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The final session on mild hemophilia
caught my attention by the way the
topic was presented. In fact, I learned
that mild hemophilia mustn't be
taken lightly! While mild
hemophiliacs have a greater potential
for healthy joints, they still have a
tendency to bleed and they rarely use
concentrates.
The next day, I took part in the Drive
your car, drive your care workshop
that dealt with various treatments
for pain, depending on its intensity,
and road safety. It was a very
interesting workshop that allowed
me to meet many new young people
from the community.
Rendez-vous Calgary gave me the
opportunity to meet many people,
both professionals and volunteers
involved in the CHS. I even took this
opportunity to visit Banff National
Park with other participants! §

Patrick Syriani

New publications
The Canadian Hemophilia Society
(CHS) recently launched several new
publications that may be of special
interest to you.
The first document, entitled Federal
and Provincial Support Programs,
outlines various types of support
available to persons with physical
disabilities. The programs described
primarily target people with a disability.
Three other publications deal with
insurance. Individual Insurance
Coverage provides a range of advice
on choosing and obtaining personal
insurance coverage. Travel Insurance
Coverage outlines the various
protections offered by private travel
insurance plans and the coverage
provided during short-term travel
outside your province of residence.
This document ends with a series of
practical tips for travellers. Provincial
Drug Insurance examines the
differences between the various
provincial plans and the repercussions
that these differences have for the
products most commonly used by
individuals with bleeding disorders.
All four documents are available in
PDF format on the CHS Web site
www.hemophilia.ca. Click on Support
and Education in the left-hand menu.
A fifth document, Compensation
Programs for Individuals with HIV or
Hepatitis C, provides an extensive and
clearly outlined list of the federal,
provincial, territorial and Canadian
Red Cross compensation programs
available to victims of the Tainted
Blood Tragedy.
This document is also available in PDF
format on the www.hemophilia.ca.
Click on HCV/HIV on the left-hand
menu. §

- F.L.

IN A WORD

Having attended Rendez-vous Quebec
and the one in Ottawa, going to
Rendez-vous Calgary was a no-
brainer. I absolutely wanted to be
there.
As a member of the National Youth
Committee, it's important for me to
learn as much as possible about topics
not necessarily related to severe
hemophilia A, the type that I have.
And Rendez-vous 2011 definitely
offered this. The themes of the medical
and scientific symposium didn't
concern me directly, but they were
very interesting.
The session on aging allowed me to
understand that when you get older,
care isn't as simple as for young people
with a bleeding disorder. Advances in
research show that doctors are taking
this subject to heart.
As for rare bleeding disorders,
presenters shared their experiences
and it was very educational. What
made this session even more enriching
was the reactions of the professionals,
who were very interested by the
content of these testimonies.

RENDEZ-VOUS (page 1 cont’d)

Three delegates from the Quebec
Chapter travelled to Tunisia in
December 2010 for the final activity
in our WFH twinning partnership.
Workshops dealt with strategic
planning and good governance
practices. L'Association tunisienne
des hémophiles (ATH) immediately
began working on restructuring their
organisation, creating a Medical
Committee and a Patient Outreach
Committee to contact new families
and recruit new volunteers.
However, soon after, there was
political upheaval in Tunisia, which
sparked the Jasmine revolution,
spreading throughout the Middle
East. Recently acquired prophylactic
treatment was halted due to the
uncertainty of replenishing existing
stocks in the near future because of
ongoing changes in the government.
On-demand treatment was available
only at the treatment centre where
patients and parents, along with
their children, had to pass through
throngs of demonstrators in the
square beside the hospital to get to
the clinic. Thankfully, prophylactic
treatment was reinstated in May in
Tunis and in some large centres.
Work on the strategic plan
developed with ATH in December
has been put on hold until the

situation stabilizes. Yet despite the
upheaval, volunteers from ATH have
continued their work. They've
organised parent workshops in
Tunis, held two blood donor clinics
for World Hemophilia Day with
information kiosks in Tunis and
Sousse and were interviewed for an
article that appeared in a local
health magazine. ATH was also
involved in blood donor clinics for
International Blood Donor Day in
June.

