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In 1978, on the initiative of the CHS -
National, a meeting of health care
professionals was held in Winnipeg
to identify the multidisciplinary needs
of Canadian hemophiliacs. The
conclusions of this meeting allowed
the CHSQ, in collaboration with
Quebec doctors and health care
professionals, a team that notably
included Dr. Rivard, to advocate for
centres specialized in comprehensive
care to be established to treat
hemophiliacs in a way that would be
inclusive of all facets of the illness
and its complications.
After a number of months of
discussion between the president of
the CHSQ, Mr. Marcel Lafrance, and
the Minister of Social Affaires in the
Lévesque cabinet, Mr. Denis Lazure,
on August 2, 1979, the Quebec
government emitted a decree
designating four multidisciplinary
treatment centres through which all
products used to treat hemophiliacs
had to pass; these were the Hôpital
Sainte-Justine in Montreal, the
Montreal Children's Hospital,
l'Hôpital Saint-Sacrement in Quebec
City and the Centre hospitalier
universitaire in Sherbrooke.
Another giant step had been taken.
Hemophiliacs were assured of
multidisciplinary care given by
experts in hemostasis and of the
trace-back of blood products they
would use. A world of possibilities
opened to them: travel, summer
camp, prophylaxis, freedom and less
suffering…
1985 marked a year when the CHSQ
hired its first staff person who would
support the work done by volunteers.
Meetings could now take place other
than in the board of directors'
kitchens.

The Canadian Hemophilia Society -
Quebec Chapter celebrates its 50th

anniversary this year. There are few
non-profit organisations working in
health-related areas that have this
kind of history. Here is a résumé of
a half-century of CHSQ highlights.
Founded in 1959, six years after the
National organisation, under its first
president Mr. Douglas Page, the
CHSQ quickly became a unifying
organisation whose first goal was to
educate the Quebec public about
bleeding disorders, while also making
sure that blood banks were
sufficiently stocked to meet the needs
of hemophiliacs. The CHSQ then
worked to improve the quality of life
of those affected. The discovery of
cryoprecipitate in the mid-sixties was,
in this sense, an important moment.
From then on, treatment for
hemophilia A became more efficient
and simpler.
But we had to wait until the early
1970s to witness a true revolution in
care: the arrival of coagulation factor
concentrates. With these efficient
treatments, hospital stays were much
shorter and the quality of life of
hemophiliacs was considerably
improved. Moreover, this led the way
to self-infusion and home treatment,
two important steps in the autonomy
of people affected. Steps that could
now be taken without crutches…

larochef@sympatico.ca

by
François Laroche

The 1980s were also marked by the
contaminated blood scandal. A
nightmare! Products that hemophiliacs
infused and which made their lives
easier could also be a vehicle of death.
The community was decimated by HIV
and HCV -- 80% of severe hemophiliacs
were infected. Many hemophiliacs
would die in the coming years. The
CHSQ was, in some ways, transformed
into an organization for psychosocial
support to help families dealing with
the various stages of the disease and
often, their grieving. A dark time…
The following years were punctuated
with information and support sessions
for our members, and intense
advocacy work with the governments,
both on the part of the CHS and the
CHSQ, so that compensation would
be given to victims and light could be
shed on the doubtful decisions made
at the time by those in high-ranking
positions in the blood system. A great
deal of time, both for volunteers and
employees, was concentrated on this
effort…and it bore fruit, since
compensation was paid to victims
beginning in 1989, and the
Commission of Enquiry on the Blood
System in Canada, presided by Justice

THE CHSQ CELEBRATES 50 YEARS !

cont’d on page 9 (50 years) >

Five CHSQ presidents cut the 50th Anniversary cake.
These included Patricia Stewart, Mylene D'Fana,
David Page, Douglas Page and François Laroche.
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A WORD FROM THE
EDITOR

The 2009 family weekend was
a special occasion for the CHSQ to
celebrate its half-century of
existence. Whether during the
evening of dancing to music from
the past five decades, during the
quiz show about the history of
hemophilia or during the cocktail,
our members were invited to share
important events that have marked
the last 50 years of our organization,
while also getting a chance to learn
a bit more about our history.
We're very happy that
representatives from a number of
our partners joined us to highlight
this major step in the life of a patient
organization. Thanks go to Pam
Wilton, CHS President, Dr. Georges-
Étienne Rivard, Director of the
hematology clinic at CHU Sainte-
Justine, to Manon Pepin, Vice-
president of Public Affairs and
Marketing with Héma-Québec, and
to Mr. & Mrs. Douglas and Enid
Page, first president and dedicated
volunteer respectively of the CHSQ
in 1959. Your presence was essential
to the success of this evening.
We also want to thank the Quebec
Minister of Health and Social

