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approximately fifty hepatologists (liver
specialists) practicing across the country,
so even getting an appointment to discuss
one’s health status can be a major
challenge.

With the introduction of pegylated
interferon and ribavirin as the standard
protocol for HCV, treatment is more
effective than ever; not everyone, however,
responds to treatment (clearing the virus
from the body) and the side-effects
associated with a course of treatment can
be quite severe. Ongoing follow-up and
support over a period of up to 48 weeks is
essential if one is to complete treatment
successfully. This support is not adequately
available across Canada.

Dr. Kevork Peltekian, Medical Director
of Hepatology at the Queen Elizabeth II
Health Sciences Centre in Halifax,
reminded those in the audience, via a
videotaped message, that the costs
associated with HCV will only continue to
rise, and now is the time for all levels of
government to earmark significant
resources to prevent new infections and
address the needs of those who are already
infected.

It was noted that the federal
government’s Hepatitis C Prevention,

Support and Research Program is
scheduled to end (for the third time) on
March 31, 2006. No word has yet been
received from the federal government as to
whether the program will be extended
beyond this date. Community groups
working on behalf of those who are at risk
of contracting HCV, and who are already
infected with the virus, have been calling
on the federal government to develop and
implement an adequately funded, long-
term HCV initiative. Advocacy efforts have
been stepped up, yet there has been no
response from Canada’s new Health
Minister, Tony Clement.

Those who are concerned about
the future of Canada’s HCV
program should contact the
Honourable Tony
Clement, Minister of
Health, by mail:
House of Commons,
Ottawa, Ontario,
K1A 0A6;
telephone:
(613) 996-3434;
Fax: (613) 991-2147;
or e-mail, as well
as your local MP.

Jeff Rice
CHS Hepatitis C Coordinator

HALIFAX, N.S. – March 9, 2006 –
Navigating Life with Hepatitis C, the first
Atlantic region hepatitis C conference, was
such an overwhelming success that
organizers set up three extra rows of seats
in the main room to accommodate the
almost standing-room only crowd.
Participants from all four Atlantic
provinces heard speaker after speaker—
medical practitioners, infected and affected
individuals—describe what most who
work in the field already know: the
magnitude of the hepatitis C epidemic is
enormous. Unlike some “hot button”
health issues that we hear about in the
news on a daily basis—SARS, West Nile
Virus, Avian Flu—the hepatitis C virus
(HCV) is here in Canada right now,
affecting tens of thousands of people.

According to the World Health
Organization, 180 million people world-
wide are living with HCV, and this number
grows significantly year after year. A
conservative estimate pegs 250,000
Canadians as living with the virus, with
5,000 new infections occurring every year.
One-third of those infected with HCV
don’t even know. The Atlantic region is not
immune, and 42% of Atlantic Canadians
who are infected are not aware of it.

Prevention initiatives continue to be
inadequate, particularly in the school
system where misinformation about HCV
abounds. Young people confuse HCV with
HAV (hepatitis A virus), HBV (hepatitis B
virus) and HIV (human immunodeficiency
virus). Many believe that HCV is most
often spread through sexual contact. In
fact, it is most often contracted through
the use of shared drug injection equipment
such as syringes and other drug use
paraphernalia, as well as through the use of
non-sterile tattooing and body piercing
equipment. Young people have the
impression that there is a vaccine. While
there are vaccines for HAV and HBV, there
is none for HCV. Young people are also not
aware that there is a treatment for HCV.

For those who are already infected and
have been diagnosed, accessing care and
treatment remains problematic. There are

Magnitude of hepatitis C epidemic hits home during 
first Atlantic region hepatitis C conference

Navigating life with hepatitis C in Atlantic Canada

Norman Locke
Newfoundland and Labrador Chapter

Hats off to the Liver Foundation for a wonderful job of bring together all the key players
in Atlantic Canada who are affected by hepatitis C. This two-day conference took place

in Halifax, March 7-9, 2006 and certainly did show how people are navigating life with
hepatitis C.

Hepatitis C viral infection continues to be a major health problem and the country
continues to see 5000 new cases each year. IV drug use continues to be the major avenue of
infection and Atlantic Canada is no exception to this high-risk behavior.

This conference heard discussions on current issues and obstacles and ideas on
combating this growing epidemic in Atlantic Canada. We continue to have a number of
members in Atlantic Canada who have not tried or responded to current therapies but the
future looks bright. All across Canada researchers are working on better and more tolerable
treatments. Many of these treatments are currently in clinical trials.

A further result of this conference is the formation of an alliance with other
organizations such as the Liver Foundation, Hepatitis C Society of Canada and HIV/AIDs 
of Newfoundland and Labrador, committed to working together to create much needed
hepatitis C support groups in Newfoundland and Labrador. If anyone is interested in
becoming involved in a support group, please contact us or one of the above noted
organizations.
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Prophylaxis patients had

significantly fewer joint

hemorrhages per year and

overall number of bleeds per

year compared to patients

treated on-demand…

By David Page

Alandmark study of children with
hemophilia A by Manco-Johnson
et al, called the Joint Outcome

Study (1) published in the November
issue of Blood and presented at the 47th

Annual Meeting of the American Society
of Hematology in Atlanta in December
2005, has shown improved joint function
and decreased bone and cartilage
damage with prophylaxis therapy as
compared to intensive on-demand
therapy with the same clotting factor
concentrate.

