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The CHSQ presented its 2006
Awards at the Annual General
Meeting during the family weekend.
The following people were honoured
for their contributions to the
hemophilia community in Quebec.

2006 Volunteer of the Year:
Mylene D'Fana, François
Laroche, David Pouliot, Jacques
Roy and Patricia Stewart

This award is presented to an active
member of the bleeding disorders
community who has made an
exceptional contribution to the mission
and objectives of the CHSQ during the
past year.

For the first time in its history, a
team of five people were honoured
with the Volunteer of the Year
Award. With the shortage of staff in
2006, including the maternity leave
of the Executive Director, these five
people worked together as a team
throughout the year. Each
contributed in his or her own way
within a spirit of collaboration,
allowing the CHSQ to continue to
offer excellent services to its
members, while caring for the day
to day administrative work.

Award of Appreciation:
Sylvie Lacroix

This award is given to an individual
who has demonstrated outstanding
service over and above their functions,
and who has contributed in a
significant manner to the mission of
the CHSQ.
Sylvie Lacroix began her work with
hemophilia at the Montreal
Children's Hospital from 1988 to
1999, after which she became Nurse
Coordinator at the newly created
Reference Centre for the Treatment
of Patients with Inhibitors at Ste-
Justine Hospital.

Sylvie was always there to help
families living with this serious
complication of hemophilia, on call
24 hours a day, seven days a week.
She helped families deal with difficult
situations, and would be there even
during the wee hours of the morning
to give the parents sitting with a
hospitalized child a break. Sylvie
retired last year to pursue a new
career.

Sylvie regularly contributed to the
Quebec newsletter, worked at
summer camp and attended family
workshops. She personally
organized family weekends for
families living with inhibitors and
created and edited a newsletter
entitled Idéfix for these families.

She was closely involved with
research, and published numerous
posters, articles and gave
presentations on the topic of
inhibitors. Her families called her
their 'Fairy Godmother', as she
helped whisk away the fear and pain
of living with his difficult problem.
She is most worthy of this
recognition for her dedication and
her work with hemophilia families.

Honorary Life Membership:
François Laroche

This award honours an individual who
has shown extraordinary dedication
and who has demonstrated leadership
qualities over a number of years,
contributing in a significant way to the
mission and objectives of the CHSQ.
François has been actively involved
in the Quebec Chapter for over ten
years, giving of his time, energy and
skills, making frequent trips between
Montreal and Quebec to attend to
CHSQ business. He has twice served
as Interim Executive Director, helping
the Quebec Chapter through difficult
transition over the past few years by
reorganizing the management of the
Chapter.

François has been active in
numerous lobbying efforts over the
years, and is the official spokesperson
for the Quebec Chapter. He is a
member of numerous committees
including the International Twinning
Project, the Governance Committee,
the Communications Committee as
well as the Comprehensive Care
Committee. He is presently a member
of the MSSSQ Hemovigilence
Committee, where his quick thinking
recently avoided a disastrous
proposition from passing that could
have led to the first steps in the loss
of free treatment for hemophiliacs.

François works tirelessly for the
CHSQ for all in the bleeding disorders
community. His dedication, integrity
and talents have brought the Quebec
Chapter through many difficult
moments. He is well respected and
admired, and is always respectful of
others. He personifies the exemplary
volunteer and is most worthy of this
award. §

P.S.

CHSQ 2006 ANNUAL AWARDS

The 2006 Volunteer of the Year Award was
presented by Éric L’Hérault (on the left) to a group
of five people. Seen from left to right:  Jacques
Roy, Patricia Stewart, François Laroche, Mylene
D’Fana and David Pouliot.
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A WORD FROM THE
EDITOR

Over the past 50 years, thanks
to the unrelenting work of
volunteers and health care
providers, the CHSQ and the CHS
have managed to install a state of
the art system for the care and
treatment of hemophilia. It's thanks
to the tireless work of this handful
of determined volunteers that
today, we can count on such high-
quality care, making us the envy
of people with bleeding disorders
from around the world. We have,
for all intents and purposes,
reached the summit.

During the next few years,
however, we'll have a major
challenge to undertake. After
having reached the summit, one
has to remain there. And a number
of indications gleaned from here
and there and from the reform to
the blood system in our country
lead me to believe that the battle
will be a difficult one.

Already, in Quebec, the process for
the decentralization of budgets for
blood and blood products from
Héma-Québec towards designated
hospitals constitutes a threat to the
integrity of our care.

But another threat awaits us. Now
that factor concentrates produced
by genetic engineering no longer
contain human biological products
(products like 2nd generation
Kogenate® FS or Niastase® contain
trace amounts of albumin, while 3rd

generation products like Advate® or
Benefix® no longer contain any
trace), it will be tempting for
provincial government health
organizations to regroup them into
pharmaceutical products. They
would then no longer be covered
by budgets for blood products, but
rather they would be covered by the
patient’s public, group or private
insurance… along with all the
problems this could cause for a
chronic condition like hemophilia.

The eventuality of no longer tracing
3rd generation products was actually
brought before the Quebec
Hemovigilence Committee and,
following a presentation by the CHS
on its position and discussions on
the subject, the idea of no longer
tracing these products was
removed, for the moment. But it's
only a question of time before it's
brought back to the table in both
Quebec and elsewhere in Canada.

We must remain vigilant so that the
possibility of having the hard-won
quality of care that was achieved
over the years isn't progressively
chipped away. We certainly don't
want to go back to the nightmare
that was the 1950s. §
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•  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 : 300 in French, 115 in English

Legal deposit :  Bibliothèque nationale du
Québec, 2007.

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
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or by e-mail to the following
address:  info@schq.org
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EDITORIAL

Administrators:
Marius Foltea
Pascal Mireault
Roxanne Nadeau
Nayla-Marie Syriani
Luc Topping

This year, we also had the chance
to welcome three members of the
Association tunisienne des
hémophiles (ATH), an
organization with which we are
twinned, including the President,
Islem Nafti, Vice-president,
Dr. Raouf Hafsia, and Secretary
General, Taoufik Raissi. All three
truly appreciated the location, the
workshops and the opportunity
to talk with you.

During their stay, they also got to
visit the CHSQ offices, those of
the CHS and the WFH, and they
also visited the treatment centres
at Sainte Justine's Hospital as well
as the Montreal Children's
Hospital.

Treatment for hemophilia in
Tunisia is very different from that

Another family weekend has
come and gone, along with the
informative workshops and
formal and informal sharing of
information. There were over
180 participants at our key
activity this year; this is the
maximum capacity for the
Auberge Matawinie.

During the General Assembly,
you elected two new members
to the Board of Directors: Denis
Durocher and Luc Topping. I'd
like to welcome them to our
team.

The CHSQ Board of Directors
now consists of:
President: François Laroche
1st Vice-president and
Past-president: Mylene D'Fana
2nd Vice-president:

      Martin Kulczyk
Treasurer: Denis Durocher
Secretary: David Pouliot

offered in Quebec. A number of
reasons explain this: the basic
lack of a hemophilia treatment
centre, financial limitations of
both families and the State,
outdated lab equipment, the size
of the territory, a fairly high
illiteracy rate, etc.

In collaboration with a number
of hematologists in Tunisia, ATH
is in the process of building a
network of hemophilia treatment
centres worthy of this title. The
skills, dedication and efficiency
of the people in place are very
promising for the future of care
for hemophiliacs in Tunisia.

Considering the threats that
abound to the continuing quality
of our care here in Quebec,
members of the ATH encourage
us to remain vigilant so as not
to lose what we've earned.

They understand how much time
and work it takes to attain quality
care, such as that which we
enjoy today. §

A WORD FROM THE
PRESIDENT

READER’S OPINION

We've just had another family
weekend at Matawinie!

As with other years, we feel all kinds
of emotions.

Sharing our lives, talking to new
members, having fun, taking
advantage of this break, etc. helps each
of us to feel better.

This was the first experience for my
husband, Michel, and here's how he
felt: “I realized that Nicolas wasn't
alone, that other people had serious

damage caused by bleeds and many
people were looking for information.
I want to mention the great work done
by the members of the CHSQ in giving
these people the information they
want.”

What did I get out of this weekend?
Well, the realization of a new
challenge, to animate a session, to get
more involved in a different way!

No matter how you get involved,
whether it's by giving or receiving, the
goal is the same: get something out
of it!!!

I'm very satisfied with the 2007
weekend. I wish you all a great year
filled with pleasant moments. I look
forward to seeing you in 2008!!! §

Roxanne Nadeau
Montreal

larochef@sympatico.ca

by
François Laroche
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aostrowski@schq.org

by
Aline Ostrowski

A WORD FROM THE EXECUTIVE DIRECTOR

Members who were lucky
enough to attend our family
weekend may have understood the
importance of volunteer
involvement in an organization like
the CHSQ thanks to a number of
presentations and exchanges among
participants.

The presence of three
representatives from the Association
tunisienne des hémophiles, with
whom we have been twinned since
2004, has, we hope, made members
realize that the quality of services
available to people living with a
bleeding disorder in Canada is
amongst the best in the world.

Without the consistant work of the
volunteers within the CHSQ and the
National chapter of the CHS who
have developed close collaborative
ties with health care professionals,
the services you enjoy would not be
what they are today.

From 1959, the year the CHSQ was
founded, to 1985, the only human
resources in your organization were
the volunteers. During this period,
decisive events in the care of people
living with a bleeding disorder took
place. Amongst them, in 1979,
following a decade of work, the
official recognition of the four
Quebec Hemophilia Treatment
Centres took place, the same centres
that now constitute your main
source of care and reference, and
that offer excellent comprehensive
care and treatment to the
hemophilia community, supplied by
teams of experts.

Even though the CHSQ hired its first
employee in 1985, volunteer
resources continue to play a major
role in the structure of the
organisation.

Actions taken over the past 20 years
by these volunteers and the few
employees have managed to support
families who have had to deal with
the sad and too often devastating
consequences of the contaminated
blood scandal. These actions have
also led to accessibility to effective
and safe treatment and have allowed
for the creation of program activities
to meet the needs of our members.
And finally, these actions have also
safeguarded the quality of services
to which you have access, and this
work is still ongoing. Remember the
recurrent threats
to cut back staff
in a number of
treatment
centres : did you
know that the
preservation of
the structure of
HTCs is
attributable to
lobbying
undertaken by
the CHSQ and
the CHS? No
later than last
year, the position
of
physiotherapist
at the HTC in the
Enfant-Jésus
Hospital was
saved thanks to
actions undertaken by the CHSQ.

In 2006, thanks to advocacy efforts
by a key CHSQ volunteer and an
employee from the National office
before the Hemovigilence
Committee of the Quebec Minister
of Health and Social Services, all
coagulation factor concentrates, no
matter which generation they're
from, will continue to be
systematically traced (including
those from the 3rd generation that
contain no biological products either
in the final product or at any stage
of production). Without these
representations to defend your
interests, a first step towards the
disappearance of the gratuity of the
products you use could have
occurred; they would have only been
covered by your collective insurance
or the Quebec Health Insurance

Regime since, due to the exemption
of insurance for drugs, they would
have been considered
pharmaceutical products. This would
bring about all the problems related
to the insurance demands that this
would mean for a person living with
a condition like hemophilia.

These are only a few examples that
illustrate the importance of volunteer
activity for our community.

Without the dedication, experience
and skills of these people who were
there right from the beginning of the
organization, to those who are there
now and those who will be in future,
you wouldn't have access to the
quality of care and services as
exceptional as those that you know
today.

If the members of your community
don't get involved, who will? What
would happen to the medical services
that you get and that we have a
tendancy to take for granted?

In order to define the major
orientations of the organisation for
the coming years and to make a list
of priorities and objectives to attain,
the CHSQ will be holding a strategic
planning exercise on May 12 at the
Estrimont Suites and Spa in Orford.
We are looking for specific
participants.

By proposing your candidacy, you
offer yourself the chance to take part
in a reflexion on the future of the
CHSQ and to act to improve your life
and that of the whole community.
Getting involved is a doubly enriching
experience : you bring your interests,
your experience and your ideas with
the objective of helping your
organization while you learn, you
grow, you get training and you
develop your skills.

You don't have to wait to make
things change: submit your
candidacy by calling the office today
at 514-848-0666 - local 22 (or the
toll free number 1-877-870-0666 -
 local 22) or by e-mail to
aostrowski@schq.org. §

« We make a living by what we get, we
make a life by what we give. »

Winston Churchill

The involvement of volunteers at the heart of the CHSQ : an indispensible
part in maintaining the quality of services to which you have access
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PARENTS’ CORNER
A Victory over Inhibitors

Since we were part of a study, the
treatment was determined
randomly. We were told that we
had to give him 400 UI/kg of factor
VIII every day. Whew! What a
challenge!

Because when you're two years
old, getting an infusion every
morning isn't easy. There were
times when it went well, Charles
collaborated with the treatment,
and discouraging times when we
felt like giving up. But we
persevered and were rewarded.

After 1 year and 9 months of daily
treatment, they finally told us that
we had overcome the inhibitors.
We could start lowering the doses
and their frequency.

Four months later, we treat Charles
every second day and feel like it's
a vacation. We're aware that this
victory against inhibitors is worth
all the money in the world and to
what degree we were lucky in this
trial.

Thanks to the inhibitors, we met
some incredible people and are
more aware of the fact that we can
be proud of our hemophilia
children for the courage they show
dealing with the pain and the
treatments. §

Isabelle and Fabien
Saint-Rédempteur

Hello everyone,

Spring is finally at our door. I hope
you've all had a great winter. There
are probably some of you who had
a chance to sunbath in Southern
climes… For the rest of us trudging
through the snow all winter, we've
been waiting impatiently for spring.

Spring means Matawinie and once
again there were a lot of us who
got together for this family weekend
that took place March 16 to 18,
2007. This year, I particularly
appreciated the café-rencontre for
parents with young children who
have a bleeding disorder; there were
some new faces with us.

Nathalie Gagnon, Martin Lambert
and their children were attending
the weekend for the first time. I
won't say too much, but you'll be
surprised to hear their story. It will
be in the next issue.

I also really enjoyed talking with
Mr. Taoufik Raissi, Secretary of the
Association tunisienne des
hémophiles and father of two boys
with hemophilia, as well as a little
girl. Taoufik told us how difficult it
is for children with hemophilia to
have access to good treatment in
Tunisia. His experience made us
think about and appreciate the
quality of the care and products we
have here in Canada.

I'd like to remind you that if you'd
like to share your story, an anecdote
or any other subject, don't hesitate
to contact me.

Speaking about anecdotes…
Before classes started in September,
I wanted my 6-year-old son to
explain to his teacher that he has
hemophilia. For a few days before
classes began, I got him to repeat
the explanations that I gave him
(coagulation, factor VIII, the types
of bleeds).

On the first day of school, his
teacher asked him if he could
explain what hemophilia is; I looked
at my son with pride as he
answered: « Hemophilia is needles,
needles, needles… »

Now here's the story of Charles, a
little boy with hemophilia who's
won quite a battle.

A Victory over
Inhibitors

Right from birth, since I'd had
an amniocentesis, we knew that
Charles, our son, would have
severe hemophilia. I knew I was
a carrier. We really felt ready to
accompany our son, to show him
how to live with hemophilia,
because I had experienced it with
my brother. We weren't worried
about recognizing a bleed, and
were confident of getting home
treatment early since Fabien (his
father) is a nurse.

Despite his severe hemophilia,
Charles hardly had any bleeds until
he was 18 months old. At 20
months, he began having bleeds
requiring frequent treatment; it
was a sign of the inhibitors that
had begun to appear. And he was
two years old when the diagnosis
with inhibitors was made. It was
as if the sky had fallen on us.

We'd heard so often about
inhibitors as something that was
dreadful and mysterious. The
members of the team at Sainte-
Justine Hospital were a great help
to us. They supported, advised and
helped us live with inhibitors. We'll
always be grateful to them.

Since Charles' inhibitors were low
titre (9 Bethesda units), they
proposed that he become part of
an international study. The hic was
that we had to wait for approval
by the medical team. So we spent
6 worrisome months treating
Charles frequently for bleeds,
especially in his ankle, that often
took a week to be reabsorbed.

Then we finally got the OK to start
immune tolerance treatment.

lescanonniers@sympatico.ca

Little Charles Gendron is very proud to have
cleared his inhibitors. His sister, Frédérique, is
behind him.

by
Chantal Roy
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CSHQ ACTIVITIES

Family Weekend

The highlight of CHSQ community,
the family weekend, took place
once again this year at the Auberge
Matawinie, located in St-Michel
des Saints, on March 16, 17 & 18.
I'm happy to say that once again,
it was a great success. More than
180 people attended.

On the program were a variety of
workshops, offering something to
meet the needs of most. The
following workshops received very
positive comments from our
members:
 • three café-rencontres (for
parents, young adults and a third
for people with hepatitis C);
• a physiotherapy workshop for
young kids;
• a relaxation workshop;
• a workshop dealing with the
latest information on blood
products and their safety and
supply;

• a self-infusion support workshop.

On Saturday evening, families
could stretch their legs with Julio
and Jessika, and an auction was
held, an activity organized by one
of our young members. You can
read about it in the fundraising
section of this issue. Not only was
it a chance to raise funds for the
organization, but it was also a lot
of fun.

Young and old seemed to have
enjoyed the chance to either get
together with old friends, or to
make new ones.

I'd like to thank the volunteers who
worked on the planning of this
weekend, as well as all the
participants, partners and speakers
without whom this weekend
wouldn't have been such a success.

See you again next year!

Rendez-vous Québec

The Annual General Meeting and
medical and scientific symposium
organized by the Canadian
Hemophilia Society - National Level
will take place from May 24 to 27
in Quebec City.

Anyone interested in attending
these sessions, which promise a
wealth of information, as well as
training sessions for volunteers are
welcome to attend. Simply contact
the National office before April 30,
2007 by calling 514-848-0503 or
1-800-668-2686. You can also
register online:
www.hemophilia.ca.

Please note that except for the
banquet Saturday evening, there
are no registration fees required to
be able to take part in the
workshops at Rendez-Vous
Québec. In fact, the CHSQ will

sponsor a number of people, with
certain requirements, who would
like to attend this activity. If you're
one of these, please let us know
immediately by contacting us at the
office. Thank you.

Just the Gals Weekend

The first edition of the Just the Gals
Weekend will be held at the
Estrimont Suites & Spa from Friday,
June 1 to Sunday, June 3.

Mothers of young children  (0-17
years of age) with bleeding
disorders will have the chance to
meet and share experiences during
a relaxing weekend.

Fifteen participants are already
registered.

2007 Summer Camp

For the third consecutive year,
summer camp will be held at Camp
Portneuf located in St-Raymond-
de-Portneuf from Sunday,
August 5 to Friday, August 10.

Camp is the perfect place for social
integration and for children with a
bleeding disorder to learn self-
infusion. While registration has
already begun, you can still take
advantage of the $25 discount if
you register before April 23. Don't
forget, there are only 20 places
available.

What's more, this year, because of
an exchange program between
provinces, the CHSQ is offering the
possibility for a young member with
a bleeding disorder to spend a
holiday in English immersion at the
Scotia Glenn Salvation Army
Campground in Nova Scotia from
Sunday, August 26 to Friday August
31.

Anyone interested is invited to
contact us before April 23, 2007.

Thanks to an initiative by one of our members,
the Factor Auction managed to raise over $ 900
for the CHSQ.

gbeauregard@schq.org

by
Geneviève
Beauregard
Administrative
Services and
Program
Coordinator

The café-rencontre for parents with hemophiliacs is always well
attended.

The Annual General Meeting was the perfect time to find out
about the accomplishments of the organization in 2006.

Three members of ATH
visited us during the
weekend.
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by
David Pouliot

david.pouliot@gmail.com

YOUTH CORNER
A number of campgrounds are being
considered in the area of Three-
Rivers or Quebec City with dates
during the month of July. These two
undecided facts, the date and the
place, probably the most important
facts for those interested in the
activity, will be chosen soon.

On the other hand, certain items
have already been decided including
the following: we'll be accompanied
by a nurse specialized in the
treatment of hemophilia; this is
imperative for the safety of the
activity. Each participant will be
required to bring their dishes and
utensils, their coagulation products
and a little cooler to stock them, a
sleeping bag and a pillow. Everything
else will be supplied.

On the form people will be asked to
fill in, we're asking those who have
a tent to check the box for this if
they can volunteer to bring their tent
and let us know the number of places
available. What's more, as for
transportation, we won't be offering
this but, working through the office,
we'll put people in contact with those
who offer to carpool.

It should be a lot of fun.

If you have any questions at all about
the Youth Corner, don't hesitate to
get in touch with:
Martin Kulczyk
kulczykalpha@hotmail.com
Luc Topping
ltopping@hansler.com
or David Pouliot
david.pouliot@gmail.com. §

It's been almost two years already
since the CHSQ formed a Youth
Group and since there's been an
interest in both the CHSQ and the
CHS to encourage young people to
get involved in the organization.

Victims of being neither the oldest
nor the youngest, young adults
(these are who we mean by youth,
you know!) are beginning to come
to light more and more as people
realized that there could eventually
be a lack of volunteers…

In order to remedy this situation,
that is, in order to increase the
number of active youth and better
train them, the CHS drew up a new
branch on its structural organigram
with the addition of the National
Youth Committee composed entirely
of young people. This Committee,
in the Canadian political style, allows
for at least one representative from
each chapter of the CHS to sit on
the Committee. In fact, Quebec has
three, Martin Kulczyk, Patrick Syriani
and David Pouliot.

A lot of ideas and effort will go into
the promotion and support of the
work of young people. Projects such
as the creation of a pamphlet, a
website and a logo, holding a
meeting during the medical
symposium and the development
of a training workshop specifically
designed for youth, are part of the
objectives chosen by members of
the Committee.

The Youth Corner digresses a bit
here to mention an item from the
paragraph above: the meeting in
Quebec. You probably already know
that the next medical symposium
and Annual General Meeting of the
CHS Board of Administrators will
take place in Quebec City from May
26 to 28. On the Friday, any young
adult who can get to Quebec is
invited to join an informal meeting
with his or her peers. You'll get a
chance not only to learn more about
the Committee, but also to meet
young people delegated by other
CHS chapters to participate in events
during the weekend.

Let's hope everything works out
well.

***

In another vein, the Youth Corner
wants to remind you about a new
activity this summer. This activity
is a weekend camping trip and is
open to all members of the CHSQ
between 15 and 28 years of age,
with a priority for people with a
bleeding disorder, boys and girls.

Youth Camping Trip

The CHSQ Youth Group is planning
its annual activity. This year, it will
take the form of a camping
weekend for young people with a
bleeding disorder between 15 and
28 years of age.

You can find out all the details in
the Youth Echo column of this
edition.

Scholarships

If you fill all of these conditions:
• You are a member of the CHSQ
• You are a Quebecer living with a
bleeding disorder

• You are a student registered at a
recognized institution be it college,
university or professional training
(if you’re already registered or if
you have applied to the
aforementioned institutions),
or you are a person returning to
school

You can receive a scholarship from
the CHSQ offered in collaboration
with the Bayer, Baxter, Novo
Nordisk and ZLB Behring
pharmaceutical companies.

Interested candidates are asked to
communicate with our offices in
order to receive the admissions

criteria as well as the application
form by telephone:
514-848-0666 or
1-877-870-0666, or by e-mail:
info@schq.org.

The deadline for registration is
September 15, 2007, and the
scholarships will be awarded
in October to successful
candidates. §

CHSQ ACTIVITIES (cont’d)
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aostrowski@schq.org

by
Aline Ostrowski

FUNDRAISING

Welcome our new fundraising
staff member!

We're pleased to inform you that
Ricardo Lamour has recently been
hired as Fundraising Assistant for the
CHSQ. Besides his experience and
many skills, Ricardo has personal
experience in fundraising and also
works as a volunteer for two
charitable organizations in the area
of community health.

Ricardo will work with us part-time
and will assure the realization of our
annual fundraising activities. You can
contact him by phone at
514-848-0666 - local 24 or by
e-mail: rlamour@schq.org.

Welcome to the CHSQ team, Ricardo!

The Factor Auction
What a great initiative Anne-Julie
Robitaille took by organising the
Factor Auction during our last family
weekend! This was part of her
Secondary 4 international programme
and was motivated by her desire to
raise funds to support the organization
which helps her family, the CHSQ.

Anne-Julie pulled it off with style:
helped by her family and friends, she
gathered 30 different objects that were
put on the auction block during the
evening of Saturday, March 17. An
energetic team including her mother,
Line Couturier, and Razek and Sandra
Syriani, worked with Anne-Julie to
get the bids moving and helped
raise…$912!

Everyone seemed to enjoy this family
activity that helped the CHSQ; it
demonstrated the possibility of helping
those close to you by organising
activities that help the CHSQ or by
taking part in them. Each and every
activity counts and allows your
organisation to work to defend your
interests.

So bravo! And a big thank you very
much goes to Anne-Julie and her
collaborators, who entertained us and
made this a lucratif bit of fun for the
CHSQ and thus, for all of its members.

Colouring book campaign
The results of the sales of colouring
books for 2006 are very discouraging;
1600 books were sold in all, which is
the smallest number over the past
few years. It's mainly sales made by
volunteers that have declined, as well
as purchases by daycare centres. The
corporate milieu continues to respond
positively to our requests and
represents 2/3 of the total sales.

There are a number of reasons to
explain this phenomena: on one hand,
an increase in the number of
fundraising activities during the year
may mean that our volunteers are
solicited more often and,
consequently, are less involved in this
particular activity (the level of
participation in the other activities
such as the Bowl-a-Thon or our donor
campaign were excellent). On the
other hand, with the budget cuts that
have taken place recently in daycare
centres, their finances are lower than
in past years, and they have to make
choices for spending. And finally, the
person who was responsible for
fundraising in 2006 was essentially
mandated to develop the corporate
market, and didn't work on the
involvement of volunteers in this
activity.

At the end of 2006, members of the
Board of Directors at the National
level of the Canadian Hemophilia
Society voted in favour of a
proposition to make the colouring
book a pilot project across Canada.

Due to its many years of experience
of being responsible for the quality of
this project, the CHSQ is working with
the National office on the transition
of the colouring book dossier. They're
developing some very promising ideas
that they'll work on for the 2007
edition. This collaboration with the
other chapters should be beneficial
for all and will probably give a second
wind to this activity. Thus we
encourage all of you to get involved

in this campaign next autumn so that
this initiative will be a national success
that members from all chapters can
be proud of. Your ideas are always
welcome because even though the
National office will be managing the
development of the project, we'll still
have to work on selling it in our
province and our priority continues to
be an increase in our sales.

Third edition of the
Bowl-a-Thon
In Montreal:

On Sunday, May 6, from 3:00 pm to
6:00 pm, the Bowl-a Thon will be held
for members in the Montreal area.
Mark this date on your calendar and
call Ricardo right away at the office to
order your tickets!

This activity is a great chance to have
fun with your family and friends, while
helping your organization to better
meet your needs. Thanks for getting
involved.

In Quebec City:

On May 5, the Annual CHSQ Bowl-a-
Thon will be held beginning at
2:00 pm in the St-Pascal bowling alley,
located at 2485 Sainte-Anne Boulevard
in Québec City.

It's a chance for you to let people know
about the disease that affects your
family as well as letting them know
about the CHSQ, which serves our
interests, by getting those around you
to act as sponsors.

The way it works is the same as last
year: we'd like you to find some
sponsors to help make this year's
fundraising activities a success.
Anyone who raises over $100 worth
of sponsors won't have to spend the
$15 per individual requested (shoe
rental included) to take part in the
activity. There will be a number of
door prizes on hand.
For more information contact:
Lisa-Marie Mathieu: (418) 849-3292
or Chantal Roy: (418) 663-2178.
We hope to see a large turnout! §

Important Notice

2007 Strategic Planning
The CHSQ will hold its strategic planning exercise on May 12 at the Estrimont
Suites and Spa. We are looking for members of our organization to take part
in this important process. It will all happen during the day Saturday, and we're
offering the possibility of staying over on Friday night. All expenses will be
covered by the CHSQ.
If you're interested in taking part in this enriching exercise, contact Aline at
514-848-0666 or call toll-free at 1-877-870-0666 - local 22.
Places are limited.
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system in the organism rid itself
of HCV, it's easier to understand
why removing one factor (obesity)
that has a negative effect on the
immune system can be important.

The authors also put forth the
hypothesis that obesity lowers the
efficacy of interferon at the cellular
level of the liver because obesity
often causes the body to resist the
action of insulin and also causes
steatosis (fatty liver), two factors
that will damage the liver and
lower its chances to respond to
treatment..

Finally, some believe that in people
who are obese, pegelated
interferon, which is administered
by sub-cutaneous injection, is not
fully absorbed because of the thick
layer of fat under the skin.

American researchers encourage
HCV carriers who want to follow
an anti-HCV treatment to lose
weight and take up a program of
physical exercise before even
starting treatment.

They also propose the possibility
of treating the insulin resistance,
by giving medication prescribed
in the case of Type 2 diabetes (the
type often associated with age and
also with obesity).

And finally, it may be necessary
to adjust the duration of the
treatment and the dose of
interferon in order to take into
account the fact that part of the
injected medicine is lost in the fat
and doesn't get into the blood
circulation system. §
References :

Hepatology, June 2006, Impact of obesity
on treatment of chronic hepatitis C.

Can children benefit from
treatment for their chronic
hepatitis C just like adults? There
aren't many studies dealing with
this important question. This is
why a German team (HELIOS
Children's Hospital Wuppertal)
decided to follow the treatment of
62 children from 12 to 17 years
of age. The results were recently
published in the American
magazine Hepatology (May 2005).

The treatment usually prescribed
for adults was used, this being
daily injections of pegelated-
interferon Alfa-2b, along with a
daily dose of ribavirin. All were
able to complete the 12-month
treatment except for one child
who developed an allergy at the
site of the injection.

The immediate response rate at
the end of the treatment was 64%,
that is, 39 out of 61 no longer
showed any signs of infection with
the hepatitis C virus (HCV).
Unfortunately, during the six
months required for follow-up,
there were three recurrences with
infection. Thus the final result is
a sustained response rate in 59%
of cases.

As with an adult, detailed results
according to the HCV genotype
showed a sustained response rate
of 100% for carriers of genotypes
2 or 3, while it's slightly less at
50% for genotype 1.

The authors noted that the
children who had been infected
from a transfusion got better
results than those infected through
their mother at the moment of
birth. However, they add that
studies on a larger number of
children are needed before
concluding that the method of
infection actually influences the

rate of response.

They also reported good results
in children whose hepatic function
tests were normal at the time they
entered the study, which they
believe supports the decision to
treat children.

The researchers feel that the
objective of further studies on
children should be to determine
the precise optimal duration of
treatment according to the
genotype, for example, less than
12 months for genotypes 2 and 3,
and more than 12 months for
genotype 1.

And in conclusion, the majority
of children had side effects such
as a drop in their white blood cells,
loss of weight or flu-like
symptoms.

One girl developped diabetes, a
rare but serious side-effect, since
it persists even after treatment
has ended.

Weight Loss Can Improve the
Action of Interferon

It's known that obesity often
causes problems with steatose in
the liver and favours the
progression of hepatic fibrosis. It's
also known that these two
phenomena are associated with
less favourable results to a
hepatitis C treatment with the
combination of pegelated
interferon and ribavirin.

The rate of viral load and the HCV
genotype are still, by far, the most
important factors that make it
possible to predict treatment
outcome. As such, obesity is a
secondary factor, but a number
of mechanisms can explain how
obesity can interfere with the
action of interferon and ribavarin.

More and more studies show that
obesity isn't a simple excess of fat
in the organism. Today, we talk
about an inflammatory condition
that will effect, amongst other
things, the immune system.

When you know that the goal of
interferon is to help the immune

Hepatitis C: children also benefit from standard treatment

The Focus on Hepatitis C
column has been made possible

thanks to the financial
contribution of

Schering Canada.

by
Suzanne Champoux
Special Contribution
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Desmopressin
NURSES’ CORNER

We've been discussing rare
coagulation deficiencies for a
while now. Since most of them
have been described in this
newsletter, today I'd like to deal
with another theme, treatment
for minor bleeds. One of these
treatments is desmopressin
(DDAVP® or Octostim®).

What is desmopressin?

Desmopressin acetate (DDAVP®) is
a synthetic copy of a natural human
hormone, vasopressin. The
administration of DDAVP provokes
the quick but temporary release of
factors VIII and von Willebrand
from where they're stored in the
lining of the blood vessels
(endothelial cells), usually doubling
or tripling the levels of these two
proteins. It can also have a direct
effect on the wall of the vein by
increasing platelet aggregation
(accumulation) at the site of the
injury which helps stop the
bleeding.

Who can use this treatment?

Only people with these disorders:
• Mild or moderate hemophilia A
(factor VIII > 5%)
• Type 1 von Willebrand disease
• Platelet dysfunction

N.B. This treatment isn't used for
treatment of severe hemophilia A
or hemophilia B.

Testing with DDAVP is
recommended in order to check
the efficacy of the treatment. A
blood test is done before the
injection of the drug, then at 1 and
3 hours following the injection.
This will show the person's
response to DDAVP.

Precautions

Care must be taken when this
medication is administered to
patients suffering from coronary
insufficiency or hypertension.

medication. The most commonly
used commercial name for this type
of desmopressin is the Octostim
vaporiser.

In all cases, it's very important to
be sure to take the exact dose of
desmopressin prescribed by your
doctor.

Does desmopressin act
quickly?

Desmopressin reaches its maximum
efficiency one hour after its
administration. Then the effects
begin to diminish. In general,
desmopressin is effective for 8 to
12 hours.

Possible side effects

The most common:
a rash on the face (flushing)

The least common:
headache, dizziness, nausea and
abdominal pain.

If you have a severe headache
24 hours after having taken
desmopressin OR if you haven't
been able to urinate during this
whole time, call your hemophilia
treatment centre or go to the
emergency department in a
hospital.

Storage

Desmopressin is stored in the
refrigerator between 2 - 8° C. Do
not freeze. Verify the expiration date
before using it.

For more information, consult your
Hemophilia Treatment Centre.

I hope you've learned a bit about
treating minor bleeds and that this
article will be of use to you. §

Desmopressin has a diuretic effect,
and so it's important to reduce your
intake of liquids for 6 hours
following the administration of
desmopressin. Children and older
people must be closely followed in
order to prevent them from
drinking an excessive amount of
liquids that can cause a drop in the
sodium level in their blood. The
safety of desmopressin in the case
of pregnancy or breast-feeding is
not yet clearly established.

Before taking desmopressin, you
should advise your doctor or nurse
if you have high blood pressure
and also mention all other drugs
you're taking.

Indications

To prevent bleeds, you can take
DDAVP from 30 to 60 minutes
before a dental intervention or
minor surgery.

To stop bleeds, in patients with
mild or moderate hemophilia A
where they experience cases of
spontaneous bleeds or those
caused by trauma such as
hemarthrosis, hematomas or
mucus membrane hemorrhages
(menorrhagia, epistaxis).

Administration

Desmopressin can be administered
in three ways:

1- Intravenously
(through a vein):
a drip is installed for about 30
minutes, the time it takes to inject
the medication. The commercial
name most commonly used for this
form of desmopressin is DDAVP.

2- Sub-cutaneously
(under the skin):
the drug is administered under the
skin (arm, thigh, abdomen). In
certain cases, and after discussion
with your doctor, a nurse from the
hemophilia treatment centre will
teach you how to give yourself this
injection. Then you can treat
yourself at home. The commercial
name most commonly used for this
type of desmopressin is Octostim®.

3- Intra-nasal
(through the nose):
a vaporiser is used to take the

by Ginette Lupien
Nurse Coordinator
Centre d’hémophilie de l’Est du Québec
Hôpital de l’Enfant-Jésus
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and biological haematology
facilities, the new haematology
treatment centre (in preparation),
and meet with the hospital director.

David Page gave a talk on the
various WFH programs, such as the
Global Alliance for Progress. In the
afternoon, I gave a talk on strategic
considerations in an  organization,
and Patricia Stewart followed with
another talk on basic principles of
fundraising.

On Monday, January 22, we had
two activities on the program for
which we had to divide the
delegation in two.

David and I accompanied several
doctors and member of the ATH to
meet the Minister of Public Health,
Dr. Rihad Kechrid. After explaining
the situation of people with
hemophilia in Tunisia and speaking
with each of the members of the
delegation, the Minister made a
commitment that “Tunisians with
hemophilia should have access to
the best treatment available and
adequate comprehensive care by
the State.” This commitment was
certainly one of the high points of
our visit, and it is very encouraging
for the future of care for those with
hemophilia in the country.

Physiotherapy was the other item
on the day’s agenda, with a
theoretical training session in the
morning for Tunisian
physiotherapists, led by Nichan
Zourikian. The afternoon was
devoted to case studies with young
people with hemophilia who had
come to consult the experts with
their parents.

The partnership between the
Quebec Chapter (CHSQ) and the
Association tunisienne des
hémophiles(ATH) produced some
memorable moments from January
18 to 25 during the second CHSQ
visit to Tunisia.

The Quebec delegation was made
up of the following members: Dr.
Georges-Étienne Rivard, Director
of the Hemophilia Treatment
Centre (HTC) at Sainte-Justine
Hospital in Montreal; Nichan
Zourikian, physiotherapist attached
to the HTC at Sainte-Justine
Hospital; David Page, Vice-
president, Communications and
Public Policy with the World
Federation of Hemophilia (WFH);
Patricia Stewart, Chair of the
International Projects Committee
at the CHSQ; and myself, then Vice-
president of the CHSQ.

On Friday, the day after our arrival,
there was a medical symposium
entitled: Journée tuniso-québécoise
de l’hémophilie. Under the
Honorary Patronage of Her
Excellency Mrs. Leila Ben Ali, wife
of the President of the Republic of
Tunisia, the symposium was
officially opened by Mrs. Naziha
Cheikh, Secretary of State in the
Tunisian Ministry of Public Health,
and Mr. Bruno Picard, Canadian
Ambassador to Tunisia. The
presence of these two dignitaries,
and especially the fact that the wife
of President Ben Ali had agreed to
act as Honorary Patron for the
event, drew a large number of
reporters.

The main goals of the symposium
were as follows:

• Raise public awareness about
hemophilia through the media

• Increase the number of cases of

hemophilia diagnosed by raising
health professionals’ awareness
about hemophilia

• Improve care and treatments
provided to hemophiliacs through
knowledge acquired from the talks,
especially those given by
hematologists

• Improve care provided to
hemophiliacs through the
workshop for physiotherapists.

A total of sixty physicians
(hematologists, orthopedists,
general practitioners, etc.) took
part, along with laboratory
technicians, biologists,
physiotherapists, dentists, and
representatives of the blood
product supplier (Pasteur Institute),
mainly from the four major cities
in Tunisia (Tunis, Sousse, Sfax, and
Gafsa), in addition to
representatives of the two
associations. At the end of the day,
the participants said they were
delighted with the wealth of
information and quality of the
discussions.

From the opening talks to the
closing reception, everything went
very smoothly, all to the credit of
the Organizing Committee. The
mere fact of securing the patronage
of Mrs. Ben Ali was a great
accomplishment by the ATH.

Even though the following day,
Saturday, was the Muslim New Year
and a national holiday, we were
still received at Aziza Othmana
Hospital by the Head of the Clinicial
and Biological Hematology
Department, Dr. Balkis Meddeb.
We were able to visit the clinical

The January 2007 Visit

cont’d on page 12 >

A number of young
Tunisians consulted

Nichan Zourikian and the
group of physiotherapists

during their training
workshop. This boy is

about twelve years old,
and suffers from problems
with severe synovitis in his

right knee, a frequent
problem with Tunisian

hemophiliacs, just like it
was in Quebec 25

or 30 years ago.

larochef@sympatico.ca

by
François Laroche
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Our general impression of this visit
is extremely positive. We once
again noted a strong determination
to improve living conditions for
Tunisians with hemophilia on the
part of both health professionals
and ATH volunteers. The impending
opening of an official hemophilia
treatment centre in the Hematology
Department of Aziza Othmana
Hospital will make a tremendous
contribution toward this goal. The
involvement of a number of
hematologists together with
volunteers who are dedicated to
the cause gives the organization a
lot of credibility with government
officials. In the ATH there are people
with remarkable lobbying skills,
and the organization is gradually
discovering the almost limitless
possibilities this can open up.

At present, 270 people with
hemophilia have been registered
in Tunisia, out of a population of
10 million (therefore out of a
potential total of 1000 people with
hemophilia). Of these 270 people
with hemophilia, 130 (or 48%) have
the severe form of the disease.

Since our last visit in 2005, Tunisia’s
consumption of factor VIII has
increased from 0.15 International
Units (IU) per capita of total
population to a little more than 0.3
IU/capita. Factor VIII concentrate
has tripled from 0.1 IU/capita to
0.3 IU/capita (largely due to a better
tendering process resulting in lower

prices), whereas the standard for
adequate treatment of hemophilia,
according to the WFH, is 1.0
IU/capita. Consumption of factor
VIII in Canada is
5.0 IU/capita.

The CHSQ is very enthusiastic about
the care that can be provided to
Tunisians with hemophilia in the
future. A very promising solidarity
has emerged between the two
organizations.

Tunisians have a reputation as a
warm and welcoming people, a
reputation they well deserve. The
hospitality we received throughout
our long stay was superb, and the
CHSQ hopes to be able to extend
its partnership with the ATH for
several more years. §

The January 2007 Visit (cont’d)

The Quebec, French and
Tunisian delegations
during the visit to the
Hôpital Aziza Othmana.
(Standing):
Dr. Georges-Étienne
Rivard (hematologist,
Montreal), Dr. Sondes
Mseddi (hematologist,
Sfax), Dr. Balkis
Meddeb (hematologist,
Tunis), Mr. François
Laroche (CHSQ
President), Mr. David
Page (WFH vice-
President), Dr. Viviane
Guérin (hematologist,
Bordeaux), Mr. Hédi
Moulahi (Executive
Director of the hospital),
Dr. Aïcha Hafsia (ATH
Honorary President),
Dr. Ségolène Clayssens
(hematologist, Toulouse), Mr. Taoufik Raissi (ATH Secretary General), Mr. Hamma Amdouni (ATH
administrator) and Ms. Nejia Grichi (ATH Treasurer).
(Kneeling): Dr. Emna Gouider-Belhadjali (hematologist, Tunis), Ms. Kaouther Zahra (physiotherapist,
Tunis), Ms. Patricia Stewart (responsible for CHSQ International Projects Committee) and Mr. Habib
Chouikha (ATH administrator).
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