Services, Mr. Yves Bolduc who,
even though he couldn't be present,
sent us an eloquent message about
the important contribution of the
CHSQ in the health care system. It
was greatly appreciated.
We also want to thank the
representatives from our partners
in the pharmaceutical industry who
came for the start of the Annual
General Meeting (AGM), and for
setting up information kiosks on
Sunday morning. Your presence and
support are important to us.
During the AGM, the Honorary
Awards working group presented the
following awards:
• Volunteer of the Year:
A team of volunteers responsible for
the Bowl-a-thons:
Nayla-Marie Syriani (Montreal),
Lisa-Marie Mathieu (Quebec) and
Nathalie Martel (Victoriaville)
• Award of Appreciation:
Nichan Zourikian, Physiotherapist
at the CHU Sainte-Justine
• Life Member:
Donald Pouliot

Also, during the AGM a new Board
of Directors was elected which
includes:
• François Laroche (President)
• David Pouliot (Vice-president)
• Denis Durocher (Treasurer)
• Mylene D’Fana (Secretary)
• Marius Foltea
• Maxime Lacasse-Germain
• Martin Kulczyk
• Pascal Mireault
Congratulations to all! §
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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

Specially invited guests
took part in the CHSQ
50th Anniversary cocktail.
Seen here: Pam Wilton,
CHS President, Enid
Page, volunteer in 1959,
Douglas Page, first
President of the CHSQ,
François Laroche, present
President, Manon Pepin,
Vice-president of public
affaires and marketing
with Héma-Québec, and
Georges-Étienne Rivard,
Director of the
hematology clinic and
HTC at CHU Sainte-
Justine.
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EDITORIAL

I am extremely pleased and
honoured to assist the CHSQ with
its mission. While I am not an
expert in medical issues, let alone
hemophilia, I intend to leverage
my 20 years of experience in
managing non-profit
organizations and large non-
traditional funding initiatives to
advance the great cause of
helping people with bleeding
disorders throughout Quebec.
The level of maturity and
motivation exhibited by CHSQ
members on the board of
directors and various working
committees is both impressive

It is with great pride that I
introduce myself as the new
Executive Director of the CHSQ.
I wish to thank the Board of
Directors for entrusting me with
this huge responsibility. You can
rest assured that I will do
everything possible to promote
the development and success
of our various programs and
services for the benefit of all
members.

and touching. I pledge my full
support to these dedicated and
joyful volunteers.
I look forward to meeting and
getting to know all of the
valuable members, associates
and partners of the CHSQ who
play, in their own way, a key role
in shaping our organization. The
family weekend at the Auberge
Matawinie in Saint-Michel-des-
Saints certainly provided a
wonderful first opportunity to
get acquainted.
I thank you all for your friendship
and promise to return the favour.
See you very soon! §

by
Robert Larue

A Word from the Executive Director

rlarue@schq.org

CHSQ SCHOLARSHIP AND BURSARY PROGRAM

In 2009-2010, the CHSQ will grant
$1,250 to one recipient in each of
these three financial aid categories:
1. Scholarship
2. Incentive grant
3. Bursary for healthcare
professionals
The application deadline is
September 30, 2009.
For more information on the
Scholarship and Bursary Program or
to obtain the application form, please
call 514-848-0666 (in Montreal) or
1 877 870-0666 (toll-free number).

You can also e-mail us at
info@schq.org.

***

2008-2009 Bursary Recipients

In 2008-2009, the CHSQ awarded
individual scholarship grants in the
amount of $1,250 to:
• Anne-Julie Robitaille
• Patrick Syriani

Congratulations to both recipients. §

R.L.

The 2008-2009 scholarship recipients, Patrick
Syriani and Anne-Julie Robitaille, with the CHSQ
Bursary Committee Chair, Marius Foltea.

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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FUNDRAISING

Our fundraising campaign is
in full gear and its success depends
on you. Keep on reading to find
out how you can help.

The challenges facing our
2009 fundraising campaign
Fundraising is challenging, even in
the best of times. Given the current
economic situation, our success
will require relentless efforts. To
this end, we would like to create
the CHSQ Fundraising Committee
whose mission will be to develop
new strategies and a solid action
plan for 2010. We are also seeking
a well-known Quebec
spokesperson to maximize the
impact of our 2010 fundraising
efforts.

We ask for your full cooperation in
completing any form or survey that
you will receive from us in the
future. Your opinion will greatly
influence the launching of any of
our initiatives.

World Hemophilia Day:
April 17
To celebrate World Hemophilia Day
and increase our visibility, the
CHSQ will set up kiosks to raise
funds and public awareness. On
April 17, we will be at Place Ville-
Marie in Montreal alongside
representatives from the Canadian
Hemophilia Society (CHS) and the
World Federation of Hemophilia
(WFH). On April 21, you can expect
to see us at the National Assembly
in Quebec City.

Have you thought about organizing
a special awareness raising day in
your workplace or at your kid's
school? Our kit makes it easy!

jyahchouchi@schq.org

Our fifth annual Bowl-a-thon
The traditional CHSQ Bowl-a-thon
is fast approaching! Mark these
dates on your calendar: Sunday
April 26 in Montreal and Saturday
May 2 in Victoriaville and Quebec
City.

These events would not be possible
without the hard work of our
organizers, namely Nathalie Martel
in Victoriaville as well as Isabelle
Hawey and Lisa-Marie Mathieu in
Quebec City. Reserve your tickets
today ($15 each, shoe rentals
extra). Anyone who raises at least
$100 will receive a free ticket! In
addition, there will be many door
prizes for participants.

You can use the donation form to
collect contributions from those
who cannot join us and wish to
support this great cause. We also
have a communications kit to help
you promote this event in your
community. Remember that our
success is everyone's business!

Thank you for your donations!
In early December, we reached all
of our members by mail as part of
our 2009 New Blood fundraising
campaign. Together, we collected
nearly $2,000! A heartfelt thank
you goes to everyone who
contributed to this campaign.

Every little bit counts! §

Select the Bowl-a-thon
nearest you!

Montreal - April 26
From 3:30 p.m. to 6:30 p.m.
Salon Quilles Moderne Inc.
3115, bvd. de l'Assomption
(near the Assomption metro
station)
Contact:
Joumana Yahchouchi
514-848-0666, ext. 24

Victoriaville - May 2
From 1:00 p.m. to 3:30 p.m.
and 6:30 p.m. to 9:30 p.m.
Quillorama des Bois-Francs
100, bvd. des Bois-Francs
Nord
Contact:
Nathalie Martel
monalinath@gmail.com

Quebec City - May 2
From 3:00 p.m. to 6:00 p.m.
Salon De Quilles Bellevue
169, rue Louis-IX, Loretteville
Contact:
Lisa-Marie Mathieu
418-849-3292

The 2008 Volunteer
of the Year award
was presented to
three volunteers

who are highly
involved in the

organization of our
Bowl-a-thons in
three regions of

Quebec. They are
Nayla-Marie

Syriani (Montreal),
Nathalie Martel

(Victoriaville) and
Lisa-Marie Mathieu
(Quebec City), who
surround one of the

members of the
Honorary Awards

Working Group,
Martin Kulczyk.

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator
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must account for them to
regulatory agencies. Since their
creation in 1979, Quebec's four
hemophilia centres have been
mandated by the Ministry of Health
to ensure the proper use of clotting
products. Your logbook helps us
fulfill this mandate. This is one of
the reasons why you are required
to keep a logbook when receiving
products at home.
Identification
Naturally the patient's name must
appear on the logbook. If you use
an electronic logbook, you will be
assigned a user code to preserve
your anonymity during the transfer
of data.
Date and time of the injection
Not only is it important for us to
know on which days you take your
factor but also at what time of day.
Are you taking prophylaxis in the
morning before going to school or
work? Or at night before going to
bed? Taking it before bedtime is
not recommended because your
blood level of
factor is at its
highest when
you are
asleep in bed
and inactive.
Some heavy
bleeds might
require more
than one
infusion daily.
Information
about the
product
To ensure
that the
product can
be traced, the
product
name and lot
number must
be clearly
written. You
should also
write the
number of
vials and
number of units per vial to clearly
show the dose of factor
concentrate injected.

Are you taking
prophylaxis in
the morning

before going to
school or

work? Or at
night before

going to bed?
Taking it

before bedtime
is not

recommended
because your
blood level of
factor is at its
highest when
you are asleep

in bed and
inactive.

Hello everyone!
It was a pleasure to meet SCHQ
members at the March 27-29 family
weekend. For those who were
unable to attend, here are the main
points.
When you begin injecting factor
concentrates at home, your nurse
will ask you to complete a logbook,
also called a bleed log, and to send
it to her regularly. Why? The
logbook plays several important
roles.
Firstly the logbook is an invaluable
communications tool. It allows
your team at the hemophilia care
clinic to have a comprehensive
understanding of your bleeds and
how you treat them. This, in turn,
will help them provide you with
quality care.
Is prophylaxis working? What are
the injections doing? Are you using
enough factor concentrate during
bleeds? Maybe too much? Maybe
not enough? The logbook provides
an overall picture so that your care
team can adjust and personalize
your treatment plan to your
situation.
With the advent of data transfer
tools such as Helitrax®,
communicating via an electronic
logbook is even faster. Your nurse
can regularly check the site for
information on your infusions.
Such websites are also practical
when the time comes for your
annual or semi-annual check-ups.
Graphs can be printed that provide
a visual reference of bleeds and
the use of factor concentrates.
Nurses especially like these graphs
since in some cases they serve as
excellent teaching tools for patients
during clinic visits.
Another extremely important role
for the logbook is helping to trace
products. We are responsible for
all the products that we use and

NURSES’ CORNER
The logbook: an invaluable communications tool

by Catherine Sabourin
Nurse Coordinator at the
Montreal Children’s Hospital
Hemophila Treatment Centre

Reason for the treatment
Is it being used as prophylaxis?
For bleeds? A dentist's
appointment? As a follow-up to a
bleed (additional infusions to treat
the bleed)? Or did you experience
trauma to the head and need to
protect yourself? In short, include
everything that explains why an
infusion was necessary.
Information about bleeding
Differentiating right from left is
important to identify if a target joint
is involved. Is the bleed
spontaneous? Was there trauma or
sustained exercise? Is there
bleeding in the joint or muscle?
This information will help us to
adjust your treatment plan.
Additional comments
The website www.helitraxweb.ca
allows you to enter additional
information. Some families tell us
about problems (and successes)
with accessing a vein. Others
discuss pain. Every bit of
information is helpful to us.
I'd like to end by saying a warm
thank you to our patients for
collaborating on the logbook. I
know that it takes time to fill out
but I hope that, by having more
information about how important
it is, you will realize how much you
are contributing to your health and
that of your child. §

During the family weekend, Catherine Sabourin, Nurse
Coordinator at  the  Montreal  Chi ldren’s
Hospital HTC, presented a workshop about the
important role played by logbooks.
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PARENTS’ CORNER
The Family Weekend: An important

opportunity for parents to share
by Mr. David Page. Dr. Georges-
Étienne Rivard was mandated to
act as “judge” during this session.
The quality of the animation was
incredible and the questions very,
very…researched. The game was
a great success with both the
participants and the “audience”.
Thanks once again to everyone
involved in the organization for
this activity; the family weekend
is always the highlight of the year
for young and old.
And finally, I'd like to call on all of
you. After a few years of being
responsible for the Parents' Corner
column, I must admit that ideas
for this column are getting difficult
to find. My goal is to find a topic
that's interesting for as large a
number of parents as possible so
that you can enjoy reading it.
So, if you have any ideas,
suggestions or comments,
I'd greatly appreciate your help.
You can reach me by e-mail
yanliz@ccapcable.com or by phone
at 418-849-3292.
Thanks for your help! §

Hello everyone and happy
spring!
I'm so pleased! Finally, the snow
is melting, flowers will soon be
appearing, and I can assure you
that the family weekend at
Matawinie was a great success!
What a beautiful place. It's an
incredible privilege for parents to
be able to be there again every
year and for our children to finally
get a chance to meet other kids
with the same condition as them.
I was able to attend two sessions
during the weekend and I'd like
to tell you that I was spoiled. The
theme of the first was Parents
helping parents animated by Mrs.
Hélène Petit, Social Worker. We
discussed a variety of topics
related to everyday life with our
children with hemophilia,
problems we've encounter and
our reaction to a bleed
(spontaneous or not). We got a
chance to talk about our personal
situations as well as to ask certain
questions that have been
bothering us. One mother
mentioned that with prophylaxis,
we sometimes “forget” our son's
hemophilia so that when a bleed
occurs (whether or not it's
spontaneous), we're completely
floored, not knowing what to do.
What's more, other people talked
about the difficulty of allowing
their child to leave once they've
grown up, to let him take charge
of his disease as well as his
treatment.
However, on a number of
occasions it was mentioned that
while allowing him this freedom,

you still have to be ready
sometimes to pick up the pieces.
It's always great to meet and talk
with other parents since some
more experienced parents share
their knowledge with us. This is
great for helping us understand
and be ready for what's ahead.
Then I took part in the workshop
led by Dr. Georges-Étienne Rivard,
world-renowned Hematologist
from the CHU Sainte-Justine in
Montreal. I must congratulate him!
He told us about his beginnings in
the medical world, ongoing
research and new products as well
his vision of hemophilia in the
future. He was extremely
generous, answering a variety of
questions from participants, using
a vocabulary adapted to us. It's
reassuring to see that people like
him work to improve the quality
of life of our children. Thank you!
I mustn't forget to mention the
quiz Who wants to be a millionaire?
organised to highlight the 50 years
of the CHSQ, animated by
Mr. François Laroche and written

by
Lisa-Marie Mathieu

yanliz@ccapcable.com

Everyone enjoyed the quiz
Who wants to be a millionaire?
on Saturday evening during
the family weekend .
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INHIBITORS’ CORNER

Enrolling a child in daycare or
school is always a major event for
the child and his family. It can throw
you off balance, polarizing the
desire for autonomy with the need
for dependancy, which in turn can
lead to socialization or withdrawal.
Differences fade or become more
apparent and can result in the child
feeling comfortable or unsettled.
As parents and professionals, our
support is important during all the
major events of our child's life. We
need to adjust and temper that
support to real-life situations. That's
often easier said than done!
Yet the excitement of seeing a child
grow as his knowledge and skills
develop remains a continuous
source of wonderment to parents
and those around him.
The following Chinese proverb
expresses this well:
“With time and patience, the
mulberry leaf becomes a silk gown.”

School enrolment
is a major step

No sooner is one school year
over than you have to start thinking
about enrolling your child for the
next year. This rather mundane
task for most parents becomes a
worrisome time for parents with
a child who has a handicap or
illness.

