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T he Federal Minister of Health,
Mr. Ujjal Dosanjh, announced last
November 22nd that the Canadian
government intended to discuss
possible options for compensating
people who contracted hepatitis C
following a blood transfusion or from
blood products before January 1,
1986 and after July 1, 1990.
“Since I’ve been Minister, I have heard
from hepatitis C victims who
contracted the disease through the
blood supply,” he said.
“Representatives of those who were
infected before 1986 and after 1990
have asked us to reconsider the
government’s position. Along with
my colleagues in the cabinet and the
caucus, we’ve re-examined the
question, taking into consideration
the evolution of the file since the
initial decision on compensation in
1998.”
“It’s fair and reasonable to reconsider
this decision and to begin discussions
on compensation options for people
who contracted hepatitis C through
the blood system before 1986 and
after 1990.”
Since 1998, the Canadian
government has paid out
approximately 1.4 billion dollars in
compensation and assistance to
people who contracted the hepatitis
C virus from the blood system. Of
this sum, 875 million dollars were
used to create a trust fund to allow
the government of Canada to meet

its obligations in regards to infected
Canadians by virtue of the 1986-
1990 Hepatitis C Settlement
Agreement.
The government also agreed to offer
525 million dollars to help people
infected before January 1,1986 and
after July 1, 1990 have access to care
and to improve blood regulation as
well as surveillance, prevention,
support and research.
Discussions on developing options
for compensating Canadians infected
with hepatitis C before 1986 and after
1990 will begin soon. They should
take a number of months and include
several participants. There will be
discussions with lawyers who oversee
the 1986-1990 Settlement
Agreement, those who represent
Canadians infected through the blood
system before 1986 and after 1990,
and the provinces and territories.
The Martin government’s intention
constitutes a major development in
this file since never, under Mr.
Chrétien’s leadership, has the Liberal
government manifested a willingness
to open the 86 to 90 program to all
victims. One can try and explain this
about-face with pressure brought to
bear by victims’ groups, notably by
the CHS and the CHSQ, combined
with the fact that, since elections last
June, the Federal government finds
itself in a minority position. The
coming months will be determinant
and we should be cautiously
optimistic.  ∆

F.L.



T he news about compensation
for people who contracted
hepatitis C from a blood transfusion
outside the 86 to 90 period is fairly
promising. As the article on the
first page notes, the Federal Health
Minister is willing to re-examine
his position and is open to
extending the present Federal
program (Class action suit related
to hepatitis C 86-90) that only
includes those who contracted the
virus between January 1, 1986 and
July 1, 1990.

There was a lot of pressure on the
Minister to remedy the situation,
especially since the media revealed
that part of the 300 million dollar
fund transferred to the provinces
from the program, called “Care not
cash”, that was put forward in 1998
by the Health Minister at that time,
Allan Rock, has not reached those
for whom it was intended and that
these sums may even have been
integrated into the general
revenues of each province. As we
know, this program, spread over
20 years, should be used to finance
health care and traceback-lookback
for people with hepatitis C.

Since the 86–90 program was
announced, the CHSQ and the CHS
have asked that the original
recommendation of the Krever
Report be applied and that all
victims be compensated, without
regard to fault. While one can be
cautiously optimistic, it’s reassuring
to realize that we’ve never been
so close to completing this file. The
next months will be determinant.

On a totally different subject, the
withdrawal of the anti-arthritic drug
Vioxx® by Merck at the end of

September took everyone a bit by
surprise (see text on page 12). Many
hemophiliacs used it for joint pain
and now have to think about a
replacement drug, of which, by the
way, there aren’t many.

And finally, I’d like to say a word
about HIV compensation
indexation. There’s still a lot of work
to do. A number of our members
affected by the situation have begun
working with their provincial and
federal deputies to make them
aware of this dossier. The Multi-
Provincial Territorial Assistance
Program (MPTAP) consists of an
annual $30,000 payment that has
never been indexed to the cost of
living except by Ontario and Nova
Scotia (the latter has its own
compensation plan).

Until now, the Quebec Health
Minister, Mr. Philippe Couillard,
hasn’t shown any inclination to
move on this, arguing that he’s
waiting until all provinces and
territories agree to do it. And yet,
Ontario created a precedent in
deciding unilaterally to index HIV
compensation for its residents. Is
the life of a person from Ontario
worth more than a Quebecker?
Once again, it’s a question of
equality and justice. I remind you
that the CHSQ has struck a working
group to deal with this file. Don’t
hesitate to join our ranks or let us
know your suggestions.

And finally, I’d like to offer my best
wishes for health, happiness and
success in 2005.  ∆
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fundraising in the coming year and
we hope you’ll all get involved any
way you can. The survival of our
organization depends on it.

But while family weekends and
information workshops are
interesting and highly appreciated,
our first goal is still to safeguard
our medical services and the safety
and supply of blood products.
Without this, the rest is only icing
on the cake.

Nowhere do we see this more than
during a World Federation of
Hemophilia
congress,
such as the
one I was
privileged to
attend in
Bangkok.
Eighty
percent of
people with
bleeding
disorders still
live with little
or no medical
treatment,
other than ice
and rest.
While we
enjoy full medical services and
treatment, we must be vigilant and
not take them for granted. And this
takes a great deal of backroom
work that isn’t appreciated the
same way that activities are.

There’s a cooperative spirit
developing between the National
and chapter levels. Presently, there
are still the have and the have not

2004  was a busy year
at the CHSQ. Reorganizing the
offices, lobbying for HCV
compensation, HIV indexation
and treatment issues, organizing
two new programs and
organizing the colouring book
campaign, along with all the rest
of the work. Much of the credit
goes to Aline and Genny who
work many extra hours to get
things done.

Our new offices will open January
3, 2005, and a new staff member,
Serge Séguin, will join our team.
He’ll be working to increase our
fundraising efforts. Without
increased funding, we cannot
continue to offer the quality or
quantity of services that our
members have come to expect.

We’ve already had to increase
member participation fees for
activities in 2005 to cover rising
costs. With the arrival of HIV in
the 1980s, government funding
changed the CHSQ from an
organization that met around a
kitchen table for meetings and
had one or two activities per year,
to one with an office, staff and
many programs. However, that
funding is no longer available,
and funding from
pharmaceuticals is limited. The
CHSQ will be focusing on

provinces – those with staff and
those without. This leads to a
discrepancy in the services and
support offered to families living
with bleeding disorders across
the country. A more cooperative
and unified organization will help
assure a future for the CHS and
its chapters. A planning meeting
will occur in February to discuss
ways in which we can work
together for the benefit of all.

The CHSQ is our organization,
yours and mine. If we want to
continue to have quality services
and activities, we must all pitch
in and get involved. I encourage
all of you to think about ways you
can help increase funding and
thus maintain the quality of
services offered by the CHSQ.
Contact our offices with your
ideas.

And there’s always a need for
skilled volunteers at the Board
level, as well as on committees,
whether or not they have
someone with a bleeding disorder
in their family, with skills in law,
business, marketing or
fundraising.

In closing, I’d like to thank all our
hard-working volunteers and staff
who’ve given long hours to this
organization during the past year.
Their support and dedication is
always inspiring and is the
strength of the CHSQ.

I’d also like to wish everyone a
joyful holiday season surrounded
by loved ones and good friends
and may 2005 bring peace, health
and prosperity.  ∆
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Without
increased

funding, we
cannot continue

to offer the
quality or
quantity of

services that our
members have
come to expect.

The opinions expressed in the various columns are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address :
L'Écho du facteur, CHSQ, 10 138 Lajeunesse,
Suite 401, Montreal (Quebec), H3L 2E2
telephone : (514) 848-0666 or 1 877 870-0666      fax : to come
or by e-mail to the following address : info@schq.org
Web Site : www.hemophilia.ca
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by
Aline Ostrowski

New Coordinator for
Fundraising Activities
We’re pleased to announce the
arrival of our new Fundraising
Coordinator, Serge Séguin, who
will join our team on January 3,
2005.

Serge’s work experience includes
the field of communications and
fundraising and we’re sure that
he’ll be able to meet the challenges
we’ve given him. He’s eagerly
looking forward to starting work
and some members have already
met him during the Salon du Livre
in Montreal.

His personality and professional
skills will be a welcome addition
to the high quality of work done by
the office. We welcome Serge to
the Quebec Chapter.

Family Weekend for Those
Living with Inhibitors
The activity that took place on
October 1,2 &3 at the Hotel du
Manoir des Sables in Orford
permitted 10 families living with
the problem of inhibitors to meet
and take part in workshops whose
content was designed to meet the
needs that many of them had
previously expressed.

This weekend was the chance for
many families to become members
of the CHSQ in 2003 and experience
their first contact with the
organization, its volunteers and
personnel.

Thanks to the presence of these
volunteers and the nurse
coordinators from the hemophilia
treatment centre who took care of
the children during the weekend,
parents were able to fully
participate in the workshops.

We were also lucky to have the full
cooperation of Sylvie Lacroix, nurse
coordinator of the Quebec
inhibitors centre, in planning the
weekend and making sure things
worked smoothly. We had the
participation of some of the most
renowned specialists in the
treatment of inhibitors as well.

Many ideas arose from this
weekend and, because the need
for this type of gathering was
expressed by all participants, the
Quebec Chapter has decided to
renew this activity in 2005.

We’d like to thank all the sponsors
and partners who took part in this
project and contributed to making
this weekend a success.

aostrowski@schq.org

Giant Christmas Colouring
Books
While this issue of l’Echo du facteur
is going to press, our Christmas
colouring book campaign is in full
swing.

After taking part in the Salon du
Livre in Montreal, we continue to
receive orders from a number of
sources. Developing links with
corporations, our active volunteer
network, the Regroupement des
Centres de la petite enfance (day-
care centres) and sales in public
locations are all means by which
we hope to increase the number of
books sold.

The results of this campaign will be
published in the next issue.

Montreal Christmas Activity for
Families with Young Children
(0-6 years)
Unfortunately, because we only
received two registrations for this
activity before the November 15th

deadline, we had to cancel it.

We think a number of families may
have been interested and we want

Thanks to the
participation of
volunteers like

the Syriani
family,

Brimblehorn’s
stand was a

success at the
Salon du Livre

in Montreal.

Christiane
Duchesne,
author, and
Janice
Nadeau,
illustrator,
agreed to
a book
launch of
Brimblehorn’s
Surprise at the
Salon du Livre
in Montreal.

Kevin Houle and William
Paquet-Major had fun

feeding a goat during the
inhibitors weekend.

In order to allow their
parents to take full
advantage of workshops
offered during the inhibitors
weekend, the children were
taken off their hands. Here
we see Philippe Laroche,
Élisabeth Major and
Charles Gendron.
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to remind you that it’s important
to register for any activity that the
CHSQ offers. We’ll see you in 2005!

Quebec City Christmas Activity
for Families with Young
Children (0-6 years)
On December 4th, members of the
CHSQ from the Quebec City area
met for a little visit to the Aquarium.
There were 19 adults and 17 kids.

We started with a guided tour and,
because there were a lot of us, we
split into two groups: part of the
tour was outside and the other
inside. The kids (and the adults!)
got to see a variety of fish, touch
some sea urchins, starfish and sea
cucumbers, look into microscopes
to see tiny creatures, meet a polar
bear, a walrus and, of course, seals.

Then we met for a spaghetti dinner
with a magnificent view of the Saint
Lawrence River. The rest of the
afternoon was free.

Many children really enjoyed the
“big dive” that happens at feeding
time for the fish in the big tank. A
diver goes down to feed the fish by
hand and explains their habits. We
were able to see species that aren’t
well known; some of them were
cute and others looked like they

were straight out of a horror movie!
(The wolf eel, for example.)

In short, everyone enjoyed the day.
Mother Nature cooperated and all
the children had a great time!

Thanks to all those who came out
to have a chat with us. It’s always
a pleasure to see you…

If you have any suggestions for
activities that you’d like to have
organized in the Quebec area, don’t
hesitate to contact Aline at the
office 1-877-870-0666 or me at
(418) 663-2178.

See you next time.

Chantal Roy

Membership Renewal
You’ll find a form enclosed in this
mailing to renew your membership
card for 2005.

It’s important that you take the time
to complete the form with the
information for our files and return
it, along with your payment, by
February 15 at the latest.
Thank you!

Registration for the 2004
Family Weekend
The annual family weekend activity
that’s so highly appreciated by
members will once again take place
at the Auberge Matawinie in St-
Michel-des-Saints from March 18-
20, 2005. Buses will be available
for participants and will be leaving
from Quebec and Montreal.

You’ll find the registration form
included in this mailing. Please
send it back to us, along with your
check, before February 15, 2005.
Please note that the renewal of
your membership card, which is
obligatory for participation in SCHQ
activities, can be paid with the
same check.

Rates for the family weekend:
• $50 per adult—18 years and over;
• $25 per child under 18 years of
   age;
• A limit of one friend under 18 years
   of age per family, for a $50 fee, is
   permitted.

Donations from Members
Following the suggestion made to
members in the last issue of l’Echo
du facteur to think of making a
donation to the CHSQ, we received
a number of donations and offer a
heartfelt thanks those who made the
gesture.

For those who haven’t had a chance
to do this yet, it’s still possible to
send us your donation before the
end of 2004 (by December 31 at the
latest), and you’ll receive a charitable
receipt that you can include in your
next income tax return.

Thank you for helping our
organization accomplish its
mandate.

Thanks and Good Wishes
The end of the year is the time to
take stock of what’s been
accomplished. Heading into 2005
without taking the time to thank
everyone who, during the year 2004,
helped the CHSQ fulfil its various
mandates, would be like forgetting
a day in the year

And so, to all the members of the
Board of Directors and those
volunteers involved in our various
activities, to all our financial partners,
donors and everyone who took part
in our projects, to the health care
professionals from the hemophilia
treatment centres and the hospitals,
to the National Section of the
Canadian Hemophilia Society for
their support during the year and my
assistant for her dedication and her
work during this busy autumn,
THANK YOU.

Thank you and best wishes to all
these people, as well as to all our
members and readers for 2005. The
staff of the CHSQ wishes you many
happy moments surrounded by your
loved ones and good health.  ∆

Eddy, the polar bear put on quite a show
for Charles Gendron and Gabriel Coulombe
who enjoyed it from the front row!
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favourable for the intensive
treatment in the group of patients
who responded to the first
treatment but in whom the virus
reappeared after stopping the
initial treatment. In this group
called relapsers, 75% succeeded
in clearing the virus if they received
the higher dose compared to 41%
with the lower dose.

These studies show that the fact
that a person didn’t respond to a
first treatment with interferon
doesn’t close the door to all
possibilities of re-treatment with
interferon in another form. What’s
more, despite initial doses that are
higher than is usually offered, the
majority of patients followed their
treatment to the end. It must be
remembered however that all
types of interferon have the same
side effects and it remains a very
difficult therapy.

While waiting for the likely arrival
of different molecules in the next
few years, interferon and its
derivatives hold a choice place in
the treatment of chronic
hepatitis C.  ∆

T he standard treatment for
chronic hepatitis C, associated
peginterferon and ribavirin,
eliminates the virus in about 50%
of cases. A very encouraging
result, but still far from the ideal
treatment. Even more so since this
percentage is even lower (42-46%)
in carriers of the hepatitis C virus
(HCV) genotype 1.

Many research teams are trying
various treatment combinations
to offer an alternative to those
who are called non-responders to
the initial treatment. Interesting
results were presented during the
last congress of the American
Society for the Study of Liver
Diseases (Boston, October 29 to
November 2, 2004).

A Spanish study included 72
patients who didn’t respond to a
first treatment with associated
interferon and ribavirin (and not
the peg interferon plus ribavirin).
The idea was to compare the
strong doses of peg interferon in
the first weeks of treatment so as
to see if increasing the dose of peg
interferon would make a
difference.

Patients thus received either 180,
270 or 360 microgram’s (µg) of
peg interferon per week for the
first 12 weeks of treatment. Then,
they all receive 180 µg for 36
weeks, for a total of 48 weeks.
Results showed that the response
to treatment (that is, the
elimination of the virus) increases
with the initial dose: 37.5% of
patients from the group that
received 360 µg at the start
eliminated the virus compared to
only 18% in the group with 180 µg.

The authors concluded that a
higher initial dose of peg interferon
could be an advantage in a
population of non-responders.

INTERFERON CONSENSUS
Two presentations dealt with a
slightly different type of interferon
developed by Infergen: Consensus
Interferon (a type of interferon that
isn’t available in Canada at this
time).

A team compared two doses of
Consensus Interferon in 120
patients who didn’t respond to a
first treatment with standard
interferon. It’s interesting to note
that 91% of patients in the study
had genotype 1, which is more
difficult to treat. Consensus
Interferon was offered as the only
treatment for 12 weeks then
combined with ribavirin for
36 weeks more (48 weeks of
treatment in all).

The results presented in Boston
report that the virus was
eliminated in 39% of the cases with
the lower dose of Consensus
Interferon (18 µg per day for
4 weeks + 9 µg/d for 8 weeks and
9 µg/d plus ribavirin for 36 weeks).
Results qualified as very promising
by the researchers since this is the
population that is the hardest to
treat.

Another team tested slightly
different regimes of Consensus
Interferon with 95 patients: a first
group received 27 µg per day for
2 weeks + 18 µg/d for 10 weeks +
9 µg/d for 12 weeks and 9 µg/d
for 24 weeks. Ribavirin was added
at a dose of 800 µg/d starting after
the 3rd week of treatment. The
second group received 18 µg three
times a week for 24 weeks then
9 µg three times a week for 24
weeks, with ribavirin right from
the start of treatment.

Here also, the group getting the
highest dose (the first group)
obtained better results. The
difference wasn’t really significant
in the group of non-responders to
their first treatment (29%
eliminated the virus with the
higher dose of the second
treatment compared to 27% for the
lower dose), but it’s highly

SUMMARIES OF THE
CONGRESS ON THE WEB

If medical language doesn’t
put you off, you can consult
the following website to find
summaries of presentations
that were given during the

Congress dealing with
hepatitis C:

http://www.hivandhepatitis.com/

hep_c/hepc_inter.html

by
Suzanne  Champoux
Special Collaboration



What’s more, during the weekend,
we had the pleasure of meeting
Nichan who came to demonstrate
proper ways of quickly stopping
a bleed in our little ones. A
practical little lesson which, I’m
sure, will be helpful when the next
bleeds occur. He very generously
took the time to evaluate a few of
our kids who had the start of a
bleed or else consequences of
past bleeds.

We had a café rencontre with the
help of a psychologist. This
moment is always welcome,
because for many it’s when they
can talk openly with others. It also
allow us to meet a few new
families. And especially to realize
how lucky we are to live near
Ste-Justine’s Hospital.

A relaxation workshop (with a
holistic approach) was also on the
menu, as well as an evaluation of
our social contacts that turned
into a café rencontre in the end!

There were many topics, maybe
even too many, but all very
interesting.

Of course, because of the beauty
of the site and the marvellous
temperature outside, it would
have been good to have some free
time to spend with the
family…but…

Despite this full agenda, everyone
enjoyed their weekend and is
already looking forward to next
year. Until then, other families will
join us (unfortunately!), while
others will leave us because the
immune tolerance will have
worked. Who will the lucky ones
be? Only the future will tell… But
one thing’s for sure, this weekend
will have served to form strong
ties with certain families who will
remain for me...true friends!

‘Til next year.  ∆

Marie-Ève Messier

W hile we all look forward
to the family weekend held each
year in the spring, other parents
look forward to the other family
weekend held in the fall. Both are
attended by SCHQ members. The
one in spring usually has the SCHQ
annual general meeting, and the
one in fall is intended for parents
of children with hemophilia who
have developed inhibitors. This is
the second time the Quebec
families have met, but it was the
first time the SCHQ was in charge
of the whole activity.

In the article below you can find
out how much this activity is
appreciated by these parents and
how important it is for them to
meet. Thank you to Marie-Ève
Messier for taking the time to write
the article and to all the people
who made the weekend a success.

I would also like to wish you all
Happy Holidays, and invite  you to
look for the next edition when this
column will include information
from the World Congress of
Hemophilia held in Bangkok,
Thailand. If you have articles you
would like to have published in
this column, you are welcome to
send them to me  along with your
comments to:
mylenedfana@bellnet.ca

L ast October, the family
weekend for families living with
inhibitors took place. It was held
at the beautiful Manoir des Sables
in Magog.

Every year, everyone anxiously
awaits this weekend. It’s the
perfect chance to share with other
families who live with the same
complication as we do. Since the
number of families affected is
limited (and believe me, so much
the better), we all know each
other very well. This makes
discussions and sharing easy.

All the topics of the meetings
were very interesting. It started
with Dr. Rivard’s presentation
(that I think was the most awaited
of the weekend!!). To our delight,
this year the theme was freedom
of choice, which meant that
everyone could propose a subject
for discussion, if they wanted to.
Obviously, because of the
withdrawal of Vioxx a few hours
beforehand, this subject was of
great interest to all. Many were
worried about the side effects of
the medicine, but as Dr. Rivard
can do so well, he relieved our
greatest fears and took the time
to shed light on what happens
with Vioxx, and why it was
withdrawn from the market. A
few other topics were on the
table, but unfortunately time was
up. Without a doubt, I think Dr.
Rivard could handle the whole
weekend by himself, and
everyone would be ecstatic!

Then, we met with someone from
Ste. Justine's Hospital who
presented the home web cam
linkup project. The goal of this
project is to allow families of
hemophiliac children with
inhibitors to have a home camera
service so that when we need
immediate medical assistance,
our nurse could see and help us
with the treatment we need to
administer, all by internet. A great
system that would allow us the
benefit of medical advice in the
comfort of our home. This would
mean fewer trips to the hospital
(which are already frequent
enough for hemophilia kids
without inhibitors) and especially,
greater autonomy.
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E very two years, the World
Federation of Hemophilia (WFH)
organizes an international
congress. I’ve had the chance to
attend the last three: one in
Montreal (Canada 2000), Seville
(Spain 2002), and this year in
Bangkok (Thailand 2004).

The most important aspect of this
congress is that it unites
consumers, the various
professionals who treat bleeding
disorders and associations
representing people who live with
them. The mixture of these varied
interest groups makes for an
imposing presence and an
extraordinary chance to share.

Each congress is a different
experience. In Montreal, for
example, I collaborated on
organizing the treatment room to
plan for the distribution of care for
people with coagulation problems
attending the congress. This was
an unforgettable experience both
because of the quality of the
relationships that were built as well
as what I learned about the
differences in treatment protocol
among different countries,
depending on their financial
resources and their development.

In Seville, apart from the
seriousness of the bullfighters and
the intensity that flamenco inspires,
I remember the surprising
contribution of Quebecers to
scientific knowledge. Claudine
Amesse has already written an
excellent resumé of presentations
by a number of people in a past
issue of this newsletter.

Now allow me the pleasure of
telling you a bit about Thailand.
The last time I visited Thailand was

• Inhibitors
• Molecular genetics and different
   coagulation problems
• Musculo-skeletal aspects
• Nursing challenges
• Pediatrics
• Prophylaxis
• Psychological and social aspect
• Rare coagulotherapies
• Von Willebrand Disease
• Women and bleeding disorders
• Other topics.

Participants choose the topics that
interest them and begin a learning
process that requires all the
concentration and creativity one
can muster. You can compare it to
a spaceship that takes us to the
outer limits of knowledge and
research. It’s an emotional and
intellectual experience that’s
extraordinary.

My particular interests are inhibitors
and certain aspects of nursing. As
regards inhibitors, even if there’s
nothing much that’s new, you could
see there was keen global interest
for this serious complication of
hemophilia. Scientists from around
the world, both researchers and
practicing physicians, are trying to
shed some light on this problem.
Over 80 presentations (oral or
posters) concerned inhibitors. The
study of different genetic mutations
seems to offer a promising lead.
This collective interest gives us hope
that a solution will eventually be
found.

I’m also greatly interested in nursing
aspects because this takes into
account the problems families live
with. They bring us back to our
everyday practice while helping us
find solutions to problems. Is it
better for the nurse to visit the home
to teach self-infusion? Are the
child’s reactions better in his own
environment? Is it easier for the
parents to learn this way? What are
the psychological impacts for the
child with a central venous access
versus peripheral veinous access?
So many questions that need to be
studied that motivate our
professional dedication.

15 years ago. As soon as we arrived
at the airport, posters announced
“You are in the land of smiles” and
it’s easy to understand why. The
people are genuinely friendly, good
humoured, agreeable and smiling.
They have laughing eyes and seem
to be having a good time.

 They are a people who love and
are proud of their royal family. Each
evening, a television program
recounts the daily activities of the
royal family. Also every evening,
there was an orchid on our pillow
with a message reading “Good
night, sweet dreams”.

However this
world of
gentleness and
smiles is
juxtaposed
against the
harsh reality of
pollution,
great
differences
between rich
and poor,
prostitution,
even for
children, and
the resurgence
of sexually
transmitted
diseases.

Back to the
congress and
some of the
scientific
knowledge we
acquired that
I’d like to share
with you.

The different
topics
discussed during the congress were
under 20 main headings including:
• Carriers and prenatal diagnosis
• Coagulation products
• Laboratory testing
• Dental care
• Databases and registries
• Gene therapy
• Socio-economic aspects
• Hepatitis
• Complications from infections
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by
Sylvie Lacroix
Nurse Coordinator
at the Quebec
Reference Centre
for the Treatment of
Patients with
Inhibitors

"The most
important aspect
of this congress is

that it unites
consumers, the

various
professionals

who treat
bleeding

disorders and
associations
representing

people who live
with them. The
mixture of these
varied interest

groups makes for
an imposing

presence and an
extraordinary

chance to share".
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Other than theoretical aspects of
learning, you also have to listen to
your heart. The session on Tuesday
morning, October 19, will always
be engraved in my memory. 20
Years of HIV and Hemophilia, a
multidisciplinary session that
quickly brought us back to a reality
that we have a tendency to forget
or no longer mention. Thanks to
the organizers of the congress and
the presenters at this session for
this respectful reminder.

Before ending, I’d briefly like to
highlight the major contribution of
different groups from Quebec. I feel
it’s important to note that, because
of the great distance, a number of
contributors weren’t able to
participate.

First of all, the group of parents
who worked on the booklet We
confide our child to you (an
information booklet for day-care
and school staff on the particular
needs of children with inhibitors)
that was presented as a poster. 18
participants from 10 countries
asked to receive a copy!

We must mention the contribution
of Dr. Georges Rivard who
presented the results of the rFVIIa
project: "Is factor rFVIIa useful in
the prevention of inhibitors in the
child with severe hemophilia A?"

Dr. Rochelle Winikoff and Claudine
Amesse moderated a session
entitled: "The Role of hemophilia
treatment centres in providing
services to women with bleeding

disorders". Claudine presented the
function of the hemostasis clinic at
Ste-Justine during the forum.

Nichan Zourikian explained the
development of a physiotherapy
tool adapted to the Canadian data
registry—CHARMS. I gave a
presentation on inhibitors during
the nurses’ day.

What’s more, the Canadian
Hemophilia Society (CHS- National)
and a number of other participants
made posters presentations on a
number of topics.

The CHS will be hosting the next
congress in 2006 in Vancouver.
Their publicity stand was located
at the entrance to the Bitec
Congress Centre and helped tempt
congress goers to visit Canada.
Participants loved getting their
picture taken with people dressed
up in Royal Canadian Mounted
Police uniforms. The little stuffed
moose dressed in uniforms were
also very popular.

And finally, I’d like to thank
pharmaceutical industry partners—
Bayer HealthCare, Baxter
BioSciences, NovoNordisk and
Wyeth—whose funding permitted
ten Canadian nurses to participate
in the congress. Baxter Bioscience
provided my funding and I can’t
tell them how grateful I am.

I hope that the knowledge I
acquired during the course of this
congress will help improve the
quality of the care we offer our
clientele.  ∆

"I’m also greatly
interested in nursing

aspects because this takes
into account the problems
families live with. They

bring us back to our
everyday practice while
helping us find solutions
to problems. Is it better for
the nurse to visit the home
to teach self-infusion? Are
the child’s reactions better
in his own environment?
Is it easier for the parents
to learn this way? What

are the psychological
impacts for the child with
a central venous access

versus peripheral veinous
access? So many questions
that need to be studied that
motivate our professional

dedication".



with hemophilia, families living with
inhibitors, HIV issues, hepatitis C
issues, women’s issues, and
conferences bringing together people
involved in hemophilia comprehensive
care, from patients to doctors. The
goal of these activities is to have key
people from each provincial chapter
participate in the workshop or
conference and take back what they’ve
learned to share with their provincial
organizations.

The CHS often develops a model of
the workshop, in the form of a binder
with written information that may also
be available on CD, slides, overheads
or a PowerPoint presentation to make
it easier for the delegate to share what
he/she has learned. The provincial
chapter can then use this model to
transfer the knowledge to its own
members. Most chapters hold
workshops where this goal is
accomplished, like the family weekend
workshops in Quebec.

The Quebec Chapter works to develop
support and educational activities
within the province. Family weekends,
educational and support workshops,
direct aid, summer camp, and
Christmas activities are all developed
and organized by the volunteers
and/or staff of the Quebec Program
Committee.

Communications
Hemophilia Today, the CHS
newsmagazine, published 3 times a
year, covers national and international
news, medical news, research, news
about factor concentrates, items of
psychosocial interest for all, and
highlights of special provincial
activities. Each provincial chapter
sends a member list to the National
office so that their members will
receive Hemophilia Today free of
charge. If you don’t receive it, call the
CHS to get your name put on the list
today! You can also download
Hemophilia Today from the Internet.
There’s a wealth of information to be
had (www.hemophilia.ca).

The Quebec newsletter, L'Écho du
facteur, tends to cover more local
interests, activities and fundraising
items. Our newsletter is published
4 times a year, with contributions from
both volunteers and medical
personnel. François Laroche
resurrected the Quebec newsletter and
has been editor-in-chief for the past
10 years. The Chapter also has its own
web page located within the CHS
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website. Click on “Provincial
Chapters".

If you go on the Internet and type in
‘hemophilia’ or ‘Von Willebrand’, one
of the first sites that comes up is the
CHS website. It has over 600 pages in
both English and French; over 100
documents can be downloaded directly,
and it is regularly updated with the
latest news about treatment, blood
products, programs and research.
There are also links to provincial sites.

The CHS website gets over 750 different
visitors per day and over 15,000 visitors
per month from more than 175
counties around the world, many of
which are francophone. This amount
of traffic testifies to the wide appeal of
the site!

Scholarships
To encourage people from the bleeding
disorders community to continue their
post-secondary education, both the
Quebec Chapter and the National CHS
offer scholarships or bursaries.
Applications for the National
scholarships are due in April. There
are 2 scholarships and 1 mature
student bursary (over 25 years of age)
of $4000 each awarded each year.

The Quebec Chapter awarded three
$1000 scholarships in 2004. The
deadline for applications to the Quebec
program is July.  You can get
information on either of these
programs by contacting the Quebec or
the CHS offices by phone or from the
CHS and Quebec Chapter websites.

Hidden treasures
One problem that the National Program
Committee has become aware of is
that many of the programs that have
been developed in the past, which
include training manuals for new board
members, support programs and
information programs, are underused
after they are initially developed.
Despite the fact that the information
is still relevant, the binder or book sits
on a back shelf and the information is
no longer shared with newer members
of the Chapter. One of the goals of the
National Program Committee in 2005
is to resurrect, catalogue and update
these programs. The Quebec Program
Committees will be able to use these
items to offer services to members
whose needs are much the same as
those ten years ago.  In a time of
funding cutbacks, recycle and reuse is
a timely motto.  ∆

W hen you or your child was
diagnosed in a hemophilia treatment
centre, the nurse-coordinator probably
gave you an “It’s a Boy” basket “or a
copy of “All About Von Willebrand
Disease”, along with information
about the Quebec Chapter and how
to contact us.  This is an example of
the combined efforts of National and
provincial programs working together
to serve the bleeding disorders
community.

The CHS National level Program
Committee works on the creation and
development of educational materials
and support activities for people living
with bleeding disorders, while the
Quebec Program Committee makes
use of this material to offer services
and programs to their members. Of
course, both levels need funding to
first develop (CHS) and then put these
programs into action (CHSQ), but
that’s a whole other topic.

Support activities and
educational materials
The CHS National Program Committee
develops much of the educational
material that you receive. This
Committee is made up of
representatives from across the
country who bring the needs and ideas
for services that the bleeding
community has identified to the table.
National staff work with volunteers
from both the patient and medical
communities across Canada to form
a task force that will develop the
details of the original idea (for
example, how to better deal with visits
to the emergency room). The
outcomes can be educational
documents, such as All About
Hemophilia: A Guide for Families or the
Hepatitis C Information Booklet or
programs such as the Von Willebrand
Disease Awareness Campaign.

Over the years, the National has
organized a number of workshops
covering topics for parents of children

by
Patricia Stewart

stewart.page@globetrotter.ca



psychosocial issues, volunteer
organization governance as well
as international and twinning
issues.
I also worked
at the CHS
Congress
2006
promotion
kiosk at the
entrance to
the BITEC
Conference
Centre. This
was an
amazing opportunity to speak with
people from all over the world as
they asked about the next congress,
which will be hosted by the
Canadian Hemophilia Society, and
they also took part in drawings for
a dozen toy moose dressed in
RCMP uniforms that ended up
travelling to countries around the
globe. A few CHS volunteers
wearing the official RCMP costume

happily posed for photos with
congress participants.
You can read more about the
Congress on the WFH website at:
www.wfh.org.  You can even
download abstracts and selected
papers that were presented during
the congress, or order them on
CD-rom.
I’d like to thank the CHSQ for giving
me the privilege of attending this
Congress. I’ll be sharing the
information I’ve gained with you
in upcoming articles and through
my work on the Board of Directors.
I encourage all of you to start
planning right now to attend the
next WFH Congress that will be
held May 21 to 25, 2006 in
Vancouver, B.C. The wealth of
information that you can learn from
international experts as well as
other volunteers from around the
world is invaluable.  Don’t miss
this opportunity!  ∆

T he XXVI International Congress
of the World Federation of
Hemophilia took place in Bangkok,
Thailand from October 17 to 21,
2004. More than 3600 participants
from 120 countries attended the
Congress.
This is only the second time that a
congress has been held in a
developing country and many of
the presentations dealt with the
challenges that countries with
limited resources face. The
Congress was officially opened by
Her Royal Highness Princess
Sirindhorn of Thailand. Participants
got a taste of Thai culture through
a presentation of traditional theatre
and dancing as well as martial arts.
This is the second time I’ve had
the privilege of attending a WFH
congress with funding from the
Quebec Chapter. Each time is just
as amazing as the last. The
helpfulness and genuine
friendliness of the Thai people
made this congress a pleasure to
attend from beginning to end.
The Congress offered a varied
program of eight plenary sessions
and 77 symposia on medical,
musculo-skeletal, laboratory
science, dental and multi-
disciplinary topics. There were
more than 200 sessions over the
four days of the conference and
over 600 poster presentations could
be viewed in the exhibit hall.
As you can imagine, it’s impossible
to attend every session offered and
you have to pick and choose those
that interest you the most,
sometimes running from one room
to another and then back again to
hear the presentations you’ve
chosen. My personal preferences
included women’s issues,
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by
Patricia Stewart

stewart.page@globetrotter.ca

First meeting of new twins: Quebec and Tunisia

During the 2004 WFH Congress in Bangkok, representatives from the Quebec Chapter met
with members of the Association tunisienne des hémophiles (ATH) to discuss their potential
twinning project and decide whether or not they felt they could work together to bring about
changes for the emerging organization. Following these discussions, the evaluation visit to
Tunisia is planned for February 2005. Two delegates from the CHSQ, along with two from
the WFH, will meet with the Board of Directors and members of ATH. They will also visit
two hospitals and a transfusion centre. The two organizations will then be better able to
clarify objectives and plan for future projects.

Top, left to right: Assad Haffar (WFH), Mylene D’Fana (CHSQ), David Page (WFH & CHS),
Claudine Amesse (CHSQ), Taoufik Raissi (ATH) Nichan Zourikian (CHSQ), Mme. Nafti (ATH)
Bottom, left to right: Boutheina Said (ATH), Patricia Stewart (SCHQ), Islem Nafti (ATH).

The next WFH
Congress will be
held from May
21 to 25, 2006 in
Vancouver, B.C.



See you 
soon!

Vioxx® withdrawn from the
market

O n September 30, the giant
pharmaceutical Merck &
Company,Inc. announced its decision
to withdraw its anti-inflammatory
drug sold under the name Vioxx®

(Rofecoxib) from the market
following the results of a clinical trial
which showed that patients taking
the medicine had almost four times
the rate of heart attack or stroke than
patients taking a placebo.
Rofecoxib, like Celecoxib— known
under the commercial name of
Celebrex®— belongs to a class of
drugs called Coxibs, known to be
popular among hemophiliacs who
have problems with arthritis. The
Coxibs inhibit the action of Cyclo-
oxygenase-2 (or COX-2), an enzyme
involved in the production of a group
of molecules called prostaglandins.
These COX-2 inhibitors were thought
to specifically inhibit the production
of prostaglandins in cells involved in
the inflammation associated with

arthritis, without affecting those that
are associated with blood clotting
and that protect the stomach lining.
However, it seems that COX-2 also
produces prostaglandin I2 in blood
vessels which blocks coagulation,
and so inhibition of this COX-2
increases the risk for blood clots and,
thus, heart attacks.
According to Pfizer, the company
that manufactures Celebrex, trials on
Celecoxib, ordered by the National
Cancer Institute, the National
Institutes of Health and Pfizer itself,
haven’t shown any similar effects,
but Health Canada recently
announced its intention to analyzing
adverse events reported in patients
on Celebrex more closely.

F.L.

Editor’s note:  For more details
concerning Vioxx, the Coxibs or
replacement alternatives, please read
the article by Dr. Bruce Ritchie which
appears in the Autumn 2004 issue of
Hemophilia Today (Vol 39, No 2, p.8)
References at the end of the article
are also helpful.

The publication of this newsletter has been made
possible thanks to the financial contribution of these

pharmaceutical companies:
Novo Nordisk and Baxter

and also thanks to Wyeth and Bayer

Bayer signs an agreement for
the development of a longer-
acting Kogenate®

T he Biological Products division
of Bayer HealthCare LLC announced
that it has signed an exclusive
agreement for a global technology
license with Zilip-Pharma for the
development and commercialization
of a new longer-acting version of
Kogenate®.
According to Bayer, a product
requiring injections once weekly or
even less frequently, has the potential
to change present therapeutic models
and simplify the life of thousands of
patients around the world.
The agreement signed between Bayer
and Zilip-Pharma involves the
application of patented liposome
technology that Zilip-Pharma and its
affiliates have spent a number of years
developing. Clinical results obtained
by Zilip-Pharma seem to indicate that
prolonged intervals between bleeding
episodes (one week or more) occurs
when the factor VIII administered to
people with hemophilia is attached
to liposomes.
Based on initial timelines for the
project, Bayer and Zilip-Pharma hope
the next-generation Kogenate could
be launched within five years, pending
continued positive clinical results,
required regulatory reviews and
necessary license approvals.

F.L.

Editor’s note: To read a more in-depth
discussion on this technology, consult
the Spring 2004 Hemophilia Today
(Vol 39, No 1, p.21).