The study is the first prospective
randomized, controlled study of its kind.
It confirms what many
clinicians, nurses, patients and
their families already knew:
prophylaxis has benefits for
many children in reducing the
frequency of joint bleeding and
subsequent long-term joint
damage.

The study comes at an
important time. A review by
the Cochrane Collaboration,
authored by Stobart et al (2)
which appeared earlier in 2005,
concluded: “There is
insufficient evidence to
determine whether prophylactic clotting
factor concentrates decrease bleeding
and bleeding-related complications in
hemophilia A or B, compared to placebo,
on-demand treatment, or prophylaxis
based on pharmacokinetic data from
individuals. Well-designed randomized
controlled trials are needed to assess the
effectiveness of prophylactic clotting
factor concentrates.”

The Cochrane review ignited fears,
especially in the United States, that
insurers would use the lack of high-level
evidence from randomized controlled
trials to cut funding for prophylaxis.

The Joint Outcome Study began in
1996. It enrolled 65 boys from 15
hemophilia treatment centres in the U.S.
The children were randomized to receive
either a prophylaxis regimen consisting
of 25 IU/kg of factor VIII (FVIII) every
other day or intensive on-demand

H E M O P H I L I A  T O D A Y S P R I N G 2 0 0 616

treatment consisting of 40 IU/kg at the
time of a joint bleeding episode followed
by 20 IU/kg infusions at 24 and 72 hours
after the bleed, with additional infusions
possible until resolution of bleeding. The
children were followed until the age of
six years. At age six, they were assessed
for bone or cartilage damage using X-ray
and magnetic resonance imaging (MRI)
of elbows, knees, and ankles. The study
also assessed joint function, number of
joint hemorrhages, and amount of FVIII
consumed.

Of the 65 children, data were available
for the evaluation of 30 children in the
prophylaxis group and 31 children in the
on-demand group. Prophylaxis patients

had significantly fewer joint
hemorrhages per year and
overall number of bleeds per
year compared to patients
treated on-demand (joint
bleeds: mean 0.51 vs. 5.1,
respectively; total bleeds:
mean 1.5 vs. 13.7,
respectively). When evaluated
by MRI at the age of six
years, 93% of children in the
prophylaxis group had joints
that appeared normal,
compared to 58% of patients
treated on-demand. This

translated to an 84% reduction in the
risk for joint damage. Bone or cartilage
damage was confirmed in 2 of 30 (6.7%)
children in the prophylaxis group
compared to 13 of 31 (41.9%) of those
in the on-demand group.

References
(1) Marilyn J. Manco-Johnson et al.
Initial Results of a Randomized,
Prospective Trial of Prophylaxis to
Prevent Joint Disease in Young Children
with Factor VIII (FVIII) Deficiency.
Blood, Volume 106, issue 11, November
16, 2005.
(2) Stobart K, Iorio A, Wu JK. Clotting
factor concentrates given to prevent
bleeding and bleeding-related
complications in people with hemophilia
A or B. The Cochrane Database of
Systematic Reviews 2005, Issue 2. Art.
No.: CD003429.pub2. DOI:
10.1002/14651858.CD003429.pub2.
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TWO DRUG WARNINGS FOR PEOPLE WITH LIVER PROBLEMS

Kathy Mulder, Co-Chair, CPHC

Canadian Physiotherapists in Hemophilia Care (CPHC) members are looking forward to
WFH Congress for several reasons. First, five of our members have been invited by WFH to
speak during the Concurrent sessions and the Pre-congress Physiotherapy workshop.
Second, thanks to the generosity of CHS, an additional 12 therapists will be attending the
Congress. It will be a busy time, as the CPHC Annual Meeting and a training workshop will
be held immediately prior to Congress.

But the most exciting news is that, for the first time ever, Physiotherapy will have a pres-
ence in the treatment room at WFH Congress. Since the 2000 Congress in Montreal, we
have been concerned that delegates attending congress receive factor for treatment of acute
bleeds, but then go back to their homes where factor may be scarce or not available at all. In
the developing world, Physiotherapy is the main form of treatment—and therapists are not
always available either. Therefore, this is a perfect opportunity to help these delegates use
appropriate first aid measures such as rest and support for the joints, and show them how
they can help themselves when they return home, even without factor.

As Physiotherapy is a regulated profession, and each province has its own licensing
requirements, each CPHC therapist had to apply for a “Courtesy Licence” with the College
of Physical Therapists of British Columbia. A rotating schedule is being established to allow
therapists to attend most sessions and take shifts in the treatment room. In addition, experi-
enced hemophilia therapists from around the world will be available on-call to advise us if
necessary.

The Physiotherapy Room is Room 19 at the Convention Centre, immediately adjacent to
the Treatment Room. Feel free to drop in and say hi.

Australia requires black cohosh liver warning

CANBERRA – February 15, 2006 – Australia’s Therapeutics Goods
Administration (TGA) has announced that any medicine  or
herbal preparation containing black cohosh, must carry a warning
for potential harm to the liver.

Black cohosh is a member of the buttercup family. It is a peren-
nial plant native to North America. It has a long history of use by
women to reduce menopausal symptoms such as hot flushes.

The TGA writes on its website it is introducing the requirement
after reviewing 47 cases of liver reactions worldwide. It said:
“Although some reports are confounded by multiple ingredients,

by multiple medications, or by
other medical conditions, there
is sufficient evidence of a causal
association between black
cohosh and serious hepatitis.”

The TGA goes on to say:
“Considering the widespread
use of black cohosh, the inci-
dence of liver reaction appears
to be very low.”

The antibiotic Ketek® should be avoided

TORONTO – February 7, 2006 – Health Canada has advised that
the antibiotic Ketek® should not be used by patients known to have
liver problems. The use of the drug was called into question last
month when U.S. researchers reported severe liver problems,
including a death, in patients taking the new antibiotic.

Health Canada warned of the possible link between Ketek and
serious liver complications, though it noted no such cases have
been reported in Canada.

Ketek is the brand name for telithromycin and has been market-
ed in Canada since May 2003. It is used for treatment of pneumo-
nia, throat and sinus infections and chronic bronchitis, as well as
serious or multi-drug resistant infections.

In January researchers reported in the Annals of Internal
Medicine that three patients at one U.S. hospital who were given
the drug developed liver failure. One died and another needed a
liver transplant. The third patient recovered from drug induced
hepatitis – inflammation of the liver – once therapy with the drug
was stopped.

Health Canada is currently reviewing Canadian cases of less
serious liver problems and other safety information for Ketek,
which is made by Sanofi-Aventis.

Canadian Physiotherapists in Physiothérapeutes canadiens
Hemophilia Care en hémophilie
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Yes, you can make dreams come true,
but not without some serious help
from Earthlings. Patients with

inhibitors being monitored at the Centre de
référence québécois pour les sujets atteints
d’inhibiteurs (Quebec Reference Centre for
the Study of Patients with Inhibitors) can
now consult their care teams from home
via a telemonitoring system. This means
that patients transmit images in real time
during bleeding episodes for which they
used to have to consult by telephone.

How does it work? Patients/families first
come to the Centre de référence, where they
are provided with the equipment and explanations they need to use
the technology at home. The equipment is loaned to patients for
the duration of the project and/or as long as they need it (from one
to five years). During the initial visit, patients/families must take the
time to fill out a quality of life evaluation questionnaire. They must
also agree to fill out the same questionnaire again after six months
and one year of using the technology.

When the need for a consultation arises, the patient/family
contact the Centre de référence the usual way, by phone, and leave a
message for the attendant stating they want to use image
transmission in real time. The service is available 24 hours a day.

When they get a call back, the attendant will already have set up
the data reception system using a portable computer equipped with
a camera, and the Internet consultation can begin. There may be
one or more consultations via telemonitoring for each care episode,
depending on how the symptoms respond to the treatment
recommended.

Within 48 to 72 hours after the end of treatment for a bleeding
episode, the patient/family receive a telephone call from an external
evaluator who will want to know how satisfied they are and ask
them their opinion about the care they received and the
telemonitoring system. The telephone interview takes about 10
minutes.

Patients/families can use the system as often as they need to.
The information exchanged in each consultation is entered into the
patient’s record. Any important images are also entered into the
medical record. Of course, this technology does not replace routine
visits for the annual medical checkup.

We believe that telemedicine helps us provide patients with
adequate, on-time treatment, no matter how far away they are,
making it unnecessary for them to travel. The real goal is to
improve the quality of care to patients/families coping with a severe
complication of a chronic condition. In addition to breaking their
isolation, this technology will make it possible to gather adequate
clinical data and provide informed medical advice; support early
intervention, the cornerstone of hemophilia treatment; provide

quality care and reduce the costs associated
with intra-hospital procedures (for both
the family and the hospital); give the
patient/family more independence in
making decisions about treatments; and
reduce over-crowding in intra-hospital
clinics.

Twelve patients/families are currently
involved in the trial, including ten
pediatric patients with inhibitors

who are being monitored by the Centre de
référence québécois pour les sujets avec
inhibiteurs de la coagulation. We have since

added two young families that were recently diagnosed with severe
hemophilia. We feel that this extension of the project will be
equally beneficial for this cohort of families.

As mentioned above, the project is currently undergoing
evaluation. Approximately 25 of the 75 episodes that were
considered necessary to assess the effectiveness of the project have
been logged, and the preliminary results appear very satisfactory.

The project has funding from three sources, listed here in order
of priority: Bell Canada via financing to set up the Telecare Centre;
the Bayer Hemophilia Awards Program run by Bayer via a grant to
Sylvie Lacroix; and CHU Mère-Enfant Sainte-Justine.

A team of committed professionals worked hard to design and
set up this innovative program, and we are happy to acknowledge
their valuable contributions. They are:

• Dr. Georges-Étienne Rivard, Hematologist, Medical Director of
the Centre des inhibiteurs at the CHU Mère-Enfant Sainte-Justine;

• Dr. Lucie Poitras, Director of Professional Services at CHU
Sainte-Justine; Isabelle Jolicoeur, Engineer, Head of the Biomedical
Engineering Department at CHU Sainte-Justine, and members of
her team;

• Michel Fréchette, Engineer in the Information Systems and
Telecommunications Service at CHU Sainte-Justine, and members
of his team;

• Sylvie Talbot, Project Coordinator in the Professional Services
Directorate at CHU Sainte-Justine;

• Dr. Alicia Framarin, M.Sc., Technology Evaluation Unit at
CHU Sainte-Justine;

• Valérie Martin, M.Sc., Technology Evaluation Unit at CHU
Sainte-Justine; Suzanne Lamont, Ph D., external consultant.