For the hemophiliac child with
inhibitors, going back to school
can be a difficult time because he
realizes that he is different from
his other classmates. As well,
parents and child are often
concerned about safety and
guidance at school.
Because each child's condition is
different and the staff and physical
environment also differ from
school to school, the needs of each
child will be different. It's
recommended that an attendant
be assigned to watch over the child
during risky activities, such as
recess. The child might also benefit
from taking a different form of
transportation to school.
In our case, we were well received
at our son's school. The
administration was understanding
and aware of Benjamin's
condition. That meant that our son
would receive all the services that
he needed. There was never a time
during the school year that I
worried.
It's important for us to be well
prepared at this stage of our son's
life and our lives. You should know
that budgets are allocated to
school boards for children with a
handicap. Don't be shy about
asking for them. Our children's
safety and quality of life depend
on it.
Start by discussing your child's
needs with the treatment team.
Then provide the school board
with medical information
explaining the clotting disorder.
Writing a letter outlining your
concerns and your son's

requirements and sending it to the
school board that manages the
budgets will provide another point
of view and can have a major
impact. The treatment clinic will
supply the necessary information
to school staff.
The nurse at the treatment clinic
is also available to inform staff
about the child's medical condition.
A parent or nurse will instruct
school staff so they can react
properly in the event of a bleed.
An intervention plan will then be
drawn up for the school and
approved by the parents.
You're probably thinking that all
this will label your son as different?
Perhaps, but it's up to us and the
school staff to make our child's
integration as harmonious as
possible. Our child is different and
he always will be. He will certainly
be frustrated at school because he
may not be able to take part in
certain activities. It is at times like
these that the bond of trust and
communication between parents
and school staff is critical.
Once services are put in place at
the kindergarten level, they usually
carry through to later grades, if
necessary.
But we will always be there to
support our child and, if necessary,
the staff at our centre will help us.
I hope this information was
helpful. §

Magalie Rinfret

A MOMENT TO REFLECT

“Hope, deceitful as it is, serves at least to lead us to the end
of life along an agreeable route.”

Duc de la Rochefoucauld

School enrolment is a major step

by Claude Meilleur
Nurse Coordinator at the
Quebec Reference Centre
for Patients with Inhibitors
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The CHSQ family weekend: a
reason to celebrate
The family weekend was held at
Auberge Matawinie in Saint-Michel-
des-Saints from the 27 to 29 of
March. During this weekend we
celebrated the 50th anniversary of
the CHSQ, and it was filled with
activities. On the program were:
• Activities specifically for
youngsters: a twinning activity led
by Young CHSQ volunteers and a
workshop on professional
orientation led by Chantal Lapointe,
physiotherapist at CHU Sainte-
Justine
• Activities for parents: a question
and answer session with Dr. Rivard
and a support group with Héléne
Petit, social worker from the Centre
Marie-Enfant
• Activities for all ages: a workshop
on Charting your course led by
Catherine Sabourin, nurse
coordinator from the Montreal
Children's Hospital, and a relaxation
workshop
The presence of a nurse also made
it possible to offer personal support
sessions for infusions.
On Saturday evening, celebrations
for the 50th anniversary began with
a cocktail attended by our guests of

honour: Mrs. Pam Wilton, President
of the Canadian Hemophilia Society
(CHS), Dr. Georges-Étienne Rivard,
Head of Hematology at CHU Sainte-
Justine and CHSQ Honorary
Member, Ms Manon Pépin, Vice-
president of Public Affaires and
Marketing with Héma-Québec and
also Mr. Douglas Page & Mrs. Enid
Page, who were respectively
President and active volunteer at
the founding of the CHSQ in 1959.
Following a rousing speech by
François Laroche, CHSQ President,
each guest was invited to remind us
of the challenges they overcame,
but also the importance of
continuing our efforts to assure the
well-being of the hemophilia
community. To mark the occasion,
Douglas Page was presented with a
plaque commemorating his
pioneering work in the founding of
our organization.
Later in the evening, participants
took part in the game Who wants to
be a millionaire? a questionnaire
about hemophilia developed by
David Page and animated by
François Laroche, where the judge
was none other than Dr. Rivard.
Following this activity, members got
to dance to the rhythms that have
marked the past five decades. Before
ending, we must thank our loyal
financial supporters without whom
we could not hold this pivotal
activity, along with the ING
Foundation: we're very touched by
their gesture and hope that we can
continue to count on their support.
And finally, we have to thank the
volunteers who worked very hard
to make this weekend a memorable
one.

CHSQ ACTIVITIES

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

CHSQ summer camp
registration is underway
The CHSQ summer camp will be held
from August 9 to 14 at Camp Trois-
Saumons in Saint-Jean-Port-Joli,
which is located approximately 100
kilometres east of Quebec City.
Our camp is now reserved for
children with hemophilia and their
siblings to better promote safe
physical activities that are fully
adapted to their special needs.
Essentially, the basic concept remains
the same: a team of trained
counsellors will lead our youngsters
through recreational activities that
are both safe and fun. To ensure their
safety, on-site nurses will be available
to provide assistance around the
clock as well as self-infusion lessons.
Campers will also benefit from
hemophilia awareness and
educational activities. We invite
young people to suggest camp
activities by completing the
appropriate form. There are 25 spots
available and they will be allocated
on a first come, first served basis!
Those who register by April 30 will
receive a $25 rebate. Please note
that no refunds will be issued after
June 30.
In keeping with our commitment to
prepare our next generation of
leaders, we are creating two assistant
volunteer positions for young people
aged 16. If you are interested in
gaining valuable camp counselling
experience, the application deadline
is May 15. This initiative was brought
forth by a new task force comprised
of Claudine Amesse, nurse
coordinator at the CHU Sainte-Justine
HTC, as well as Mylene D'Fana,
Maxime Lacasse-Germain and
Isabelle Servais. Maxime — a trained
high school teacher with extensive
experience as summer camp

Pam Wilton, President of CHS,  making a
presentation before members of the CHSQ
during the AGM .

The question and answer session with Dr. Rivard attracted
a lot of people. Participants appreciated the opportunity to
exchange their views with this hemostasis specialist.

counsellor — will
coordinate this year's
CHSQ camp. We wish to
thank Maxime for his
dedication!
Finally, we would like to
express our gratitude to the
Fondation Jeunesse-Vie
and Opération Enfant-
Soleil whose generosity
has made it possible to
carry on this important
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CHSQ tradition. Campers and
assistant volunteers alike should
register today for a wonderful
opportunity to expand their life
experience!

New telephone support service
for people who received
contaminated blood
transfusions and their spouses
As per the findings of a recent needs
analysis, we are pleased to
announce the launch of a new
telephone support service for people
who received contaminated blood
transfusions and their spouses.
This service will be provided by
psychologist Hélène Paré who
participated in the 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.
You can contact us for more
information on this service.

Wanted: women for a very
special CHSQ task force
Our needs analysis also revealed
that women dealing with bleeding
disorders were seeking more
opportunities to connect. In order
to better meet their needs and
promote their well-being, the CHSQ
decided to create a task force for
women.
Among others, this group will
organize conference calls,
educational workshops and
awareness sessions. Whether you're
a hemophilia carrier, have von
Willebrand Disease or any other
bleeding disorder, or have a
daughter(s) with one of these
disorders, we hope you'll consider
applying to be part of this task force.
To do so, e-mail us at
info@schq.org.
Women are counting on you!

Major youth event for the
15-28 age group
Our task force will undertake the
planning of the 2009 major youth
event shortly. (See other text on
page 11.) Stay tuned for more

information on this outing. Anyone
wishing to participate in the
organization of this event should
contact us as soon as possible.

The NACCHO experience… for
successful summer camps!
The CHSQ sent a delegation
comprised of Mylene D'Fana,
Maxime Lacasse-Germain and
Joumana Yahchouchi to the North
American Camping Conference of
Hemophilia Organizations
(NACCHO) in Arizona from
February 5 to the 8 with a view
towards preparing its own summer
camp. Here is what Maxime had to
say about this intensive weekend:

“This experience was extremely
rewarding both personally and
professionally. Although the main
goal of this meeting was to share
information on hemophilia camps
across North America, it provided
so much more! Hemophiliacs,
nurses, physiotherapists and camp
organizers gathered and discussed
every possible camp-related topic
from integrating physiotherapy in
camp activities through setting up
a first-aid station to developing
leadership in assistant counsellors.
As a high school teacher, I
particularly appreciated the various
workshops on how to supervise
camp groups.
On a different note, this conference
served as a meeting ground for
Canadians and Americans as well
as representatives from New
Zealand and Romania. It was
fascinating to compare the status of
camps and hemophiliacs in general
from one country to the next. Not
to mention that the Mission Palm
Hotel in Tempe was the perfect
venue for this event. Anyone wishing
to either plan our summer camp or
work as a camp counsellor should
definitely attend next year's NACCHO
conference. If you are interested,
contact us right away.”

We have loads of ideas for the
CHSQ camp this summer, although
we have yet to find a name for it.
Any suggestions? §

CHSQ ACTIVITIES (cont’d)
Horace Krever, was struck in 1993.
The end of the 1980s also marked the
arrival of heat-treated factor
concentrates, which were safer.
The mid-1990s saw the arrival of first-
generation recombinant factor VIII
concentrates. Canada was the first
country to require that recombinants
be available for all hemophilia A
patients. More than ever, the safety
aspect of products was at the heart
of people's preoccupations.
Judge Krever deposited his report in
1997, without laying blame, as was
agreed upon, but not without
including forty recommendations
aimed notably to increase safety, not
only for factor concentrates, but for
the transfusion act itself and
especially, to make the blood system
more accountable and transparent.
In 1998, in light of the Krever Report,
Héma-Québec and Canadian Blood
Services were created to take over
from the Canadian Red Cross as the
suppliers of blood products. Subject
to very strict safety regulations
concerning the products which they
supplied to hospitals and health
centres, a series of mechanisms were
created including advisory
committees and other means so as
to assure that the tragic events of the
last decade would not happen again
and to reassure the public in regards
to the blood system.  Members of the
CHSQ sit on many of these
committees in order to contribute to
making the system even better.
In this decade, the accent was put on
research: second-generation factor
VIII concentrates, then third-
generation make their appearance
and gene therapy for a cure seems
promising. The CHSQ can refocus its
activities on young hemophiliacs,
families with inhibitors and the
international community.
Following a strategic planning
process, the organization undertook
a needs study of its members in order
to better serve them. However, with
compressions in the field of health
and those to come, it will be
important for the CHSQ to be vigilant
in maintaining what has been
acquired, thanks to the vision, hard
work and dedication of those who
preceded us and led the organisation
over these past fifty years.
While the future looks promising, we
mustn't let down our guard. The
coming years will be critical... §

50 years (page 1 cont’d)

 > page 8 cont’d
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FOCUS ON HEPATITIS C

World Hepatitis Day 2009 is
fast approaching. Appropriately,
this issue's Hepatitis C news in brief
features information on this
important day.

Again this year, the Canadian
Hemophilia Society is proud to be
associated with World Hepatitis
Day, which will be held on May 19.
The goal is to raise awareness
among Canadians and people
around the world about hepatitis
B and C.

One in 12 people worldwide has
hepatitis B or C, including 600,000
Canadians. Many of these people
don't even know that they are living
with the disease. The problem has
taken on epidemic proportions!

World Hepatitis Day is a global
effort to raise awareness about
hepatitis B and C and to spur
government action to address these
two forms of life-threatening liver
disease.

In 2009, the Canadian Hemophilia
Society, in collaboration with the
Canadian Society for International
Health (CSIH), the Canadian Liver
Foundation, the Canadian
Ethnocultural Council and many
other provincial and local
organizations, are planning events
on May 19 to mark World Hepatitis
Day 2009. We hope that events will
be organized in all provinces and
territories.

One activity that is already under
way is a national poster
competition, which was launched
to encourage new and imaginative
ways to get people talking about
hepatitis B and C.

By entering the competition, you
will be helping to make a real
difference by raising public
awareness about two diseases that
affect 500 million people
worldwide.

Spread the word. Tell colleagues,
clients, family and friends about
the contest and encourage them to
submit an entry. (See the insert for
more details.)

You can find lots of information
about World Hepatitis Day events
being planned in Canada at
www.whdcanada.ca.

For information about international
World Hepatitis Day events, visit
www.aminumber12.org.

Finally, CATIE (the Canadian Aids
Treatment Information Exchange)
has recently created and launched
a new website that brings together
a wide range of information and
resources on hepatitis C in both
English and French. The Web site
is: www.infohepatitec.ca.

As part of Rendez-Vous 2009,
which will be held in Ottawa May
7-10, 2009, the Canadian
Hemophilia Society will be
presenting workshops on hepatitis
C and liver transplantation.
Registration for the workshops is
free. For more information, visit
the CHS Webs ite or call us at
1 800 668-2686.

You will also find information on
hepatitis C and World Hepatitis Day
on our Web site at:
www.hemophilia.ca. §

May 19: World Hepatitis Day

by Michel Long
CHS HIV/HCV
Program Coordinator POSTER COMPETITION

Who: Youth and adults-individual
artists of amateur or professional
status-are eligible to participate.
The youth category is for those
under 18 years of age; the adult
category is for those 18 years and
over. Only residents of Canada
may submit an entry.

What: Participants should create
and submit a poster that will raise
public awareness about World
Hepatitis Day (May 19, 2009) and
the fact that one in 12 people
suffers from chronic viral
hepatitis B or C and that most
are unaware that they are
infected.

Entries will be judged on the
accuracy of the information and
the effectiveness of the message.
Submissions must be original

How to enter: Posters may be
computer generated/enhanced
or hand drawn and then scanned
for e-mailing to WHD@csih.org
or mailed to:
WHD Poster Contest
Canadian Society for
International Health
One Nicolas Street
Ottawa, Ontario  K1N 7B7

Be sure to include the following
information: full name, sex,
postal address, postal code, email
address (if possible), telephone
number and age (for anyone
under 18 years of age).
Note: mailed-in posters on paper
will not be returned.

When: Submissions must be
received no later than midnight
(EST) Tuesday, April 14, 2009.

Prizes: The winner in each
category will receive a cash
award of $200. The winning
poster will be featured on the
Canadian World Hepatitis Day
website and on the World
Hepatitis Alliance website.

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering-Plough.
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by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

Traditionally, our annual family
weekend provided teenagers and
young adults aged from 15 to 28
with the opportunity to gather at the
Youth Café on Saturday morning at
9 a.m. During this gathering, they
would discuss various topics, inquire
about each other's lives and plan
the major youth event for the
upcoming summer.
In this year's completely revamped
Youth Café, we invited young people
between the ages of 7 to 28 to join
a rally. They were divided into teams
comprised of an equal number of
younger and older participants who
had to scramble around the inn to
uncover hidden answers to
questions about hemophilia and the
CHSQ.
At the conclusion of the rally, the
teams gathered to discuss their
answers.  While some members
were way too excited to sit still,
others participated fully in this
educational and interactive group
discussion.  Evidently, this workshop
served our youth well as they were
brilliant during the CHSQ's version
of “Who Wants to Be a Millionaire?”
later that evening.
Here are some sample questions that
we challenged our contestants with

— along with the correct answers:
• How many hemophiliacs are there
in Quebec?
Approximately 700 (i.e. one person
in ten thousands).
• How old is the CHSQ?
50 years old (that was easy!).
• Does treatment work for everyone?
No (a brief discussion about
inhibitors followed).
• Do all hemophiliacs worldwide
have access to the same treatment
as we do?
No (some patients in other countries
receive substandard treatment).
• Which sports are well suited for
people with bleeding disorders?
Swimming, walking, biking, etc.
• Does hemophilia strike males only?
No (females can be carriers or suffer
from hemophilia or other bleeding
disorders).
And much more...
Since we are planning the same kind
of event for next year, this
experience has shown that we need
to punctuate discussions with games
in order to keep our younger
participants focused and attentive.
All in all, it appears that everyone
enjoyed the event and learned
something. Mission accomplished!
We extend a heartfelt thank you to
Maxime Lacasse-Germain, Martin
Kulczyk and Luc Topping for their
tremendous help before and during
the event.
Finally, I am proud to report that the
great minds of our Youth Café have
agreed on this summer's major
youth event: a treetop trekking
adventure. Ideally, the park should
be located halfway between

Auberge Matawinie played host to the
2009 Youth Café

One of the highlights of the
2008 Annual General Meeting
was the presentation of a
commemorative plaque to
Geneviève Beauregard — our
current Administrative Service
Coordinator — in recognition
for her five years of service
with the CHSQ.
Geneviève has always been a
dedicated employee, lending
a hand in accounting,
administration, database
management and many other
areas. She even filled in as
program coordinator for
several months.
Geneviève is the “go to” person
for CHSQ insights. Everyone
appreciates her skills,
experience, cheerful smile and
friendly personality.
The CHSQ hereby
acknowledges Geneviève's
work and her tremendous
dedication to our cause.
Many thanks, Genny! §

F.L.

GENEVIÈVE
BEAUREGARD

RECOGNIZED FOR
FIVE YEARS OF

SERVICE

Geneviève Beauregard, Administrative Service
Coordinator, receiving a plaque commemorating
her five years of service with CHSQ from
President François Laroche.

In this year's Youth Café, we
invited young people between
the ages of 7 to 28 to join a
rally; they were divided into
teams comprised of an equal
number of younger and older
participants.

Montreal and Quebec City.
Planning will get underway
soon.  In the meantime, you
can drop me a line to forward
your suggestions or indicate
your interest in this event! §



Launch of the 2nd version of
the HeliTrax® system

The 2nd version of the HeliTrax®

system will be launched on May 4.
This improved version is easier to
use, more secure (the password
must be changed every 90 days) and
includes some additions in terms of
functions.

For example, buttons for immune
tolerance and other therapies are
added. It will be possible for users
to inform their Hemophilia
Treatment Centre (HTC) about a
problem related to a product (waste,
bottles that are broken or expired…)
and have access to summary tables
of their product use and this,
according to the reason for infusions.

Please note that to go on-line with
this 2nd version of HeliTrax, the
system won't be accessible for a few
hours during the day of May 4.
It will be essential for users of the
mobile unit to synchronize their
apparatus at the end of the day
on May 3 so as not to lose data.

Launched in the summer of 2008,
the five HTCs progressively
introduced their patients to HeliTrax,
a data management transmission

IN A WORD
Rendez-vous 2009

The Canadian Hemophilia Society
(CHS) invites you to Rendez-vous
2009 in Ottawa from May 7 to 10.

A number of activities are on the
program for these four days, notably
a medical and scientific symposium
on hereditary bleeding disorders
(Friday), community development
workshops on volunteer recruitment,
fundraising, transition from
paediatric to adult care as well as
hepatitis C (Saturday). The CHS will
also be holding its semi-annual
Board of Directors meeting.

If you're interested in taking part in
Rendez-vous 2009, please contact
the office, which will send you the
registration form and a detailed
program. However, as you read this,
all funded registrations may already
be allocated.

But, considering that registration is
free and that Ottawa is located near
Montreal, some people may be
interested in participating in activities
for a single day.

For more details, contact the office
at 514-848-0666 or toll-free at
1 877 870-0666.

F.L.

system developed by CSL Behring
Canada. This electronic journal can
manage all coagulation products
available at the HTCs.

F.L.

Xyntha® now available in
Quebec

Last month, Wyeth Pharmaceuticals
announced that Xyntha®, its
3rd-generation recombinant factor
VIII — without plasma or albumin —
was now available on the Quebec
market.
Quebec is presently the only province
where Xyntha is available, Héma-
Québec having included it in its list
of refundable blood products.
Canadian Blood Services will follow
suit sometime in the coming months.
For more details about Xyntha, and
to get the link to its complete
monograph, please see the text that
appeared in Hemophilia Today,
Volume 4, Number 1, Winter 2009,
p.26. §

F.L.

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

pharmaceutical companies:


