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2010 VOLUNTEER AWARDS
The CHSQ honours its volunteers and devoted members of the community

At the Annual General Meeting
held March 26, during the family
weekend, the CHSQ presented its
2010 Volunteer Awards to two of its
volunteers who are highly involved
and a former nurse coordinator.

Volunteer of the Year Award
This award is presented to an active
volunteer from the bleeding disorders
community who has contributed in
a specific way to the realization of
one or more of the mandates of the
CHSQ in the previous year.

2010 Recipient: Éric L'Hérault
Éric L'Hérault has been a member of
the Board of Directors from 1996 to
2003 and from 2010 to today. He is
also a member of a number of
committees and winner of the 2007
Award of Appreciation.

During 2010, our recipient dedicated
many hours to the realisation of a
study on the situation and needs in
Hemophilia Treatment Centres (HTC)

in Quebec. He was part of the team
that initially held 37 interviews with
members of HTC personnel. Then
comments, data and observations
were collated into a preliminary
report followed by a final report that
he co-wrote, which will soon be
presented to the Quebec Minister of
Health and Social Services. This
report is crucial for our members
and HTC healthcare professionals
since it could affect the quality of
care offered to hemophiliacs and
other people living with a bleeding
disorder and thus their quality of life.

Congratulations to Éric L'Hérault,
winner of the 2010 Volunteer of the
Year Award.

- F.L.

Award of Appreciation
This award is presented to a person,
member or non-member of CHSQ,
who has contributed to the
advancement of the mission and
goals of the organization in a
significant manner.

2010 Recipient:
Louisette Baillargeon
Over the course of her 35 years of
service as the pivot nurse, Louisette
Baillargeon dedicated thirty years to
the hemophilia centre at the Centre
hospitalier universitaire de
Sherbrooke, now located at the
Hôpital Fleurimont. She took her
well-earned retirement last summer.

Member of the Canadian Association
of Nurses in Hemophilia Care, she
participated in the writing of many
publications, notably including the
very practical information booklets
on rare bleeding deficiencies.

Highly appreciated by her patients
and very devoted to the cause of
hemophilia for over thirty years, the
CHSQ wishes to recognize the
considerable contribution of Louisette
Baillargeon in the field of coagulation
disorders.

She truly merits the CHSQ Award of
Appreciation.

- F.L.

Life Member Award
This award is presented to a CHSQ
volunteer who has made an
exceptional contribution to the
advancement of the organization over
the years.

2010 Recipient: Mylene D'Fana

Mylene D'Fana began her involvement
with CHSQ at the end of the 1990s.
Her first accomplishment was to
throw herself body and soul into the
sale of our giant colouring books. She
established a record that was never
beat!

cont’d on page 12: AWARDS >

Éric L'Hérault (left) accepting his 2010
Volunteer of the Year Award from CHSQ
President, François Laroche.

The Life Membership Award was presented to Mylene
D'Fana by David Pouliot, CHSQ Vice-president.
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A WORD FROM THE
EDITOR

This issue of L'Écho du factor
is in large part dedicated to the
CHSQ Rencontre 2011, our annual
family weekend that was held
from March 25 to 27, attended by
130 people. A number of articles
are dedicated to it and you can
see a photo report of the weekend
on page 11.
A decline in participation at this
key CHSQ activity over the past
two years brings us to reflect on
the content of this weekend, the
time of year it takes place and
the location where it's held. We're
presently assessing this activity
and I invite you to send us your
suggestions, if you haven't
already done so in the evaluation
forms from the weekend, so that
we can offer you an activity that
better meets your needs.
The CHSQ 2011 Summer Camp
will once again take place at the
magnificent Camp Trois-
Saumons in Saint-Jean-Port-Joli.
I invite you to register your
children now. Our campers will
be taken care of by excellent

counsellors and our camp
organizer, Maxime Lacasse
Germain. We are presently looking
for assistant camp counsellors,
youngsters 16 years of age and
older, to make this experience
unforgettable for our campers (see
the form accompanying this
newsletter or information on p.5
for more details). As usual, two
nurses specializing in hemophilia
care will be on site, as far as the
medical aspect of the camp goes,
in particular to teach or revise
self-infusion techniques with the
youngsters.
The Parents' Corner is dedicated
to the realization of a young
hemophiliac's dream, Dylan, who
got to visit Disneyland with his
parents and his sister thanks to
the support of the Children's Wish
Foundation. Your child, as a
youngster living with a bleeding
disorder that requires regular
infusions, may also be admissible
to have a dream or wish come
true through the Children's Wish
or Make-a-Wish Canada
Foundations. For more details,
consult the article on page 7.
In closing, I'd like to congratulate
and wish great success to Dr. Jean
De Serres in his new position as
the President and Chief Executive
Officer of Héma-Québec, as
successor to Dr. Francine
Décary. §
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Would you like to receive L’Écho du facteur at home?
Become a member of CHSQ...

Membership is free and entitles you to all the services and
activities offered by the organization to improve the quality

of life of those with a bleeding disorder.
Call 1-877-870-0666, local 24,

or 514-848-0666, local 24,
now — or email us at:

info@schq.org.

• L’Écho du facteur is a newsletter produced
by the Quebec Chapter of the Canadian
Hemophilia Society and is distributed three
times a year to its members.
Circulation: 250 in French, 100 in English
Legal deposit: Bibliothèque nationale du
Québec, 2011.
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EDITORIAL

given by David Page, while Mylene
D'Fana and Claudine Amesse
spoke on the
theme of travel
and insurance.

This weekend
was also an
opportunity for
the CHSQ to
hold its Annual
General
Meeting. It's
mandatory for
our
organization.
This annual
meeting allows
us to give
members an
overall view of
activities offered
by the
organization
during the year
and to hold
elections for
new administrators. I'm please to
present the members of the Board
of Directors:
François Laroche, President
David Pouliot, Vice-president
Mylene D'Fana, Treasurer
Gérard Morency, Secretary
Maxime Lacasse Germain,
Administrator

Spring is here and it makes
us want to begin all kinds of new
projects… and there's no lack of
them at CHSQ.

The Family Weekend took place
from March 25 to 27 in
Matawinie, under the theme
“An informed decision”.
It was an opportunity for over
130 members to meet again,
for others to make new
acquaintances and for the
children to share some
wonderful moments.

The youngsters were taken care
of by a dynamic team of
animators while the adults took
part in workshops. Two
ombudsmen offered a workshop
on patient rights and
responsibilities, based mainly on
informed consent. A workshop
to update members on advances
in research and treatment for
hemophilia and hepatitis C was

Marius Foltea, Administrator
Éric L'Hérault, Administrator
Pascal Mireault, Administrator
Martin Kulczyk, Administrator

You'll get a chance to read more
about this weekend in the
following pages.

We are preparing the 5th Edition
of Dance for Life! This fundraising
event is important for the CHSQ
since it allows us to raise the
funds needed to continue to offer
you the family weekend,
scholarships, the inhibitors family
weekend, camp for our children
and a variety of other services.
Note this date in your agenda:
Saturday November 12, at the
Gesù Theatre in Montreal,
because there'll be a variety of
dance troupes there to perform
for your enjoyment!

And in the meantime, why not
join us for a game of bowling? A
number of volunteer teams are
preparing Bowl-a-thons in their
regions in order to raise funds for
CHSQ. Reserve your lane in
Greenfield Park or Quebec City.
You'll find more information in
this newsletter.

Happy reading! §

A Word from the Executive Director

Note this date in

your agenda:

Saturday

November 12, at

the Gesù

Theatre in

Montreal,

because there'll

be a variety of

dance troupes

there to perform

for your

enjoyment

during the

5th Edition of

Dance for Life!

jdaigneault@schq.org

by
Julie Daigneault
Executive Director

The opinions expressed in 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, 2120 Sherbrooke Street East,
Suite 1102, Montreal (Quebec)  H2K 1C3

telephone:    514-848-0666  or toll free:  1-877-870-0666
fax:              514-904-2253
or by e-mail to the following address: info@schq.org
Web site: www.hemophilia.ca
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wives of men with bleeding
disorders, and another for
grandparents of children with a
bleeding disorder. Both were highly
appreciated by all. Café-rencontres
are always a good way for people
to share and make new
acquaintances.
The afternoon was packed with
information including the Annual
General Meeting, which allowed
members present to learn about our
organization's achievements during
2010, its orientations, to take part
in the election of new members of
the Board of Directors as well as
enjoy the presentation of awards.
As part of a new program initiated
by the CHS-National , this year we
started offering volunteers
recognition pins in order to highlight
the involvement of each and every
volunteer.
The evening was memorable with
its Amazing Race activity. Six teams
took part in various challenges such
as the hoola-hoop, the Tango, an
obstacle course and finding answers
for quizzes about different countries
where World Federal of Hemophilia
congresses have been held. It was
a fun evening with lots of laughter,
applause…and pleasure.
I'd like to thank the organizing
committee for this great evening,
Nayla-Marie Syriani, Mylene D'Fana
and Line Couturier, who worked to
prepare the game, the materials and
to make it happen. Bravo !
Sunday afternoon was busy with
three workshops: one with an
update on hemophilia and

CHSQ ACTIVITIES

Past Activities
Family Weekend

The CHSQ family weekend was held
in Saint-Michel-des-Saints beneath
a brilliant, sunny March sky. Under
the theme of Informed Consent,
participants got to attend workshops
intended to help them make choices
in different situations.
For the second consecutive year,
Mr. André Lanciault and Ms Sylvette
Grenier, both Ombudsmen, met
with participants on Saturday
morning in order to help develop
techniques on patient rights and
responsibilities.
The Youth Committee held a
meeting with young people to talk
about the future of the committee
and try to find new ideas of activities
for the coming years.
At the same time, two cafés-
rencontres were held, one for the

gbeauregard@schq.org

by
Geneviève Beauregard
Program
Coordinator

hepatitis C treatment given by David
Page, Executive Director of the
National Chapter, a relaxation
workshop for all as well as a Passport
to Well-being workshop — Bon
Voyage! — led by Claudine Amesse,
HTC nurse coordinator from CHU
Sainte-Justine, and Mylene D'Fana,
mother of a young hemophiliac who
travels frequently.
Reading the evaluation forms, we
can say that this weekend was very
appreciated by all, and we got good
suggestions for future workshops.
I'd like to take this occasion to thank
everyone who participated in the
organization of this great activity,
our presenters, Claudine Amesse,
the nurse coordinator who assured
the safety of all during the weekend,
and of course, our financial partners.

An invitation to tell us what you'd
like!
I'd like you to think about the future
of this activity because for the past
2 years, we've seen a decrease in
the participation of members and
we think it's time to re-evaluate the
formula for this activity, the location,
the duration, the content. We'll soon
be sending you a little electronic
survey in which we'll be asking you
for your opinion, as well as your
suggestions and ideas for the coming
years.

April 17 — World Hemophilia
Day

Each year, on April 17, we celebrate
International Hemophilia Day. It's
an opportunity for the CHSQ to
inform the general public about the
disorder. This year will be marked
by the publication of a four-page

François Laroche

and Éric

L'Hérault set up

an awareness

kiosk on bleeding

disorders in the

entrance hall of

the Quebec

Parliament to

highlight World

Hemophilia Day.
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insert in the Monday, April 8 edition
of the Montreal newsletter Metro, an
information kiosk at the National
Assembly, and our presence at the
Collège de Maisonneuve during a
Héma-Québec blood drive.

Youth Activity

During the Family Weekend, we got
a chance to meet a few young
people and to try and find different
options for possible activities.
One that caught everyone's fancy
was an outdoor activity between
Quebec City and Montreal.

Watch your emails and facebook;
you'll get details about this activity
soon.

Upcoming Activities

Weekend for rare bleeding
disorders in Montreal

In collaboration with the CHS
(National), a French regional CHS
workshop was held from April 29
to May 1, Rare Bleeding Disorders
Throughout Life. The goal of this

weekend was to offer adult patients
and parents of children with a rare
coagulation factor disorder or
platelet dysfunction, the opportunity
to meet people whose situation is
similar and to learn more about
their treatment as they age.
In next edition of L'Écho du facteur,
you'll get a complete report about
this great weekend that should be
very interesting.

Summer camp

For the 5 to 15 year-olds, registration
for camp has started!  Come spend
a fun-filled week with us; a 5-day
break from Mom and Dad… now
that's what you call a REAL holiday!
And for parents, what could be
better than a few days off, knowing
that your children will be in good
hands. You'll find the registration

form included in this mailing and
on the CHSQ web site.
For further information, contact me
at the office.

Von Willebrand Disease
information session
We plan on beginning our von
Willebrand Disease information
sessions soon; watch your emails
for more details. §

CHSQ ACTIVITIES (cont’d)

Assistant Counsellor
Wanted

The CHSQ is looking for two
young people, 16 years of age
or older, who'd like to come

and spend a week as an
assistant counsellor at summer
camp from August 7 to 12 at
Camp Trois-Saumons in the
Saint- Jean-Port-Joli area.

You'll find all the information
included in this mailing, as well

as on the CHSQ web site.

T he CHS -National has published
a guide on travel insurance. This thirty-
page document gives an overview of
insurance options offered to Canadians
living with a bleeding disorder so they
can be well protected when they travel.
Below, you'll find the conclusions and
practical tips included in the document
that L'Écho du facteur has copied.
For a complete version of the guide,
visit our Web site: www.hemophilia.ca.

***
In conclusion, it is essential to be
covered, at least for travel outside
Canada, by private insurance coverage,
whether you are leaving for one day
or three months.
Here are some useful tips
regarding this issue:
Travel health insurance covers you only
in case of medical emergencies.
Therefore, they will not supply
medication that is not for an
emergency. Make sure you are bringing
all your medication for the full time of
your trip, for example, your clotting
factors. Inform your medication

provider that you will bring it abroad-
 if you are going out of the country,
you will need some kind of proof that
you need that medication: ask for a
letter.
Private travel insurance coverage can
have exceptions. They can exclude
everything related to your pre-existing
conditions such as hemophilia. As a
person with a bleeding disorder, you
should be sure that your private
insurance plan covers your pre-existing
conditions. If an insurer refuses to
cover your pre-existing condition(s),
you risk having to pay for expensive
health care services that exceed the
provincial coverage basic out-of-
country rates. If this is the case, you
may want to find a different insurer or
reconsider your travel plans.
If you have extended health benefits
through your employer you should
contact them to determine the policy
provisions prior to purchasing
additional medical insurance.
Some people living with hemophilia
have recommended Blue Cross as
travel insurance. It is possible to get

coverage with Blue Cross for medical
expenses related to hemophilia. Check
our Examples of policies to know more
about the type of coverage major
insurance companies can offer.
Before accepting to cover you, a private
insurance company will ask you to be
covered by your provincial health plan
for the full duration of your trip.
Therefore, consult the Remaining
covered sections to be sure it is your
case.
It is to your benefit to disclose your
health condition to your registered
insurance provider. If you do not
completely, accurately and truthfully
answer every question in your medical
application your insurer has the right
to void the policy, even if the symptom
or condition you did not disclose had
nothing to do with the emergency you
are claiming for. Also, by disclosing
your pre-existing conditions, your
insurer will be able to offer you the
coverage that you really need which
will help you travel in peace.
Happy and safe travels! §

- F.L.

TRAVEL INSURANCE
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worrisome for people who are
already destabilized by a severe
health problem. Travellers are
often nervous to start with, being
in an unfamiliar situation.
Misunderstanding of the disease
on the part of airport personnel
and the
need to
transport
medication
for
intravenous
injections
are sources
of conflict
that
contribute
to an
increased
state of
anxiety for
travellers.

The two
workshops
mentioned
above are
taken from
the Passport
to Well-
being
program
created by
CHS. For
each of
these
modules,
patients
and their
families can
get a
pamphlet
that
resumes
the advice
given either
through the CHS or their treatment
centre.

The effects due to the rarity of the
disease follow the patient from
the day the diagnosis is announced
right up until old age. For patients
who have a severe problem,
diagnosis of the disease usually
occurs early in life. Unfortunately,

During the Canadian Hemophilia
Society - Quebec Chapter (CHSQ)
family weekend, I had the honour
of co-presenting a workshop
entitled Bon Voyage! - Travelling
with a bleeding disorder with
Mylene D'Fana, an experienced
traveller and mother of a child
with severe hemophilia. The goal
was to offer people with a bleeding
disorder advice on how to prepare
for a trip so that everything would
go smoothly during their travels.

A weekend with workshops for
Francophones from the Canadian
Hemophilia Society (CHS) with a
rare bleeding disorder took place
from April 29 to May 1, 2011, in
Montreal. On the program,
amongst other things, another Bon
Voyage! workshop, and one
entitled Navigating the ER, which
offers participants advice on the
way to prepare for a trip to the ER
so that everything will go well both
for them or their children when
they have to go to an emergency
room at the hospital.

These two events made me stop
and reflect on the impact of a rare
disorder on daily living as well as
at exceptional times. I wondered
how patients living with a bleeding
disorder could equip themselves
to live better with this particular
aspect of their disorder, added to
the extra challenges of people
living with a chronic disease.

When visiting the emergency
room, patients realize to what
point health professionals are
unfamiliar with the treatment of
their disease. This can be

The impact of a rare disorder and ways to deal with it
due to the low rate of diagnosis of
this disease and the symptoms that
occur in a battered child, parents
are frequently accused of
mistreating their child by health
care professionals and, at times,
even by people in their
neighbourhood. Getting a
diagnosis is often laborious, since
the majority of doctors are seeing
their first case and, in general,
won't see another in their career.

Certain activities, such as
information kiosks, articles,
publicity, posters and events like
International Hemophilia Day on
April 17, can certainly contribute
to raising awareness in the public
and with health professionals
about bleeding disorders and
reduce their tendency to quickly
judge parents presenting with a
child covered in bruises.

Throughout childhood and
adolescence, parents have a hard
time sharing their experience with
other parents about the challenge
of educating their child living with
a bleeding disorder. Participating
in activities organised by the CHS
and the CHSQ or hemophilia
treatment centres (HTC) is
definitely an excellent opportunity
for hemophiliacs and members of
their family to create ties and
interact with people living a similar
experience.

Many popular myths, such as the
one that says a person with
hemophilia can bleed to death
from a small cut, are still rampant
in the public to this day. During
the principal stages of a child's
socialization, such as starting day
care and school, parents must deal
with the staff's fears about taking
care of a child they believe is at
risk for a life-threatening bleed at
any moment.

Information booklets and audio-
visual material developed by the
CHS in collaboration with HTC
health-care professionals are

The remarkable

spirit of solidarity

and cooperation

that exists among

people affected, as

well as among the

health

professionals,

stands out from

interactions

between patient

groups and

personnel caring

for more well-

known diseases.

I encourage

families to

participate in CHS

and HTC activities.

It will help break

their isolation and

continue to supply

methods to help

deal with the

impact of a rare

disease on their

lives.

by
Claudine Amesse
Pivot Clinic Nurse
Hemostasis Centre
CHU Sainte-Justine

HEMOPHILIA TREATMENT CENTRES’ CORNER
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available for parents through the
treatment centres. The purpose of
these documents is to help inform
those responsible for their children
about the condition, the signs and
symptoms of a bleed and about
what they can do to help the child,
while greatly de-dramatizing the
situation.

The mystery surrounding this
disease increases the level of
difficulty of integrating into society
when choosing a career and

searching for a job. The young
adult must be educated in order
to avoid being discriminated
against by a potential employer
because of his/her disease. The
social workers associated with the
HTCs are definitely an excellent
resource to help young people as
they enter the job market establish
a relationship with their employer
that is satisfactory to both parties.

In conclusion, I'd like to end on a
positive note by emphasizing the

remarkable spirit of solidarity and
cooperation that exists among
people affected, as well as among
the health professionals. This spirit
stands out from interactions
between patient groups and
personnel caring for more well-
known diseases. I encourage
families to participate in CHS and
HTC activities. It will help break
their isolation and continue to
supply methods to help deal with
the impact of a rare disease on
their lives. §

YOUTH ECHO

The Youth Corner is taking a
little break for this issue of L'Écho
du facteur. What's more, after the

Family Weekend in Matawinie,
we got confirmation from the
young people present that the
existing column isn't the  most
efficient way to reach them.

We'll soon start to reach them by
using more direct means, such as
emails or on-line social networks.

If ever any good ideas for an
article come up, we won't hesitate
to come back to L'Écho du facteur
in future issues. §

by
David Pouliot

echodufacteur@schq.org

TO MAKE YOUR CHILD'S WISH COME TRUE…

As a person with a bleeding disorder who
requires frequent treatment with the infusion
of blood products, your child is probably
eligible to have a wish come true through
either the Children's Wish Foundation or Make
a Wish Canada.
Criteria differ a bit from one organization to
another, but they both have the same
objective: to grant a wish or dream that's
important to your child.

For more details as to admissibility criteria
for each of these organizations, we invite
you to consult the following links:
• for the Children's Wish Foundation:
www.childrenswish.ca/en-ca/wishes
• for Make-a-Wish Canada:
http://www.makeawish.ca/wish_stories

The CHSQ would be happy to hear about
your children's wishes that are granted… §

- F.L.

HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)
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A donation from Saint-
Albert-le-Grand school

Following the organization of  “La
Dictée d’Albert” in the wake of “La
dictée PGL”, the Saint-Albert-le-
Grand school, located in Quebec
City, had to donate 10% of the
funds raised by participating
students to a cause (they had to
be sponsored by friends and
family). Thus, a gift of nearly $150
was donated to the CHSQ.

Thank you to Saint-Albert-le-
Grand school, its employees,
students and parents for your hard
work and generosity!

2011 Bowl-a-thons —
Knock 'em down!

The season has started. This year,
five volunteers have decided to
lend a hand and help the office
organize a Bowl-a-thon in their
region.

April 9 — Contrecoeur
Thanks go to Mrs. Sylvie Boucher,
a new CHSQ member, and her
family for their dedication in
preparing this great activity to
benefit our organization.

April 16 — Sorel-Tracy
For a second consecutive year,
Ms. Isabelle Blette and her family
worked hard to make this event
a success. Thanks to people in the
area!

May 1 — Montreal
This year, we want to thank
Maxime Lacasse Germain for his

FUNDRAISING

gbeauregard@schq.org

by
Geneviève Beauregard
Program
Coordinator

involvement in the Bowl-a-thon.
It was a real success!

June 18 — Montreal —
South Shore
Along with the Bowl-a-thon,
Ms. Karine Perrier is inviting you
to a shaved-head challenge!
Would you dare to shave your head
for summer?

Quebec — To come later this fall

There are tickets left in some
regions. Form a dynamic team and
come knock down those pins with
us!

You can find a sponsorship form
on the website.

You can't take part? Give a
donation using the form or else,
put it on your facebook and share
it with your contacts.

Dance for Life

On the occasion of the 5th Edition
this year, we'll be celebrating big
time!

November 12, that's the date to
mark in your agenda. This colourful
show Dance for Life will take place
in one of the most beautiful halls
in Montreal, the Gesù Theatre.

Don't miss this chance to see a
great show featuring dancers from
different cultures who come
together for our cause. §

A MOMENT TO REFLECT

“In general, people who don't know a lot talk a lot, and people
who know a lot don't talk much.”

Jean-Jacques Rousseau

H QSC

The principal,

Monique Drolet,

presenting the cheque

to François Laroche,

CHSQ President,

surrounded by the

winners of “La Dictée

d’Albert” from each

class. To François’ left

is Marie-Claude

Gauthier, grade 4

teacher and instigator

of this donation.
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not much left for the family to do,
other than pack their bags (in the
case of a trip).
And finally, I want to thank all the
people involved in the making
Dylan's dream come true from the
bottom of my heart. The memory
of this magic family moment will
remain forever in our hearts.
I decided to also get involved in
the Children's Wish Foundation
in order to be able to give back a
bit of what was so generously
given to us, though I don't think
a life of volunteer work can equal
having our dream come true.
What's more, we want to make
sure our son remembers the
incredible opportunity he had to
be able to live this experience. In
fact, the whole family did.
For all parents of hemophiliacs
who didn't know that this
opportunity is available for your
children, I hope I've managed to
get you dreaming a bit! (See the
admission criteria for the
Children's Wish Foundation and
Make-a-Wish Canada on page 7.)
I wish you a marvellous spring.
See you soon! §

PARENTS’ CORNER
Dylan’s Dream...

Happy spring to everyone and
welcome aboard this column
that's just for you, you wonderful
parents of hemophiliacs! Fasten
your seat-belts and make sure to
keep your hands and feet inside
for the whole ride! Now that I
have your attention, and I plan
on keeping it, allow me to present
the topic of my column. I'm going
to tell you about a dream…
Since the birth of Dylan and his
diagnosis with severe hemophilia,
we've been dealing with this
condition and we try as much as
possible to make sure our son's
life is as normal as possible, while
remaining realistic about his
limits. However, as we all know,
hemophilia is a serious disease
with all that comes with it… Some
times are very calm as far a bleeds
are concerned, but at other times,
absolutely exhausting. Because
of this, I often compare
hemophilia to a real emotional
roller-coaster. To see these little
ones be so brave in the face of
pain from a bleed, repetitive
injections and medical
examinations, amongst other
things, we wonder what we can
do to reward them for being so
reasonable.
In fact, there exists a marvellous
foundation whose primary
mission is to help our children
(and others) make their dreams
a reality. The Canadian Children's
Wish Foundation allowed our son
to have his dream come true: to
visit Disney World.
Believe me, it was quite an
adventure! From our initial

request made through a simple
phone call to the office of the
Foundation right up until our
return from Dylan's dream trip,
there are no words to describe
the joy, the emotions we lived, as
well as the memories of all the
magic that we'll cherish for the
rest of our lives.
To see our son's eyes shine with
happiness when he met Mickey,
Donald, Pluto and Goofy, and all
the other Disney characters, was
a balm for our hearts and, for one
full week, allowed us to forget
the disease and everything related
to it. To see him run from one
attraction to another, proudly
sporting his Goofy cap was a
powerful and emotional
experience!
Our daughter certainly wasn't left
on the sidelines: it was a dream
for the whole family! She got to
meet all the princesses that her
heart could desire, even Tinker
Bell!!! Dylan kindly agreed to visit
Cinderella in her castle in order
to please his little sister, even
though he would have preferred
a more, let's say, masculine
activity…
With Children's Wish, no detail is
neglected… Let me explain: when
the child's dream is a trip, it's a
waking dream from start to finish!
I won't tell you about all the
surprises, of course, but there
were so many that we really
thought we were dreaming!
The volunteers who visited us at
the beginning of the process took
the time to talk with Dylan and
make sure that this trip was really
his dream and they gave him, as
well as Lyvia, beautiful gifts to
dream on about the trip to come.
The generosity of these people is
fabulous!
Then, all the formalities were
handled by the coordinator from
the Foundation who took care of
getting all the necessary
documents for the family as well
as the child's medication. There's

by
Lisa-Marie Mathieu

echodufacteur@schq.org

Dylan and Lyvia  got a chance to have their
picture taken with the much beloved Winnie
the Pooh.
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INHIBITORS’ CORNER

Hello everyone!
We’re writing to you on this lovely
day that smells like spring. And,
when you read this, we hope you'll
be able to do it sitting outside in
a comfortable chair, sipping your
favourite drink… and feeling
relaxed.
You've probably noticed that
we've changed our way of serving
you at the CHU Sainte-Justine
clinic!
In fact, since autumn 2010, you've
been invited to attend specialized
clinic days twice a year. This
“specialized clinic days” project
was initiated by the administrators
and personnel from the
Hematology-oncology day centre
at CHU Sainte-Justine. These
clinics allow us to regroup people
with a similar diagnosis all on the
same day and thus improve
services for patients and their
families. Members of the
hemostasis team have decided to
offer you these specialized days,
according to a formula similar to
the educational days that have
been offered to adolescents for
the past four years.
Thus these days, which were
originally offered to only
adolescents, are now offered to
people of all ages (0-2 years,
3-5 years, 6-9 years, 10-13 years
and 14-17 years). We eventually
hope to adapt this program to
young adults (18-25 years) and
adult hemophiliacs.
As you can see, these specialized
clinic days allow parents to share
information about their mutual
experiences with the disease
during a group discussion led by
a social worker. The
children/adolescents have an
opportunity to get a structured
education from a nurse, who will

provide a learning process by
encouraging interaction within the
group. Then, after a enjoying lunch
with their parents, our young
students will take part in a group
meeting where, under the watchful
supervision of two psychologists,
they'll be able to share their
experiences on the theme “living
with hemophilia” during  a
discussion and activity session,
As you know, some information
can be shared with the whole
group: girls and boys of various
ages, with different bleeding
disorders. However, other
information and/or sharing of
information concerns only specific
patients or groups of patients, and
takes into consideration the
particular needs for their bleeding
disorder, at a specific time in their
life.

Because two heads are
better than one!
Aware of the specific condition of
your children with inhibitors and,

at the same time, your experience
as parents, we hope to be able to
meet your expectations through
these new “specialized clinic days”.
All of us, nurses and health care
professionals, are working together
to develop a teaching plan in order
to meet the largest number of needs
expressed. We can then promote
an overall vision of the treatment
plan, for all team members working
for you and your children, thus
ensuring a uniform education that
meets international standards.
We'd like to ask for your input by
asking you to give us your
comments and suggestions, either
directly to the professionals on site
during the specialized days, or by
telephone, email or mail, to our
attention. Your comments and
suggestions will help us to better
help you.

PS: Don't forget to send your data
in the infusion log, even if you have
to bring your computer outside…
Thanks for your help! §

We're getting organized to better meet your needs!
by
Yolaine Houle,  Social Worker
and Claude Meilleur, Pivot Nurse
Quebec Reference Centre for Patients
with Inhibitors

1000th Donation for Life by Jacques Paquin

Jacques Paquin, a 55 year-old man from the Quebec City area, accomplished
an amazing feat by giving the gift of life for the 1000th time on February
7, 2011. The source of inspiration for this incredible series of blood, platelet
or plasma donations was his nephew, who had hemophilia A, and needed
blood products from a tender age to treat bleeding episodes. This
hemophiliac is none other than me, François Laroche, Editor-in-chief of
this newsletter. Congratulations, Jacques!           - F.L.

 In this photo, taken
at the Centre Globule
de Québec, Jacques

Paquin holds his
Major Donor Medal
that Francine Décary

has just given him.
He is surrounded by

his two daughters,
Maude and Sarah,

staff from Héma-
Québec and, on the

far right, the only
other Quebecer

to have made
1000 donations,

Michel Therrien.
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CSHQ 2011 FAMILY WEEKEND IN PICTURES

The workshop on patient rights and responsibilities (opposite)
was popular and highly appreciated. Above, the workshop
presenters: André Lanciault and Sylvette Grenier.

The Amazing
Race theme on

Saturday
evening was
great fun. To

the left,
participants

demonstrating
their talents
dancing the
tango. To the

right, the
winning team
celebrating its

victory.

Snapshots taken

during the café-

rencontres for

grandparents

(top left) and for

the wives of men

with hemophilia

(top right), as

well as during the

Annual General

Meeting

(opposite).



Now, thirteen years later, one has
to admit that not only has this
confidence been re-established, but
moreover, Héma-Québec figures
among the prominent world leaders
in matters relating to quality and
safety standards of products,
biovigilance as well as responsibility
and transparency, which the
organisation demonstrates at all
levels.

Francine Décary has marked the
history of Héma-Québec and leaves
a healthy organization that enjoys
an excellent reputation. The CHSQ
recognizes and is grateful to her.

As for Dr. DeSerres, he has solid
experience in medicine and
management, having worked
notably in the fields of public health,
the pharmaceutical industry and
biotechnologies. Armed with an
impressive background and very
pertinent experience, the CHSQ
believes that he will do an excellent
job and we wish him the best of luck
in his new position at the head of
Héma-Québec. §

- F.L.

Change in Héma-Québec's
management

On April 1, Héma-Québec, the
Quebec supplier for blood and blood
products, announced a new
President and Executive Director,
Dr. Jean DeSerres. He succeeds Dr.
Francine Décary who has held this
position since the creation of the
organisation in 1998.

Dr. Décary had quite the challenge
to meet: to take over transfusion
services from the Canadian Red
Cross in 1998, during the upheaval
of the contaminated blood scandal;
it wasn't an easy job. The confidence
of the CHSQ, and that of the public,
in the safety of blood products was
eroded, to say the least.

Judge Horace Krever, who presided
the Public Inquiry into the Canadian
Blood Supply, had just deposited a
major report with disturbing
observations about the events that
marked the beginning of the 1990s,
including approximately fifty
recommendations.

IN A WORD

Mother of three children, including
one with hemophilia, she has served
on the Board of Directors of the
CHSQ and that of the CHS since 2001.
The following year, she was part of
the Quebec Executive Committee.

If someone wanted to make a list of
all she's done for the organization,
I wish you luck, because there's so
much that you'll get lost in it.  Mylene
has held almost every position
possible on a board. In particular,
we remember that she worked side-
by-side with François Laroche as co-
director of the CHSQ in 2006, at a
time when we had no Executive
Director. She's also on a thousand
committees and responsible for a
few of them. What's more, she's been
the recipient of the Volunteer of the
Year Award a number of times.

There's no time when Mylene
doesn't offer to help and just sits
back and watches things happen.
She's always shown her incredible
availability, her dynamism, her
generous heart and great artistic
ability, like making beautiful
montages of photos.

Her warmth, her love of life and
uncontrollable verbomotricity mean
that you can't miss her. Our untiring
Mylene definitely merits her
nickname of “the Cuban tornado”.
She's already said that she won't
stop devoting herself to our cause
until a cure is found.
¡ Te felicitamos Mylene ! §

- D.P.

AWARDS
(page 1 cont’d)

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

pharmaceutical companies:


