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HÉMA-QUÉBEC CHANGES MAIN SUPPLIER
OF RECOMBINANT FACTOR VIII
Helixate® FS to Replace Kogenate® FS

larochef@sympatico.ca

by
François Laroche

production from the Berkeley plant
under the Helixate FS trademark.
Only the diluant, packaging and
product reconstitution system (very
simple) differ.
Nonetheless, you will have to get
used to a different system for
management and electronic
transmission of data since EZ-LOG®

will be replaced by another system
called HeliTrax®.
Transition Task Forces have been
struck to oversee and ensure that the
change from one product to another
— and from one data transmission
system to another — goes smoothly.
Members of the CHSQ, hemophilia
nurses, representatives from Héma-
Québec and CSL Behring make up
these committees to ensure that the
needs of patients and health care
personnel are met. The company is
developing educational material for

If you have hemophilia A, you
recently received a letter from Héma-
Québec, through your hemophilia
treatment centre, to inform you as a
user of Kogenate® FS, the
antihemophilic (factor VIII)
concentrate (from Bayer), that as of
late spring, you'll be treated with
Helixate® FS (from CSL Behring).
In fact, by virtue of a five-year supply
agreement signed with CSL Behring,
Héma-Québec has decided to
purchase its supplies of this product
almost exclusively from this company
(the other supplier is Baxter with its
product, Advate®) to meet the need
for recombinant antihemophilic factor
for hemophilia A patients in Quebec.
The CHSQ would like to reassure its
members, since these two products
are, for all practical purposes,
identical. In fact, both these products
are manufactured by Bayer in its plant
in Berkeley, California, and have the
same profile in terms of efficiency
and safety. Because of a commercial
agreement between the two
pharmaceutical companies, CSL
Behring markets a portion of the

patients and nurses. Training sessions
will soon be organized by hemophilia
treatment centres.
You may remember already having
received Helixate FS, since during the
shortage of Kogenate FS that occurred
in 2001-2002, this product was
distributed to a number of Quebecers
with hemophilia A. So this isn't a new
product on the Quebec market.
The supply agreement begins April 1,
2008, but since there is still Kogenate
FS in stock at Héma-Québec and in
the hemophilia treatment centre blood
banks at this time, you won't be
seeing the first Helixate FS
concentrates before June.
For any further information about the
arrival of Helixate FS on the Quebec
market, we invite you to contact the
CHSQ offices, your regular hemophilia
treatment centre or Héma-Québec. §
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A WORD FROM THE
EDITOR

There's been a flurry of activity
in the past trimester, in this first
quarter of 2008.
We only have to think about our
family weekend in Matawinie, a
great success once again, with over
170 participants (see text on page
4). By the way, during the Annual
General Meeting (AGM) that was
held on Saturday March 29, the
new CHSQ Board of Directors was
elected. It includes:
François Laroche (President)
David Pouliot (1st Vice-president)
Mylene D’Fana (2nd Vice-president)
Denis Durocher (Treasurer)
Martin Kulczyk (Secretary)
Marius Foltea (Administrator)
Pascal Mireault (Administrator)
Luc Topping (Administrator)
What's more, even though you
won't receive the products for a
while, April 1st was the date when
the exclusive agreement was
signed between Héma-Québec and
CSL Behring for the supply of factor
VIII recombinant. The arrival of
Helixate® FS will change certain
habits (the reconstitution process,
method of electronic data

transmission…) for hemophilia A
patients (see cover page).
As well, the Alberta government
finally decided to join the other
provinces by offering its residents
indexation, adjusted to the cost of
living, for the Provincial and
Territorial Assistance Program.
However, unlike the other
provinces, but like Ontario did in
2001, Alberta offered a lump sum
payment retroactive to 1994, the
year the program was transferred
from federal hands to the provinces
and territories. This opens the door
to new possibilities…
And finally, on a sadder note, on
March 15, the CHSQ learned of the
death of one of its past-Presidents,
Jean-Charles Durocher. Jean-Charles
was highly active at the heart of the
CHSQ for many years. He served as
my mentor in numerous ways over
the years that I worked with him on
the Board and on committees. He
even occupied the position as
Interim Executive Director for the
Chapter for a number of weeks.
Sadly, the Awards Committee had
just decided to present him with
one of the two 2007 Awards of
Appreciation for his dedicated work
during this AGM. This award will
be presented posthumously to Jean-
Charles' family later this year.
I wish you all a lovely spring and,
especially, a great summer; I think
we've earned it. §
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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, 10138, Lajeunesse, Suite 401,
Montreal (Quebec) H3L 2E2
Telephone: 514-848-0666  or
              1-877-870-0666
Fax:            514-904-2253
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address:  info@schq.org
Website: www.hemophilia.ca/en/8.5.php

•  L'Écho du facteur  is a quarterly newsletter
produced by the Quebec Chapter of the
Canadian Hemophilia Society and is
distributed to its members.

