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Former CHSQ president Marcel
Lafrance, who helped set up the
hemophilia treatment centres in
Quebec, proudly recalled the
historical context that preceded this
much welcomed “birth”. During a
stirring testimonial, he underscored
the important role played by key
individuals, physicians and CHSQ
members, in the founding of the
centres.
CHS Executive Director David Page
thrilled attendees with a magnificent
slide presentation entitled 30 years
of Comprehensive Care, which
featured several photos of individuals
and crucial moments that led over
the past 30 years to improvements

This year marks the 30th anniversary
of the founding of the Quebec
Hemophilia Treatment Centres
(HTCs) [1979-2009] and to celebrate,
the CHSQ hosted a cocktail dinner
on Friday, September 11 at the Hôtel
Sandman in Longueuil. Slightly more
than 70 members from the four
hemophilia treatment centres were
on hand. Directors, physicians,
nurses, physiotherapists, social
workers, current employees and
retirees, administrators, volunteers,
corporate spokespersons and CHSQ
staff, CHS staff, representatives of
Héma-Québec and special guests
came to share in the festivities.
As President of the CHSQ, I would
like to express the heartfelt
appreciation of the entire hemophilia
community of Quebec for the quality
of professional care provided by the
hemophilia treatment centres over
the past 30 years. On behalf of the
organization, I am committed to
pursuing our role as watchdog of the
Blood System and to doing every-
thing in our power to safeguard the
gains we have made and carry on
the work already begun to continually
improve the quality of life of those
affected by an inherited bleeding
disorder until a final cure is found.

larochef@sympatico.ca

by
François Laroche

in the care provided to those suffering
from hemophilia.
Dr. Molly Warner, president of the
Quebec HTCs and Director of Montreal
Children`s Hemophilia Treatment
Centre, warmly thanked the CHSQ for
its mission, programs and actions on
behalf of Quebecers with hemophilia,
and Dr. Georges-Étienne Rivard gave
a personal and moving account of
what motivated him to specialize in
hemostasis.
The evening was an unqualified
success and I would like to thank our
generous sponsors and all who
accepted the invitation from the CHSQ
and the Quebec HTCs to celebrate
with us. §

HEMOPHILIA TREATMENT CENTRES
CELEBRATE

30 years of Comprehensive Care for Quebecers

Dr. Mariette Lépine (on the left), Director
of the CHUS Fleurimont HTC, accepting
a laminated commemorative poster
highlighting the 30th Anniversary of
Hemophilia Treatment Centres in Quebec
from Mylene D'Fana, CHSQ Secretary.

Dr. Christine Demers, Director of
the HTC for Eastern Quebec at
l'Hôpital de l'Enfant-Jésus, receives
the same honour from François
Laroche, CHSQ President.

In turn, Dr. Georges-Étienne Rivard (on
the left), Director of the Hemostasis
Centre at CHU Sainte-Justine, received
a laminated commemorative poster from
David Pouliot, CHSQ Vice-president.

Dr. Molly Warner, Director of the
HTC at the Montreal Children's
Hospital, received her commemor-
ative poster from Marcel Lafrance,
CHSQ President from 1975 to 1979.

Nurses from the HTCs gladly raised their glasses in a toast to this thirtieth
anniversary.

François Laroche, CHSQ President,
intends to continue the work that
was undertaken in order to
constantly improve the quality of
life of people affected.

Marcel Lafrance, CHSQ President
from 1975 to 1979, came to give
invited guests the historical context
preceding the creation of HTCs.
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A WORD FROM THE
EDITOR

Once again this issue of L'Écho
du facteur is chock full of
interesting reading, including a
report on a new summer camp
experience, which saw youth with
hemophilia and their brothers and
sisters enjoy activities specially
designed for them. From all
accounts — those of campers and
their parents, nurses and assistant
camp monitors — it was a
winning formula! You can read
the stories and testimonials of
those who took part in this new
wave camping experience in the
following pages.
You´ll also find a report on another
success story that was celebrated
this quarter: the 30th anniversary
of the establishment of the
Hemophilia Treatment Centres
(HTCs) in Quebec. It was on
August 2, 1979, that the
Government of Quebec officially
designated “four reference centres
for the treatment of hemophilia”
originally to dispense Factor VIII
concentrates to patients with
Hemophilia A and later in the early
1990s, Factor IX concentrates to

patients with Hemophilia B. In
1993, the treatment centres
became multidisciplinary
institutions that offered complete
care to “all people with a
congenital bleeding disorder.”
The 30th anniversary was marked
by a cocktail dinner attended by
several current staff and retirees
from the four hemophilia
treatment centres, CHS and CHSQ
staff, and their many partners (see
page 1).
In this issue, you´ll also meet the
CHSQ´s four corporate
spokespersons: Sylvie Lussier,
Martin Laroche, Dr. Georges-
Étienne Rivard and Kevin
Blanchette. Over the next few
months as part of our Council of
Ambassadors, these four
committed individuals will be
playing a key role in helping the
CHSQ reach its goals. Several of
our partners — CTH health
professionals, Héma-Québec
employees, staff from the Quebec
Ministry of Health and Social
Services, and pharmaceutical
industry representatives — will be
approached to become members
of this new council. Details about
the work of the ambassadors will
be available in the coming weeks.
Enjoy the fall everyone! §
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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: 250 in French, 100 in English

Legal deposit:  Bibliothèque nationale du
Québec, 2009.

During the cocktail dinner for the
30th anniversary of the Quebec HTCs,
Dr. Georges-Étienne Rivard gave a moving
speech on the reasons that motivated him to
specialize in hemostasis.

The cocktail dinner was a
good opportunity to have
interesting conversations

with people working in the
area of inherited bleeding

disorders.
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EDITORIAL

Development and Fundraising
Plan for 2010, 2011 and 2012.
Several individuals have already
committed to helping make our
plan for the future a success.
The CHSQ now has four
outstanding corporate
spokespersons. You`ll find
information about them on
page 7.
In a few
weeks other
prominent
individuals
will be invited
to join the
Council of
Ambassadors.
With their
help, the
CHSQ will be
able to raise
the profile of
hemophilia
and ensure
the success of
our
Development
and
Fundraising
Plan. With this
plan, we dare
to succeed.
We dare to
bring together
the greatest
number of

As we mentioned in the
2009 summer issue of L'Écho
du facteur, the CHSQ is a half-
century old and has no
intention of retiring.
The 50th anniversary
celebrations will continue until
the end of the year. The CHSQ
will be proudly showcasing its
“50 years of achievement”
during a host of upcoming
activities, including a cocktail
dinner on September 11 in
Longueuil to celebrate the
30th anniversary of the Quebec
hemophilia treatment centres,
the Inhibitors' Weekend on
September 24-25 at Mount
Orford, during our international
twinning visit to the
Association tunisienne des
hémophiles in Tunis, the
annual Dance for Life event on
November 14 in Montreal and
the Volunteer Appreciation
Evening planned for November
in St-Marc-sur-Richelieu.
In 2009, together we dare! We
dare to dream for a cure. We
dare to draw up and implement
a major three-year

members from Quebec´s
hemophilia community, people
with other bleeding disorders
and the many Quebecers
affected by von Willebrand
disease.
We dare to dream of a cure to
eradicate hemophilia once and
for all and, by doing so, we
dare to commit to a bold and
imaginative fundraising
program to support medical
research. This far-reaching and
unique program introduces
several ways of supporting the
work of the CHSQ, including
planned giving (bequests), life
insurance for both people with
hemophilia and the
organization, travel insurance,
funding through the sale of
consumer products and, of
course, profitable fundraising
activities.
The program is jam-packed…
there is a lot to be done… we
can do it. Thanks to our 50
years of experience, we dare
to shape a positive future for
the CHSQ.
Are you interested in helping?
Do you have ideas? Would you
like to join us?
The door is open. The coffee
is on… all it takes is a little
passion! Let´s talk about it. §

by
Robert Larue

Retirement at 50 for the CHSQ?
Not a chance!

rlarue@schq.org

In 2009, together

we dare! We dare

to dream of a cure.

We dare to draw

up and implement

a major three-year

Development and

Fundraising Plan

for 2010, 2011 and

2012. Several

individuals have

already committed

to helping make

our plan for the

future a success.

The opinions expressed in the various colunms 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 toll free:  1 877 870-0666
fax:           514 904-2253
or by e-mail to the following address: info@schq.org
Web site: www.hemophilia.ca
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Dance for Life… a
Multicultural Journey!
The 3rd edition of the CHSQ's Dance
for Life benefit show will take place
on November 14 at Espace dell'Arte
in Montreal. Once again, this
multicultural event will showcase
outstanding performances from a
variety of dance troops, including
Apocalypto (salsa), Ekspresyon
(Haitian dance), Esencia del Peru
(Peruvian folk dance) and Sirava
(Slovak folk dance).
Do not miss this highly-anticipated
annual production and reserve your
tickets now by calling
514-848-0666, ext. 21 (Montréal
area) or 1-877-870-0666, ext. 21
(toll-free). Don’t wait, seats are
limited!
With every purchase of a $100
ticket, you will receive an
assortment of wines and a $70
charitable donation receipt.
Please promote ticket sales and
donations for this event to everyone
you know via e-mail or our
Facebook Web page.  You might
also consider asking your employer
to sponsor this event or purchase
tickets.
Come and celebrate cultural
diversity with us!

“New Blood” Annual
Fundraising Campaign
With the end of the year fast
approaching, we are preparing to
launch our 2010 annual fundraising
campaign under our “New Blood”
theme.
Once again, we are counting on
your generosity to help support the
CHSQ'S mission.
Please note that, for the first time
ever, we will now be accepting
monthly donations. §

FUNDRAISING

Announcing the Dare to
Dream for a Cure Winner
The wait is over! The Dare to Dream
for a Cure grand prize — a one-day
training session at the Bridgestone
Racing Academy, in Mosport
Ontario, with a value of $1,500 —
was awarded to Mr. Sébastien
Beauchamp, from Laval.
Congratulations to our lucky winner!
We would also like to acknowledge
the outstanding effort of
Mrs. Mariette Montreuil for selling
a record 12 tickets!
Overall, we collected $7,100 to
support research for a cure for
bleeding disorders.
Thanks to everyone who
contributed to this fundraiser!

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

Kevin Blanchette (centre), one of the CHSQ´s
corporate spokespersons, drew lucky ticket #077
held by Sébastien Beauchamp of Laval, who won
a race car getaway at the Bridgestone Racetrack
in Mosport.

IMPORTANT
MESSAGE

CHANGES TO THE
CHSQ´S MEMBERSHIP

POLICY

The organization´s Board
of Directors recently made
changes to the CHSQ´s
membership policy.
These new measures will
make it easier to renew annual
memberships. During
November, the CHSQ will be
sending all current members
by mail or email, whichever
they prefer, a copy of the 2009
membership form that they
previously completed.
Members will be asked to
check the information and
make any necessary changes
and return the form by mail or
by email to the CHSQ. A new
membership card will then be
issued upon receipt. The card
will be valid for two years
(2010 and 2011).
Beginning in 2010, the CHSQ
will take steps to significantly
increase its membership,
which now stands at close to
300. Annual membership in
the CHSQ is FREE and entitles
the holder to receive, at no
cost, the quarterly newsletter
L'Écho du facteur and to access
a varied program of training
and recreational activities
specifically adapted to those
living with hemophilia, other
bleeding disorders and von
Willebrand disease.
WE WOULD ASK YOU to
renew your membership to the
CHSQ promptly upon receipt
of the renewal form.
And PLEASE encourage others
who are not currently
members but are affected by
these issues to join the CHSQ.

- R.L.

Mariette

Montreuil

(right) sold

the most

tickets for

the event

and also won

a getaway to

Mosport.
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children). These model activities
helped them grow, learn new skills
and, in turn, develop self-esteem.
Bringing CHSQ campers together
also provided an opportunity to
form lasting friendships. There is a
very good chance that camp friends
will meet again at other CHSQ
activities during the year. These
friendships can go a long way to
dispel the loneliness and isolation
felt by many children with a rare
condition and their siblings. Current
CHSQ volunteers served as role
models and, in future years, the
youth they inspired may grow up
to follow their lead, build new
networks and become interested in
volunteering.
Obviously as nurses, we invited the
young campers to receive their
preventative treatment in the
morning. The new camp formula
made it easier to adjust the activity
schedule to leave more time for
injections. Monitors organized a
special morning activity so the
children wouldn´t be bored while
those who required treatment could
step away without feeling penalized.
Because there was a little more time
set aside for instruction, the children
learned how to prepare and inject
concentrate in a relaxed
atmosphere. We were able to
explain to each of them the
principles behind what they were
doing.
The young campers also saw that
their heroes of the week — the
senior activity director and assistant
monitors — performed the same
routine to prevent bleeding episodes

This year marked a first in the
history of summer camps organized
by the CHSQ. Children with bleeding
disorders and their siblings attended
their very own camp. Prior to 2009,
CHSQ children were integrated with
regular campers who had no
specific health problems.
There have long been questions
about the relevance of encouraging
children with bleeding disorders to
take part in camp activities that are
not recommended due to the high
risk of bleeds. The new camp
offered several role models to help
the children enjoy safe camping.
The first was Maxime Lacasse
Germain, a young CHSQ volunteer
with hemophilia, who served as
senior activity coordinator for the
entire week and trained the other
coordinators. As a youth, Maxime
was a national pool lifeguard and
activity coordinator. He showed the
young campers how to have fun
while staying within their safe limits.
Two other CHSQ volunteers acted
as assistant monitors to lend
support. By sharing their personal
experiences as former campers with
bleeding disorders, they helped
reassure both the camp monitors
and the children.
This was the first time that Camp
Trois-Saumons, on the outskirts of
St-Jean-Port-Joli, welcomed young
people from the CHSQ. The camp
was chosen for its wide variety of
activities adapted to their needs.
An added bonus was the
enthusiasm and imagination of the
camp monitors who were adept at
keeping the children interested and
busy from morning to night.
Sunny-day activities included lots
of water sports highly
recommended by clinic staff:
kayaking, kick boarding, pedal
boats, a water slide and an inflatable
aquatic park. Campers also enjoyed
archery, an outdoor obstacle course
and pellet gun shooting (for

NURSES’ CORNER
Summer Camp 2009: a truly improved model

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

The senior activity organizer came
up with a fun way to test the
children´s general knowledge about
bleeding disorders: an adapted game
of snakes and ladders. A giant game
board was drawn on the grown and
the children were divided into teams
and had to correctly answer
questions to be able to move their
human game piece forward. Nurses
took turns as judges. Not only was
it wonderful to see how well the
children could answer the questions
but it was especially rewarding to
witness the camaraderie and
solidarity in all the teams.
Thanks go to:
• an outstanding team of activity
coordinators from the CHSQ! Young
people who have learned to balance
life with their bleeding disorder and
who, by their example, instilled in
our campers a taste for enjoying life
while respecting the limits imposed
by their condition
• a choice of fun activities that
incorporated the recommendations
of the treatment centre professionals
• a flexible nursing schedule that
allowed time to teach children self-
infusion techniques and basic
concepts needed to manage their
condition
• the opportunity to witness solid
new friendships growing between
the young CHSQ campers that will
blossom in the future.
The 2009 summer camp was an
unqualified success and a winning
formula worth keeping. A truly
improved model! §

Summer camp was a great
opportunity to learn about

self-infusion under the
supervision of nurses

specialized in the treatment
of hemophilia.

and ensure a safe and
enjoyable day. The children
were able to talk freely among
themselves about how they
were doing and encourage
one another. When they came
to the infirmary either with an
injury or to ask a question,
we as nurses got a chance to
offer them either a treatment
or prevention option, while
explaining the reasons for our
decisions and choices.
The camp was also a
wonderful teaching venue.
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PARENTS’ CORNER
Surviving your child´s first time at summer camp

I am the mother of a six-year-old
daughter and a seven-year-old son.
My husband has hemophilia and my
daughter is a carrier but she doesn`t
have any bleeding problems. I have
much less to worry about than other
moms of children with hemophilia, so
I felt positive about sending my two
children to Camp Trois-Saumons.
Before they left for the week, we looked
at photos on the camp website and
naturally the big inflatable park on the
lake calmed any last-minute worries,
especially those of Jacob. I tried
convincing myself that the children
would be having lots of fun, especially
since they would meet up again with
many of the friends that they had made
during the family weekends. The
presence of Geneviève and Joumana on
the first two days of camp also had a
calming effect.
It was hard to say goodbye to the
children. Adélaïde cried a little while
Jacob played the brave big brother. We
left with heavy hearts but reminded
ourselves that the children would be
having the time of their life. And that`s
exactly what happened.  Adélaïde and
Jacob returned full of all kinds of stories
and songs that they sang for us. They
had met new friends and learned to test
their limits. Even if they were a little
homesick at times, they came back two
very happy campers.
The experience made me realize how
courageous mothers of children with
hemophilia are. Leaving a child in the
care of someone else is never easy but
when that child has a health problem,
you have to be able to trust others and
give your child some freedom.
Hats off to all these moms! You have
my admiration.
Finally, a big thank-you to the entire
CHSQ team who were at the camp and
to the staff of Camp Trois-Saumons.
Your enthusiasm, patience and good
humour allowed our children to have
an experience they`ll never forget.

Marie-Claude Gauthier

In closing, I want to thank Marie-
Claude for taking the time to write
these few lines for “Parents´ corner”.
It`s always nice to have a variety of
viewpoints. I invite anyone who would
like to share their thoughts or
experiences to contact me by email
at yanliz@ccapcable.com or by phone
at 418-849-3292!
I wish you all a beautiful fall. §

Hello everyone and happy end of
summer! Most of our children are
back in school having all kinds of
adventures, some good and others
that we could easily do without. I try
to start the year on a positive and
enthusiastic note. Grade one! My
God, time passes quickly. Yesterday
it was baby bottles and diapers…now
it`s homework and lessons.
I`d like to take a few moments here
to share my family`s first experience
with summer camp. For years the
word “camp” conjured up nightmares
for a mother hen like me. I fretted at
the mere mention of it and, even after
talking to more experienced mothers,
I told myself that I could never send
my son to camp. True, I could see the
positive side of the camping
experience for both my son and me
but I knew that I could never let him
go. Never!
This past summer my son went to
camp for the first time. At first,
I debated whether I should enrol him
or not. I didn`t feel that he was ready
to go off on his own for a whole
week… but the truth was, I wasn`t
ready to be separated from him for a
whole week. Once I understood the
difference, I quickly contacted
Joumana and asked her to put my
son`s name on the list and not take
it off, even if I begged her with tears
in my eyes!
In order to ensure that everyone was
ready when the big day came, we
began a process of intensive
preparations aimed at quelling any
concerns that we and my son had.
Dylan, who had never been separated
from us in his six years, needed to
think of camp as a positive
experience. That meant that I couldn`t
let him see that I was worried or torn
by the idea of his going. Together we
explored the Camp Trois-Saumons
website and looked up all the
activities that they offered. The

inflatable water park on the lake
immediately caught his attention and
some of my worries were dispelled
and replaced by anticipation. Each
time that my son raised concerns
about camp, we went onto the
website and the feeling of anticipation
returned. We encouraged him to
verbalize his concerns but we also
stressed all the pleasant activities
that he would be able to take part in
and the fact that many of his friends
with hemophilia would also be going
to camp. Slowly but surely, Dylan
began to see camp not as a burden
but as a special experience that he
was fortunate to be able to enjoy.
Finally the big day rolled around and
with a heavy heart, I brought him to
camp. Having the chance to visit the
facilities, to make up his little bed
and to know that he was going to
have fun helped me hold back the
tears when the time came to leave.
It was also reassuring that the senior
monitor was just a phone call away.
I took advantage of the fact that we
could call him to get news about how
Dylan was doing. I was told that he
had spent a peaceful night and
actively participated in the planned
activities.
Finally after five nights we went to
pick our young son up. He had so
much to tell us!!! True, he had been
a little homesick and we had missed
him too. But the pleasure of making
new friends and taking part in new
activities far outweighed the brief
moments of homesickness. He`s very
excited about going back and there`s
no question that he`ll be at camp next
year! It was an enriching experience
for the whole family.
As a bonus Dylan met up again with
“Ginette the Bumblebee”, his former
nurse at Enfant-Jésus Hospital in
Quebec City. Thank you again to
everyone who organized the summer
camp.
I heard positive comments from
another mom about her child`s first
time at summer camp. I`ll let Marie-
Claude Gauthier, François Laroche’s
wife and mother of Jacob and
Adélaïde, tell you about it in her own
words.

***

by
Lisa-Marie Mathieu

yanliz@ccapcable.com
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OUR COUNCIL OF AMBASSADORS
CHSQ´s Corporate Spokespersons

As Chair of the CHSQ´s Board of Directors and Chair of the Council
of Ambassadors, it is my great pleasure to introduce four outstanding
individuals who will be acting as corporate spokespersons for the CHSQ.
These individuals have graciously accepted our invitation to help
successfully complete a major three-year Development and Fundraising
Plan for 2010, 2011 and 2012. I would like to thank them from the
bottom of my heart for their valued contribution.
After all “We are all related by blood!”

larochef@sympatico.ca

by
François Laroche

Sylvie Lussier

A veterinarian by training, Sylvie Lussier worked in television for
20 years. She scripted and hosted more than 500 hours of television,
alongside Pierre Poirier. Her achievements include: Bêtes pas bêtes

plus, M'as-tu-lu, 4 et demi and L'Auberge du Chien Noir.
She has three children, including two boys with

a mild form of hemophilia.

Martin Laroche

A professional actor for 10 years, Martin Laroche has appeared in
several artistic venues, from the stage and movies to television
and advertising. He has also been seen on the big screen in such
films as Un petit vent de panique, Premier juillet and Horloge
biologique. His television successes include Watatatow, Histoires
de filles, Les Soeurs Elliott and François en Séries in which he had
the starring role.

Dr. Georges-Étienne Rivard

Georges-Étienne Rivard obtained his medical degree and pediatrics
specialty at Université de Montréal and a hematology specialty

at McGill University. He spent four years at the Children's Hospital
of Los Angeles and the University of Southern California, where

he conducted research into bleeding disorders.
Since 1975, he has worked as a hematologist-oncologist at

Montréal's Sainte-Justine Hospital where he heads the hemophilia
clinic and bleeding disorder laboratory.

In 1979, he was actively involved in the creation of the four
Quebec hemophilia treatment centres and, in 2000, he was the

major force behind the creation of the Quebec Reference Centre
for Patients with Inhibitors. Dr. Rivard has authored or co-authored

some 180 scientific articles in medical journals.

Kevin Blanchette

Kevin is the youngest of three children. Shortly after his birth
on February 16, 1996, he was diagnosed with a severe form of
hemophilia A. Over the years he has leaned to self-infuse and
manage his illness. Kevin became one of the youngest fundraisers
for the Canadian Hemophilia Society.
He is a Secondary 2 student at École Antoine-Girouard and
is actively involved in the student community. He is also
a member of the Golf Benjamin team.
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CHSQ Summer Camp
This year's CHSQ summer camp,
which took place from August
9-14 at Camp Trois-Saumons in
Saint-Jean-Port-Joli, was a
tremendous success. Its
participants included 24 young
bleeding disorder sufferers as well
as their siblings.
The comforting presence of nurses
Claudine Amesse and Ginette
Lupien allowed participants to learn
or perfect the art of self-infusion at
camp. Maxime Lacasse-Germain
took time off from his new duties
on the Board of Directors to serve
as camp coordinator. In this
capacity, he supervised Antoine
Page-Lacasse and Anne-Julie
Robitaille who were assistant camp
counsellors.
This experience proved to be both
entertaining and rewarding for
everyone! First of all, customized
activities were planned with
participants to address their specific
needs. Furthermore, it provided on-
site nurses with a calm and
peaceful environment to teach
young patients the skills of self-
infusion. As a result of this win-
win formula, our youth deepened
their sense of belonging to the

CHSQ and some of them will
hopefully be inspired to return as
future camp counsellors!
This activity was made possible by
the generous contribution of
various organizations, including
the François-Bourgeois, Centre
Jeunesse de Montréal, J.-A.
Bombardier and Jeunesse-Vie
foundations, Opération Enfant
Soleil (our trusted partner) as well
as the deputies who represent the
ridings of our young campers. We
thank you all for giving us the
strength and courage to pursue our
mission with passion and
determination.

Assistant Counsellors
needed for our 2010
Summer Camp
Are you a dynamic and responsible
person who strives to be a leader?
Do you like working with youth?
Is it important for you to be actively
involved in your community? If so,
here is the perfect leadership
opportunity for you! We are seeking
young people aged between 16 and
28 who would like to be assistant
counsellors at our 2010 summer
camp. The successful candidates
will participate in a special
NACCHO training session in
Arizona to be held sometime in
February.
To apply for this position, submit
your resume along with a letter of
interest (maximum 500 words) by
e-mail at info@schq.org before
December 1, 2009.
Please note that only those
candidates who are selected will
be contacted.

CHSQ ACTIVITIES

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

Telephone support line for
people affected by a
contaminated blood
transfusion and their spouses
We wish to remind you about our
telephone support line for people
affected by a contaminated blood
transfusion and their spouses. This
service is provided by psychologist
Hélène Paré who has participated
in our chapter's recent needs
analysis and facilitated several
CHSQ workshops in the past.
To book a telephone appointment
at your convenience, please dial
514-332-6703 at any time or send
an e-mail to
helenepare2@hotmail.com.
Feel free to use this service
whenever you need it!  You can
contact us for more information.

Weekend for people living
with inhibitors
From September 25-27, families
affected by inhibitors participated
in a special respite weekend just for
them at L’Estrimont Suites & Spa
in Orford.
As per the findings of its 2008 needs
analysis, the CHSQ decided to
organize a weekend where parents
could rest while their kids enjoyed
recreational activities.
This event provided a wonderful
opportunity to discuss and better
understand the needs of people
living with inhibitors whose well-
being is a top priority for the CHSQ.
Von Willebrand Disease (VWD)
awareness workshops
People suffering from VWD were
invited to participate in a series of
workshop facilitated by two
healthcare professionals, i.e. nurses
Catherine Sabourin from the
Montreal Children's Hospital and

There were lots of smiles among campers and support staff at the
CHSQ´s 2009 Summer Camp.

The

CHSQ´s

summer

camp

wasn´t

“boys

only”.

Witness

these

campers!

Could this be the next generation of assistant
camp counsellors?
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Francine Derome from the CHU
Sainte-Justine.
The first series of workshops was
held in Montreal and Quebec city
during the month of October.
Please note that a comprehensive
public awareness program is being
planned for 2010.

World Federation of
Hemophilia Global Forum
Four CHSQ representatives: David
Pouliot, Mylene D'Fana, Éric
L'Hérault and Anna Bizunowicz
attended the World Federation of
Hemophilia Global Forum on
September 24 and 25 in
Montreal.

They will share their experience
with us in the next issue of L'Écho
du facteur.

CHSQ-ATH International
Twinning
From October 1-7, 2009,
hemophilia nurses Claudine
Amesse and Élisabeth Paradis held
workshops for Tunisian medical
staff dealing with hemophilia
patients as part of the GAP (Global
Alliance for Progress), a WFH
medical program.
A CHSQ delegation comprised of
François Laroche (President) and
Mylene D'Fana (Secretary) will visit
Tunisia early in 2010 as part of a
sponsored project with its twinned

partner, i.e. the Association
tunisienne des hémophiles (ATH).
Our representatives will hold three
volunteer training sessions on the
governance of non-profit
organizations.These delegates will
draft a full report upon their
return. §

This issue marks Joumana
Yahchouchi's final contribution to
the writing of both the “CHSQ
activities” and “Fundraising”
columns.

We would like to congratulate
Joumana on her recent nomination
to a position with an international
humanitarian organization and wish
to extend our deepest gratitude for
her professional assistance over the
past two years.

The Editor

CHSQ ACTIVITIES (cont’d)

by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

Summer is over but, of course,
it couldn´t go by without a youth
activity. The Youth Committee

showed just how creative we can
be with a “high-flying” idea for an
outing that entailed steel cables
and safety hooks high above the
trees. But further thought and the
advice of medical experts kept our
feet firmly on the ground. We finally
settled on attending a Montreal
Impact soccer match, but look for
another creative activity next year!

Even if the soccer game was “Plan
B”, the ten young people between
14 to 26 years of age who attended

Annual Youth Activity

Young fans share a meal and friendly conversation after the Montreal Impact´s big win.

the game on Sunday, August 23,
had a great time.

The Montreal Impact faced the
Aztex of Austin, Texas. Our tickets
were in the section directly behind
the goal post (note: only one goal
post has seats behind it.) For those
in the know, we were seated right
beside the Ultras, the Impact´s
Number 1 fans. They spent the
entire game energetically belting
out songs, so there was plenty of
action where we were.

The Impact won the match by a
score of 2-0. Even the weather was
perfect; a pleasant surprise since
the forecast was iffy.

After the game, we all went to a
restaurant a few minutes walking
distance from Saputo Stadium to
eat and finish our conversations.
We were having so much fun that
the talk even carried out to the
sidewalk in front of the restaurant.
We could easily have kept talking
until the wee hours of the morning
if the clouds hadn´t rolled in, heavy
and low.

We took the threat of rain seriously
and headed home. §
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FOCUS ON HEPATITIS C

Good news: FibroScan
now licensed for use in
Canada!
You may have read in the last
edition of Hemophilia Today about
a noninvasive method for
determining liver damage called
transient elastography shown to
be as accurate but not as invasive
as a liver biopsy. Until recently,
this technology was not licensed
for use in Canada: in July 2009,
Health Canada licensed FibroScan
for which no adverse effects have
been reported.

This is very good news but we
now need to get these machines
in our hospitals to be able to
benefit from this technology. We
encourage HCV infected patients
to request that this technology be
made available in their hospitals
and to explore how the costs
could be covered.

For example, getting involved in
a fundraising effort with your
hospital with a view to acquire
FibroScan would certainly be a
step in the right direction.

When to treat and the
benefits of treating
hepatitis C in patients with
haemophilia
By Patel H, Heathcote EJ.

Relevant to haemophilics, the risk
of cirrhosis with chronic
hepatitis C infection is greatest in
males, those who have been
infected for a long time, consume
alcohol regularly, and/or are co-
infected with HIV.

The treatment paradigm for
haemophilics infected with
hepatitis C is that all should be
assessed for treatment once a
diagnosis of chronic hepatitis C
is made in order to achieve the
highest chance of a sustained
virological response (SVR), i.e.
cure.

Read more at:
www3.interscience.wiley.com/
cgi-bin/fulltext/121477471/
HTMLSTART

Hepatitis C Virus Channels
Efforts Into Cell Survival
Researchers at the University of
Leeds have discovered a
previously unknown mechanism
that allows the hepatitis C virus
(HCV) to remain in the body for
decades. The study shows that
the virus blocks the actions of a
specific ion channel in the cell
membrane that would usually
trigger apoptosis — the cell's self-
destruct programme — and in

News in Brief

by Michel Long
CHS HIV/HCV
Program Coordinator

doing so, has evolved another way
of protecting itself from being
eliminated from the body.

"We know of many ways that
viruses have evolved to do this,
but this is the first observation of
a virus preventing cell death by
manipulating an ion channel." The
research team believes that
continued research may offer a
potential target for drug
development, perhaps through
combination therapy.

"It's a very exciting discovery, and
ideally we'd like to expand our
investigations to see whether other
viruses that cause long term or
chronic infections — such as
HIV — have evolved the same
ability."

Read more at:
http://www.medicalnewstoday.c
om/articles/161010.php. §

Deadline to submit a claim
for both Hepatitis C Compensation Plans

Please note that the deadline to
submit a claim for both Hepatitis C
Compensation Plans is June 30,
2010.

You can submit your claim to the
1986-1990 Class Actions

Settlement if you were infected with
Hepatitis C through the blood
system between January 1, 1986
and July 1, 1990 or to the Pre-
1986/Post-1990 Hepatitis C
Settlement Agreement if you were
infected in Canada prior to

January 1, 1986 or between July 2,
1990, and September 28, 1998.

Here are the Internet references for
both programs :
www.hepc8690.ca
www.pre86post90settlement.ca. §

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.
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INHIBITORS’ CORNER

It´s catchy… and catching
headlines.

Influenza A (H1N1) is a very
contagious disease of the
respiratory tract. Do you
recognize the acronym now?

This new flu virus is made up of
genes from known swine, avian
and human viruses. It manifests
itself like any seasonal flu. It lasts
about a week but the cough and
fatigue can continue for up to
three weeks. The symptoms are:
• incubation period of 24 to 72
hours
• high fever, above 38ºC
• muscle aches and/or joint pain
• intense fatigue
• sore throat
• headache
• dry cough
• nasal congestion and runny
nose
• loss of appetite
• and in some cases, vomiting
and diarrhea

Some quick tests have been
developed to detect the virus but
their reliability is limited. The best
defence, therefore, against the
virus in the coming weeks and
months is: PREVENTION!

The most effective tools for
preventing the spread of H1N1
are surgical masks worn by those

infected, along with regular hand
washing throughout the day with
soap and water or alcohol-based
gels. This is no time to cut
corners. Frequent hand washing
is one of the best ways of
reducing the spread of the virus.
Sneezing into your sleeve or bend
of your elbow is another good
way. Finally if you don´t feel
better, stay home to avoid
infecting others around you.

Antivirals and vaccines
To explain things as simply as
possible, I will talk only about
products developed by
GlaxoSmithKline (GSK). The
company has been designated by
several countries, including
Canada, to supply vaccines and
antivirals.

Antivirals are neuraminidase
inhibitors that are commonly
known under the names Tamiflu
and Relenza. They work by
blocking the entry of the virus
into the cells, thus reducing the
symptoms by one to two days,
as well as the length of time the
person is contagious. Antivirals
treat the flu by inhibiting the
virus´s ability to reproduce but
there are several side effects,
especially in children under the
age of 12. The main ones are
nausea, vomiting, diarrhea and
stomach pain.

Vaccines work by immunizing a
person. They encourage the
body´s immune system to form
antibodies against the virus, thus
preventing the flu from
developing. According to Health

by Claude Meilleur
Nurse Coordinator at the
Quebec Reference Centre for
Patients with Inhibitors

Canada, the first vaccination
campaigns should begin in
November 2009. The U.S. Centers
for Disease Control and
Prevention predicts that two doses
will need to be administered with
an interval of 21 days between
doses.

Priority groups will be determined
at the time of vaccination based
on the most up-to-date
knowledge of the H1N1 virus. For
those who think that they can do
with only the first vaccination,
beware! The protective effect is
unlikely. You will need to be re-
vaccinated.

We will be closely watching
developments in the vaccination
campaign to keep you informed
and answer your concerns and
questions.

You can follow developments and
obtain additional information in
news updates and by going to the
Health Canada website at
http://www.phac-aspc.gc.ca/
index-eng.php.

I wish you good health… but stay
vigilant! §

Influenza A (H1N1): what you should know!

A MOMENT TO REFLECT

“Tact is the art of describing others as they see themselves.”

Abraham Lincoln



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

pharmaceutical companies:

2009 CSHQ Summer Camp
at Camp Trois-Saumons
This year I had an opportunity to
take part in the CHSQ´s summer
camp as an assistant counsellor
and saw all the facilities, including
the climbing walls, inflatable
aquatic park and other water
games.
I have no hesitation in
recommending the camp. It is
completely different from
previous years and so much
better. There´s something for

SUMMER CAMP: TESTIMONIALS FROM OUR
ASSISTANT COUNSELLORS

My Experience at the CHSQ´s
2009 Summer Camp
I´ve gone to CHSQ´s summer camp
several times in the past and each
time was great. This was my first
year as an assistant counsellor. It
was such a rewarding experience.
I enjoyed spending the week getting
to know other young people with
hemophilia like me, whose daily
routine sets them apart from others
their own age. For an entire week
at summer camp, they can have
fun like other children who don`t
have hemophilia.
The CHSQ team was great, the
weather was perfect, the camp staff
was friendly and there were lots of
interesting activities. I got to meet
all kinds of active little campers. I´d
go back in a flash!
Thank you CHSQ for this great
experience. I recommend it to
everybody in the future. If you get
the chance to go, jump at it! Thanks
again.

Antoine Page Lacasse

everyone. The activities are much
more varied and much safer and,
during the week, there was time to
learn more about hemophilia while
having lots of fun as a group. §

Anne-Julie Robitaille