Tunisia-Quebec Twinning
Honoured
We are proud to announce that the
Tunisia-Quebec twins have been
awarded the WFH Organisational
Twin of the Year Award for 2010.
This award is given in recognition
of the hard work and dedication of
all participants, patients and medical
personnel, involved in this
successful twinning project. It will
be presented at the WFH congress
to be held in July 2012 in Paris.
Congratulations and thanks go to

everyone involved, as well as to
CHSQ members for supporting this
important program.
Over the past five years, advances to
treatment and care for people with
bleeding disorders in Tunisia has
been remarkable, thanks in large part
to the dedication, hard work and
generosity of the Tunisian volunteers,
both patients and medical personnel.
We are certain that the work begun
in 2010 will move forward once the
situation in Tunisia stabilizes.
The courage, strength and
compassion we've found in our
Tunisian partners can be summed up
in something Amel Raissi, ATH
treasurer and mother of two sons
with hemophilia, wrote to us:
“Treatment exists, but we still have a
lot of work to do, especially in the
southern regions of our country, not
only to preserve what we've acquired,
but also help improve the situation for
all patients and ensure the continuity
of care in order to attain our objective:
Treatment for All!!!” §

ATH-SCHQ TWINS AWARDED TWIN OF THE YEAR AWARD FOR 2010

by
Patricia Stewart

ATH and CHSQ

members during

their visit to Tunis

in December 2010

(from left to right):

François Laroche,

Iyadh Assini,

Emna Gouider,

Kaouther Zahra,

David Page,

Taoufik Raissi,

Amdouni Hamma,

Mylene D’Fana et

Amel Raissi.
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A WORD FROM
THE EDITOR

I was among the roughly 180
participants at the 7th World
Federation of Hemophilia (WFH)
Global Forum on the Safety and
Supply of Treatment Products for
Bleeding Disorders held in Montreal
on September 22 and 23, 2011. This
forum, as you will recall, is
organized by the WFH every two
years, in the year no World
Congress is held.
It's really a mini-congress, with
select speakers from the field of
medicine as well as representatives
of product suppliers, regulators and
manufacturers and people with
bleeding disorders. Two very full
days focused on four themes:
Perspectives on risk, Achieving a
safe and affordable supply, Novel
technologies and Manufacturer's
updates.
It was very instructive to learn
about recent progress in current
research by coagulation product
manufacturers. Several factor VIII
or IX therapies are currently in
phase I, II or even III trials for
development of long-acting
products, and results are very
encouraging! It will not be long
before these products will be

available on the market in
Canada — some even within the
next two years — whereas for
others, it will be another five years
or so.
One of the presentations that
impressed me most was definitely
the conference on novel
technologies in gene therapy
presented by Dr. Amit Nathwani. In
a phase I trial, the hemophilia B
gene was delivered to the liver
through peripheral vein
administration using an inactivated
adeno-associated virus (AAV) capsid
as a vector. With a serotype 8 AAV,
there is less tendency to stimulate
the immune system, a safer option
immunologically in the long term.
Though only six patients with severe
hemophilia were included in the
trial, early results are very
promising, because factor IX levels
increased significantly several
weeks after the gene transfer in all
patients, rising from 1% to as much
as 12% of normal depending on the
dose of the vector administered —
with larger doses yielding higher
levels of stabilized factor IX. Two
patients were able to extend the
interval between prophylactic doses
and four were able to discontinue
prophylactic therapy completely!
This clinical trial, conducted in the
United Kingdom, is currently
recruiting participants around the
world for phases II and III of the
study. §
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RENDEZ-VOUS 2011 in CALGARY
CHS Medical Symposium and Members' Workshops

On May 26-29, 2011, the Canadian
Hemophilia Society (CHS) hosted a
medical and scientific symposium,
which featured sessions on rare
bleeding disorders, mild hemophilia
and aging with a bleeding disorder, as
well as a youth workshop entitled Drive
Your Car/Drive Your Care. The CHS took
advantage of the occasion to hold its
Annual General Meeting and to
present its national recognition
awards.
The CHSQ was proud to witness the
national recognition given to the work
of two of its representatives and a
health professional who were
nominated by the chapter.
CHSQ Program Coordinator Geneviève
Beauregard was honoured with the
Pierre-Latreille Award presented to
a staff member who has demonstrated
skills, dedication and accomplishments
beyond the normal duties of an
employee.
Maxime Lacasse Germain, a member
of CHSQ's Board of Directors and a
tireless worker on behalf of youth, was
honoured with the Exceptional
Service Award presented to an
individual who has been associated
with the organization for less than five
years and who has made a significant
contribution to the growth and
development of its mission at the
national level.
Suzanne Douesnard, at psychologist
at Sainte-Justine Hospital's Hemophilia
Treatment Centre, was honoured with
the Award of Appreciation for her
outstanding service to the hemophilia
community for 30 years.
Congratulations to these three
deserving recipients!

- F.L.

Last May, I got to attend the bi-annual
CHS conference called Rendez-vous
Calgary. I went as a recipient of the
Pierre Latreille Award, given to
employees who offer outstanding
service and who have been on the job
for more than five years. I also took
part in various training workshops,
from which I gleaned a lot of
information and knowledge that is
already useful in my work.
What touched me the most during this
Rendez-vous was how our hemophilia
community is aging. I'm very happy to
learn that the life expectancy of people
with a bleeding disorder is much b
better than before.
I realize there's a lot of work to do to
help people suffering with a bleeding
disorder who live in developing
countries. What we learn here about
how aging with these disorders will no
doubt help with the efforts we are
undertaking to help the international
bleeding community.
I also really appreciated the workshops
dealing with physiotherapy. And I
understand the importance that must
be given to the health of joints in
preparation for a better quality of life
for people living with hemophilia. A
discipline that hemophiliacs should
adopt at a very young age.
The Calgary Rendez-vous showed the
great complicity amongst the diffferent
caretakers involved in hemophilia. It's
remarkable to see doctors, nurses,
physiotherapists, social workers and
psychologists all working together for
the single purpose of helping those
suffering with a bleeding disorder.
The hemophilia community is a great
family and I'm happy to have been part
of it for over eight years now. I'd like
to thank the CHSQ Board of Directors
for having given me this lovely gesture
of appreciation in recognition for my
work.
As I said during the awards ceremony
in Calgary: "I don't think of my work
as a job, but more as a way to bring
something better to your lives and
mine."
I'm looking forward to seeing all of you
during a future activity.

Geneviève Beauregard

***
I really appreciated my experience
during this weekend. My younger
brother has hemophilia and I find it
very interesting to meet people living

with a bleeding disorder like his and to
hear their viewpoint about their disease.
I also took part in a number of
workshops and two in particular caught
my attention.
First of all, I really enjoyed attending
the medical symposium. At first, I must
admit, I didn't understand anything
about what was being said. But as the
day went on, things got clearer. The
topics covered were very varied: aging
with  hemophilia, mild hemophilia, and
rare bleeding disorders. My favourite
part of the day was probably the panel
discussion dealing with rare bleeding
disorders, since I learned a lot about
hemophilia and bleeding disorders I
didn't know about.
Secondly, I took part in the Drive your
car, drive your car workshop that was
organized particularly for the youth
group. The workshop was co-presented
by a physiotherapist and a former
policeman who established a parallel
between bleeding disorders and driving
a car. As a future driver, I found the
section on driving very useful, since I
learned a lot of things that I haven't
learned in my classes. I also liked the
part about bleeding disorders because
we discussed  antibiotics to take and
some of their side effects, as well as
increasing our knowledge about
bleeding disorders by playing an
adapted version of Who wants to be a
millionaire?.
Finally, I'd like to thank the CHSQ for
having given me this opportunity. I'm
very happy that I attended Rendez-Vous
2011 and that I learned a lot more about
my brother's disease.

Emily Blanchette

cont’d on page 12 : Rendez-vous >

Geneviève Beauregard receiving the Pierre-Latreille
Award from David Pouliot.

Maxime Lacasse Germain receiving the
Exceptional Service Award (national level)
from Hélène Bourgaize.
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              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, 2011.



EDITORIAL

is up on all latest ideas in order
to constantly improve the services
we offer to members. With this in
mind, we invite you to visit our
website regularly in order to get
all the details about ongoing
activities.

An organisation that serves its
members and those affected
by a bleeding disorder

To be able to offer an annual
program of
activities
accessible to all
people affected
by these rare
disorders, the
CHSQ is
increasing its
efforts to be
better known
and thus help
recruit a large
number new
members.
There is no membership fee to be
a member of the CHSQ but  by
joining, you gain a number of
advantages. As executive director
of our organisation, my mission
over the next few months is to
instigate a recruitment campaign
allowing the CHSQ to increase its
membership.

Another priority for the executive
director is the financing of our
organisation. Our finances are
healthy and we count on many
donors who make the realisation
of our mission possible. However,
in order to let us further develop
the services we offer, it is essential
to develop and diversify our
financial sources.

I’m very pleased to join the
Canadian Hemophilia Society -
Quebec Chapter (CHSQ) as
Executive Director. On the job
since the month of July, I'm still
just starting to participate in
managing our organisation and
I've already noticed how much
the people who collaborate with
our mission do it with
conviction, passion and a deep
feeling of human solidarity. A
reassuring environment
composed of people who truly
want to offer everyone suffering
with hemophilia or any other
bleeding disorder all the support
they need to live with these rare
diseases.

I'm particularly proud to take
part in this mission and I hope
that my contribution over the
next years will help the CHSQ
develop and prosper for the
benefit of all its members.

Quality support

The CHSQ offers those affected
by a bleeding disorder along with
their families made-to-measure
care and support services to
meet their needs. Our present
program of activities is
appreciated and we're constantly
looking to improve its quality
and accessibility. Our program
coordinator, Ms Geneviève
Beauregard, truly listens to all
comments from participants and

We hope to create a Counsel of
Ambassadors whose mandate it
will be to develop and instigate
new fundraising activities. The
CHSQ already counts on a long
philanthropic tradition and its
financial base is solid. Increasing
our revenues will only help us
to accomplish even more!

A daily collaboration

We're happy to be able to count
on the collaboration of a number
of partners in the elaboration of
our activities. The National
Chapter of the Canadian
Hemophilia Society as well as
the World Federation of
Hemophilia support us in the
daily management of our work
and share their knowledge and
their skills.

We also count on the support of
the Quebec Health Partners, of
which we are one of the 16
founding members, for
fundraising, the promotion of
our organisation and training of
our spokespersons.

Finally, our actions also cause
us to keep close ties with
Hemophilia Treatment Centres
in Quebec, so that the centres
can share information from the
Canadian Hemophilia Society -
Quebec Chapter with their
patients in a more effective
manner.

I hope all L’Écho du facteur
readers can be well informed
about activities organised by the
CHSQ and take full advantage
of them. §
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A great challenge, a stimulating
environment
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organisation.

by
Charles Vanasse
Executive Director

INHIBITORS’ CORNER

Hello Everyone,
Our son has severe Type A hemophilia and
developed inhibitors when he was about two
years old.
I remember the moment we learned that our
son had hemophilia…but I remember even
more vividly the moment we learned that his
life would be even more complicated with the
arrival of inhibitors.
The sky that was just getting brighter seemed
suddenly to turn very, very dark. And the
mountain that we seemed to be steadily
climbing suddenly become steeper and more
challenging.
The first years were the most difficult: joint
bleeds, muscle bleeds and so many mouth
bleeds. Oh my God! I had the impression it
would never end…but I also hoped that one
day, the winds would shift.
Starting school went well. Marc-Antoine was
lucky to be surrounded by amazing people. The
person who accompanied him, Linda, took care
of him as if he were her own son. Moreover,
we're convinced that this woman has been of
utmost importance for this success. The slightest
change in his gait, and she noticed it. She saw
everything, even before Marc-Antoine
complained about anything. An incredible
woman!!!
Five years later, the hours for an adult assistant
were cut back, so as to bring Marc-Antoine
towards independence. He's now in 5th grade,
and soon it will be high school and we know
he has to be prepared for it.
But suddenly, this stage of life that we were
desperately afraid of has suddenly become
simple because yesterday, our life changed…we
got some marvellous news!
A voice filled with emotion left the most
wonderful message on our answering machine.
It was the voice of our dear nurse, Claude, who
announced a great victory…
After eight years of immune tolerance treatment,
our beautiful son finally made it!!! The magic
number of 0 finally appeared after his last
inhibitor assay results.
I can't describe the joy we felt at that moment,
as well as the excitement and pride in the eyes
of our lovely son. Pride for having won the
battle. Even though we're well aware that all

our son's desire to achieve it and all the hope that we
had, really made no difference, we're very thankful to
life and medical treatments for the opportunity he's been
given.
Since families of children with hemophilia who've
developed inhibitors are very few, it's impossible for us
not to think about them. Our  hearts go out to them,
even more so since our boys are about the same age.
They're all incredible, each and every one of them, and
I wish with all my heart that they'll have the same luck
one day.
We're convinced that life will be easier from now on,
but in the meantime, everything is new. We celebrate
this victory one day at a time, learning to live without
inhibitors. But with the wisdom of a ten-year-old, Marc-
Antoine has clearly understood…As for us, it's a whole
way of thinking that will have to change, but that's only
a small detail.
A big kiss for all our hemophilia families living with
inhibitors. We love you. §

A Victory against Inhibitors
by
Marie-Ève Messier
echodufacteur@schq.org



15 got to have a week filled with good
times. Despite the rain, the week was
action packed. Amongst the activities,
a cinematographic workshop took
place and each group managed to
make a short film that they took home
with them.
During the week, sessions for
teaching about bleeding disorders,
the importance of self-infusion and
how the coagulation cascade
functions were given by our two
nurses. We can assure you that those
little eyes were all intent on the
presenters and their little toes were
attentive. Each morning, seeing the
effort and success of all the
youngsters during the self-infusion
sessions is always a proud moment
and proves the main purpose for this
camp.
I'd like to take a moment to thank
Maxime Lacasse Germain who did
an incredible job as our camp director,
to Emily Blanchette and Geneviève
Leduc, our two assistant counsellors,
who devoted themselves to helping
this camp run smoothly. We mustn't
forget to thank the support offered
by our pharmaceutical partners, the
François Bourgeois Foundation and
Opération Enfant Soleil.
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CSHQ ACTIVITIES

Past Activities

CHSQ Summer Camp

Where are all the colours gone...?

This is how the 40th CHSQ summer
camp began, trying to find out who
stole the colours from nature...

This year, 29 youngsters, our biggest
group yet, got the opportunity to
attend camp, thanks to the support
of our financial partners, the François
Bourgeois Foundation and Operation
Enfant Soleil, who funded our
cinematography workshop.
Youngsters between the age of 5 and

gbeauregard@schq.org

by
Geneviève Beauregard
Program
Coordinator

And yes, the fairies finally found out
who stole nature's colours and
managed to keep all the youngsters
filled with wonder, right up to the final
moment!
The 40th edition of camp went so well
that we realize, by reading the
evaluation forms, that this activity
evolves from one year to the next and
the youngsters are proud to be part
of the 'Hemophilia' group!
Let's continue to make this camp an
essential activity that creates
relationships that last for a long time.
See you next year.

Youth activity
Due to a poor registration, the youth
activity was cancelled. An evaluation
will take place to decide on the best
way to keep in touch and the
pertinence of this activity.

Upcoming Activities

Scholarships
Don't forget! Every year the CHSQ
offers three people the opportunity to
get a scholarship. There are two
categories:
• The academic scholarship is offered
to a student at the collegial or
university level, or who's registered
in a professional course.
• The encouragement scholarship is
offered to members with a bleeding
disorder taking a professional upgrade
course in their field or returning to
studies, at any level.
The goal of the scholarship is to
encourage young people with a
bleeding disorder to continue their
collegial, university or professional
studies.  It's also to encourage people
with a bleeding disorder to return to
studies or follow a professional
upgrade course.
*Deadline for presenting your request:
September 30, 2011 at midnight.
You can get the form on the
organisation's Internet or else contact
the office to get it by mail.

Autumn camp for youngsters
with inhibitors
A first this year for youngsters with
inhibitors! From October 21 to 23
they'll get to meet for a weekend
without their parents for the first time
at an "autumn camp". During this time,

As for co-pays, some insurances
don't charge any and some charge
up to 10$ to 20$ for regular doctor's
visits and 50$ to 75$ per visit for
emergency room visits or visits with
a specialist. Medication like factor
also has a co-pay, usually the same
80% / 20% split as mentioned earlier.
(Note that the cost of factor, even
when paying only 20%, is still very
elevated).
People who work for the military or
the government pay nothing for
medical care, but are directed to the
nearest military base for treatment
and if there is no military base within
a certain amount of kilometers, they
may go anywhere for treatment.
This is my experience, it may be
different for others but this is what
a typical situation resembles. ”

In the end, these stories made my
blood run cold. I wondered what
we'd to if we ever lost our
government program that supplies
the factor that we give our
children.
Now I understand the importance
of using product in an intelligent
and responsible way and teaching
our children to do the same thing.
We must never rest on our laurels
and take them as a given. We must
continually be vigilant  so that our
children can benefit from
treatment, without having to face
financial ruin, like many of families
experience south of the border.
I only chose two of the answers
among all that I received, but
believe me, many situations bring
tears to your eyes. It's a touching
topic, that makes you think.
On this note, I wish you a lovely
autumn in all its glory and lovely
moments with your family. §

PARENTS’ CORNER

Hello everyone!
I hope you had a great summer,
that you're well rested and back-
to-school wasn't too difficult for
you and your kids! As for us, it
went well, without any glitches
for the moment. Over time, stress
levels lessen a bit, I think...
As I've already mentioned in a
previous column, I'm part of a
two great groups on Facebook
that allow me to keep in touch
with other hemophilia families
around the world, but in particular
in the United States.
Recently, I did a little survey with
my contacts in the States to find
out what their situation is in
relation to hemophilia and the
costs associated with factor
concentrates, since they aren't
covered by a special program like
in Canada (Editor’s note: where
factor is distributed free of charge
via Héma-Québec or Canadian
Blood Services).
I was very surprised by the
number of replies that I got, as
well as by the diversity of answers,
since it seems that each person
has a different situation,
depending on a number of factors
such as their employer, their
marital situation, their age, etc.
So I decided to share some of
these answers, and believe me, I
realized how lucky we are in
Canada...
Here's the story of one family
who's mother doesn't work and

who is eligible for Medicaid, the
program that covers expenses for
low-income families.
“ Our income is low enough so we
can get Medicaid for our son.
Money is so tight right now, and I
am so thankful for Medicaid.  We
do not pay for anything, they cover
everything.  Our son is on
prophylaxis 3 times a week and we
have no problems getting all we
need from our pharmacy. I know
that the time will come when we
will have to be covered by private
insurance, and I hope it's as easy
to get factor as it is now. ”
And finally, a mother who kindly
resumed a number of different
situations that can happen and
that she personally experienced:
“ It is very complicated to discuss
insurance because it's always
different, depending on your
situation. Customarily, if you have
a job that
offers
insurance,
you choose
your plan
from about 3
or 4 choices.
 There is a
deductible
that you
must meet
before full
coverage
begins.
Usually, the
deductible is
around
1000$ to
3000$ per
person and
4000$ to
5000$ for a
family, per
year. This
means that
once you've attained that amount,
it's an 80% / 20% share between
you and the insurance company.

by
Lisa-Marie Mathieu

echodufacteur@schq.org
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Bowl-o-thon

There have already been four
Bowl-o-thons since the start of
the year and almost $13,850
raised.
On October 30, 2011, the Quebec
City area will hold the final Bowl-
o-thon of the year. Lisa-Marie
Mathieu, who's responsible for
this Bowl-o-thon, invites you to
join her starting at 1:00 pm at the
Élite de Saint-Georges bowling
alley. There are two starting
times: the first at 1:00 pm and the
other at 3:00 pm.
For more information or tickets,
contact Geneviève Beauregard at
1-877-870-0666, or by email at
gbeauregard@schq.org.
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Dance for Life

In order to highlight the 5th
Edition of Dance for Life, the
benefit show is growing and will
take place at the Gesù, in the
heart of the Quartier des
Spectacles in Montreal. Once
again, the evening will be a
colourful one. Reserve the date,
November 12, and come
celebrate the wonder of life!
The Internet site will be updated
soon : www.danserpourlavie.ca.
Don't hesitate to share this with
your contacts, your friends and
your family!

New Blood Campaign
The end of the year is
approaching and once again, we
are asking for your generosity in
order to carry out the CHSQ
mission. The 2011 New Blood
Campaign will be launched
towards the end of November.
Check your mailbox.
Once again this year, you'll be
able to make your monthly
donation by credit card. Thank
you for supporting the mission of
our organisation.§

FUNDRAISING

gbeauregard@schq.org

par
Geneviève Beauregard
Coordonnatrice des
programmes

parents will get a chance to relax and
to have workshops designed for them.
Information will follow soon, so check
your emails!

Women's group: two activities
are in the planning

First, from November 25 to 27, there
will be a weekend for people with
rare blood disorders in Halifax. If
you're interested in taking part, please

contact the office to get the
registration form. The deadline for
registration is October 15, 2011.

And second, for a while now, the
carriers' group has been waiting to
have its own activity. We're happy to
announce that this autumn, a
weekend will be held for you.
Workshops, relaxation and sharing
will be on the agenda.

CHSQ ACTIVITIES (cont’d)
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SECOND REGIONAL FRANCOPHONE WORKSHOP
ON RARE BLEEDING DISORDERS

Held in Montreal from April 29 to May 1, 2011
our diseases. The doctors were very
generous with their time. Participants
got to attend other very interesting
conferences that were well
appreciated including:  An overview
of hemostasis and bleeding disorders,
Treatment for bleeds and medical
procedures, A healthy spirit in a healthy
body, Relaxation techniques, Rare
bleeding disorder register, Navigating
the ER, and Bon voyage! Travelling with
a bleeding disorder.
Expectations were certainly high after
the first workshop, but I believe they
will be even higher for the next one-
as the 2011 workshop was a
resounding success on every level.
The evaluations completed by the
participants were very positive.
Everyone seems to have greatly
enjoyed the weekend.
Once again, I would like to thank our
sponsor, Novo Nordisk, the organizers,
the speakers and the participants, who
made this event such a huge success.
I hope to get another chance to relive
this experience. Thank you! §

The second regional workshop on
Rare Bleeding Disorders Through the
Lifespan was held in Montreal from
April 29 to May 1, 2011. Some twenty
people with rare bleeding disorders
or parents of children with such
disorders took part in the workshop.
For some participants, myself
included, this was our second
workshop. The first workshop we
attended, in the fall of 2008, was a
real life-changing experience. That
first workshop was, for many of us,
our first introduction to the Canadian
Hemophilia Society community. As a
result, we had been hoping since that
time that other workshops would be
organized so we could relive those
inspiring moments.
A great deal of work is required to
prepare events such as these. I was
part of the Planning Committee
formed several months before the
date of the workshop, and conference
calls were arranged to work on the
organization of the workshop. I would
like to thank all the members of the
committee for their excellent work:
Claudine Amesse, RN, Geneviève
Beauregard, Clare Cecchini, Beverly

Dawson, Mylene D'Fana and
Dr. Rochelle Winikoff.
Throughout the workshop, we were
most fortunate to hear from
exceptional speakers, who gave so
generously of their time in preparing
and presenting their sessions.
I took part in the group presentation
on Friday evening when participants
shared some of their life experiences.
This was one of the rare moments in
my life that I opened my heart to
others, others like myself.
Presentations like these help people
realize they are not alone in what
they face on a daily basis-so
comforting for those of us living with
a rare bleeding disorder, as we almost
never have an opportunity to share
our thoughts with others like
ourselves. Based on the workshop
evaluations and comments received,
the simple fact of getting to know and
being able to talk to others living
similar situations was one of the
highlights of this workshop.
The entire weekend was very

Check your emails, the information
will soon be available.

Family weekend
The flagship activity of the CHSQ is
moving! From March 16 to 18, 2012,
the "Rencontre CHSQ" family
weekend will be held at the Auberge
la Jouvence in the Orford area.
A new location, a new concept.
You'll receive more information
shortly. §

HealthPartners-Quebec
and the 2011 Entraide
fundraising campaign

The Canadian Hemophilia
Society - Quebec Chapter is
proud to be associated with
HealthPartners - Quebec (of which
it is one of the 16 founding
members) for the launch of the
2011 Entraide Campaign.
This charitable campaign is aimed
at government employees and
large Quebec corporations,
allowing HealthPartners- Quebec
to raise over two million dollars
each year. These funds are then
divided amongst the 16
organisations that make up this
group.
HealthPartners - Quebec is the
result of the consultation and
collaboration of 16 organisations
working in public health in all
areas of Quebec in order to pool
their fundraising efforts. The
founding organisations continue
to fight over 300 health problems
that affect more than two million
Quebecers.
2011 Entraide campaign
Become a spokesperson for
HealthPartners-Quebec and
represent the Canadian
Hemophilia Society - Quebec
Chapter to take an active part in
the 2011 Entraide Campaign by
meeting government employees
and giving a personal testimony
about how hemophilia affects your
life. Contact the CHSQ if  you're
interested. 
Tell your contacts and, in
particular, your friends who work
in the government, to sensitize
them to the importance of their
contribution and about the
possibility to specifically designate
the CHSQ as a recipient of their
contribution.
See the Entraide 2011 campaign
website as well as HealthPartners-
Quebec (www.entraide.gouv.qc.ca
www.partenairesante.qc.ca) to
learn more about these initiatives
and invite your contacts to do the
same. It's for a good cause! §

- C.V.

by
Sébastien Bédard

echodufacteur@schq.org

instructive.
I especially
liked the
round table
discussions
with the
hematologists,
where
participants
had a chance
to speak to
those rare
specialists
who really
understand

At the April 27 press
conference held in the
auditorium of the Centre
hospitalier de l’Université
Laval (CHUL — Laval
University Hospital),
CHSQ President François
Laroche received a “sun”
valued at $2,759 from
Josée Lavigueur, one of the
spokespersons for
Opération Enfant Soleil.
This money was used to
buy video material for the
2011 summer camp.
Thank you to Opération
Enfant Soleil for its
generosity!
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Since initiating the
psychoeducational approach at
the Montreal Children's Hospital
HTC, there have been far fewer
tears than many more smiles!

Catherine Sabourin

***

Thanks to four adorable, strong
and resilient little boys, ranging in
age from just a few days to three
years at the time of their diagnosis
of severe hemophilia, and their
supportive parents, we developed
the psychoeducational approach
to help young children cope with
hemophilia. The approach is part
of the Child Life model (1) and is
founded on our knowledge of
childhood development in the
family and cultural context and
the impact that the illness and
medical treatment has on the
child's sense of equilibrium.
Everyone at our HTC is dedicated
to guiding little ones and their
families to live with hemophilia
and find a new balance in their
lives.

Tools for parents of a child
with hemophilia
The first step, of course, is to
absorb the
shock of the
diagnosis
and all the
information
that will
need to be
assimilated
in order to
adapt to this
new reality.
The HTC
provides a
collection of
basic
resources
and a
support network to guide you
along the way.
Past experience has shown that
one of the greatest challenges at
this early stage is making full use
of these resources and accepting

For almost seven years, I have
had the pleasure, as a nurse in the
Intensive Ambulatory Care Service
of the Montreal Children's
Hospital, of collaborating with
Chantal Champoux, a certified
child life specialist.
Living with a chronic disease is
never easy, especially for a young
child with severe hemophilia who
must learn to cope with frequent
injections. Chantal works with the
medical team and families to help
little ones through the adjustment
period. This begins with
acclimatizing the child to the
medical environment and creating
a feeling of security through play
and trusting relationships with
various caregivers. Depending on
the child's stage of development,
Chantal helps young patients
understand what is happening to
them and gives them a strategy to
face the challenges of the medical
procedures and treatments that
they will need to undergo. This
gradual process is often filled with
many obstacles for both the child
and the family but the process
paves the way to greater
autonomy in managing the child's
hemophilia and health.
Chantal has been an invaluable
ally to me, especially when the
time comes for the family and little
one with severe hemophilia to
begin regular factor treatments at
the Hemophilia Treatment Centre
(HTC), and later during the
transition to home treatment. I
asked Chantal to share with you
some strategies that can ease the
home infusion process.

HEMOPHILIA TREATMENT CENTRES’ CORNER
The Challenges of Home Infusion

for young children with severe hemophilia
that your child has hemophilia
without losing sight that he or she
is, first and foremost, a child. I
often remind myself of the
following thought expressed by
the parents who collaborated on
the excellent resource All About
Hemophilia: A Guide for Families:
“…parents who deal with
hemophilia in a positive way will
help their child do the same.” (2)
The best tool you have is your
understanding of your little one,
his or her temperament and ability
to adapt. As parents you are the
experts when it comes to knowing
your child.

Preparing your child for
home infusion
Just as important as being taught
how to administer the procedure
at the HTC is spending time
preparing your child for home
infusion. This will determine how
well he or she copes with the
experience. The first key to success
is establishing a routine in the HTC
that can be easily transferred to
the home. Choosing the words you
use when talking to your child
about hemophilia and treatment
is important because these
elements will be an intrinsic part
of your child's life from now on.
At the Montreal Children's
Hospital, for example, we talk
about Factor VIII or IX or treatment
rather than about the needle or
tourniquet used to raise a vein.
The story of Bob the Puppet has
been helpful in demystifying the
experience for pre-schoolers. Play
remains the preferred way to
access a child's world and can help
little ones become familiar with
medical equipment and treatment.
A medical play kit that includes a
tourniquet, syringe, butterfly
needle with the needle removed,
alcohol swabs and gauzes, an
empty bottle of factor in its
container, and adhesive bandages
decorated with cartoon characters,

Everyone at our

HTC is dedicated

to guiding little

ones and their

families to live

with hemophilia

and find a new

balance in their

lives.

such as Spiderman, is a great place
to start. All that's missing is the
patient, which can be a stuffed
animal, a dinosaur or any other
toy the child chooses.
For older children, washable
muslin dolls, called Shadow
Buddies (3), can be personalized
by drawing a face on them with
washable markers.
Apart from a routine that helps
children predict and relate to what
will happen, there are strategies
to support and comfort little ones
during infusion. You will need to
experiment a little and vary the
strategies since every child is
different and constantly evolving.
Distraction works especially well
at this age because young children
are intensely curious. At the HTC,
we have had a lot of success with
DVDs and music clips or games
uploaded to a cell phone that we
set up while the treatment is being
prepared. Reading a fairytale or
having a favourite toy or stuffed
animal to hold also works well.
One person should be solely
responsible for distracting the
child.
Some children need to take part
in their treatment and feel in
control. These children will want
to watch as the treatment is being
prepared or count to three while
enjoying the distraction. Ideally
this process will have begun at the
HTC and only be transferred to the

home after several sessions during
which both parents and children
have acquired the necessary
experience and skill.

Home infusion brings new
challenges
Whether the therapy is on demand
or a prophylactic, there are many
advantages to treating hemophilia
at home.
Other
family
members
can be
trained to
infuse the
child and
support you
when
needed.
Catherine
and I visit
parents the
first time
the infusion
is
performed
at home to make the transition
from the HTC as smooth as
possible.
Below are some of the things that
our families have taught us:
• Infusions are necessary and non-
negotiable. This is a golden rule
that the child will come to
understand and accept.
• A routine puts the child more at
ease. Choose a location in the
house where the infusion will

always be administered at around
the same time of day. Avoid the
bedroom, which should remain a
quiet place to sleep.
• Set a routine similar to that of
the HTC, including doing a little
preparation, putting on a DVD or
using another distraction strategy.
• Allow the child to take part in
the process by choosing the movie
or holding the alcohol swab, for
example.
• Stay calm and confident even if
the vein does not cooperate the
first time. Your emotions play a
key role in influencing your child's
behaviour and perception of the
treatment.
The MCH team is always here to
assist you. We can put you in touch
with other parents who also
administer home infusion. As your
child grows older, he or she will
probably want to assume greater
responsibility for treatment, so
strategies will change. We hope
that found our experience and
challenges helpful. §
Références :
(1) www.childlife.org
(2) All About Hemophilia: A Guide for
Families, Canadian Hemophilia Society.
(3) www.shadowbuddies.org
(4) Les grands besoins des tout-petits,
G. Duclos, D. Laporte, J. Ross, Éditions
Enfants Québec.
(5) Yoyo - Moi aussi je suis capable !
M.-F. Hébert, Éditions Dominique et
Compagnie.

A MOMENT TO REFLECT

“A printer is a person who doesn't lack character and who
aims to make a good impression.”

Serge Mirjean

by
Catherine Sabourin
Nurse Coordinator

and
Chantal Champoux
Certified Child Life Specialist
Hemopphilia Treatment Centre
MUHC Montreal Children’s Hospital

As your child
grows older, he

or she will
probably want

to assume
greater

responsibility
for treatment, so
strategies will

change.
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