Circulation: 250 in French, 100 in English

Legal deposit :  Bibliothèque nationale du
Québec, 2008.
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EDITORIAL

The ministry has given the
Committee similar responsibilities
in regards to bone marrow and all
human tissues as foreseen by law.

Héma-Québec Recipient
Representative Advisory
Committee
CHSQ representatives:
Marius Foltea and Pascal Mireault

The mandate of this committee is:
• To establish effective
communication lines between
Héma-Québec and the various
groups representing recipients of
blood, blood derivatives and blood
substitutes as well as to ensure
that their particular interests are
brought to the Board of Directors.
• Ensure that recipients of blood,
blood derivatives and their
substitutes and other partners in
the blood system are immediately
informed of all developments
and/or changes to the supply
system that may affect them.
• Allow recipients of blood and its
derivatives and substitutes along
with other partners of the system
to present their position on all
topics of interest to them.
• To participate in the preparations
for the Héma-Québec public Board
of Directors meeting.

Héma-Québec Safety Advisory
Committee
CHSQ representative:
Marius Foltea
Representatives of the public:
David Page
The mandate of this committee is
to offer advice, in a reasonable

Amongst the CHSQ strategic
planning goals is our
organization's responsibility to
ensure accessibility to optimal
medical services and care for
every person living with a
bleeding disorder, as well as
advocacy for infected people
through constant vigilance.

In order to accomplish this part
of its mission, our organization
is represented on a number of
committees related to the blood
system by some of our members
experienced in this field.
Presenting these committees and
representatives who sit on them
seems important not only to
recognize the dedication and
competence of these volunteers,
but also to highlight the
important role of 'watchdog of
the blood system' that the CHSQ
maintains.

Hemovigilance Committee -
Quebec Ministry of Health
and Social Services
CHSQ representative:
François Laroche

The purpose of this committee
is to give advice whenever
deemed necessary and at least
once a year to the Minister about
the state of risks related to the
use of blood, blood products and
their derivatives and on the use
of replacement products. The
Committee must also examine
all questions related to the blood
supply system that are submitted
to the Minister and give its advice
within the delay indicated.

manner, to the Board of Directors
on topics concerning the safety
of blood supplies, notably in
relation to existing or emerging
pathogens and to assist the Board
of Directors in the risk evaluation
process, in particular:
• Survey and report to the Board
of Directors on international
developments concerning
measures to be taken in relation
to the quality and safety of blood
products (new tests, viral
inactivation, donor selection,
other methods).
• Survey, study and report to the
Board of Directors on all
emerging risks that may have an
effect on the quality and safety
of blood products and the
measures to be taken in order to
eliminate or reduce these risks.
• Advise the Board of Directors
on any other question in order
to reduce the risks associated
with blood products.
• Advise the Board of Directors
on the scientific pertinence of
epidemiological research as well
as its cost.

Canadian Hemophilia Society
Blood Safety Committee
CHSQ representative:
Martin Kulczyk
The mandate of the Blood Safety
Committee is to closely follow
research and scientific progress
in the field of blood, blood
products and their substitutes, as
well as new pathogenic agents
and safety measures related to
transfusions. §

by
Aline Ostrowski

The Vigilant Work of the CHSQ
in the Blood System

aostrowski@schq.org
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First of all, I'd like to thank
the CHSQ for the confidence
you've shown me and for having
given me the opportunity to work
on programs. It was an honour
and a great pleasure for me to
work with you as Program
Coordinator, and I'm sure that
the new internal structure of the
CHSQ will work for the best and
to the satisfaction of all.

Membership card
In this mailing you'll find your
membership card, as well as
those for all your family
members. If this isn't the case,
it's because we haven't received
forms for each member of the
family. I'd suggest that you
contact me at the office so that
you can fill in these forms in
order to be eligible to get your
membership cards.

Family weekend
The highlight of the CHSQ
activities, the family weekend,
took place March 28, 29 and 30
in a warm and friendly
atmosphere. Almost 175 people
were able to take part in this
great weekend at the Auberge
Matawinie in Saint-Michel-des-
Saints.

The workshops were helpful to
all. On the programme were:
• 5 café-rencontres (two for
parents, one for grandparents,
one for youth and one for people
with hepatitis C).
• A workshop with updates on
hemophilia treatment

• A relaxation workshop
• A workshop to help people with
infusions and self-infusion of
coagulation factor concentrates.

While parents took part in
workshops, a program of outdoor
activities and great weather
awaited youngsters: inner-tube
slides, hiking trails, a visit to the
kennels, the pool, etc.

