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still a crying need for medical services.
Some images that are now part of our
past remind us of the painful gap
between our Quebec reality and that
of people with hemophilia in Tunisia.
While our youngsters suffer less
synovitis, this is an everyday reality
for young Tunisians. And yet, these
realities separate us as much as they
bring us closer, since Rome wasn't
built in a day; this is the case with the
CHSQ in Quebec, just like the ATH in
Tunisia that was founded in 1992.
By presenting our challenges and the
impact that the strength of volunteers
who defended and promoted the
interests of the hemophilia community
in Quebec over the years has had,
François' story managed to make them
understand the importance of building
perseverance and hope, two key
elements needed to mobilize volunteer
troops and assure that our objectives
are reached today and in future and
this, regardless of borders and local
realities.
Youth involvement: an essential
resource
Whether you're in Montreal or Tunis,
youth is synonymous with energy and
new ideas, because they bring new
blood to the heart of our institutions
and ensure future leaders. This is why
David Pouliot was invited to present
on the importance of youth
involvement and the various forms it
can take within organizations.
Amongst the various reasons to get
involved that David gave are the
importance of taking charge of your
own health and expressing an opinion.
The young people present listened
closely to David's words. However,
discussions with these young people
helped us realize certain local realities,
such as limited financial resources for

From November 3 to 10, the CHSQ
met with their partners from the
Tunisian Hemophilia Association (ATH)
in order to continue the international
development activities that have been
ongoing for the past three years. The
team from Quebec included François
Laroche, CHSQ President, David
Pouliot, Vice-president and active
young CHSQ volunteer along with
Joumana Yahchouchi, CHSQ Program
and Fundraising Coordinator.
Their mission was to share various
CHSQ experiences in order to enrich
the knowledge and skills of members
from the Tunisian hemophilia
community. There were different
themes on the program in Tunis and
Sfax: the evolution of CHSQ activities
and the importance of involving youth,
as well as the challenge of fundraising.
A history of the Quebec
hemophilia community
experience: a message of hope
In front of an audience that included
about 30 young Tunisian hemophiliacs,
François Laroche presented the history
of treatment for the Quebec hemophilia
community from yesterday to today,
as well as the evolution of CHSQ
activities since its founding in 1959.
At first view, one would think this kind
of presentation wouldn't be relevant
in a country like Tunisia where there's

some families or costly transportation
services in terms of time, which were
all valid obstacles to the possibilities
of sharing within this group. Despite
this, it's important to make these young
people aware and to mobilize them to
join the group as ATH volunteers. Since
who's better placed in the hemophilia
community to determine interests to
promote and the priority of actions to
take?
In terms of these exchanges, we had a
chance to see a few potential recruits
emerge, and hope that this meeting
will incite other young people to take
up this, their cause.
Fundraising: the crux of the matter
Fundraising is essential for the survival
of an organization. This is why we tried
to present the basics of this exercise
by offering the ATH Board of Directors
and their collaborators a concrete and
efficient working method. I presented
a session on how to raise funds, notably
through self-financing activities that
would generate real profits.
Our Tunisian friends don't lack ideas,
but they'll be organizing a “Bowl-a-
Thon” - Tunisian style - that should
take place in March 2009! Since a
number of ATH members have contacts
in the business community, we think
there's a good chance that this activity
will be a success in Tunis. Obviously,
it's a big challenge if you consider the
socio-economic differences between
our countries. But we're confident that
the members of ATH are up to this
challenge, if only because of the
incredible determination we've
consistantly seen in their progress and
this, by counting solely on the volunteer
involvement of their members.

A Successful Meeting between ATH and CHSQ
INTERNATIONAL TWINNING WITH TUNISIA

cont’d on page 9 >
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Joumana Yahchouchi
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Fundraising
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jyahchouchi@schq.org
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A WORD FROM THE
EDITOR

The past few weeks have been
especially busy at the CHSQ. A
Family Weekend for those living
with inhibitors, the Dance for Life
fundraising event, the training
weekend, the trip to Tunisia, a new
Executive Director, a revue of
activities and planning for 2009,
all this work required time and
energy from volunteers and staff.
You can read all about it in the
pages of this issue, texts that offer
an excellent summary of these
activities.
I'd like to mention the International
Twinning with the Association
tunisienne des hémophiles (ATH).
For four years now, we've been
working with this national
organization, a member of the
World Federation of Hemophilia.
I must admit that the progress ATH
has made, which is reflected in an
increase in the number of
hemophiliacs diagnosed in Tunisia,
as well as improvements in the
care and quality of life of people
affected, is very impressive.
Education workshops, facilitated
by health care professionals or
members of CHSQ and ATH,
combined with the involvement,
skills and determination of ATH

volunteers, is very promising for the
future. ATH can be proud of their
success these past few months. Of
course, there's still a lot to do, but
ATH is truly on the right path.
And on the home front, as we
explained in the last issue, a number
of new activities will be initiated in
2009 to better serve you. They will
match the findings from the survey
of members' needs.  Together, we'll
continue to improve the quality of
life for people with bleeding
disorders in Quebec.
I'd like to end by welcoming our
new Executive Director, Danièle
Corbeil, who came to the CHSQ with
15 years of experience in
community organizations. We wish
her good luck in her new job and
we hope that with the experience
she brings, she'll be able to lead the
CHSQ closer to its vision: a world
without the pain and suffering
caused by inherited bleeding
disorders. §
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Young hemophiliacs, future and present members
of the ATH Board, and members of the CHSQ during
a workshop for youth, held at the recently built
Hemophilia Treatment Centre in Tunis last
November 6.