When it started, I felt that the project was relatively simple, but
almost three years later, I can say that this is a very large project and
we would like to see it continue to serve the hemophilia population
for a long time to come!

Spring is just around the corner.... Smile!!!

Telemedecine serving the hemophilia population with inhibitors in Québec
An experiment at Centre Hospitalier Universitaire Mère-Enfant Ste-Justine

From  dream to reality

Sylvie Lacroix, R.N.



W
hen Colin and I decided to start a family, we
both breathed a sigh of relief upon the birth of
our first daughter and then, when the second
girl was born, we figured we were free and clear

of any bleeding issues except for dear ol’ Dad. This was not to
be. Three months later we were wearily plodding through a day 
of colic with Olivia, or so we thought. I figured a warm bath
would help, only to discover an egg-sized bruise on the back of
Olivia’s hand. As soon as Colin saw her hand, he deflated as if
sticking a pin in a
balloon. “That’s a bleed.
She’s got hemophilia.”

Upon our arrival at
our local hospital in
Charlottetown we were
met with scratching of
heads and puzzled faces,
but also with co-
operation. The wheels
were immediately set in
motion, and top-notch
quality care for our baby
was well under way with
an official diagnosis and
treatment. At the outset,
Olivia had to endure
being pinned down long
enough to infuse her
(which on occasion led to
a bleed) and very soon
learned what was coming
once she was laid down
in this hospital room.
This only lasted until she was 9 months old, when the decision
was made to implant a Port-a-Cath. It was all overwhelming
enough to even a battle-hardened veteran like her father, but to
have to pass your baby along to waiting surgeons was heart-
wrenching. As it turned out, it was the best decision we ever
made! Home infusion eased the load for both Olivia and her
parents with twice weekly infusions with which she is now old
enough to assist.

Along our journey of raising a girl with severe
hemophilia, we have met some wonderful people involved in
the cause: those involved in medicine by choice, and those of us

OUR 
STORIES Olivia

“Along our journey of raising a girl with severe hemophilia, we have met some
wonderful people involved in the cause: those involved in medicine by choice, and

those of us who are becoming professionals by being thrown into it head first!”
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JoAnn Craig

who are becoming professionals by being thrown into it head
first! We are grateful for our GP, pediatricians, hematologists
and their teams, and for a special lady in Medical Genetics at
the IWK in Halifax, N.S., who has taken on the phenomenon
that is the Craig family and has lovingly coined it “Finding
Nemo”. This, of course, refers to her research determining not
only how a girl inherited severe hemophilia, but how she
inherited it from her father, who in turn inherited it from his
mother! True Story! Nisa has met with us on every hospital visit

and somehow manages
to explain her progress
thus far in our genetic
make-up, (thanks to
contributions made by
family members) going
back to our distant
relatives, telling us why
we are the way we are…
well, scientifically
speaking anyway!! We all
anxiously await her
results, perhaps finding a
way to unshackle the ball
and chain that cause pain
to so many, and weigh us
down both emotionally
and physically.Olivia is
otherwise a typical 4-year
old who is unrelenting in
chasing her big sister
Alexis, who is a huge part
of our support team. She
enjoys Barbies,

swimming, the beach and playing outside. She has no problem
finding a friend to play a game HER way, as that toothless grin
wins you over every time! She gets a kick out of telling anyone
who asks how she lost her two front teeth. “It’s Daddy’s fault.
He put me in a box!” Hmmm? She feels no need to explain that
when she had a bleed Colin put her in a big box to play quietly
in (we all know children like to play with a box more than a
toy) and was smiling when the box tipped over. Colin just
smiles, shakes his head slowly, looks skyward and knows that
payback for his own childhood shenanigans is going to come
full-circle!
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Medicine Hat & Area Support Group

On March 11, 2006 a total of 21 people representing six member families and 4 medical
staff attended a family fun and educational event at the local Leisure Centre in
Medicine Hat. The morning was spent swimming with the kids in the water park, while
the afternoon was split into two educational sessions. The first session was an open
forum with the local medical team to discuss future care strategies for the affected
children in the area. This meeting was very productive and resulted in an agreement to
meet again in one month’s time. The second session focused on the importance and
benefits of proper nutrition and exercise. This session was conducted by a local
member who is a fitness expert and is very familiar with hemophilia and its effect on
the body. His story was an encouragement to all of the parents who attended and left
everyone with the challenge to take better care of their bodies and provide their
children with the keys to great health. All families agreed that the day was a very
productive and enjoyable.

Northern Alberta Region

On Saturday January 21, 2006, 44
members of the CHS Northern Alberta
Region attended the annual post
Christmas Party event. The evening
began with Sandy Hanna providing an
introduction to the Passport to Well Being
sessions which was followed by a very
thought provoking and well received
presentation by Mario Lopez, a
hemophiliac from Ontario. A short
business meeting and election was held
during which the 2006 Region Executive
was elected. The rest of the evening was
filled with conversation and a dance. The
CHS Northern Alberta Region wishes to
thank Baxter BioScience for their
support of this evening and for enabling
Mario to attend as our guest speaker.

Southern Alberta Region

The CHS Southern Alberta Region
recently completed a fundraising event
which involved the sale of raffle tickets
on an original painting donated by local
artist, Timothy Hoey. This was a
successful venture for the Region with
proceeds of over $1300. The Region
would like to thank the following
members who volunteered and
supported the event: Susan Anderson,
Manda Boudreau, Bernard Cox, Derek
Gates, Stacey Johnson, Gladys Niksic and
Simon Wong. Special thanks to Sharon
Grant for her work as Chair of the
committee.

MANITOBA CHAPTER

B.E. (Bill) Featherstone, “Past” President, Hemophilia Manitoba

It is ironic and yet I suppose appropriate that I am the one bringing the building news
of the Manitoba Chapter to the rest of the hemophilia community. In 1994 I wrote the

“Fire in Manitoba” article for Hemophilia Today, when we burned the mortgage on the
building at our AGM. The building served as bingo hall, drop-in centre and housed the
offices of Hemophilia Manitoba.

I was Past President of the Chapter at that time and had been chairperson of the
building committee back in 1987 when we started the project. In 2005 I was asked if I
would sit again as “past” president and I agreed, so here I am again twelve years later
bringing you another saga from Manitoba.

Times change and, with dwindling bingo attendance and general lack of interest, the
Chapter has found itself in the situation of having to put its building up for sale. This
past week we
received an offer for
our asking price and
it does look like the
deal will proceed.

We are fortunate
to have the total
asset of the building
as we will need to
set up a budget and
process to “re-
invent” ourselves.
The decline of
bingo was
something that Stu
Johnson and I had
thought may
happen; we just
didn’t know when.
For that reason we were adamant to have the building paid for as soon as possible. The
building has served us well, and it is now time to move on. We will find our stride again
and already new and exciting opportunities are on the horizon for the Chapter. We will
attempt a smaller bingo operation in rental facilities and our administration will also be
moving to smaller quarters. We have several months to organize and prepare for the
move of our general office.

It is a sad time for most of us, and change is difficult for the strongest of us… but we
look forward to the future.

c h a p t e r s p o t l i g h t

ALBERTA CHAPTER
EVENTS 2006

CHAPTER 
SPOTLIGHT

CHAPTER 
SPOTLIGHT
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Chantal Roy (left) receives the SCHQ
Volunteer of the Year award. Patricia
Stewart underlined Chantal’s strong 
commitment to the SCHQ during a 
ceremony held during the SCHQ’s annual
general meeting on Saturday, March 18.

QUEBEC
CHAPTER

Christmas activity for 
the families of young
children in Montreal 
and Quebec City

On December 3, 2005 twelve
families participated with great
enthusiasm in activities organized by
the Quebec Chapter of the CHS
(SCHQ) in Montreal and Quebec City.

In Quebec City, the families
gathered at the Museum of
Civilization. After lunch, young and
old alike visited Place du Moyen Age
(the Middle Ages Exhibit) which
hosted a Middle Age market. Period
costumes of all sizes and shapes could
be worn.

In Montreal, the rallying point for
families was the Biodome. A show by
Caillou awaited the 21 participants.
Then it was on to discover Quebec’s
different ecosystems… all this, without
stepping outside.

Special thanks to the families from
the Montreal and Quebec City regions
for your good humour and willingness
to share.
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Members of the SCHQ gathered in Saint-Michel-des-Saints, Quebec, for their 2006 annual general meeting on Saturday, March 18.

TCOR

TRANSITIONS...

On October 17, 2005 the Toronto and Central
Ontario Region hosted its inaugural “Transition

Program Orientation Evening”. The goal of the
evening was to alleviate the anxiety of both youth and
their families as they move from the pediatric clinic
setting at the Hospital for Sick Children to the adult
clinic at St. Michael’s Hospital. The evening was a
HUGE success and the 18 participants who attended
reported that the orientation was very helpful to
them. This event will be held annually to continue to
support youth as they move towards an independent
model of care.

During the evening, participants were given an
opportunity to meet with clinic staff, chat informally,
book their first appointment at the adult clinic and
ask questions. They were also able to meet other
youth, take a tour of St. Michael’s Hospital, learn
about various TCOR programs and hear from a
young person who recently went through the
transition process himself. Participants and families
alike expressed a great interest, appreciation and
understanding of the new clinic setting when listening
to the experiences of this young man. For many this
was the highlight of the evening.

And this spring the Transition Program will be
introduced to the WORLD! An oral presentation on
TCOR’s new initiative will be made at the WFH
Congress in Vancouver this May. Congratulations to
everyone who worked so hard on this great new
initiative!



lower purity plasma-derived factor VIII. In
the absence of a large prospective,
randomised, controlled study comparing
plasma-derived FVIII with von Willebrand
factor and recombinant FVIII, it is critical
that retrospective data on inhibitor
development from around the world be
collected to answer this question.

Reference
(1) A. Jenny Goudemand, Chantal Rothschild,
Virginie Demiguel, Christine Vinciguerrat,
Thierry Lambert, Hervé Chambost, Annie
Borel-Derlon, Ségolène Claeyssens, Yves
Laurian, and Thierry Calvez, the members of
the FVIII-LFB and Recombinant FVIII study
groups. Influence of the type of factor VIII
concentrate on the incidence of factor VIII
inhibitors in previously untreated patients with
severe hemophilia. Blood 2006 107: 46-51.

Long-acting recombinant factor
IX in development

STOCKHOLM – January 26, 2006 –
Biovitrum and Syntonix have announced
an agreement to jointly develop and
commercialise a genetically engineered
factor IX concentrate. The two companies
will equally share the costs and profits for
development and commercialisation of the
new product called FIX:Fc©.

It is hoped that the extended half-life of
Syntonix’s FIX:Fc product would mean less
frequent infusions with both prophylaxis
and on-demand regimens.

“We are pleased to develop FIX:Fc with
Syntonix because Syntonix’ SynFusion
technology has resulted in a promising,
long-acting recombinant factor IX product
that has the potential to reduce infusions
required for hemophilia B patients to
manage their disease,” said Mats Pettersson,
CEO of Biovitrum.

In Canada the standard prophylaxis
regimen for younger patients is approxi-
mately two infusions per week. This main-
tains a minimal level of coagulation factor
in the bloodstream. Long term studies (See
Landmark study on page 16) demonstrate
that such regimens can greatly reduce if not
eliminate progressive joint deterioration.

The companies gave no indication when
they would complete clinical trials and
request market authorisation. This can
typically take five years or more. If
approved by regulatory authorities, FIX:Fc
would eventually become the second
recombinant factor IX concentrate. In
Canada Wyeth already markets a
recombinant Factor IX called BeneFIX®.

Third case of vCJD in blood
recipients

LONDON – February 9, 2006 – A third case
of variant Creutzfeldt Jakob Disease (vCJD)
linked to a blood transfusion has been
diagnosed. The person is one of 30 people to
have received blood from donors known to
be infected. In all three vCJD cases, the reci-
pients were transfused with red blood cells.

The first case was announced in
December 2003.

There have been no cases of vCJD among
recipients of fractionated blood products
derived from plasma such as clotting factor
concentrates, immune globulin or albumin.
Nor have there been any cases of vCJD
identified among people with hemophilia.
Thousands of British hemophiliacs, however,
were warned in 2004 that they were at risk.

One hundred and fifty-four people,
almost all in the U.K., have died from vCJD
since it first emerged in 1995. The disease is
believed to have passed from cattle to humans
through meat infected with bovine
spongiform encephalopathy (BSE).

McMaster study of electronic
patient diary among “2005 Best
of Medical Informatics” 

AUSTIN, TX – January 13, 2006 – A study
featuring Arrowhead Electronic Healthcare’s
Electronic Patient Diary (EPD) was selected
to appear in an international “2005 Best of
Medical Informatics” list published by The
International Medical Informatics
Association (IMIA).

The study, entitled Comparing hand-held
computers and paper diaries for hemophilia
home therapy: a randomized trial (1), was
first published in the journal Haemophilia in
2004. It was selected by the IMIA editorial
board as a study that is “internationally
representative of an important topic in medical
informatics with strong scientific content.”

The article, written by Irwin Walker,
M.D., director of the Hemophilia Program at
McMaster’s Hamilton Health Sciences
Corporation, reported the results of a study
which compared Arrowhead Electronic
Healthcare’s EPD to paper patient diaries.
Arrowhead’s EPD improved hemophilia
patients’ reporting of bleeds and product use,
and resulted in submission of key hemophilia
patient data to treating physicians and nurses
in a more timely manner.

(1) Haemophilia 2004; (10): 698-704

BLOOD
THE

FACTOR

New study on factor VIII and
inhibitor development

A recent article in Blood by Goudemand
and colleagues (1) shows that a plasma-
derived, partially purified concentrate of
factor VIII was about 3 times less likely to
give rise to inhibitors than either of 2
highly purified full-length recombinant
products.

Inhibitors to factor VIII are now
considered the main and indeed the only
serious complication of replacement
therapy for hemophilia A.

The two large retrospective trials in
patients with hemophilia A attempted to
detect an effect of concentrate type on
incidence of inhibitors. The low purity
product was a plasma-derived, ion
exchange-purified concentrate containing
von Willebrand factor (FVIII-LFB). The
high-purity products were two
recombinant full-length factor VIII
preparations. The trials were conducted
with previously untreated patients (PUPs)
with severe hemophilia A.

According to the authors, other risk
factors for inhibitors such as genotype and
ethnicity were fairly well balanced between
the two groups. It was concluded that the
partially purified concentrate from human
plasma was much less likely to provoke an
antibody response than was the highly
purified synthetic protein. The relative risk
ratio for rFVIII versus FVIII-LFB was 3.2
[confidence interval, 1.0-9.7] for
development of a high-titered inhibitor 
(> 5 Bethesda units).

A major difference between the
products is that FVIII-LFB contains the
natural carrier protein von Willebrand
factor (VWF). Some animal experimental
data indicate that the presence of VWF can
suppress antibodies to FVIII.

At the World Federation of Hemophilia
Global Forum, held in Montreal in
September, clinicians openly wondered
whether it is advisable to treat PUPs with
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Based on these conclusions, it was
recommended that Héma-Québec
implement a series of measures to achieve
this goal; in particular, increasing the
volume of plasma collected in Quebec,
especially plasma collected by
plasmapheresis, which would require the
building of three or four additional
collection centres of six beds each. To make
the exercise worthwhile, it was also
suggested to explore manufacturing a
broader range of plasma derivatives from
Quebec plasma; in particular, factor VIII
with von Willebrand factor. This could be
used to treat people with von Willebrand
factor deficiency or to treat young
hemophilia A patients who are naïve to
treatment. (See Editor’s note.) Héma-
Québec currently buys between 1.5 and 2
million IU of Humate P® annually to treat
von Willebrand disease patients.

Editor’s note: In fact, according to a French
study done by Dr Jenny Goudemand et al1

of the Institut d’hématologie de Lille,
France, young hemophiliacs who had never
been treated before and who were treated
with plasma-derived factor rich in von
Willebrand factor had a 3 times lower risk
of developing a coagulation inhibitor than
those treated with recombinant factor VIII
(11% vs. 30%). Similarly, according to the
same study, high concentrations of
inhibitors (greater than 5 Bethesda
units/ml) are found more frequently in
persons taking recombinant (15%) than in
those taking plasma-derived factor (5%).
According to the researchers, the lower
incidence of inhibitors with plasma-derived
factor VIII could be due to the fact that it
contains von Willebrand factor, a protein
that is fixed in a region of the factor VIII
gene frequently targeted by inhibitors,
thereby providing protection.

Reference:
1 Le facteur VIII recombinant lié à
l’apparition d’inhibiteurs chez les personnes
atteintes d’hémophilie A, Jenny Goudemand
et al., APM, February 2006.
www.chru-lille.fr/autreprof_presse/
revue_presse/34224.shtml
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Héma-Québec held a consensus
conference on plasma self-
sufficiency in Québec on

February 17 and 18 in Montreal. The event
brought together experts in transfusion
medicine, representatives of Quebec and
Canadian blood system operators, various
government agencies, pharmaceutical
companies, and patients’ associations.
Some came from as far away as the United
States and even Europe. The objective of
the conference was to reach a consensus
over whether Héma-Québec should devote
greater effort and resources to increasing
self-sufficiency in plasma to meet the
growing demand for immune globulin
(IgIV) and/or albumin, the two most used
plasma derivatives.

Quebec is currently only able to meet
14% of IgIV and 70% of albumin needs
from domestic plasma, while the
remainder (86% of IgIV and 30% of
albumin) must be obtained from
commercial plasma. The figures are
comparable to the figures quoted by
Canadian Blood Services (CBS), which is
targeting increases to 40% IgIV and 100%
albumin self-sufficiency in the coming
years. To achieve this, CBS will have to
raise the volume of plasma it currently
collects by 50%, and is currently working
on a plan to find the most practical ways to
collect plasma.

Participants saw a number of interesting
presentations, from which I noted the
following points:

• From the presentation by Dr. Bernard
Horowitz of Key Biscayne, Florida, on
plasma safety: products made from
Canadian plasma and those made from
non-Canadian plasma (mainly US) today
have the same safety profile.

• From Dr. Thierry Burnouf of Lille,
France, on the economics of the world
plasma industry: that the cost of raw
materials (plasma) represents 45% of the
cost of the final product, and that
recovered plasma (taken from whole
blood) costs between $75 and $95 per litre,
whereas plasma gathered by plasma-
pheresis costs from $95 to $120 per litre.
The cost of plasma and fractionation must
therefore be distributed over a wide range

Héma-Québec 2006 consensus conference 
on plasma self-sufficiency
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of derivatives to make the exercise
profitable.

• From the case study on the Finnish
experience in plasma self-sufficiency
presented by Dr. Jukka Koistinen of
Helsinki University: that in a free trade
market, it is difficult to be competitive in
terms of product cost and quality control.

• From the presentation on the ethical
impact of selling plasma given by Michel
Giroux, a Québec City lawyer: it is illegal
under the Quebec Civil Code to offer
remuneration to blood donors, and it is
not ethical to sell blood collected from a
person making a donation and sell it to a
commercial business so that it can then be
sold in any form whatsoever, without
obtaining the donor’s consent.

The participants then met in workshops
to discuss a number of issues so that they
could reach a consensus when they
returned to the plenary session. At the end
of these discussions, 94% of participants
answered No to the question “Do you
believe that Quebec should explore the
possibility of selling on the world market
its plasma currently earmarked for
fractionation, and instead buy finished
products on the open market?” Only 6%
voted Yes.

A full 100% answered Yes to the
question “Do you feel it is important for
Héma-Québec to make an effort to
increase the quantity of Quebec plasma
sent for fractionation?”! Lastly, when asked
“What level of IgIV self-sufficiency should
Héma-Québec target?”, 55% of participants
voted for a 30% self-sufficiency level, 24%
voted for a 40% level, and 7% opted for a
50% level. Participants were unanimous in
identifying 100% albumin self-sufficiency
as an important criterion.

t h e  b l o o d  f a c t o r



FACTOR

TH
E

The term carrier has traditionally
meant a woman who inherited the
gene that causes hemophilia and

who could then pass it on to her son, who
would have hemophilia. The common
belief was that these women did not have
hemophilia; they only ‘carried’ the defective
gene. These days more and more carriers
are coming forward and seeking treatment
for problems related to bleeding.
Unfortunately, these women don’t always
find a receptive ear, even at Hemophilia
Treatment Centres (HTCs). This can be a
frustrating and frightening experience with
serious repercussions.

The average age for a woman to be
diagnosed with a bleeding disorder is 27.
At this point, she has probably dealt with
menorrhagia (excessive menstrual
bleeding), among other things, for many
years. Studies show that approximately
25% to 30% of female carriers—as
opposed to men with hemophilia who are
also technically carriers—are symptomatic.
Some women have factor levels that in
males are automatically diagnosed as mild
hemophilia, but in females, simply give
them the label of carriers. When asked 
why they took so long to seek medical help,
women stated they were usually told:
“That’s what it’s like to be a carrier,” or 
“It isn’t possible for a woman to have a
bleeding disorder.” Some were told that
their levels weren’t low enough to cause a
bleeding problem. One woman, when the
pain and exhaustion due to bleeding
continued, was asked, “Are you sure it’s not
psychological?” Years later she was
diagnosed with hemophilia. Many women
don’t see their situation as a problem, but
as normal, especially when specialists have
told them this repeatedly.

Lack of proper diagnosis can have a
serious effect on a woman’s life. One such
case is that of a woman who as a 13-year-
old suffering from menorrhagia was given
the pill (hormone therapy). Despite this,
she soaked her pad every hour, couldn’t
take part in gym classes, and missed a week

of school each month. It wasn’t until her
son was diagnosed with mild hemophilia A
(14% factor VIII levels) that she was tested.
At this point, her sisters also tested
positive, as well as her father, who was 54.
He had never had any problems, nor had
her sisters, nor their sons who also have
mild hemophilia. Both she and her son,
however, have bleeding problems. Despite
constant menorrhagia and anemia, and the
knowledge of her carrier status, she never
spoke about her own problems.

She underwent a hysterectomy at the
age of 27, when she began fainting after
three consecutive months of menstrual
bleeding. When at the age of 37 she finally
mentioned her own problems to her son’s
hematologist, he quickly ordered tests. She

was diagnosed with mild hemophilia. Her
levels were 49% while on the pill, which are
known to raise  factor VIII levels. The years
of bleeding problems now make sense to
her. It took years of anemia, missed school
and social events, visits to family doctors
and gynecologists and a hysterectomy
before she was finally properly diagnosed.

Unfortunately, just because a woman
seeks treatment at a hemophilia treatment
centre doesn’t mean that she’ll get it, even
if she’s aware of her carrier status. Another
woman had had problems with bleeding
since her youth, including epistaxis
(excessive nosebleeds), bleeding after tooth
extractions, bruising and menorrhagia.
After her son’s diagnosis with severe factor
VIII deficiency, her factor levels were
measured at 70-80%. Because of
menorrhagia, she sometimes needed
DDAVP to be able to continue working or
attend family gatherings, but eventually
had to have a uterine ablation. A few years
later, she injured herself in a fall and
realized that she was experiencing the exact
symptoms in her joint she had told her son
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to tell her about – tingling inside, hot and
boggy. She called to get an appointment
with her HTC, but was refused. She was
told that “by definition, you cannot be
bleeding.”

The bleeding continued, and she
consulted an orthopedic surgeon who said
it was normal, and would settle down in 
8 to 12 weeks. She returned to a job
requiring her to work on her feet all day.
This provoked more bleeding and she
rested on the weekend, but the cycle began
again on Monday. This continued for a
year. The joint continued to be painful and
swollen. After one year, a second
orthopedic surgeon told her she had stage-
4 arthritis, and would need a knee
replacement! She told him of her bleeding
history before having arthroscopic surgery.
Despite bleeding through dressings
afterwards, she was told it was ‘normal’ by
the orthopedic resident and the ER staff,
who refused to consult hematology.

Six weeks after the procedure, her
surgeon showed her pictures from the
scope, pointing out the blood in the joint,
saying she’d bled so much during surgery
that she was given DDAVP. She was not
told this at the time. When she called the
HTC, she was again told it was not related
to low factor level. Clearly they weren’t
interested. She contacted another
hematology specialist who explained that
because the body can only produce a
limited amount of factor at a time, her
body couldn’t keep up to meet her needs
over this long period and her reserves were
being depleted. During the 6-week post-
procedure recovery time, she was off work
and able to RICE (rest, ice, compress,
elevate) her knee, hence the bleeding
finally stopped and her factor levels were
restored to normal. However, she is now
anxious that if she ever needs it, she won’t
be able to get proper treatment since the
local treatment centre refuses to
acknowledge her bleeding problem.

These are only a handful of experiences
to illustrate the lack of recognition that
women can have hemophilia. Often,
because they don’t present to the doctors
with a problem, the doctors don’t see the
situation their patient is in, nor do they see
the scope of the problems experienced by
girls and women who are carriers.

One woman stated: “Not only is this sad
for the women individually, but it means
we are sentencing our daughters to a
lifetime of living with problems that
shouldn’t be tolerated.”

You can’t have 
hemophilia – 
you’re a woman!
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