Saturday night's theme was a
Caribbean cruise aboard the S.S.
Matawinie, under the leadership
of our captain and his sailors
(members of the Board of
Directors). There was music,
games and animation. Each
family present could get a
souvenir photo of their cruise
and, believe me, it was a
memorable evening.

I'd like to thank the members of
the family weekend working
group as well as key volunteers
(Roxanne Nadeau, Mylene
D'Fana, Nayla-Marie Syriani,
Patricia Stewart, David Pouliot,
Martin Kulczyk and Marius
Foltea). Without them, the
weekend wouldn't have been
such a success.

CHSQ summer camp for
youngsters from 6 to 14
years of age
The annual CHSQ summer camp
for young hemophiliacs and their
siblings will take place August
10 to 15 this year. For the 5th

consecutive year, our activity will
take place at the Camp Portneuf
in the Saint-Raymond-de-
Portneuf region. This is an
excellent location for our young
hemophiliacs to experience
social integration and to learn
self-infusion.

Most of you have already
received the information about
summer camp. If you haven't yet
received it, please contact the
office as soon as possible to
register. A $25 discount is given
for all registrations received
before April 15.

There are 20 places available and
don't forget, first come, first
served!

CHSQ Members repertory
You'll soon receive the repertory
of members who agreed to share
their contact information. This
list will contain names and
telephone numbers only.

We remind you that the list will
only be sent to CHSQ members
and the purpose is to make it
easier to get in contact with
others and build friendships.

Youth Activity - 15 to 25
years of age
Our Youth Group is in the process
of developing an activity for 2008.
It will probably be a day-long
activity which will take place
between Montreal and Quebec.

Further information will be sent
to youth as soon as the details
are worked out, and if you're
interested in getting involved in
organising the activity, please
contact us as soon as possible.

CHSQ Scholarships
The Scholarship Committee is
presently revising admission
criteria for the program.

All necessary information to
submit your application will be
presented in the next issue of
L’Écho du facteur, in early July. §

gbeauregard@schq.org

CHSQ ACTIVITIES

by
Geneviève
Beauregard
Administrative
Services and
Program
Coordinator
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For the past three years, I've
had the opportunity to receive a
scholarship offered by the Canadian
Hemophilia Society - Quebec
Chapter.
This year, to my great surprise, I
was the only candidate, despite the
four scholarships that were being
offered. So I want to encourage all
young people to make an effort to
send in your application for this
scholarship.
First of all, because it makes it easier
to continue your education, and to
be able to better concentrate on
those studies instead of the financial
worries that come with it (school
fees, rent…). But most of all
because it encourages us by
knowing that while the people
chosing may not know us, they
believe in our ability to succeed.

I realize today how significant not
only hemophilia has been in my
life, but even more so, the contact
I've had with volunteer
organisations like the Hemophilia
Society. The generosity, kindness
and altruism of the people that I've
met over the years have definitely
shaped the way I see the world, and
the real ability of human beings to
help others if they feel the need.
The reality of suffering, in any way,
and the possiblity of remedying or
helping to lessen it have inspired
me to do my part and to get
involved in organisations working
to help developing countries.
The right of all humans to food and
health in a context of fair social
conditions affects me enormously,
because I personally have had
access to this, simply because I was
lucky enough to be born on the
right continent.

While a scholarship helps a student
to become more independant and
productive, underdeveloped
countries also need tools to allow
growth in their economic and social
realms. In terms of my studies, I
hope to be able to contribute to the
creation of coherent and productive
structures within communities, so
that the subsequent development
will be just and equitable for all.
I'd like to take this opportunity to
sincerely thank the CHSQ for the
help it has offered me with this
scholarship, but also for everything
it does each day to offer
hemophiliacs a better life and
eventually, for my children. I'll try
to have the same determination and
solidarity for my projects as you
have, without ever forgetting those
who have allowed me to achieve
this. §

Julia Page

Comments from the Winner of the 2007-2008 Scholarship
 CHSQ ACTIVITIES (cont’d)

S C H Q

Julia Page, recipient of the CHSQ 2007-2008
Scholarship, plans on getting involved in
organizations working in the developing world
once her studies are finished. She is grateful
to the CHSQ for believing in her ideals and
for encouraging her on her chosen path.

Éric L'Hérault (left), one of the co-recipients of the 2007 Award of Appreciation, receives his
honorary award from CHSQ President, François Laroche. Éric has been an active volunteer for
over twelve years, serving on the Board of Directors, and dedicating years of service to advocating
for HIV and HCV compensation, as well as working to help maintain comprehensive care. He
continues to be active in the organisation, always ready to help whenever he can.

The 2007 Volunteer of the Year, David
Pouliot, accepting his award from the Chair
of the Awards Committee, Patricia Stewart.
David was recognized for his contribution

to numerous committees and projects
during 2007, sitting on the Youth, Strategic

Planning, International and Program
Committees, as well as serving as Secretary

on the Executive Committee and as
delegate to the National board.

During the Annual General Meeting
held in Saint-Michel-des-Saints, the
CHSQ took advantage of the occasion
to present its annual awards. The
2007 Volunteer of the Year Award
went to David Pouliot, while the
Award of Appreciation was given to
both Éric L'Hérault and Jean Charles
Durocher (posthumously). The CHSQ
will present this award to his family
during the year. §

2007 AWARDS
PRESENTATION
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PARENTS’ CORNER
Hemophilia and Adolescence: A Mother's Viewpoint

silence, since they didn't complain,
despite the pain.

5. How do you help your boys
live well with their condition?
I listen to them and encourage them
in their dreams. There's not much
you can say when you know that
certain things are impossible to
achieve and when alternatives
don't really appeal to them.

6. Is it frightening when the boys
leave the nest?
When they left home, I put their
hemophilia into their hands. At first,
I was worried and often asked them
if they'd forgotten their infusion or
if they had enough factor and then,
at one point, I trusted them and I
forgot certain things, like infusions
every two days, product in the
fridge...it was a kind of liberation.
Despite it all, my mother's eye is
still watchfull and aware; I always
notice an new limp or other things.

7. Did you help their partners
to understand their disease?
I left that up to the boys to explain
things to their partners because it's
their business, but if they ask
questions, if they ask me if such or
such a thing is normal, I answer
them. I think they have to learn to
live with hemophilia since it's part
of their partner's life. They go
everywhere with them, especially
during the annual check-up.
They're responsible for their role.

8. Do you have any anecdotes
to share with us parents of young
hemophiliacs?
A boy with hemophilia is a normal
youngster and knows how to play
tricks just like any other boy. We
all know that teachers are very
nervous when they learn that one
of their students has hemophilia
and the boy knows it too. So he
can have fun pulling out a tooth
just as the teacher is looking at
him, if only to see his reaction and
believe me, it works!

9. What can the CHSQ do to
better integrate parents of older
hemophiliacs?
As parents of older hemophiliacs,
we have special needs. I'd like to

Happy spring to all, even though
it's hard to see any change since
March 20th! Looking at the height
of the snowbanks, I predict that
there'll still be snow around in July!
But to get to a topic more
passionate than snow, let me
mention that we just got back from
Matawinie. Once again, it was a
great success, and I'd like to thank
the CHSQ staff who worked so hard
organising this activity so that all
members would enjoy it, young
and old. It was a great pleasure to
see everyone again, and we're
already looking forward to next
year!
As for the topic of this column, I
thought it would be interesting to
get an “experienced” mother's
perspective on hemophilia. I asked
her to tell us about her experiences
as a mother of older hemophiliacs
who went through adolescence
and all the challenges that entails.
This could be of great help to
parents of younger  hemophiliacs
by giving us ideas for ways to deal
with this period where you have to
take a step back by transferring the
responsibility for managing the
disease over to your son (or
daughter).
I'd like to thank my aunt, Francine
Mathieu, who kindly accepted to
tell me about her experience with
her two hemophiliac sons who are
now in their twenties. I gave her a
list of questions that she answered
straight from a mother's heart.

1. How did you live with the fact
of having two sons with
hemophilia?
When you're a mother of two boys
with hemophlia, you do what you
can. Sometimes I had just gotten

back from the hospital with one
when I'd have to go right back with
the other. When the boys became
teenagers, we had the materials at
home, which made things a lot
simpler. I was prepared for any
eventuality beforehand, so that I
didn't have to stop them from
taking part in group activities, like
a sports day at school. I infused
them before the activity and wished
them a good day. I also notified the
organisers that they shouldn't take
any risks, even though they'd had
an infusion before the activity.

2. What are the  main obstacles
you faced in adolescence?
Every hemophiliac lives his
situation differently. For one, it can
be a limitation in all aspects
because his situation is more
serious and may cause
psychological effects. He can build
up a wall of silence and feel anger
inside that we're helpless to change
as long as things aren't dealt with
openly. For another, it can be a
career choice that's discouraged.
Since hemophiliacs have the same
tastes as other boys, we have to let
things go until they finally realize
for themselves that they can't do a
certain job all their life. Each
hemophiliac is different. One can
do a job without any problems,
while for the other, the same job
is impossible.

3. Do you feel that the children
were marginalized because of
their condition?
I never felt that the boys were
pushed aside in society, but since
children can be cruel amongst
themselves, they heard things that
they only told me about recently.

4. How do you see hemophilia
today, as compared to the time
when your boys were young?
Children today are lucky to have
access to prophylaxis at a very
young age. It greatly decreases the
risk of serious affects due to
repetitive bleeds. When  my
children were born, prophylaxis
didn't exist and I'm afraid my
children suffered a lot and in

by
Lisa-Marie Mathieu

yanliz@ccapcable.com
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FAMILY WEEKEND IN PICTURES

PARENTS CORNER (cont’d)

have workshops where we can
meet and discuss what we're going
through. Sometimes, we worry and
are saddened in our motherly
hearts, because it affects us even
more!  I'd have a lot to say, but I
don't think that some of the young
mothers are ready to hear what
we'd have to say since they're not
at that stage yet.

We also forget that even though
the boys have left home, they
sometimes come back, always with
their hemophilia and everything
that we thought we'd forgotten

comes right back. I think it's even
more painful than when we first
heard about our sons' illness.

***
I thank Francine for having shared
her thoughts and personal
experiences with us.
Every stage in a hemophiliac's life
is different, but above all, I've
concluded that they're children just
like all the others with highs and
lows.
In adolesence, they become
conscious of their own
responsability for taking control of

their disease and for making sure
that they continue to do well. As
parents, we have to transmit the
confidence they need to lead an
active and balanced life despite
hemophilia and give them the
support that every child,
hemophiliac or not, needs.

And finally I'd like to remind you
that if you  have any ideas on topics
for the column, or comments about
subjects we've dealt with, don't
hesitate to contact me at
418-849-3292 or by e-mail at
yanliz@ccapable.com. §

S C H Q
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FUNDRAISING

The next few months will be
a busy time for fundraising,
including International
Hemophilia Day and the
4th Edition of our Bowl-a-Thon.
Here are the opportunities we
have to offer; and remember,
you're our best partners to ensure
the success of these activities.

Thank you for your
donations!

In early December, all of our
members were solicited by mail
during our 2008 finance
campaign, New Blood, which
brought in $2,380 in donations!
We heartily thank each of you
who supported our campaign.
Every gesture counts!

International Hemophilia
Day

To celebrate International
Hemophilia Day and to increase
the visibility of our organization,
the CHSQ set up a few awareness
tables and collecting funds:
April 10 at Ste-Justine's Hospital
and April 16 at the Quebec
National Assembly.

On April 17, International
Hemophilia Day, we were present
at Central Station in Montreal,
along with the National Section
of the Canadian Hemophilia
Society (CHS) and the World
Federation of Hemophilia (WFH).

Red, White and YOU

During the days surrounding
International Hemophilia Day,
why not organize a special day

in your community? Red, White
and You was designed to raise
public awareness about
hereditary bleeding disorders,
while collecting a $2 donation
from each person.

Communication kits were
specially designed to help you
organize this activity. All you have
to do is think about a public area
to hold this, such as where you
work or your children's school at
a time of year that's convenient
for you!

CHSQ Pens

The CHSQ now has new pens
with the logo of our organization
and we'd like to thank the
members present during the
family weekend who generously
answered our call to buy them.

Easy to sell, this dual-purpose
new promotional object - ink pen
and highlighter - will allow us to
diversify our sources of funding,
and we invite you to fill in the
order forms to sell some and
increase awareness for our cause.

4th Edition of the
Bowl-a-Thon

It's almost time for our annual
CHSQ Bowl-a-Thon! And this
year, we're happy to announce
that it will take place in three
different cities in the province:
Sunday May 4 in Victoriaville,
Saturday May 10 in Montreal and
Saturday May 17 in Quebec City.

We'd like to mention that Nathalie
Martel, a CHSQ member, has
taken the initiative to organize a
Bowl-a-Thon in Victoriaville for
the first time.

Come and have fun with us and
reserve your tickets now ($15,
shoes not included). As in past
years, anyone who finds $100
worth of donations will get free
admission!

A number of door prizes will be
presented. Those who can't attend
on these dates can also help
thanks to the donation form. §

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

Choose the Bowl-a-Thon nearest to you!

May 4 - Victoriaville, from 1 pm to 3:30 pm
Quillorama des Bois-Francs
100, Blvd. des Bois-Francs Nord
Contact : Nathalie Martel : monalinath@gmail.com

May 10 - Montreal, from 3 pm to 6 pm
Salon Quilles Moderne Inc.
3115, Blvd. de l'Assomption (Assomption metro)
Contact: Joumana Yahchouchi: 514-848-0666, local 24

May 17 - Quebec City, from 1 pm to 3:45 pm
Quillorama billard L'Exclusif Val Bélair
1545, de l'Innovation
Contact: Lisa-Marie Mathieu: 418-849-3292
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Family Weekend: A Nurse's Point of View
NURSES’ CORNER

On Thursday March 27, I was
at home making sure that the model
arm I was going to use for the self-
infusion workshop was working
properly.
My husband asked me: “After the
number of times you've given this
workshop, are there still people who
need this type of class?”
- Hemophilia and other serious
bleeding disorders are rare diseases,
but there are about three to five new
children diagnosed in Quebec every
year and their parents have to learn
how to master intravenous infusion
techniques. Then later, adolescents
need to learn to master this technique
for their own independence. It's the
ideal place to learn, without having to
miss school.
The next day at the hospital I finished
preparing for my workshop on
intravenous infusions and gathered
all the material together that I
needed.
For my second workshop, I brought
the practice kits for the factor VIII
Helixate® Mix2Vial® reconstitution
system that will soon be replacing
Kogenate® FS. This would be a
chance for people to practice this
new technique.
I gathered a minimum amount of
general first-aid items together, as
well as material and drugs
specifically for people with bleeding
disorders:
• Elastic bandages in case of joint
bleeds
• Acetaminophen pills (Tylenol®,
Tempra®), in case of pain or fever
• Anti-inflammatory drugs
(Celebrex®)
• Antifibrinolytics (Cyclokapron®) to
help control nose or gum bleeds.
As I was leaving the hospital, a
security agent wanted to check my
authorization papers for taking
medical material out of the hospital.
I felt like a person with hemophilia
who has to get his infusion materials
and drugs through customs. One
hour later, my papers were in order
and I was finally able to leave.

information about services and
facilities offered to families. For
example: reduced parking fees,
reimbursements for transportation
for people in out-lying areas,
accommodation near the hospital,
etc. - “If only it was possible to gather
all this information into one
document!”, added the father of a
young hemophiliac.
- “Now there's an idea”, I said to
myself, “wouldn't that be a good
project for the social workers associated
with treatment centres!”
I treated a few children, including
one who presented with symptoms
of a joint bleed in a lower limb.
Forcing a child to rest in this context
isn't easy!
Friendships were made between
people with one thing in common,
such as being a brother or sister,
grandparents or spouses of
hemophiliacs…
During supper, the problems with
heavy menstrual bleeding, which
often occurs in carriers, came up at
a table with a majority of girls and
was treated with humour, helped
along with a glass of wine.
Saturday evening was a success, as
it is every year. There were a number
of choices offered to relax and
socialize: dancing to the beat of
music, sipping a drink at the bar,
watching a game of hockey…
Sunday came quickly and at 2pm,
the time to leave arrived. It was time
to say goodbye. During the ride home,
I thought about a particularly
touching conversation at lunch with
a mother of two hemophiliacs who
described the pain and sadness she
felt when they announced that her
second son had also been diagnosed
with hemophilia. This testimonial
brought up a number of discussions
around the table about the
importance of offering psychosocial
support to families living with a
chronic bleeding disorder.
I thought about the fact that this
weekend offers a great opportunity
for all participants to think about
ways to improve the quality of life of
people living with a bleeding disorder.
We can consider ourselves lucky to
have a Society that offers this chance
for people to share, to meet, to
exchange in such an agreeable place,
adapted to the needs of families. §

Luckily, I still got there in daylight
because we were on daylight savings
time, which made the trip very
pleasant.
I was warmly welcomed at
Matawinie by the three main
organizers of this weekend:
Geneviève Beauregard, Aline
Ostrowski and Joumana Yahchouchi.
Families were soon gathered
together. Those who wished could
get a drink at the bar while waiting
for supper. It was a very relaxed and
friendly atmosphere. People were so
deep in conversation that they
almost forgot the assembly
scheduled for 9 pm. The rules of the
site were explained. One especially
pleased me: no smoking inside the
buildings.
During the evening, people
registered for various workshops.
The animators explained the
children's program with, among
other things, Saturday evening
supper where parents weren't
welcome, since the kids need a break
from their parents!
Sliding on inner tubes, cross-country
skiing, snowshoeing and dog sled
rides were all part of the winter
activities offered to the children.
These activities seemed like a lot of
fun to me and totally appropriate for
those with severe bleeding disorders.
A lovely interior pool offered the
possibility for everyone to practice
the sport most often recommended
for hemophiliacs: swimming. On-
site professionals also offered clients
the possibility of getting a massage.
What better way to get rid of
accumulated stress!
During the various activities, people
had a chance to share with others
going through similar situations. One
mother of a severe hemophiliac
asked an adult with the same
bleeding disorder as her son what
inconvenience multiple infusions
had on his life. Of course, the answer
was reassuring: “Self infusion
becomes second nature, you do it
without thinking”.
Irène Leboeuf, a nurse at CHU Saint-
Justine was leaving the workshop
she'd just held on building a support
network. The main idea that came
out of it was that parents with a
recently diagnosed child need to
have access to a wide variety of

by Claudine Amesse
Nurse Coordinator
at the CHU Sainte-Justine
Hemophilia Treatment Centre



10

FOCUS ON HEPATITIS C

Rapid virological response (RVR) was
defined as undetectable HCV RNA
(< 50 IU/mL) at week 4.
Complete early virological response
(cEVR) was defined as lack of RVR
but undetectable HCV RNA at week
12, while partial early virological
response (pEVR) was defined as lack
of RVR but 2 log reduction in HCV
RNA from baseline (though still
detectable) at week 12.
SVR was defined as undetectable
HCV RNA 24 weeks after completion
of therapy.
The results were as follows: SVR
rates for HCV genotype 1 and
genotypes 2/3 were greatest in
patients achieving RVR (81.8% for
genotype 1 and 94.3% for genotypes
2/3), followed by cEVR (63.2% and
69.7%, respectively), and then pEVR;
Patients not achieving RVR, cEVR,
or pEVR had a minimal chance of
achieving SVR; Considering only
patients with pEVR, SVR rates were
influenced by several baseline and
treatment factors, indicating that
response in this subgroup of patients
is variable.
“Coinfected patients who achieve an
RVR have a similarly high chance as
[HCV] monoinfected patients of
achieving an SVR irrespective of
genotype,” the researchers
concluded. “Patients that achieve
cEVR also have similarly high rates
of SVR as in monoinfected patients.
As in monoinfected patients, RVR is
the strongest predictor for SVR, but
in addition achieving a cEVR is also
highly predictive of achieving an
SVR.” §

Reference:
www.hivandhepatitis.com, November
27, 2007, by Liz Highleyman

Numerous studies have indicated
that HIV-HCV coinfected patients
experience more rapid liver disease
progression and do not respond as
well to interferon-based treatment
for hepatitis. Further, some data
have elucidated the biological
mechanisms underlying these
differences.
The picture is complicated, however,
by the fact that several other studies
have failed to observe similar
differences in disease progression
or treatment response, including 2
presented at the 58th Annual Meeting
of the American Association for the
Study of Liver Diseases in Boston
(November 2-6, 2007).
In the first study, researchers
assessed mortality and liver-related
complications in a prospective
cohort of inner-city injection drug
users with chronic hepatitis C
followed at an urban county hospital
and a veterans' hospital. A total of
350 patients were enrolled
beginning in 1997, and have been
followed for about 5 years on
average. About half (176 patients;
49.7%) were coinfected with HIV
and HCV, while the remainder had
chronic HCV infection alone. Causes
of death were determined by the
investigators, and were attributed
to HIV, end-stage liver disease
(ESLD), or illicit drug use only when
this was unequivocal. Liver cirrhosis
was defined by histology or overt
clinical or radiological evidence.
The results were as follows:  Overall,
48 HIV-HCV coinfected patients and
34 HCV monoinfected patients died
during follow-up; Coinfected
patients did not have a statistically
significant increase in mortality
compared with the group overall
(OR 1.54; P = 0.09); Similar
proportions of HIV-HCV coinfected
and HCV monoinfected patients
developed liver cirrhosis (16% vs
18%; P = non-significant); Use of
HAART was not protective against
death among the coinfected

patients; 71% of coinfected patients
who died had regularly received
HAART, while 29% had not (P = non-
significant).
Researchers concluded that “HIV-
HCV coinfected and HCV
monoinfected patients, when
followed prospectively, have similar
rates of death or cirrhosis”. “End-
stage liver disease and HIV are
competing causes of death in
coinfected patients,” they continued.
“Reported high rates of ESLD-
associated death in coinfected
patients alive today should be
interpreted with caution, and
compared to those in similar groups
of HCV monoinfected patients.”
Finally, they stated, “As the HAART
era continues, morbidity and
mortality in HIV positive patients
may approach that of their HIV
negative counterparts.”
In the second presentation,
investigators revisited data from the
pivotal APRICOT trial, looking at the
relationship between early response
to interferon-based therapy and
sustained virological response (SVR)
in HIV-HCV coinfected patients, and
comparing these results to data from
HCV monoinfected individuals.
APRICOT included 868 HCV-HIV
coinfected patients in 19 countries
with compensated liver disease,
stable HIV disease, and a CD4 count
above 100 cells/mm3. Participants
were randomly assigned to receive
conventional interferon plus 800
mg/day ribavirin, pegylated
interferon alfa-2a (Pegasys) plus
placebo, or pegylated interferon plus
ribavirin for 48 weeks (it is now
recognized that 1000-1200 mg/day
weight-based ribavirin is superior
to the fixed 800 mg/day dose).
The SVR rate was highest in the
pegylated interferon plus ribavirin
arm: 40% overall, 29% for patients
with HCV genotype 1, and 62% for
those with genotypes 2/3. The
present analysis included all
APRICOT participants from the
pegylated interferon/ribavirin arm
infected with HCV genotype 1, 2, or
3. SVR rates were determined as a
function of response to therapy at
weeks 4 and 12.

Similar Response Rates and Disease Progression
in HIV-HCV Coinfected and HCV Monoinfected Patients

by Michel Long
CHS HIV and HCV
Program Coordinator

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.



11

IN MEMORIAM

by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

Africa will join these 40
participants.
It's important to understand that
this program is also an excellent
way to initiate someone for
volunteer work for the CHSQ, and
so isn't a program solely destined
for those who are already
involved! The most important
criteria is to be interested in the
community and its challenges
whether or not you're directly or
indirectly affected by an inherited
bleeding disorder!
And finally, the agenda for this
weekend will include a vast array
of workshops touching on a variety
of themes such as communication,
teamwork, planning, etc.
Details about how to apply for this
program will be out by about mid-
April. For those of you who are
interested in getting training,
please send me an e-mail:
david.pouliot@gmail.com.
Good luck to all of you. §

The Youth Committee organized
its traditional workshop for young
people during the last family
weekend at the end of March.
Martin Kulczyk led the
discussions. The café-rencontre
attracted about fifteen adolescents
and young adults. Martin took
advantage of this occasion to bring
discussions around to a number
of topics of importance to the
Youth Committee.
Thanks to suggestions we
received, the Committee will try

to organize a summer activity and
you'll be informed about it in the
coming months.
Now I'd like to use the rest of the
Youth Corner to tell you about an
exciting activity organized by the
CHS. In order to prepare young
people of our generation to carry
on the responsibilities we'll have
to shoulder one day, the CHS has
planned quite a leadership-
training weekend.
People who want to participate
have to be between the ages of
18 and 25, and available for the
weekend of September 5-6-7,
2008. The activity will take place
in Orillia, Ontario, north of
Toronto, at the YMCA Geneva
Park Leadership and Conference
Centre.
Of a total of 40 participants,
Quebec can send at least three
people and possibly more,
depending on the quality of
candidates. Two others from the
United States and one from South

A Leadership-Training Weekend

It is with great sadness that
we learned last month of the death
of a past-President of the CHSQ, 
Jean-Charles Durocher, which
occurred Saturday, March 15th
following a long battle with
disease.
Besides having served as President
from 1999 to 2000, and as Vice-
president on a number of
occasions, Jean-Charles was very
involved at the heart of a number
of CHSQ committees, in particular
governance, as well as taking part

Jean-Charles Durocher

in a number of our fundraising
activities and this, up until just
recently.
Jean-Charles’ dedication, his
judgement and his experience 
had a significant influence on the
CHSQ. He was a mentor in many
ways for a number of Board
members.
His legacy to the organisation is
vast and the CHSQ wishes to offer
the family and friends of Jean-
Charles its sincere condolences. §

F.L.



The publication of this newsletter has been made
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pharmaceutical companies:

The CHSQ and its members are
lucky to be able to count on
Geneviève and we're happy to
see her continue her mandate in
this position, working 24 hours a
week.
As for the Program and
Fundraising Coordinator,
Joumana Yahchouchi, hired last
November as Fundraising
Coordinator will be assuming this
position.
Joumana has a solid experience
in planning activities and will
work on a full-time basis. It's
more stimulating to find funding
when you actually understand
the needs of the people for whom
you're doing this work, and you
can measure the impact programs
have on their quality of life.
These facts, combined with
Joumana's skills and talents,
make us confident that CHSQ
programs and fundraising are in
good hands, to the delight and
satisfaction of all.

A.O.

IN A WORD

Changes to the internal
structure of the CHSQ

Following a recent evaluation of
the organization's needs in terms
of human resources, it was
decided to create the following
positions:
• an Administrative Coordinator
• a Program and Fundraising
Coordinator
Geneviève Beauregard, who
many of you have had a chance
to meet and who worked as
Program and Administrative
Coordinator for the past year, will
fill the position of Administrative
Services Coordinator.
Geneviève has worked with the
CHSQ for four years and was
initially hired to work as
Administrative Assistant. Her
talents, skills and dedication have
allowed us to benefit from her
support for programs for a year
and a half and I'd like to thank
her for all she accomplished
during this time.

Apri1 17, World Hemophilia
Day
Each year, the CHSQ celebrates
World Hemophilia Day, April 17,
with different initiatives.
Information and fundraising
kiosks were set up at a number
of locations by some volunteers
and employees of the
organization, including CHU
Sainte-Justine, Montreal's Central
Station and the Quebec
Parliament.
In the last location, a motion was
also presented before the National
Assembly to highlight World
Hemophilia Day and the work
done by the CHSQ. §

F.L.

The fundraising table at the National Assembly
in Quebec gave us a chance to do a bit of education
and public awareness about bleeding disorders
with parliamentarians, staff and visitors. In the
photo you can see: (standing) Aline Ostrowski,
Patricia Stewart and Joumana Yahchouchi;
(seated) Éric L'Hérault and François Laroche.