The opinions expressed in the various columns are those of the authors and do not
necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address:
L'Écho du facteur, CHSQ, 10138, Lajeunesse, Suite 401,
Montreal (Quebec) H3L 2E2
Telephone: 514-848-0666  or
              1-877-870-0666
Fax:            514-904-2253
or by e-mail to the following
address:  info@schq.org
Website: www.hemophilia.ca

•  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.



Change in the Executive Director Position  Readers will please note that between the moment this newsletter was being written and the moment it went to press, the CHSQ terminated its contract with Danièle Corbeil as Executive Director.  Joumana Yahchouchi will assume this responsibility in the interim for an undetermined period, until the hiring process has taken place and this important position in our organisation filled.  Thank you for your comprehension. Staff and volunteers with the CHSQ have the welfare of the organisation at heart for all people living with an inherited bleeding disorder or living with the consequences of a contaminated blood transfusion. We’d like to take this occasion to wish you all an excellent 2009 filled with health and love.    
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EDITORIAL

For you, adults living with
hemophilia and HIV and/or HCV,
as well as for your spouses,
individualized psychological
support and, if you wish, group
support. Those concerned,
members of the organization, will
soon be approached and will
receive all pertinent information
indicating how to benefit from this
personal consultation service.
For you, parents of children with
hemophilia, both newly diagnosed
as well as those already members,
a more consistent and better
supervised follow-up for
information about your particular
needs. Here we'll be calling on your
parental solidarity to initiate an
exchange network to share
expertise aimed at improving our
support for new parents. Thanks
to your experience, you will help
support newly diagnosed parents
in order to reassure them during
their initial learning process. We'll
be calling on you to create a
network that will work through
teleconferences, spread out over
the year.
For you, women who are carriers,
a flexible formula that intends first
of all, to offer moral support
resulting in the creation of a
support network where you'll be
able to establish connections, an
initiative that can only be beneficial
and satisfying.
For you, families living with
inhibitors, we're thinking about
you a lot and we propose: a column
in each issue of our newsletter to
inform you about the multiple
facets of this reality that you deal
with on a daily basis. Also, we'll
propose a respite weekend for
parents where the children will be
taken care of by health
professionals, while you parents

Yes, it's me, your new Executive
Director. For those of you who
think that I'm replacing Aline
Ostrowski, I'd prefer to think of
myself as taking over from her.
I'll do my best to offer you my
skills and empathy to defend your
cause and improve the quality of
life for people affected by an
inherited bleeding disorder as
well as those affected by the
consequences of a contaminated
blood transfusion.
I've arrived at a very stimulating
time, having to supervise and
coordinate both what's already
an integral part of the everyday
life of the organization as well as
all the new baggage resulting
from the strategic planning
exercise. I'm referring here to the
large variety of new activities for
us, as staff. The immediate effect
is to bring us closer to our
grassroots while, through the
contribution of external
specialists, integrating
consultation, exchanges and
sharing of special knowledge that
you all can benefit from, if you
wish to take the time and so
desire, of course.
In the last edition of your
quarterly newsletter, you got to
find out about these additions to
the regular program that we
invite you to take part in. But
since repetition isn't necessarily
a bad thing, I'll list them for you
in my own words and the way I
see them. I'll only mention some
of the improvements made to our
programming in order to better
meet your needs and
expectations.

can let yourself be pampered with
a program of activities specially
conceived for you to help you deal
with stress and improve your
parenting skills. Add to this, a
project for teleconferences
allowing all parents to share
experiences, concerns, resources
and tips, all at a pace to meet your
needs. What's more, all people
living with inhibitors will be
invited at least once a year to an
information session.

For you, children, teens and
young adults living with
hemophilia, a number of projects
are on our 2009 agenda. First of
all, we'll mention summer camp
reserved for children and teens
with hemophilia and their siblings.
Together you'll have the freedom
to explore your independence as
well as enjoy physical activities
that will respect the wide range
of your possibilities.

This is only a brief summary of
the main orientations that we're
undertaking. There'll be even
more to come. But first and
foremost the success of this
program requires the involvement
of each and every one of you
because only together will we be
able to reach our goals.

We've been here for you for 50
years already and, more than ever,
we're calling on you, dear
members, to come forward both
as volunteers and as partners and
participants in one or more of our
projects. Together and only
together will we be able to support
our cause and that of our
community.

Supportive, proud, involved and
sensitive to your needs. §

by
Danièle Corbeil

A Word from the Executive Director

dcorbeil@schq.org
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FUNDRAISING

Dance for Life: a great success!
Last November 1, the CHSQ was
pleased to present its benefit show
entitled Dance for Life at Espace
Dell'Arte in Montreal. The evening,
with Daniel Tirado, a young comedian,
serving as Master of Ceremonies, was
inaugurated with a word of welcome
by David Pouliot, CHSQ Vice-president,
followed by a CHSQ corporate video;
it was a great opportunity to educate
the public about the daily reality and
challenges of people and their families
living with hemophilia or any other
bleeding disorder, as well as those
affected by the consequences of a blood
transfusion.
A colourful program
This event celebrated cultural diversity
and allowed us to discover an
incredible goldmine of talent. The first
half of the show offered fourteen dance
troupes who volunteered to perform,
offering a gamut of diverse and
entertaining performances. After the
show, DJ Renegate took over to keep
the action going and get spectators up
on the dance floor. These are the
troupes who gave the this special
evening its flare: Académie Flamenca
de Montréal, Balgari, Échine Dõ, École
de danse Gilles Beaulieu, Estação da
luz, Fearless, La Tangueria, Orpheus
from the Montreal Hellenic Community,
Saltimambo, Sirena, Solosalsa, Studio
88-Swing and Studio Tango Montréal.
And who can forget the breathtaking
number by the internationally
renowned tap
artist, Travis
Knights (seen
here), who
blinded us not
only with the
agility of his
dance steps and
the emotion of
his
presentation,
but also his
personal touch.
He didn't
hesitate to
remind

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

The next wave of Bowl-a-thons
will soon roll in!
You'll soon get information about the
next CHSQ Bowl-a-thon that should take
place sometime in April-May 2009. I'd
like to remind you about the exemplary
initiative of Nathalie Martel, a member
of the CHSQ, who successfully launched
the first Bowl-a-thon in Victoriaville in
May last year.
And I'll bet that you also have more
tricks up your sleeves to organize a
similar activity. Why not follow in the
footsteps of this initiative in Sherbrooke,
Gatineau or Rivière-des-Prairies?
Red, White and You
April 17, International Hemophilia Day,
will soon be here. It's the perfect
opportunity to organize an awareness
activity or a fundraising event in your
community, at your workplace or at your
child's school. I'd like to remind you that
we have a great promotional kit called
Red, White and You that can help you
hold an activity like this, and it's easy
as pie!  You can get your kit by
contacting us right now:
jyahchouchi@schq.org.
Dare to Dream for Hemophilia
The Dare to Dream for Hemophilia
activity offers you nothing less than a
training session in a formula Van
Diemen race car on the Bridgestone
circuit, one of the most important ones
in North America.
By participating in the contest, you can
win one of the places on the circuit!
Keep up with the details for 2009 about
this contest by visiting the website early
in the year at www.idaretodream.ca.
All you have to do is register and
promote it with those around you!
CHSQ pens
We still have some of our CHSQ pens
left.  We invite you to fill in the form to
sell them to people around you and let
them know about your cause. You can
try this formula: “ 1 pen for $3 or 3 pens
for $10! ”. §

spectators about the reason they were
there: to support the cause that, as he
so well reminded us, « unites us all».
Encouraging results
We can confirm that this evening was
a great success: almost 250 spectators
took part in Dance for Life, which
generated $17,500 in profits. And in
all, over 60 dancers agreed to share
their passion for the art of movement.
We also want to thank our various
partners who made this event possible:
the dancers for having shared their
grace and energy, but also the various
sponsors and companies who agreed
to support this project, including our
silver partners: Bayer, Novo Nordisk,
Schering-Plough and the SAQ, as well
as our bronze partners: Baxter, CSL
Behring, House of Travel and Molson.
Special thanks go to Bombardier,
Héma-Québec, Groupe Jean-Coutu and
the McCarthy-Tétrault Foundation who
agreed to support the organization,
each in its own way. We also thank our
distributors and suppliers who allowed
us to add that special touch to the
event. We mustn't forget the public
who chose to participate in this evening
and, of course, the many faithful CHSQ
volunteers who we sincerely thank for
lending a helping hand in the smooth
running of the organization's activities.
We wish long life to Dance for Life and
again salute the dedication of all our
volunteers who were involved in this
activity, and don't hesitate to « pass it
on» by sharing their talent, their time
and their smiles in service to the health
of Quebecers.
Donation campaign
We'd like to take this occasion to thank
everyone who answered the call for
our 2009 donation campaign “NEW
BLOOD”. As you know, 2009 is going
to be a busy one for the CHSQ. A
number of activities will be developed,
which is why we need to get more
funding to make sure that all these
activities will be held. We encourage
members who haven't yet made a
donation to do so now so that we can
end our year on a positive note and
get off to a good start in the new one.
Help us help  you!

Spotlight on fundraising
opportunities
There's no magic recipe for fundraising.
But there is a recipe for success: being
able to count on people who are ready
to give their time and energy for a cause
they hold dear. Choose one of these
many CHSQ activities or create your
own for 2009!

The troop Sirena brought the exotic rhythms of
Mauritania to Quebec.
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PARENTS’ CORNER
A Hemophiliac in my daycare… What do I do?

to play with his friends, hug
everyone, play with blocks…in fact,
he did everything that an ordinary
two-year-old does. However, my
little ray of sunshine was a bit
different: he had hemophilia.
When I learned that I was going to
have a boy with hemophilia in my
group, my first reaction was to get
information. I immediately checked
out the Internet to get
documentation, since I admit that
my level of stress had suddenly
risen a bit. But I realized that I really
didn't understand this disease when
the parents came to talk to us. I
thought that he would bleed
everywhere, that I had to make sure
he didn't cut himself, and that he
risked bleeding all over the place
at any moment…but I got a surprise.
They presented hemophilia to us
the way they experienced it on a
daily basis, but not in a way that
was « frightening». So it was with
this information that, together, we
started what was to be a
memorable year, but that had
nothing to do with hemophilia.
Surprisingly, I quickly realized that
hemophilia was often forgotten
during our daily activities.  There
were a few times when he bled, but
nothing major. Plus there was never
any difference felt between the
other children in the group and the
boy with hemophilia, even though
he wore a padded helmet. The
parents were always available to
answer our questions, and I felt
supported in my work with this
child. I'm no longer afraid of
hemophilia, and I wouldn't hesitate
to live this same experience again! »

A daycare worker who misses
her little ray of sunshine!

***

I hope you enjoyed these stories!
I want to wish everyone Happy
Holidays and may 2009 be filled
with joy and, of course, health!
I invite you to contact me with any
idea about topics for the Parents'
Corner or for any comments
about this topic. I'd be happy to
answer any e-mails:
yanliz@ccapcable.com. §

Hello everyone! I'll start this
column with a phrase that may
make some of you shiver… winter
is here! Yes, I can confirm it after
having spent half an hour outside
cleaning off my car and another
half hour getting ready to leave and
another one getting my kids
dressed. I love winter…
Enough already about the joys of
this cold season. Here's the topic
of this column: a child with
hemophilia in my day care (or in
my class). In every issue of L’Écho
du facteur I do what I can to find a
topic that could be of interest to
you as the parent of a child with
hemophilia. Since I've experienced
this myself, I'm aware that one of
the problems parents with children
with hemophilia often come up
against is finding a daycare service.
So I invite you to read the following
testimonies by two daycare workers
who've had a child with hemophilia
in their centres. I think these stories
will prove once and for all that
hemophilia isn't a handicap (my
opinion, of course), but a treatable
condition that can be fairly easy to
deal with as long as communication
between the daycare worker and
parents is good (hemophilia without
an inhibitor).
The first story comes from a day
care worker in a private home in
the Quebec City area, Mrs.
Dominique Couture. She welcomed
my son into her daycare every
morning for five years and always
did it with a smile. It was a real
blessing to be able to go to work,
knowing that my son was in good
hands. I'll let her tell you about it.

***

«I’d like to share the privilege
I had taking care of a little boy with
hemophilia. I was lucky to welcome
Dylan when he was 1 1/2 months
old, my youngest baby. Around the
age of 6 months, his mother told
me the bad news: Dylan had
hemophilia.
I already felt attached to Dylan and
I decided to take on the challenge
with his parents who were
extraordinary. For his safety, Dylan
wore a little padded helmet that
added to his charm! During those
five marvellous years that he
attended my daycare, I offered him
a safe environment adapted to his
needs and I also told the other
children about him. I wanted Dylan
to feel just like the others and it
was the group who adapted to him.
Of course I admit that in the
beginning, I felt a bit insecure. Each
day, I drew the bruises on Dylan
onto a little drawing of a human
and when I changed his diapers, I
checked the bruises to make sure
everything was normal.
I discovered a little man with great
maturity who learned how to
handle his infusions and was able
to explain hemophilia to the others.
Dylan never demanded more time
or energy than the others, just a bit
more vigilance.
He left the daycare in September
of last year for Kindergarten and
I'm glad to have had the
opportunity to live this adventure,
since he taught me a lot. »

***
The second story comes from
another daycare worker, but in a
Centre de la petite enfance (CPE).
The lady wants to remain
anonymous and I'll respect her
wish. A few years ago, she had a
two-year-old boy with severe
hemophilia in her group. Here is
her story.

***

«Let me tell you about the little
ray of sunshine who was part of
my group a while ago! This little
boy, who was two at the time, loved

by
Lisa-Marie Mathieu

yanliz@ccapcable.com



6

VOLUNTEER WEEKEND

Nothing's too good for our
volunteers

We greeted our generous
volunteers at the Estrimont, Suites
and Spa in Orford, in the Eastern
Townships, the weekend of
November 14-16. There were over
thirty people gathered to celebrate
all the excellent work that's been
accomplished over the past year.
While there was a festive
atmosphere, we were also there to
work and we had a busy and
intense schedule.
Since I was brand new to your
organization, I took this
opportunity to join the staff
members, Genevieve and
Joumana, at the registration table.
I got a chance to meet everyone
as they arrived and also to chat
and get to know some people.
We all gathered to enjoy an
excellent meal on Friday evening
during which our President,
Francois Laroche, took the
opportunity to thank participants
for their presence and their
important role on the team, and
also to officially introduce me as
the new Executive Director.
Saturday was dedicated to
governance, a subject that's not
always easy and sometimes rather
arid, dealing with many aspects
and structures that characterize an
organization. We talked about rules
and regulations, committees,
leadership styles and much more.
A facilitator from the Centre St-
Pierre, Ms. Elise Lemaire, shared
her advice and knowledge with us,
without directing us one way or
another or telling us what to do,
since all decisions were ours to
make.
On Saturday night, the staff had
prepared quite a party! Highlighting
the qualities of each volunteer with
an amusing presentation, each
person was thanked in turn and

was given a token of our
appreciation and also had to give
a little speech. The evening
continued with an exchange of gifts
picked at random, many objects
being quite unusual and funny, only
making sense once the donors
explained the reasons for giving it.
Sunday was dedicated to
presentations given by our partners
from the pharmaceutical
companies who, one by one,
explained in detail the
particularities of their products
specially designed for people with
hemophilia.
It was a great weekend filled with
warmth, feeling, complicity and
friendship, the kind that's always
great to experience again and
again.

Volunteering, what can it bring
to my everyday life?

I must honestly admit that, for my
part and according to my
convictions, I'm an unconditional
fan of volunteerism in all possible
forms and places. Without the
constant presence of active
volunteers throughout our society,
it would be impossible to assure
collective survival where so many
vulnerable individuals and groups
live and survive.
“Volunteer work is an essentially
voluntary and unremunerated
action by people who, either on an
individual or community base,
dedicate some of their time to

«improving the quality of life of
others» (CABQ 1987).” Every
volunteer action refers to clearly
defined jobs that are connected to
someone responsible at the heart
of the organization.
Can each of us in our daily life and
environment really think that we
act alone without the support and
sharing of our neighbours? Through
its distinct and united communities,
a society is founded on each
person's intrinsic ability and worth
to generate energy from within
itself through networking and
community. Strengths, connections
and organizational structures that
give every citizen opportunities to
get involved and make a difference,
no matter their age, beliefs or role.
Each year since 1985, on
December 5, the United Nations
highlights the importance of
volunteer work around the world
and has declared an International
Volunteer Day, highlighting their
worth. We at the CHSQ are proud
and more than lucky to be able to
count on a strong team of
volunteers who are involved in the
success of our activities while
participating in decisions through
many committees.
To say thank you isn't enough
because without your precious
collaboration, we, the members of
staff, would feel very alone and
wouldn't have the feedback to
better serve your needs.
If you'd like to be part of our team,
let us know by calling us or by
sending us an e-mail at
info@schq.org. §

Volunteer empowerment, party and pharmaceutical companies presentations

by Danièle Corbeil
Executive-Director

Saturday was

entirely devoted to

a workshop on

governance,

including all

aspects and

structures that

characterize us as

an organisation, led

by Élise Lemaire,

trainer from the

Centre St-Pierre.
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INHIBITORS’ CORNER

Hello everyone,

I'm very pleased to be able to
introduce this text, which will allow
you to appreciate the courage of
children and their families faced
with the small and large challenges
of life.

Magalie, a mother of a child with
inhibitors, traces the portrait of
situations that, without everyone's
support, would be difficult to
overcome.

Ah! Those inhibitors…

The complication of inhibitors
in hemophiliacs has a major impact
on their present and future quality
of life. In fact our little man, who's
nine years old, has been affected
by inhibitors since he was a baby.
They've never been very high, but
they're so stubborn that they're still
present and persist despite immune
tolerance treatments he's been
getting for almost 5 years.
Since there are very few of us in
this situation, I've realized over the
years that the impact of inhibitors
on the quality of life of
hemophiliacs is not really
understood, but it's worth taking
a closer look at because of its large
social and financial impact. For
example, the simple act of going
to daycare and school becomes
very difficult and agonizing steps
for parents. We need to be better
equipped and need guidance.

Thankfully, school personnel were
very understanding and listened
to us and we didn't have to fight
to make them understand the
dangers related to hemophilia and
inhibitors. Not everyone was this
lucky. Along with Dr. Rivard and
Claude Meilleur's team, we have
an exceptional service with world-
renowned caretakers.
What's more, recently within the
CHSQ, we're feeling a wind of
change, a desire to act and help
families living with this
complication of hemophilia. I also
believe that improved services are
also due to the involvement of
people living with inhibitors. I'd
like to thank everyone, and in
particular our marvelous
Dr. Rivard, for his dedication and
his work in the field of inhibitors,
along with Claude for her empathy,
her kindness and her skills. God
only knows how many times I've
called and this, at all hours of the
day. She's always there for us and
this is a great support.
Benjamin had almost no bleeds
before he was five years old, but
since then, he's started having
bleeds in his ankles. The bleeds
became repetitive, preventing him
from walking for almost two years.
Putting any pressure on them
caused a bleed. Benjamin got
around by crawling around the
house and using a wheelchair at
school for over two years. The
future wasn't very bright for our
son, until the day that Dr. Rivard
decided to hospitalize him for two
months in November of 2007, in
order to stop the bleeds and allow
him to get intensive physiotherapy
treatments. Dr. Rivard told us at
this point: « I had this experience

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

30 years ago and the person walked
again». Not very encouraging, when
you're told that this intervention
was tried on a single person 30
years before! We really felt like we
were different.
Having absolute confidence in Dr.
Rivard's abilities, Benjamin entered
the hospital a few days later. Believe
it or not, after his intense efforts,
his sacrifices and thanks to the care
of the whole team (Claude,
Dr. Rivard, Nichan and Chantal),
Benjamin left the hospital walking
and the inhibitors began to
disappear.
Since February 2008, Benjamin has
continued to improve. Our daily life
is not the same since he's been able
to walk. In fact, just think about it,
the simple action of getting up to
get a cookie in the cupboard by
himself is a huge step for us.
Looking at him standing up,
something that hadn't happened
for over a year, we were surprised
to see how tall he was. What
happiness!
Despite the pain and deprivation,
Benjamin was always in good spirit
and never said he was sad or
frustrated despite his health
problems. He's an amazing little
boy! Faced with this disease, he
shows great maturity and is an
example of courage and
perseverance for us that motivates
us to continue and not give up.
I continue to hope that one day he'll
clear these troublemakers
(inhibitors) so that his life will be
more normal. We promised him « a
big party» when he reaches « 0 »
and believe me, it'll be a blow out! §

Magalie Rinfret

A MOMENT TO REFLECT

«  Great fires are born from little sparks. »

Cardinal de Richelieu

Ah! Those inhibitors… 
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2008 Family weekend for people
affected by inhibitors
Six families answered the call for the
inhibitors family weekend that took
place from October 3 to 5 at the
Estrimont Suites & Spa in Orford, a
chance for families affected by this
reality to get together and share a few
moments of well-earned respite.

Made to measure activities for
youngsters
All weekend the children took part in
various workshops, including a music
therapy session co-animated by
Suzanne Douesnard, psychologist,  and
music therapist Nathalie Leduc, both
from CHU Sainte-Justine, where
participants tried to express different
emotions through words and music.
There was also a yoga session led by
yoga specialists Maria Garon and Lise-
Amélie Roy that allowed them to
explore yoga positions such as the cat,
the lion and the cobra.

Sunday was the final day with a highly
appreciated question and answer
workshop with Dr. Georges-Étienne
Rivard, Hemophilia Clinic Director at
CHU Sainte-Justine. Saturday evening
the illusionist, Magislain, managed to
capture the attention of the little ones:
the appearance of a dove, a cute little
rabbit and a giant magic wand kept
our youngsters enraptured.

Respite for parents
Meanwhile, parents were invited to
take part in a session on stress

management using music therapy with
Suzanne Douesnard and Nathalie
Leduc. This was a new experience for
the parents, and opinions were divided
as to the best way to approach the topic,
but one also grows through experience.

A yoga workshop led by Marie Garon
also allowed them to acquire certain
relaxation techniques. While our faithful
animators, Annie de Pauw, Assia
Hassaine and Isabelle Vaillancourt, had
concocted a savoury program to interest
the children during their free time, the
adults had a chance to take advantage
of a few moments to rest.

Feedback from a participating mother
Magalie Rinfret, a CHSQ member,
agreed to share her impressions with
us: « There were six families, four who've
known each other for a few years. It's
not many families you might say, but
there are about 10 of us living with the
complications of inhibitors. This weekend
allows us to enjoy some well-earned time
out for parents and wonderful moments
for sharing between children who get to
know each other better from year to year.
The boys are between 7 and 10 years of
age and this year it was easier for them
to connect with each other.
The children and parents took part in
different activities and in particular, they
were able to take advantage of the spa
and the pool. While we older ones were
busy or else relaxing, the kids were well
taken care of and the animators amused
them in a safe environment. From one
year to the next, it's hard to find themes
for workshops since many different topics
have already been dealt with to this point.
We take this opportunity to share and
rest.
This weekend is also and especially for
the children who are older now, and
more curious to understand their
situation. So for the past two years, a
session has been added where the
children get to ask Dr. Rivard questions,
without their parents being there. These
are very special times for the children
where they can learn more about their
disease and its consequences.
All in all we had a good time and got
some rest. I'd like to take advantage of
this opportunity to thank the CHSQ on
behalf of all the families present for having
organized this activity, one that's always
appreciated. Mission accomplished!»

Finally, we'd like to thank all our
partners without whom this activity
would not be possible, including the
Fondation Paul A. Fournier, which
offered a generous donation of $3500.
Also, we want to recognize the work
done by the working group for this

CHSQ ACTIVITIES

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

activity: Magalie Rinfret, CHSQ volunteer,
and Claude Meilleur, Nurse-Coordinator
at the Quebec Reference Centre for
Patients Affected by Inhibitors at CHU
Sainte-Justine, who was also present to
ensure safety on site. The interest of
Hélène Néron, Coordinator with the
Eastern Quebec Regional Hemophilia
Centre at l'Hôpital de L'Enfant-Jésus,
who attended as an observer, didn't go
unnoticed. And we mustn't forget the
generous cooperation of Dr. Rivard who,
along with his sympathetic ear with the
young ones, insisted on offering his fee
as a donation to the CHSQ.

Social activities for families with
young children
On December 7, in the Quebec City area
and in Montreal, social activities for
people with young children aged
between 0 and 8 years of age took place.
In all, six families took part in a dinner
at Scores followed by an afternoon at
the Olympic pool in Montreal, and in
Quebec City, there was a buffet followed
by a guided tour of the Quebec
Aquarium. Thanks go to Stéphanie
Legault and Isabelle Servais who helped
prepare these activities!
Spotlight on upcoming events
2009 Calendar of events
As  you're aware, following the needs
study that took place in 2008, a number
of new services and activities are on the
program for next year. Certain ideas for
activities will be reviewed, while others
will be added to regular programming.
As mentioned by Danièle, we'll keep you
informed about the time of each activity
so that those who are interested can
take full advantage of these new
occasions for training, sharing and
support.
2009 Family Weekend
Enclosed you'll find the registration form
for the family weekend, which will take
place March 27-29 at the l'Auberge
Matawinie in Saint-Michel-des-Saints.
Please complete it and return it to our
offices before February 16, 2009, along
with your duly completed membership
renewal (one form per registered
member). We would like to thank the
generosity of ING Foundation, which has
made a donation of $ 1 500 for this
activity and sincerely hope that this first
collaboration will be renewed in the
future.
The rates for the family weekend are the
same as last year: $55 per adult, $30
for each child under 18, and $125 for
friends of children with hemophilia.
Don't forget, places are limited and it's
imperative that you send in your forms
before the deadline! §

Dr. Rivard in a workshop where many questions
from the youngsters were answered.
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The vibrant story of a young
Tunisian
We managed to get a young man,
Issaoui Montassar, who attended the
presentation in Tunis, to talk to us. “To
begin with, I'm going to explain that
November 6, 2008 is important to me
as a new start in life… I met new
people, especially David and Joumana,
who I consider not only friends, but a
second family. This experience was
very important because it changed the
course of my life in a good sense. This
young man, David, full of life, gave me
back my confidence, all the while
ignoring our differences. I also learned
from beautiful Joumana how to
overcome obstacles in life without
giving up, and I remember her most

richness of sharing worked both ways: the
passion of our Tunisian friends'
involvement represents a real source of
inspiration in the daily work of the CHSQ
in our part of the world! §

important piece of advice, which
was to explain this disease to our
society and help people understand
without prejudice. What's more,
I consider Mr. François was right
when he said that « without
courage and daring we'll always
be last » and that « falling isn't the
problem: the problem is if you stay
down ». Finally, I want to thank
you for this great experience and
for having given me the chance to
write these words in your
newsletter.” Thanks for these
touching words from Issaoui, who
we  hope will keep up his courage!
And to end, the Quebec delegation
wants to mention the warm
welcome we were given by all
members of ATH. This made our
stay as pleasant as it was
productive. No need to say that the

For two years now, education days
have been held at the CHU Sainte-
Justine Hemostasis Centre. The goal
is to improve the basic knowledge of
our severe hemophilia teens, to give
them tools to make enlightened
decisions about physical activities, to
support them in accepting their
disease as well as facilitating their
integration into society and their
transition to independence.
The idea for organizing this type of
day came about from clinical
observations and major gaps in our
young people's knowledge: lack of
basic knowledge about hemophilia
and their own medical condition; a
marked lack in motivation and
adherence to the treatment plan and
follow-up proposed by the
multidisciplinary team; inappropriate
choice of sporting activities; lack of
perseverance doing the exercises
recommended by the physiotherapist;
difficulty with social and personal
relationships and with employers;
difficulty becoming autonomous and
accepting recommendations from the
treatment team.
Teens are invited to participate in
these education days during their

NURSES’ CORNER
Education Days for Teens with Severe Hemophilia at the CHU Sainte-Justine

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

annual visit. The professionals
involved are Dr. Rivard, psychologist
Suzanne Douesnard, social worker
Yolaine Houle, physiotherapist Nichan
Zourikian and I, Claudine Amesse,
nurse coordinator.
Here's the model for these days:
individual meetings are held with each
professional listed above who
evaluates, according to their
respective fields, each young person.
From 10:30 to 1:00 pm, the young
people attend an education workshop
together and discussions are
facilitated separately by each
professional.
The nurse explains how to calculate
the level of factor in the blood
according to the dose infused and the
lapse of time since the last infusion.
She also teaches them how to adjust
the number of units to be infused
according to the degree of severity of
the bleed or injury and this, depending
on the delay since the last infusion.
They learn to adapt these notions to
their type of hemophilia and their
respective weights. They fill in a
magnetic board that already contains
basic  information with their personal
values and are invited to keep this as
a reminder on the family fridge. Using
a visual presentation, the
physiotherapist shows what happens
to a joint when it has a bleed. He
explains the importance of resting the
joint for a certain amount of time and

then following a program of
progressive exercises.
The teens share a delicious and
healthy lunch with the professionals,
allowing for discussions in a relaxed
atmosphere. This lets them get to
know other teens living with a similar
situation.
The social worker and psychologist
then meet with the young people to
allow them to express their thoughts
on various aspects of their social and
family life in relation to their
hemophilia.
Questionnaires are distributed to the
young people at the start in order to
evaluate their actual need for
education, and then what they've
learned after the workshops are over.
Results from these questionnaires
confirm initial clinical impressions,
that there's little understanding on
their part about their disease and their
treatment, despite the time spent
teaching by parents and health care
professionals. We conclude that a
specific educational program
addressing teens must be part of every
pediatric treatment centre in order to
ensure the transition to adult care and
all the skills needed for efficient self-
infusion and safety.
I hope I've managed to describe the
main points of this program that we
feel important since it appears to meet
a real need with our young severe
hemophiliacs. §

INTERNATIONAL TWINNING WITH TUNISIA (cont’d)

 > page one cont’d

Young hemophiliacs from Southern Tunisia.
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FOCUS ON HEPATITIS C

five days raised a level of
circulating interferon up to 4.2+/-
0.5 log2 u/ml (P <0.05) against
2.0+/-0.3 log2 u/ml of the controls.
Interferons are the body's switches
that help cells resist viral infection
and provide the initial, crucial
response to immune challenges.

The American-made product is the
contemporary adaptation of the
Soviet research. It was introduced
in the U.S. by a retired Colorado
pharmacist when he observed the
lactobacillus lysate's effect of
eliminating his daughter's Hepatitis
C symptoms. The product is now
manufactured in the U.S. by
Vivolac Laboratories of
Indianapolis, Ind.

Read more at:
http://news.prnewswire.com/
DisplayReleaseContent.aspx?
ACCT=104&STORY=/www/story/
11-18-2008/0004927808&EDATE=

Results Of Human Safety
Study For Hepatitis-C
Patients Treated With The
Aethlon Hemopurifier®
October 16, 2008

Aethlon Medical, Inc. announced
the completion of a human safety
study. The primary objective of
the study was to evaluate the
safety of the Aethlon
Hemopurifier® in health
compromised end-stage renal
disease (ESRD) patients that
require kidney dialysis.

The Hemopurifier® is a first-in-
class medical device that assists
the immune response in
combating infectious disease
through real-time therapeutic
filtration of infectious viruses and
immunosuppressive proteins.

In addition to demonstrating
safety, the study provided the
opportunity to observe changes
in viral load in ESRD patients
infected with Hepatitis-C virus
(HCV).

Read more at
www.medilexicon.com/medical
news.php?newsid=125615

Protein Signature May
Predict Who Responds To
Hepatitis C Treatment
November 3, 2008

A tell-tale set of newly-identified
proteins may be able to predict

who will most likely respond to
standard therapy for Hepatitis C
infection, say researchers in the
Duke Clinical Research Institute.
It is a development that could help
patients facing one of the most
taxing therapeutic regimens in
medicine.

Duke scientists discovered three
factors representing clusters of
proteins or peptides that can
predict in nine cases out of ten
who will respond to therapy and
who will not. "This is just a first
step," says Moseley, who is
director of the proteomics
laboratory in the Duke Institute
for Genome Science & Policy. "We
still have to figure out which
protein pathways these clusters
are associated with.

That, in turn, may yield
information that could lead to new
treatment options or more
informed treatment decisions
using current therapies.We have
needed something like this for a
long, long, time," says Keyur Patel,
M.D., the lead author of the study
and a member of the DCRI. "We
are now validating our initial
findings in a second set of 30
serum samples from the same
biorepository. We are hoping to
use these protein signatures in a
clinical trial within a year or so."

Read more at:
www.emaxhealth.com/2/39/261
03/protein-signature-may-predict-
who-responds-hepatitis-c-
treatment.html

Study Shows Soviet-Era
Dietary Supplement Boosts
Immune Activity
November 18, 2008

A recent study on an American-
made, Soviet-developed immune
formula shows the product has a
significant effect on immune
function.

Among other findings, the study
demonstrated that daily
administration of Del-Immune
V(R), a dietary supplement,  within

News in Brief

by Michel Long
CHS HIV/HCV Program
Coordinator

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.
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by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

National Youth
Committee

It was a pleasure to take part in
the National Youth Committee
meeting and to see the
motivation that exists in young
people living with bleeding
disorders.

The weekend included the
elaboration of an action plan to
reach even more youth and
encourage them to find out
about the Canadian Hemophilia
Society and their chapters and
eventually become active
members.

With this in mind, there'll soon
be a twinning program between
youth and adults to help share
this knowledge and give a good
base to newcomers.

So I'd like to call upon all young
people who have questions or
who are interested in taking part
in youth activities to
communicate with the young
people involved in the Quebec
Chapter who appear on this
page of L'Écho du facteur.

I hope to see you soon! §

Martin Kulczyk

I was amongst those lucky enough
to travel to Tunisia at the beginning
of November. My presence was
due to the fact that I was invited
to make a presentation for young
hemophiliacs in that country about
the activities that youth groups
organize in Quebec and in Canada.

François and I got to make two
presentations in both Tunis and
Sfax. These are the two largest
cities in the country, both located
near the Mediterranean Sea, Tunis
in the north and Sfax, which is
centrally located. François'
presentation dealt with the
evolution of care and our
organization.

The Association tunisienne des
hémophiles (ATH) is an

organization that's making great
strides with incredible
determination. While we created
our youth group just barely four
years ago, ATH is already looking
to create its own group.
Everywhere we went, both young
and old alike were eager to listen
to us and showed us great respect.
I was very touched by how pleased
they were to meet us.

Accessibility to care, problems with
transportation and taboo subjects
are some of the many obstacles
that Tunisian hemophiliacs will
have to deal with, and are priorities
for the youth group and future
leaders. It's to their credit that ATH
already recognizes this
importance. To continue the fight
for this cause, young people must
also get involved. I raise my hat to
ATH for being avant-garde.

The purpose of my visit wasn't to
start up a youth group while I was
there, but just to plant the seed of
this idea. I hope to be able to
continue this dialogue with my
new Tunisian friends and, one day,
to have the honour of including
the Quebec Youth Group in a
twinning with the Tunisian Youth
Group. §

Impressions from my Trip to Tunisia

WINNERS OF THE 2008 SCHOLARSHIPS

As part of our Scholarship Program,
the two candidates chosen to
receive scholarships in 2008 for the
amount of $1250 each are Patrick
Syriani and Anne-Julie Robitaille
Patrick is presently registered at the
Hautes Etudes Commerciales (HEC)
and is completing a degree in
Business Administration,
specializing in Market Economics.
According to him: « Joining the
CHSQ has allowed me to take better
care of myself, become independent,
responsible and disciplined. The past
few years I've gotten involved in the
hemophilia community and I've

benefited in a number of ways,
amongst which is having had the
opportunity to participate in an
international leadership program.»

As for Anne-Julie, she studies at the
CEGEP Lionel-Groulx in Humanities
and Administration.
« Thanks to all the conferences that
the CHSQ offers, either about getting
involved or leadership, I've been able
to realize that in life you have to get
involved in everything that's
important to you. Since I really
wanted to get involved, I planned a
project that allowed me to get to
know the CHSQ: an auction. Thanks
to the CHSQ, I'm more open to
what's happening around me and
to what's happening in the world. »
Congratulations to our two
recipients! §

F.L.

Patrick Syriani

Anne-Julie Robitaille



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

pharmaceutical companies:

significant contribution to the
development of specific projects within
the organization.
• Honorary Member
This award is presented to an individual
who is not a member of the CHSQ but
who has made a significant contribution
to the goals of the organization.
• Lifetime Member
This award is the highest category of
Chapter Award presented to a CHSQ
volunteer to recognize an exceptional
contribution and devotion to the
development of the organization over
many years.

You are invited to propose the name of
a candidate who, in your opinion, has
stood out for his or her exceptional
involvement for each of the award
categories. The deadline for submitting
nominations is February 25, 2009.

F.L.

Call for Candidates for a Position
on the CHSQ Board of Directors
On March 28, the members of the CHSQ
2009 Board of Directors will be elected
during the Annual General Meeting. We
are looking for people with knowledge
and skills who wish to get more actively
involved at the heart of the
organisation's decisions.

You'll find the call for nominations form
included in this mailing to be completed

IN A WORD
Membership Renewal
The time has come once again to renew
your CHSQ membership. There is no
longer a fee required to renew your
membership or to become a new
member of the organization. However,
a contribution for an amount left to
your discretion would be greatly
appreciated.

It's important that you return the
completed form included in this issue
of l'Echo du facteur as soon as possible.
Don't forget that under all
circumstances, there's strength in
numbers.

D.C.
Nominations for the 2008
CHSQ Awards
The following awards can be presented
by the CHSQ to people who have been
outstanding volunteers during the year
2008 or over a longer period of time:

• Volunteer of the Year
This award is presented to a volunteer
member of the bleeding disorders
community who has made a particular
contribution to the mission and various
mandates of the CHSQ during the past
year.
• Award of Appreciation
This award is presented to an individual,
whether or not the person is a member
of the CHSQ, who has made a

by those interested in this opportunity.
Also, if you know anyone who has
expertise that can help the CHSQ, but
who doesn't have a direct family
connection to someone with a bleeding
disorder or someone living with the
consequences of a contaminated blood
transfusion, his/her nomination can be
put forward (please inform them about
your action) and this person can ask to
become a member of the CHSQ as a
support member. The Board of Directors
will judge the pertinence of his/her
nomination and may offer him/her
status as a support member.

For more information about the
responsibilities and work of the Board
of Directors, please contact the office.
Nomination forms must be received,
accompanied by the required
documents, no later than noon on
March 25, 2009.

F.L.

Humate P® can now be stored at
room temperature
CSL Behring, the manufacturer of
Humate P®, a combined factor VIII and
von Willebrand factor product,
announced at the beginning of
December 2008 that the product can
now be stored at room temperature. In
fact, data on the stability supplied by
CSL Behring allowed Health Canada to
license Humate P for storage at a
temperature between 2° C and 25° C.

These new storage conditions apply to
product presently in Héma-Québec's
inventory, in hospitals and in patients'
homes, as well as to new Humate P lots
to come. This will make management
and transport of this product easier.

The company says that changes to the
storage temperature will be indicated
on the product monograph and on the
box as early as spring 2009. §

F.L.




