
H E M O P H I L I A  T O D A Y S U M M E R 2 0 0 6 17

Ruanna presented this program at the
WHF Congress.

Leah Macknack and I spoke of our
involvement in the CHS Strategic
Planning Process, which helped the CHS
look to the future in terms of its mission
and vision.

Rachael Frankford and Diana
Cottingham presented on their
involvement in a transition research pilot.
This was a pilot project with the goal of

easing the transition for
hemophilia patients
transitioning from
pediatric to adult centres.
This was done between
Sick Kids and St. Michael’s
Hospitals in Toronto.

As you can see, we
social workers are kept
busy, not only with direct
intervention, but also in
promoting the
psychosocial aspects of
hemophilia care through
various committees, work,
projects and research.

The remainder of our
day was spent on
exploring how as a
profession we can further
our work with the
hemophilia community.

The field of hemophilia and bleeding
disorders is a highly specialized area of
social work practice, which requires
specific skills, knowledge and expertise.
There are only 19 social workers across
Canada in this field. Our allotted time to
work with hemophilia ranges from 10
percent to 50 percent of a full-time
position. Only one or two social workers
devote half of their time to bleeding
disorders. This, combined with staff
turnover and regional isolation, present
unique challenges for us as social workers
to be proactive in the hemophilia
community. The ability to meet as a
group in order to program plan is vital.

We are therefore so grateful to the CHS
for providing funding for us to be able to
attend the WHF Congress and to meet as
a working group. We were able to
accomplish so much in so little time.

Thanks from all of us to CHS.

Canadian Hemophilia
Social Work Working
Group

Clarke Dale

It’s hard to believe the 2006 WHF
Congress has come and gone so

quickly. The wealth of information and
networking was truly phenomenal.

Nine social workers from across
Canada attended the
WHF Congress and our
working group held a full
day meeting on May 20.
This was a great
opportunity for us to
program plan and learn
what is new in each of
our clinics and provinces.
Of course, it was also
great to meet old and new
acquaintances.

Clare Cecchini, CHS
Program Coordinator,
came to our meeting and
welcomed us. She
reviewed some of the
current programs
underway and those being
developed by the CHS.

The group then had
the pleasure of hearing
what each of us has been involved in
over the past while.

Maureen Brownlow spoke of her work
on the Standards of Care Committee. A
meeting was held in the fall of 2005 to
look at ways to evaluate and audit
hemophilia clinics across Canada with the
goal of accreditation. Maureen also spoke
of her involvement with the pain project
and how some of this was included in the
Passport to Well-being Program.

Ruanna Jones and Yolaine Houle
reported on the National Family Inhibitor
Workshop held in April 2006.

Ruanna distributed copies of an article
she wrote on social work and
comprehensive care, which will be
included in a book to be published in
Chinese for China. She spoke of a
program she and a nurse did to teach self-
infusion to children and adolescents
called Poking School ’Cause Poking Is Cool.

Hemophilia 2006 World
Congress — Session
Highlights

Peter Wilson

Ihad the pleasure of attending the
Hemophilia 2006 World Congress in

Vancouver. A short article such as this
cannot do justice to the wealth of
information at the Congress. I have
decided to focus on two sessions that I
personally found most interesting.

The first was a session that included a
series of orthopedic presentations dealing
with everything from joint replacement to
different kinds of synovectomies. Near the
end of the session a speaker named
Michael Heim gave a presentation called
Complications of Total Ankle Arthroplasty.
This presentation was of great personal
interest, as my ankle is my most
troublesome target joint and the only one
that really affects
me on a day-to-
day basis.

Dr. Heim was
blunt to say the
least. He
explained how
much more
complicated the
ankle replacement
is in comparison
to other joints,
and how an error
of even a couple
of millimetres can
be disastrous in
surgery. The
consequence of a
failed surgery was
most often a second operation: joint
fusion. He also elaborated on the difficult
learning curve, and how a surgeon could
work on 20 or 30 patients before
becoming proficient at the surgery! As
much as I like hearing good news about
miraculous procedures at conferences, it
was refreshing for a change to hear
someone speak honestly about the
possible complications.

The second session that I found
interesting was decidedly less medical: it
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David Pouliot

For the Danish Hemophilia Society,
the World Congress was the ideal
opportunity to launch a Web site

specially made for young people from all
over the world, aged 16 to 25, with
bleeding disorders. Before I say more, let
me give you the address:
www.los-bleedos.net.

The Danish Hemophilia Society
already had an excellent site for young
people in Denmark. The site was created
through a very beneficial partnership
with the Epilepsy Association of
Denmark, which enabled them to obtain
a government grant. Of course, each of
the two organizations had its own site,
but the two sites were designed and built
jointly. Justifiably satisfied with the result,
our Danish friends decided to create an
International version in English so that
the worldwide community could take
advantage of it.

On the home page there are articles
written by young people, stories from all
over the world (I should say that I am
one of the young people whose story you
can read there, and you can also see my
photos from Vancouver), a very

interesting discussion forum, plus lots
more to come. Everything is easily
accessible, but to participate in the forum
you have to register. Still, it’s very quick,
and well worth the trouble. The website
has a very nice look, and everything was
done very professionally.

One of the webmasters, Christian Krog
Madsen, is someone I had the honour to
meet at the Congress, and I am now
pleased to have him as a friend. He was
the one who presented the website in
Vancouver. He is very open to any
suggestions.

So following Christian’s lead, I extend
a warm invitation to take a look at the
website and register. Anyone who registers
could win a prize, like a Playstation. The
invitation must already have gone out to
many young Canadians, because as
Christian told me two weeks ago, after
Denmark, Canada is the country with the
largest number of people registered on
the website. At the same time, in the list
of most recent users who have signed up,
there are people from Eritrea, Belarus,
China, Norway, and Canada!

Way to go, Denmark!

www.LOS-BLEEDOS.net
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Hélène Bourgaize,
CHS Director of Volunteer Development
and Human Resources

T
he CHS volunteers were a much
appreciated highlight of
Hemophilia 2006 World Congress.

These volunteers from British Columbia
and from all across the country bravely
wore their bright red T-shirts, providing
assistance wherever it was needed. They
were out bright and early (bleary-eyed
and holding tight to coffee cups) to make
sure that those participants with mobility
problems made it to the Congress site.
They distributed the daily newsletter,
ensured that the evaluation forms were
distributed and picked up at each of the
numerous sessions, directed “traffic” to
and from the hotel symposia as well as at
the Tuesday social event night, ensured
that all posters were set up and removed
according to schedule and, most
importantly, assisted many people in the
treatment room. The volunteers were also
available to answer, or at least find
someone who knew the answer to, almost
any question. Special thanks must go to
Abe Marte, Nader Mackvandi and Bruce
Rempel from the British Columbia
Chapter who, armed with their trusty cell
phones, did a great job organizing the
volunteers.

Participants leaving the conference
may not necessarily remember the
outcomes of every session but will always
remember the friendly smiles of the
Canadian volunteers. Once again, thank
you for helping us make this event a success! 

The following are some comments/
quotes from individuals who volunteered at
the Congress. ☛

Volun-
teering 
at the 

Congress
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Highlights of volunteering were meeting
so many delegates and being able to assist
them with finding translation, finding their
way, helping them liaise with the
appropriate CHS personnel and just
chatting with them. The depth and breadth
of this event were so enormous that
assisting in some small way was very
affirming. To attend sessions and hear what
was happening in all corners of the world
was amazing; to be a part of it by
volunteering was the icing on the cake!

Susan Anderson, Alberta

It is always a pleasure to help out the
society but in Vancouver just seeing the
smiles on everyone’s faces made it so much
more special. The delegates were so happy
to see us in our bright red shirts!

Colleen Barrett, Newfoundland 

I had a great time during the Congress.
I was encouraged to see the research that 
is taking place for better hemophilia
treatment and care. I was also pleased to
meet other youth from other countries and
was impressed by the organizational efforts
that our fellow volunteers showed
throughout this event.

Behrooz Mackvandi, British Columbia

This was a once-in-a-lifetime dream
to have the WFH congress held here in
Vancouver. It was encouraging to see our
hemophilia community in motion
once again and restlessly persistent to make
improvements in research and provide
better quality in care. The Congress ran
smoothly and professionally as always, and
proved that no matter where it is held,
achievements always surpass capabilities.

Nader Mackvandi, British Columbia

I have done much
volunteering in my life 
and have never enjoyed 
it as much as I did 
in Vancouver.
Sitting at the CHS booth and getting to talk
to people from all over the world was an
extraordinary experience. These people
were so happy to be there and to be able to
talk to others who understood them. I met
some amazing people and I will have their
memories with me for the rest of my life.

Janice March, Newfoundland

Volunteering at World’s was a wonderful
experience. There were so many people to
meet! Through volunteering, I met more
people and learned more than I could 
have by myself. Helping people gives one 
a great feeling.

Ann Wood, Saskatchewan

The conference succeeded because of
contributions large and small. I was one of
the smaller ones, but was pleased to do it
and found it satisfying.

Dick Wood, Saskatchewan

Eric Stolte called me an Ambassador at my
first Congress in Montreal. My opinion is
that it is important to be both a volunteer
and ambassador. I really enjoy both roles. I
have a job already for Argentina!

Myron Lukian, Saskatchewan

It was rewarding and great fun
reacquainting with fellow volunteers and
meeting so many more dedicated volunteers
for the Society at home and abroad.

Ann Lukian, Saskatchewan

People 
from many
countries
stopped by
the CHS
booth.These
people asked
questions
about our
activities and
programs and
told us what
they are doing
in their own
countries. 
The perfect
context in
which to
inspire and be
inspired.

David Pouliot,
Québec
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Global National
Membership
Organization (NMO)
Training

Tom Alloway, Ph.D., CHS Past-President

From May 18-20, 2006, I had the
privilege of attending the World

Federation of Hemophilia’s Global
National Membership Organization
(NMO) Training session, which was held
at the Delta Airport Hotel in Vancouver.
When I had the opportunity to go, I
jumped at the chance because I wanted
to learn more about the activities and
operations of the WFH. I
wasn’t disappointed. I did
learn about the WFH.
What I hadn’t bargained
for was the emotional
impact that the experience
would have on me.

In a formal sense, what
the NMO Training
consisted of was a series of
meetings and seminars on a
variety of subjects. At the
opening session, we learned
to say a few words in the
many different languages of
the over 80 nations whose
representatives were
present. The seminars
consisted of sessions on topics such as the
priorities of the various hemophilia
societies, governance issues, how to
manage finances, and fundraising. These
sessions were led either by WFH staff
members and volunteers or by
representatives from the different
hemophilia societies. One of the best
seminars was presented by the CHS’s
Hélène Bourgaize and Marion Stolte on
volunteer development.

However, what affected me most was
the opportunity to meet hemophilia
society volunteers from around the world.
The CHS has twinning relationships with
the hemophilia societies in Belarus, Iran,
Jordan, Mongolia, South Africa, Serbia,
Tunisia—more than any other hemophilia
society in the world. And I was able to
meet people from all those countries
except Mongolia, whose representative

was unable to get a visa to visit Canada.
“Meeting the twins” and hearing from
them how their relationships with the
CHS have enabled their hemophilia
societies to develop and grow was very
gratifying. Talking to representatives
from countries who would like to twin
their organizations with the CHS
showed how broadly the good word
about the CHS has spread and the
esteem with which the CHS is viewed
globally. The representative from the
Macedonian Hemophilia Society was
especially persistent in expressing his
interest in twinning with the CHS or
one of our chapters; and I very much
hope that we can work something out 

to help that society.
I also had the chance

to get to know several of
the representatives from
other developed
countries. As a
Commonwealth country,
Canada was placed with
Australia and New
Zealand in working
groups at various seminar
sessions; and the lads
from down under were a
great crew to work with. I
hope that we may even
have persuaded them to
give serious consideration
to twinning their societies

with developing countries that are
looking to establish twinning
relationships. At the very least, they were
able to see first hand how gratifying these
relationships have been to Canada.

Finally, the most heart-rending aspect
of the meeting was hearing first-hand
reports about how badly hemophiliacs in
many countries need the factor products
that we take for granted in Canada and
learning about the efforts and the
frustrations of the WFH to provide
products where they are needed most
urgently. In an intellectual sense, I knew
about these shortages before I went to the
NMO training, but hearing first-hand
reports and seeing the crippling side
effects of hemophilia in children who do
not have access to factor products
brought the suffering closer to my heart
than I had expected.

was on family dynamics. There were
several speakers at this session,
representing both parents of children
with bleeding disorders and parents with
bleeding disorders themselves. One
speaker was a carrier of hemophilia with
carrier children. She told the story of her
most recent child that she had against the
advice of genetic counselors. In the end,
she had a healthy baby boy. Ironically, the
boy’s hemophiliac grandfather was
disappointed his grandson did not have
hemophilia. He felt that growing up with
hemophilia helped make him the way he
was and built
strong character.

This has always
been a touchy
subject for me. I
come from a
family with no
history of
hemophilia, and
after my birth, my
parents decided
not to have any
more children. I
know that if I did
not have
hemophilia, my
mother would
have had at least
one more child. It
was never clear
whether she was
even a carrier or if
perhaps the
mutation started
with me, but she
didn’t want to risk
bringing another
child with hemophilia into the world.

After leaving the family dynamics
session, I still haven’t decided if I want to
have children of my own. They might
only be carriers, but that would mean that
someday they would have to face the
more serious choice that my mother had
to face. But who knows?  I’m still young. I
am very fortunate to live in a country
where we have the freedom to make these
choices.

...what affected 
me most was
the opportunity
to meet
hemophilia
society
volunteers 
from around
the world.
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Lest we forget 
quality of life

Catherine van Neste, Physiotherapist
Hôpital de l’Enfant-Jésus, Québec

Twenty-two physiotherapists got
together in Vancouver this past May

for a major event in the world of
hemophilia, the World Hemophilia
Congress. For many of us, this adventure
was a first. Meeting hemophilia specialists
may have been intimidating at first, but
the event quickly became a very enriching
experience. Your physiotherapists did
themselves proud: five of them gave talks
that were very well attended (Greig
Blamey, Lori Enns, Pamela Hilliard,
Kathy Mulder, and Nichan Zourikian);
Sandra Squire did a grand job setting up a
physiotherapy treatment room (a first at a
world congress!); and a number of us
made our presence felt by addressing
pertinent comments and questions to
speakers at lectures that were often
jam-packed.

There were a number of topics on the
Congress agenda, but one of them in
particular caught my attention: quality of
life for people with hemophilia. A number
of presentations on this topic were given
during the event, and I began to question
my own role as a physiotherapist working
with patients. Of course, I am able to
assess the condition of my hemophilia
patients’ muscles and joints, the way they
walk, jump, climb stairs, etc. I can suggest
treatment modalities to correct any
problems. The real goal is to improve
their quality of life; but how do you
measure quality of life? And how can I
know if I’m really making a difference?

A large number of experts have
focused their research on this area in
recent years. A few assessment tools are
now available, such as FISH (Functional
Independence Scale in Hemophilia) and
HAL (Hemophilia Activity List). The first
is an objective tool in which activities are
actually assessed by the physiotherapist;
the second is subjective, which means that
the hemophilia patient fills out a
questionnaire to evaluate his own
perception of his functional condition.

As a result, we can monitor
improvements or deterioration of quality
of life for this clientele, and then try to
intervene quickly. Dealing with a
disorder where patients must often make
concessions, I feel the notion of quality
of life is an aspect that deserves further
consideration until a cure is finally found.

On the final afternoon of the Congress, enthusiastic well-
wishers gathered in a centre ballroom for the presentation 
of awards acknowledging outstanding contributions by

volunteers and healthcare professionals to global hemophilia
treatment and care. Amongst the presentations was the Inga Marie
Nilsson Award, named after a prominent Swedish hematologist.
Sponsored by Octapharma, the award was presented to a well-
known Canadian, Kathy Mulder, physiotherapist at the Winnipeg
Health Sciences Centre and a committed World Federation of
Hemophilia volunteer who has conducted numerous physiotherapy
training workshops around the world. Dedicated and energetic,
Mulder has also contributed to various treatment publications. In
2006 she initiated the physiotherapy clinic, which was set up in the
Congress treatment centre for the first time.
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Canadian Physiotherapists in
Hemophilia Care would like to extend
their warmest thanks to all those who
made this record participation at a World
Congress possible, for the benefit of all
Canadians with bleeding disorders:
Canadian Hemophilia Society, Baxter 
and Bayer.

Congratulations, Kathy!

Kathy Mulder (centre) receiving the Inga Marie Nilsson Award. Also
appearing in the photograph are Paul Giangrande (left), Vice-president
Medical, World Federation of Hemophilia; and the representative of
Octapharma, sponsor of the Award.
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speeches, and then we answered the
audience’s questions. The atmosphere was
very friendly and we had a lot of fun.

Our first trip was focused on
organizational structure and by-laws. The
IHS had some deficiencies in their
constitution and we were able to assist
them to make some changes by adapting
some of the by-laws of the CHS and
Hemophilia Ontario constitutions. Shortly
after, they came up with a new constitution
which has more democratic features and
gives more power and freedom to the
chapters and members. IHS has now grown
to 21 chapters. IHS also publishes a
quarterly journal called “Life” which has all
the information that people affected with
bleeding disorders need to know. This is
another example of the teamwork of Shirin,
Ali and Ghavidel.

A few days later we went to Mahmoud
Abad on the Caspian Sea coast to attend the
Regional Hemophilia Seminar. This
conference was organized by Dr. Ala and
the IHS office with some help from the

THE IRANIAN HEMOPHILIA SOCIETY AND HEMOPHILIA ONTARIO

The history of care in Iran
Part IIGLOBAL 

PERSPECTIVE

TH
E

Cyrus Salimi, Hemophilia Ontario

This is the second in a two-part series on
hemophilia in Iran. The first installment,
published in the Spring 2006 issue (Vol 41,
No 1) looked at the history of hemophilia
care in that country. This installment
examines the current situation and the goals
and activities of the Iranian Hemophilia
Society (IHS) and Hemophilia Ontario
twinning.

T
he new Comprehensive Hemophilia
Care Centre in Tehran has up-to-
date technology including supplies

for the coagulation and genetics lab,
purchased with charitable donations from
inside and outside of Iran. The clinic also
established dentistry and orthopedic clinics
specializing in hemophilia. The clinic also
started a new registry of people with
hemophilia.

Ariyan, the talented 14-year-old son 
of Shirin and Ali, established a computer
networking system in the clinic which
records detailed information about the
patients, their history and even their 
x-rays.

For me, who had been out of the
country for 12 years, this clinic is a great
achievement.

2003 Visit to Iran

On our first twinning visit Barbara
Peters and I visited the IHS office and staff
who seemed to be very organized and
dedicated. Mr. Ghavidel, the Executive
Director of the IHS, gave us a tour of the
three-story building. The third floor has
been converted to a dormitory for people
who travel from remote cities to Tehran to
receive hemophilia treatment.

Ghavidel is a highly motivated man who
put a lot of effort into getting media
attention to uncover the Iranian blood
scandal. Having a child with hemophilia,
Ghavidel had an in-depth understanding of
the issues. He is the man whose face and

voice were on the front page of newspapers
and on TV in the days when the blood
scandal was the hot topic of the country.
He endangered his own life by calling for
justice when it became clear that
authorities of the Iranian Blood
Organization had failed to test products
purchased from France in the late 1980s.
His efforts eventually paid off and the issue
of the contaminated factors was brought to
a court of justice. The affected patients
received compensation plus free treatment
for HIV and hepatitis. A number of
authorities received short or long term jail
sentences. For the first time in the judicial
history of Iran, patients’ rights regarding
viral infections were respected.

In our tour of the IHS office, Barbara
and I were stunned to see a great number
of wives or family members of people with
bleeding disorders volunteering at the
office. We won’t forget their warm
reception, particularly the famous Iranian
chelo kabab which was served for lunch.
Ghavidel, Barbara and I made some short

Cyrus visiting the manufacturing company established by people with hemophilia in Isfahan. From
left to right: Cyrus, two employees, Karami and his son.

T h e  G l o b a l P e r s p e c t i v e
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Sue Feere,
Central Western Ontario Region (CWOR)

The twinning partnership between
the Central Western Ontario
Region (CWOR) and Serbia has

shown some wonderful and unexpected
results since its inception in 2004. The
most recent activities included meetings
and presentations at the 2006 World
Congress in Vancouver and a CWOR
twinning visit to Serbia.

The International Projects Committee
of the Canadian Hemophilia Society
sponsored attendance at the World
Congress. The opportunity to meet with
not only the Society twins but also with
the medical twins helps to solidify and
streamline efforts on all sides. It also
provided the opportunity to attend
numerous presentations and symposia on
many topics related to bleeding disorders.

At the World Congress in Vancouver,
one of the twinning representatives from
Serbia, Dejan Krstic, prepared and
presented on the topic HIV/HCV, A
Serbian Perspective. He was able to speak
publicly about some of the personal
challenges he faces living as a co-infected
severe hemophiliac in Serbia.

This was monumental for him on
several levels. Serbia has a culture that
discourages public discussion that one
has hemophilia, let alone is infected with
HIV or HCV. Indeed, the twinning
between our two societies has been the
catalyst for this open discussion. It began
at our assessment visit in 2004 where in
hushed tones he privately admitted his
medical status. When he realized that he
could discuss this without repercussion,
he sought the opportunity to discuss HIV
and HCV.

Then during the Serbian visit to
CWOR, we were pleasantly surprised at
the openness with which he was able to
discuss his medical issues. Dejan felt
comfortable to share his ongoing
challenges with many of the hemophiliacs
and Society members he met in Canada.

Twinning can provide unexpected results

This has evolved to presenting in
public for the first time in Vancouver. Not
only was this his first experience at
presenting a PowerPoint presentation, but
he did so to sixty Congress attendees.
Never mind that the presentation was in
English, not his native language; never
mind that the PowerPoint presentation
was the first he had ever prepared; never
mind that he was nervous and couldn’t
sleep the night before: the presentation
was an overwhelming success. The session
chair observed that you could have heard
a pin drop during his talk. The audience
was so moved by his “from the heart”
experiences that there was a standing
ovation.

To express my pride in him is an
understatement. The courage to come this
far, I believe, would not have been
possible without the support of the
twinning project. These unexpected
results should make us all feel honoured
to be part of the twinning initiatives and
encourage us to continue to support these
relationships.

Mazandaran chapter. Delegates were
mainly representatives of Middle Eastern
countries. They got together to discuss
regional issues as well as to upgrade their
understanding of the treatment of bleeding
disorders. I saw some famous scientific
faces there such as Dr. Christine Lee and
Dr. Carol Kasper.

Visit to Canada

Ali Tchupan, the president of IHS, came
to Toronto in January 2005 and a meeting
was held at Hemophilia Ontario. Future
plans were made including constitutional
amendments. Tchupan also visited the
hemophilia clinic at the Hospital for Sick
Children.

2005 visit to Iran

I traveled to Iran alone in September
2005. This time my main focus was on
local chapters. I wanted to hear the
chapters’ issues and concerns directly. The
first chapter I visited was Isfahan. Assad
Haffar, WFH Program Officer for the
region, joined me. We received a warm
reception from the board members, Mr.
Naghashian and Mr. Karami. We also had
the opportunity to visit the hemophilia
clinic, volunteers, members and staff of the
Isfahan chapter. We paid a visit to the
Isfahan branch of the Iranian Blood
Organization which seemed well equipped.

One thing which astonished me was the
idea of Naghashian and Karami to do job
creation for people with hemophilia by
establishing a factory in Isfahan. In this
factory people with hemophilia are
assigned light or heavy jobs according to
their disability level. This is a great
achievement in terms of job creation for
people who were considered a burden on
society.

On this visit Assad and I gave some
input to the Isfahan Chapter on its bylaws,
relations with IHS and the ways they can
work more efficiently with each other.

In summary, I think within a couple of
years we have achieved a lot with regard to
twinning with Iran, notably significant
amendments to their constitution.
Although some other projects such as
creating pen pals have failed so far, I will
continue to examine new avenues to
upgrade our relationship.

CWOR AND SERBIA

At the World
Congress in
Vancouver, one 
of the twinning
representatives from
Serbia, Dejan Krstic,
prepared and
presented on the topic
HIV/HCV, A Serbian
Perspective...

…The audience was
so moved by his “from
the heart” experiences
that there was a
standing ovation.
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Factor First Survey:
Summary of Responses 
from Families and Providers
Andrea Pritchard, R.N.
and David Page,
CHS Director of Programs and Public Affairs

In 2002, the Canadian Hemophilia Society developed the
Factor First 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 (ED). The program includes:

a Factor First card for patients with treatment
recommendations 

a booklet for patients and families called The Emergency
Room: Prepare to Succeed – A Guide to the ER for Persons
with Bleeding Disorders 

workshops for patients and families organized by the CHS
and its chapters

a manual called Emergency Care for Patients with
Hemophilia: An Instructional Manual for Medical
Professionals

a website called Hemophilia Emergency Care: A Reference for
Medical Professionals www.hemophiliaemergencycare.com

a PowerPoint presentation called Factor First: Emergency
Management of Hemophilia and von Willebrand Disease

a poster entitled Guidelines for Emergency Management of
Hemophilia and von Willebrand Disease

a Medical Post insert on ED care for people with
hemophilia/bleeding disorders.

In April and May 2006, the CHS conducted an online survey
to determine how the Factor First Program made a difference in
emergency care. The survey was launched on April 17, World
Hemophilia Day, with responses in both English and French
from 133 people including 104 patients and family members,
21 hemophilia treatment centre (HTC) nurses, and emergency
care providers including 6 nurses and 2 physicians. The
following summary provides a brief overview of preliminary
survey highlights.

Of the patients and families surveyed, 50% typically accessed

the emergency department when an issue arose
outside clinic hours. Just over 60% indicated that they
had a Factor First wallet card, and 70% of this group
stated the card made a difference in providing safe and
effective care. “The Factor First card is fast in
explaining my treatment protocol and gives the
attending doctor my hematologist’s phone numbers.”
While only 33% of patients had the booklet The
Emergency Room: Prepare to Succeed – A Guide to
the ER for Persons with Bleeding Disorders, all of

these respondents indicated this resource made a difference in
accessing safe and effective emergency care. Of the 28% who
had attended a workshop on how to prepare for emergency
department visits, 91% reported this to be useful.

Over 90% of the HTC nurses provided educational in-
services for the emergency department in their own hospital,
and 79% provided in-services in other emergency departments.
While only 50% of respondents indicated that they use the
Factor First PowerPoint presentation as an educational resource,
57% used the emergency care Web site, 79% used the Factor
First poster, and 100% used the Clinical Focus: Emergency
Management of Bleeding Disorders manual. Of the 88% of
HTC nurses who gave Factor First cards to clinic patients, all of
these nurses stated that this resource made a difference in
providing safe and effective care. “I believe this has been the
most useful tool for the benefit of both the consumer and ER
staff.” 82% of HTC nurses gave patients and families the
booklet The Emergency Room: Prepare to Succeed – A Guide to
the ER for Persons with Bleeding Disorders; within this group,
93% discussed this booklet with clinic patients.

All emergency nurses and physicians reported that general
hemophilia information was available in their department, and
88% had updated individualized bleeding disorder treatment
plans. The Factor First poster displayed in the ER was an
‘indispensable’ resource, whereas other ‘very useful’ resources
included the manual on ER care for patients with hemophilia,
Web site, staff in-service, and Medical Post insert. While only
63% stated that Factor First cards were used in their emergency
department, 100% of these respondents stated that these cards
provided reliable information and made a difference in
providing safe and effective care.

Although findings suggest the Factor First Program has made
a difference in supporting emergency care of persons with
bleeding disorders, several key issues were identified that
require further consideration. While many families indicated
that their emergency experiences were safe and effective, several
respondents expressed frustration regarding their role as
collaborative partners in the emergency care of their bleeding
disorder. Another important consideration is the unique issues
related to keeping ER information updated for those patients
who may not present routinely at the HTC clinic. Finally, since
bleeding disorder care happens within the larger context of the
emergency department, patients and providers need to continue
working together and exploring innovative ways to promote
safe and effective care. The CHS is open to ongoing feedback on
this project. Please direct your comments to David Page at
dpage@hemophilia.ca.

M e d i c a l N e w s

The 
poster displayed 
in the ER was an
‘indispensable’
resource...

(see facing page)
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FactorFirst
Delay in the restoration of hemostasis to the injured patient with hemophilia or von Willebrand
Disease may be life- or limb-threatening. Prompt infusion will halt the bleeding process and minimize
long-term complications.

•Triage and assess promptly.
•Determine if the bleed is major or minor.
•Recognize that bleeding in the head, spine, abdomen or pelvis may not be clinically obvious and can be life-threatening.
•FactorFirst – treat first and investigate later.
• If product is not available, contact the nearest Canadian Blood Services/Héma-Québec Centre.
•Avoid invasive procedures such as arterial punctures or intramuscular injections.
•Consult the patient’s FactorFirst Treatment Card for details regarding specific treatment protocols.
•For patients with factor VIII or factor IX inhibitors it is imperative to contact the Hemophilia Treatment Centre (see details below).
•Provide clear discharge instructions and arrange a follow-up plan or admit to hospital if necessary.

MAJOR/
LIFE-THREATENING
BLEEDS:
• Head (intracranial) and neck
• Chest, abdomen, pelvis, spine
• Iliopsoas muscle and hip
• Massive vaginal hemorrhage
• Extremity muscle 

compartments
• Fractures or dislocations

• Any deep laceration

MINOR BLEEDS:
• Nose (epistaxis)
• Mouth (including gums)
• Joints (hemarthroses) 
• Menorrhagia
• Abrasions and superficial 

lacerations

Dosages are patient specific – these are general guidelines only. Round doses up to the nearest vial.

TREATMENT 
FOR MAJOR BLEEDS
Hemophilia A: (severe/moderate/mild)
Recombinant factor VIII concentrate 40-50 IU/kg
given intravenously (i.v.)

Hemophilia B: (severe/moderate/mild)
Recombinant factor IX concentrate 100-120 IU/kg (i.v.) > 15 yrs
Recombinant factor IX concentrate 135-160 IU/kg (i.v.) < 15 yrs
The dosage for recombinant factor IX is substan-
tially higher because of its lower recovery, 
particularly in children.

Von Willebrand Disease:
Type 1 and Type 2A or 2B patients known to respond to
DDAVP – give DDAVP 0.3 mcg/kg (max. 20 mcg) i.v.
(Contraindicated in children < 2 yrs due to risk of
seizures) and Tranexamic Acid (Cyklokapron) 10 mg/kg i.v.
(contraindicated if hematuria)

Type 3 and Type 1, 2A and 2B patients not responding to
DDAVP should receive a VW factor containing factor VIII
concentrate such as Humate-P 60-80 Ristocetin cofactor
units/kg i.v. 

All major bleeding episodes should be 
considered potentially critical (life- or limb-
threatening.) The goal is to raise the factor
level to 80-100% immediately.

AHCDC
Association of Hemophilia Clinic 

Directors of Canada

For more detailed guidelines on emergency 
hemophilia care please consult: 
www.hemophiliaemergencycare.com 

GUIDELINES FOR EMERGENCY
MANAGEMENT OF HEMOPHILIA 
AND VON WILLEBRAND DISEASE

HEMOPHILIA TREATMENT CENTRE:

TREATMENT 
FOR MINOR BLEEDS
Hemophilia A: (severe/moderate)
Recombinant factor VIII concentrate 15-25 IU/kg (i.v.)

Hemophilia A: (mild)
DDAVP 0.3 mcg/kg (max.20) given s.c. or i.v.
(contraindicated in children < 2 yrs due to risk of
seizures)

Hemophilia B: (severe/moderate/mild)
Recombinant factor IX concentrate 35-50 IU/kg (i.v.) > 15 yrs
Recombinant factor IX concentrate 50-70 IU/kg (i.v.) < 15 yrs
The dosage for recombinant factor IX is substantially
higher because of its lower recovery, particularly in
children.

Von Willebrand Disease:
Type 1 and Type 2A or 2B patients known to respond
to DDAVP – give DDAVP 0.3 mcg/kg (max. 20 mcg)
s.c. or i.v. (Contraindicated in children < 2 yrs due to
risk of seizures)

Type 3 or patients not responding to DDAVP - give
Humate-P 40-60 Ristocetin cofactor units/kg i.v.

For mucosal bleeds in all above add:
Tranexamic Acid (Cyklokapron) 25 mg/kg po tid/qid 
1-7 days, or 10 mg/kg i.v. (contraindicated if hematuria)

M e d i c a l N e w s
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• Orally administered drug for
severe hemophilia  A

Vancouver, May 24, 2006 – At the 2006
World Federation of Hemophilia
Congress being held in Vancouver, David
Lillicrap, a hemophilia physician and
researcher from the Department of
Pathology and Molecular Medicine, at
Queen’s University, in Kingston,
presented data for an orally administered
drug candidate, AV513, for the treatment
of hemophilia. The data presented show
that AV513, a particular type of fucoidan,
which is extracted from sea algae and
developed by Avigen, was safe and able to
significantly improve the bleeding times
in an animal model of severe hemophilia
A. In humans, AV513 has the potential to
improve hemophilia therapy by reducing
the frequency of factor infusion, resulting
in both decreased cost and improved
quality of life for patients and caregivers.

The presentation was entitled 
A Therapeutic Benefit from Non-
Anticoagulant Sulfated Polysaccharide
(NASP) Treatment in Hemophilic Dogs. In
the studies, fucoidan was administered
subcutaneously or orally twice daily in
intermittent, weekly escalating doses over
several months. All of the study animals
showed significant dose-dependent
improvements in their cuticle bleeding
times and plasma thrombelastogram
profiles, two clinically relevant endpoints.
Fucoidan treatment administered
subcutaneously or orally was well
tolerated over multi-week periods, with
no adverse side effects and no change in
Factor VIII activity.

“The pre-clinical evaluation of this
agent, either subcutaneously or orally in
hemophilic dogs, looks very promising in
two independent measures of how blood

clotting occurs,” said Dr. Lillicrap.
“There is no demonstrable toxicity, and
the improvement in hemostasis suggests
fucoidan could possibly be an effective
adjunctive agent in the management of
bleeding conditions such as hemophilia.”

• Phase I trial for longer-acting
factor VIII 

Vancouver, May 24, 2006 – Data from
two early-stage clinical trials reported by
lead investigator Jerry S. Powell, MD,
Professor of Hematology and Oncology at
the UC Davis School of Medicine in
Davis, California at the World Federation
of Hemophilia Congress offer promising
results for a new experimental factor VIII
replacement product, BAY 79-4980. The
findings suggest that this new product
may offer people with hemophilia A
prolonged protection from bleeding with
once-weekly infusions.

People with hemophilia A may infuse
factor VIII prophylactically as often as
three times per week. Researchers at Bayer
HealthCare and Recoly N.V., the parent
company of Zilip Pharma are developing
a product that has longer activity than
available factor VIII products. Such a
product could reduce infusion frequency.

BAY 79-4980 is a combination of
recombinant factor VIII (rFVIII) with
Zilip Pharma’s proprietary synthetic
polyethylene glycol (PEG)-coated
liposomes.

The results of the first safety and
pharmacokinetics trial, comparing BAY
79-4980 to Kogenate® FS showed no
clinically significant differences between
the groups in most laboratory tests and
vital signs. The pharmacokinetic
properties of BAY 79-4980 appeared to be
comparable to those of Kogenate® FS.

The second trial evaluated the
protection from bleeding provided by
BAY 79-4980 compared to Kogenate® FS.
Two concentration levels of liposome
with the same dose of factor VIII were
evaluated; at the higher liposome
concentration, patients treated with BAY
79-4980 went an average of 13.3 days
without experiencing a bleeding event
compared to 7.2 days following a
Kogenate® FS infusion. In the lower
liposome concentration arm, the mean

bleed-free period for patients was longer
with BAY 79-4980 (10.9 days) compared
to Kogenate® FS controls (5.9 days). The
differences were statistically significant 
for both dose groups (P < 0.05). BAY 
79-4980 was well tolerated in this study.
These results suggest that BAY 79-4980
may prolong the period of bleeding
protection compared to Kogenate® FS.

BLOOD
THE

FACTOR

• National Blood Donor Week

Ottawa, May 17, 2006 – Senator Terry
Mercer (Nova Scotia-Northend Halifax)
has reintroduced a public bill in the
Senate to declare National Blood Donor
Week each year in the week that coincides
with World Blood Donor Day on June 14.
The original bill was put forward in May
of 2005 but it died on the Order Paper
when the January 2006 election was
called.

“We need to make more Canadians
aware of the need for blood and blood
products and to encourage them to
become regular, lifelong donors,” said
Senator Mercer. “Over 50% of Canadians
have required blood or blood products for
themselves or a family member, but less
than 4% of eligible Canadians donate
every year. It’s time for that to change.”

The week will provide Canadians an
opportunity to celebrate and thank the
donors and volunteers of the blood
systems in Canada who contribute to
ensuring the health of their fellow
Canadians. It will also build awareness of
the importance of blood, plasma, platelet,
and bone marrow donation and
encourage Canadians to donate or
volunteer.

At its June meeting, the CHS Blood
Safety and Supply Committee expressed
its unanimous support for this bill.

David Page,
CHS Director of Programs and Public Affairs
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Nathalie, Francis and Dilan

We’re a family from Victoriaville, Quebec, living with a
young hemophiliac child. My name is Nathalie and
my husband is Francis.

In November 2005 we learned that our first son, Dilan, 4 1/2
months old at the time, had severe hemophilia A. It was a total
surprise, since no one in our family had this disease! We were
saddened and frightened because we really didn’t know anything
about the disease.

Following the diagnosis,
we were referred to the
treatment centre at Hôpital
Sainte-Justine 200
kilometres away in
Montreal, in order to get
information about
treatment. Right from the
first meeting, we were told
that we would be learning
to infuse our son ourselves
as soon as possible.

Two months after the
diagnosis, during the night
of January 1, Dilan had his
first joint bleed into his
right elbow. We went to the emergency room at the Hôtel-Dieu
d’Arthabaska and they transferred us to pediatrics, where we
met Roxanne Nadeau. For those who don’t know her, she’s a
nurse and the mother of two boys with hemophilia. So it was
very reassuring to know that our son was in good hands!

Following this first joint bleed, Dr. Georges-Étienne Rivard
decided to start Dilan on prophylaxis. We didn’t think it was
going to happen so quickly. It frightened me to know that I’d
soon have to infuse my child, but I saw that it wasn’t all that
bad. I think that when you don’t have a choice, you find the
inner strength that helps you get through things. All I wanted
was for Dilan to be well, so I had to overcome my fears.

The staff takes great care of us: they take the time to answer
our questions and offer us documentation and, especially,
support. Since we live in an outlying area and we don’t have a
treatment centre near us, Hôpital Sainte-Justine offered us the
tele-medicine service. This tool allows us to communicate by
Internet with our nurse. We can see and hear each other; it’s as if
we’re in the same room!

OUR 
STORIES Dilan

We’ve been infusing our son since he was 7 1/2 months old

Beginning on January 12, we traveled once a week to Sainte-
Justine for an infusion. During this time, our nurse, Claudine
Amesse, taught us. Francis and I began by watching Claudine
do it, and the next week, we practiced on a plastic arm, then on
each other both at the hospital and at home. We practiced twice
a week. The fact that Dilan is a chubby baby was a challenge
and, at that age, it’s not easy to find a good vein and especially
to keep him immobile.

On February 24, after five visits, the great day arrived when
Francis infused Dilan for the first time. The next week it was
my turn. I was really happy to have overcome my fears because
infusing my husband and infusing my son were two completely
different things. I was teary-eyed because I was so proud that
we were both able to infuse him so quickly. Dilan was only 7
1/2 months old, and I didn’t think I’d be infusing him before he
was a year old, but I guess anything is possible when you have
confidence in yourself and are well supported! Claudine
constantly encouraged us and
motivated us; she believed in us!

Since April 12, we infuse
Dilan at home. During the first
three weeks, we had a nurse
from the local community
health centre come to our house
and supervise us, helping us
immobilize Dilan. Now, we do it
without help and it’s going well.

However, if we need it, we
can go directly to pediatrics at
the Hôpital de Victoriaville
where a nurse will give us a
hand to do the infusion. It’s
great not having to travel to Montreal and wait for his injection
every week. The infusion takes a few minutes and then he can
get back to playing!

When we attended the family weekend organized by the
Quebec Chapter, we realized how important it is to meet other
parents of children with hemophilia. During discussions, we
realized that we weren’t the only ones living with this disease.
This was a great comfort to us since, as everyone knows, the
first months are extremely difficult.

Dilan’s hemophilia has helped us to grow and allowed us to
realize how important the support of family and friends really
is. Now we live day to day and appreciate every minute.

Dilan’s hemophilia
has helped us to
grow and allowed 
us to realize how
important the
support of family
and friends really is.
Now we live day 
today and
appreciate every
minute.
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Inhibitors and Beyond
3rd National Family Inhibitor Workshop

The 3rd National Family Inhibitor Workshop was held in Montreal the 
weekend of April 28-30, 2006. Twenty families from across Canada attended the
workshop. The weekend was made possible by the generous support of
Novo Nordisk, the Presenting Sponsor, and Bayer and ZLB Behring, Supporting
Sponsors. The CHS would also like to thank Hope Air for its assistance with
arranging flights for families from outside Quebec.

PRESENTING SPONSOR

SUPPORTING SPONSORS

Once again, one of the highlights of the weekend for parents was the opportunity for their child to
have a consultation with Dr. Georges-Étienne Rivard. The CHS would like to extend a special
thank you to Dr. Rivard, Sylvie Lacroix and the other team members and volunteers who helped

with the consultations.
The workshop provided an opportunity for parents to gain new knowledge from medical experts about

treatment options and the management of inhibitors and to share their experiences and strategies for
coping as families. And, for the children, it was a chance to meet other kids with inhibitors, learn about
hemophilia and have fun in Montreal!

The 3rd National Family
Inhibitor Workshop
Planning Committee: 
Back Row: Rose Jacobson,
R.N., Winnipeg; Stacy
Cullen, Saskatoon; Brenda
McCormack, Carlisle;
Patricia Stewart, La
Durantaye; Robert Pigeon,
Child Life Specialist,
Ottawa; Chantal
Champoux, Child Life
Specialist, Montreal; Front
Row: Clare Cecchini, CHS
Program Coordinator,
Montreal; Ruanna Jones,
Social Worker, Calgary;
Missing from photo: 
Sylvie Lacroix, R.N.,
Montreal; Nichan
Zourikian, Physiotherapist,
Montreal; Pam Hilliard,
Physiotherapist, Toronto.



H E M O P H I L I A  T O D A Y S U M M E R 2 0 0 6 29

Ayeh Abtin, the mother of Armin, a 2-year-old boy
with an inhibitor, talks about the highlights of her first
Family Inhibitor Workshop.

The parent plenary session What’s New on Inhibitors?
presented by Dr. Georges Rivard on Saturday morning was

very informative. You don’t know HOW MUCH you don’t know
when your knowledge is very limited. I knew very little about
inhibitors and I learnt a lot during that session. However, I wish
we could have had that precious 45 minutes of consultation
with Dr. Rivard in the clinic after his presentation so that we
could have asked more important questions.

During the parents’ small group discussions after lunch on
Saturday there were lots and lots of interesting topics. I could
have sat there and talked to other parents for days!!! It was nice
and, to tell the truth, a bit scary to learn about the experiences of

other parents with
older children and it
gave me a fair bit of
knowledge about
what to expect when
Armin gets older.

The afternoon
finished up with a
choice of family
activities including
swimming, Tai-chi or
arts & crafts. After
dinner we enjoyed
music, dancing and
photo-taking in a very
fun atmosphere.

On Sunday morning an informative physiotherapy
presentation was given by Pam Hilliard and Nick Zourikian,
followed by a panel presentation given by parents and children
and adults with an inhibitor. It was interesting and extremely
sad at the same time to hear first hand from the people who
have lived with hemophilia and an inhibitor. I was sobbing most
of the time during the presentation and realized how lucky we
have been that Armin went on Immune Tolerance Therapy
immediately after the inhibitor was identified. We never had to
face many of the problems caused by an inhibitor or even by
hemophilia itself.

Throughout the weekend Armin enjoyed his time in the
daycare which was provided for the children under the age of
four. This was probably one of the best parts of the weekend for
me as there was no fuss about him having hemophilia! Armin
was excited to see other children wearing helmets just like him.

We came back home with lots of memories from the
weekend and I would like to thank everyone in the planning
committee, all the speakers, facilitators, staff (specially the day
care staff), volunteers and sponsors for their wonderful work.

I n h i b i t o r s  a n d  B e y o n d

Brenda McCormack, member of the Workshop
Planning Committee, whose family has attended the
two previous workshops, shares her feelings about the
weekend.

On April 28, 2006, my husband James and my two children,
Josh, 14, and Emily, 12, were fortunate to travel to

Montreal to attend the Inhibitor Workshop for families. One of
the most exciting parts of the weekend was getting there. We
were able to fly from Hamilton to Montreal with an
organization called Hope Air. This is a group of pilots who

volunteer their time
and planes to fly
patients and their
families for medical
treatment or events
such as this
workshop. My
husband and
daughter, Emily, flew
in a small four-seat
plane. It was quite a
thrill for both of
them. Emily still tells
everyone how the
pilot asked her Dad
to take the controls.
This only confirmed

in her mind that her Dad could do anything! Josh and I flew in
another plane that also brought a family from the Windsor
area to the workshop. We enjoyed sharing the experience of
flying in a small plane with them.

As parents of a child with an inhibitor, James and I always
appreciate the information that we receive from Dr. Rivard and
Sylvie at the workshop. This is the third workshop that we have
attended and I am always amazed at the new information that I
receive. We are also given an opportunity to share ideas and
information with other parents. Having a child with an
inhibitor can be a lonely and frustrating experience; however,
having this opportunity to discuss and share with other parents
gives us all the support that we need to face all of the
challenges encountered every day.

While we were busy learning and sharing, the kids had a
wonderful day in Montreal visiting the Science Centre. Josh
always enjoys being with other boys who have had some of the
same experiences over the years. If we think that we are
sometimes lonely and frustrated as parents, I can only imagine
how lonely these boys can feel. When Josh left the workshop on
Sunday he felt that he belonged to a very special group of
people and they were his friends.

Josh always enjoys being
with other boys who have
had some of  the same
experiences over the years.

Armin was excited to see
other children wearing
helmets just like him.
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On Saturday, June 24 the South Western Region of Hemophilia Ontario
held its annual summer BBQ at East Park in London. Almost 60 people
came out to enjoy the great food and great company that the BBQ always
provides. And of course, there were great games too! After the BBQ
everyone had the opportunity to explore East Park. The waterslides and
splash park were the perfect spots to spend the rest of the afternoon. We
also had a lot of fun racing around in the go-karts, trying for a hole-in-one
on the mini-golf course and enjoying all of the other East Park activities.

R E C E N T  E V E N T S

SOUTH WESTERN ONTARIO REGION (SWOR) SUMMER BBQ 

NEWFOUNDLAND AND LABRADOR CHAPTER

The Newfoundland and Labrador Chapter held its annual family camp at Lion Max Simms Memorial Camp near
Bishop’s Fall from July 6-9. More than 80 people turned out this year in splendid 30-degree weather. The Chapter
organized educational Passport to Well-being sessions on home care, record-keeping and fitness. Other sessions touched
on hemophilia B and women with bleeding disorders. The family camp sponsors, Baxter and Bayer, presented the latest
developments in their products. The Chapter held its Annual General Meeting and elected its 2006-2007 Board of
Directors. The most memorable presentations were those of the Saturday evening Talent/No Talent Show!

Chapter activities are the heart and

soul of our Society. They provide an

opportunity for our members to meet

and share common experiences, to have

some fun and to raise money and

awareness. Thanks for you participation

and keep up the good work!

C h a p t e r  S p o t l i g h t

CHAPTER 
SPOTLIGHT

CHAPTER 
SPOTLIGHT
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TORONTO CENTRAL ONTARIO
REGION (TCOR)

TCOR has been keeping
mighty busy the last couple 
of months with loads of
planning. Turnouts at our
events have been great. We
have had great successes and
wish to share them with
everyone.

• Bowl-a-thon fundraiser

On Saturday April 8, TOCR held its
annual Bowl-a-thon fundraiser at
Bowlerama West in Etobicoke.
Interestingly enough, as the lights went
down in the bowling alley and the disco
ball began to cover the room with glitter,
not only did the music go up but so did
our scores!!!

Through the generosity of those who
participated and collected pledges as well
as the pledges received by various
community members who were unable to
attend the event, we were able to raise
approximately $3000 for TCOR.

• Men’s Workshop

On Saturday June 3, TCOR held a
“men only” workshop that was entitled
Building Strong Relationships. The
workshop was conducted by Inalex
Communications, based in Ridgewood,
New Jersey. The workshop was held at the
Metropolitan Hotel in downtown
Toronto. The focus of the workshop was
to help men to better communicate
within their relationships, while providing
the emotional tools to express their
feelings in an open and honest manner.

A few of the workshop highlights
included tips on how to combat stress,
communicate more effectively in close
personal relationships and how to better
share thoughts and feelings with others.
Our guest speaker was John Badalament,
M.A., M.Ed., creator of the acclaimed PBS
documentary All Men are Sons: Exploring
the Legacy of Fatherhood. The level of
interaction in the workshop was great and
many left the group expressing a sense of
empowerment and personal renewal.

• TCOR Swing for Hemophilia Golf
Tournament

On Thursday June 22, TCOR hosted
its 7th annual Swing for Hemophilia Golf
Tournament at Lion Head Golf Course in
Brampton. We had 141 golfers registered
and a tremendous amount of
sponsorship from various groups. Our
golf committee worked very hard to
gather sponsorships for the event; all 18
holes were sponsored, meals were
sponsored, gift bags were full of great
items, the prize tables were covered with
fantastic prizes for raffle… and much
much more.

The day got off to a great start and
everyone was eager to hit the course
running! The sun was shining, the
participants were excited and we could
not have asked for much more. The
competition was fierce and everyone
had a great time. Contests throughout
the course kept players on their toes and
a lovely dinner, live auction and
reception to end the event were a great
finale. The live auction included items
such as concert, theatre and hockey
ticket packages, autographed sports
memorabilia, golf packages and much
more.

Although the final numbers are not
yet in, it is estimated that TCOR was
able to net $45,000 this year. Way to go
team!!!

• Families in Touch: Summer Picnic

On Sunday June 25, TCOR held its
annual Families in Touch (FIT) Summer
Picnic. It was an absolutely lovely day
outside, perfect for a picnic on the island.
The downtown core was alive and bustling
with other festival activities and TCOR
still managed to gather a great group of 67
community members and their families
for a summer picnic. Kids of all ages,
parents, clowns, a magician and even a
handful of babies joined together at
Hanlan’s Point on Toronto Island to enjoy
the day and the sunshine.

Tyler Fergus, community member and
magician extraordinaire, shared his magic
skills with everyone, and June Bug and
Trigger were seen clowning around and
making balloon animals for the kids.
Parents mingled and shared stories with
friends both new and old. The Families in
Touch events always prove to be wonderful
opportunities for everyone to meet new
people, catch up with old friends and see
that they are not alone in their experiences
with bleeding disorders.

Afterwards, some participants stayed on
the island to enjoy the other activities
available while others ventured home to
cool off and enjoy the rest of the afternoon.

It was great to see so many people out
at our events this month and we hope to
be able to keep those numbers up. Any
event is always made that much better
when there are new faces present.

TCOR BOWL-A-THON FUNDRAISER

C h a p t e r  S p o t l i g h t
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Eight years ago, the first Hemophilia
Treatment Centre (HTC) in Canada
to officially develop a program

devoted to the care of women with
bleeding disorders opened at Hôpital
Sainte-Justine in Montreal, under the
leadership of Dr. Georges-Étienne Rivard.
Since its inception in the fall of 1998, the
program known as “L’hémostase au
féminin” (Feminine Hemostasis) sees
about 60 girls and women for
consultation each year. Twenty percent are
self-referrals and the remaining 80% are
referrals. Just over half of
these referrals come from
generalists, pediatricians,
gynecologists or
hematologists from outside
Sainte-Justine. The multi-
disciplinary team meets every
two weeks to discuss cases.
The team includes several
hematologists, the nurse
coordinator and a
gynecologist. When needed,
the services of a lab
technician, anesthetist,
psychologist, geneticist and
social worker are available.

The second women’s
program to be launched was
in Quebec City at Hôpital Saint-
Sacrement. (The HTC is now located at
Hôpital Enfant-Jésus.) Dr. Christine
Demers, clinic director of the Eastern
Quebec HTC, organizes a women’s clinic
once a year. After a referral from a family
doctor or gynecologist, the diagnosis is
established and, when a member of the
family is diagnosed with a bleeding
disorder, all females in the same family
who may carry the hemophilia gene are
offered testing. They see approximately 5-
6 cases per year.

In a survey done in 2001 by Dr.
Demers, a member of the AHCDC-VWD
sub-committee, six of the 24 hemophilia

clinics across Canada stated that they had
a program or offered services for girls and
women with bleeding disorders. While
most clinics will refer women to a
gynecologist if there is a problem with
menstrual bleeding, one of the more
comprehensive clinics is at the Kingston
General Hospital in Ontario. Initially, due
to extensive research being done there by
Dr. David Lillicrap, not only in the area of
hemophilia but also VWD, it became
apparent that a large number of women
had specific needs due to bleeding
disorders. Before deciding on a clinic
model, hematologists Dr. Paula James
(adult) and Dr. Mariana Silva (pediatric)
visited the clinic at Hôpital Sainte-Justine
to see how the Feminine Hemostasis
program there was organized.

After obtaining the services of
Dr. Stephanie Palerme, an obstetrician /
gynecologist, the Kingston girls’ and
women’s hemostasis clinic was officially

initiated in May 2005. Staff
offer genetic counselling and
patients receive significant
psychosocial support through
the clinic staff, in particular
from Sherry Purcell, nurse
coordinator. A clinic day
dedicated to girls and women
with bleeding disorders is
held every other month.
Since the clinic began, 23
adult and pediatric patients
have been seen.

As part of the CHS VWD
strategy to increase awareness
and diagnosis of VWD
among family physicians, in
the spring of 2004 Dr. David

Lillicrap, a member of the AHCDC-VWD
sub-committee, along with Dr. James,
developed a pilot project for the Kingston
area to assess the prevalence of
symptomatic VWD in patients presenting
to family physicians. The project included
6 multi-physician family practices in
Kingston, with 42 family doctors in total
participating. Results of this study will be
the topic of a future article. Since this
pilot project began, Sherry Purcell, nurse
coordinator at the Kingston HTC, states
that there is definitely an increase in the
number of women being referred to the
clinic. Many of these referrals are women
from 40 to 50 years of age who have lived
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with a history of bleeding problems all
their lives without being diagnosed.

Due to the increase in demand for
consultation, the women’s clinic may
increase to every month instead of every
other month. Because of the misnomer
that a ‘carrier’ can’t have a bleeding
disorder, the decision was made to
include symptomatic women as ‘mild
hemophiliacs’ on MedicAlert bracelets.

While the work done in these clinics is
encouraging, there’s still a long way to go
before women who have a bleeding
disorder have access to expert medical
care appropriate to their needs at their
local hemophilia treatment centres all
across Canada.

If your HTC has recently initiated a
women’s program, please pass along this
information to us so we can share it. We
couldn’t ask for better news. Hopefully,
it’s only a matter of time before a
program specifically adapted for girls and
women becomes an integral part of every
hemophilia treatment centre.

Expert care for women with
bleeding disorders – 
one step at a time

female

All About Carriers
QUESTIONNAIRE

Because of the recent awareness that
girls and women who carry the
hemophilia gene can also have medical
and psychological issues related to this
heredity, the CHS is developing a new All
About Carriers information booklet to fill
this need, along with models for
workshops for girls and women who must
deal with this reality.

A number of focus groups will be held
across the country to get input from
women and girls who are carriers of
hemophilia. If you’re unable to attend a
group but are interested in helping us
develop topics for the booklet and are
willing to fill in a questionnaire developed
for this purpose, please contact Clare
Cecchini at the CHS offices by phone at 1
800 668-2686 or e-mail
ccecchini@hemophilia.ca. She’ll send you
the questionnaire and you can return it to
her by mail, fax or 
e-mail. The questions deal with heredity,
medical experiences and family dynamics,
but you can offer other input or request
specific information as well. All
information remains confidential.

T h e  F e m a l e  F a c t o r

Hopefully, it’s 
only a matter 
of time before 
a program
specifically
adapted for 
girls and women
becomes an
integral part 
of every
hemophilia
treatment
centre.


