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Saluto! This summer the circus
came to the CHSQ camp. August
8-13, twenty-four children between
the ages of 5 and 14 attended
summer camp on the shores of Lac
Trois-Saumons, near Saint-Jean-
Port-Joli. It was the second year for
the non-integrated camp, which
has proven to be a winning formula
that fosters lasting friendships.
Juggling, a talent show, fireworks
and a village fair were added to
the usual array of activities, which
included archery, hiking, canoeing,
kayaking and rifle shooting.

Under the guidance of nurses
Claudine Amesse and Ginette
Lupien, the activity helped young
campers to better understand what
happens during the clotting process
and to become a little more
autonomous in taking charge of
their health. The children learned
how to self-infuse under the
watchful eye of experts and with
other youngsters who shared the
same anxieties and concerns.
Several children made inroads in

concerns, successes and lots of
laughter. It was also a time for
building lasting friendships. We were
fortunate to have two very caring
assistant-counsellors: Emily
Blanchette and Louis-Charles
Martin. Thank you both for
volunteering your time and for
giving that little extra that made the
week even more memorable for the
children. (See a nurse's perspective
on pages 6 and 7 and the assistant-
counsellors's impressions on
page 12.)
The involvement of older youth as
assistant-counsellors in the camping
experience is especially important
because they serve as role models
for the little ones. If you are
interested in becoming an assistant-
monitor, please send us your
résumé.
Finally, we could not have asked for
better weather. It was sunshine and
smiles every day. Thank you to all
who made this wonderful
experience possible. You make a
real difference in the lives of our
children. See you next summer! §

by
Maxime
Lacasse Germain

echodufacteur@schq.org

CHSQ 2010 SUMMER CAMP
Camp Trois-Saumons in Saint-Jean-Port-Joli

Camp was also a
welcome occasion for
children to learn more
about their or their
sibling's bleeding
disorder. A question-
and-answer game
about bleeding
disorders was
followed by a lively
group discussion that,
I hope, encourages
more questions once
the children are home
again.

the process:
preparing and
injecting factor
concentrate, and
even withdrawing
the needle. Every
little step counts. I'm
very proud of you all.
Camp was also an
opportunity for the
children to meet
others their own age,
as well as younger
and older campers,
and to share their
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A WORD FROM THE
EDITOR

A lot has been going on at
the CHSQ over the past few
months.
In May, an application instituting
proceedings for damages and
interest was filed against the
CHSQ by former executive director
Robert Larue, claiming wrongful
dismissal. The organization is
taking the necessary steps to
mount a defence and is fully
confident of proving the validity
of its decision before the courts.
A major delegation of CHSQ
members attended the XXIX
International Congress of the
World Federation of Hemophilia,
which was held July 10-14 in
Buenos Aires, Argentina. You can
read the delegates' impressions
on pages 9, 10 and 11 of this issue.
I had the privilege of attending
the congress and came away with
a renewed sense of hope. Thanks
to pharmacokinetic analysis of
every plasma and recombinant
protein (coagulation factors),
tailor-made treatments are now
possible for persons with bleeding
disorders.

True, we are just entering this new
era, but creating a treatment
regimen tailored to the needs of
each hemophiliac is not that far
off.  By taking into account specific
pharmacokinetic parameters
(recuperation, half-life,
immunogenecity, and others),
medical teams will soon be able
to propose a coagulation factor
and treatment regimen adapted to
a person's specific profile.
This may reduce the risk of
developing inhibitors and lead to
more effective treatment, including
prophylaxis. Keep an eye out for
developments in a hemophilia
treatment centre near you…
I would like to end by underscoring
the success of CHSQ's 2010
summer camp and thanking the
following individuals who were
instrumental in our young campers
having a safe and enjoyable week:
our camp coordinator, Maxime
Lacasse Germain, who did a
wonderful job of organization, our
two assistant-counsellors, Emily
Blanchette and Louis-Charles
Martin, and our two dedicated
nurses, Claudine Amesse and
Ginette Lupien.
You can read the camp
coordinator's impressions on page
1, those of the assistant-monitors
on page 12, and nurse Claudine
Amesse's perspective on pages 6
and 7.
Happy reading! §
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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, extension 21,

or 514 848-0666, extension 21,
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, 2010

echodufacteur@schq.org
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EDITORIAL

my first
objectives are
to contribute
to the good
management
of the CHSQ
and to extend
its reach and
influence.

I will be
striving every
day to
understand a
little more
about what
hemophilia is
and its
implications so
that I can
guide the
CHSQ's work
and support the Board of

When I was invited to join
the team at the Quebec
Chapter of the Canadian
Hemophilia Society as
Executive Director, I
enthusiastically accepted. My
hope is to share my experience
and put my knowledge to
work in the pursuit of the
CHSQ's mission.

Taking up the duties of CHSQ
Executive Director is a
stimulating challenge, one that
I am fully determined to
accomplish efficiently. Among

Directors in its decision-
making and actions. I will also
be reaching out to you, our
members and partners, to
listen to your needs, because
your opinions are vital to
developing the best services
and providing the best
information.

By pooling the wishes,
perseverance and commitment
of each and every one, we will
succeed in improving the
health and quality of life of
those affected by a hereditary
bleeding disorder, as well as
those suffering the
consequences of a tainted
blood transfusion.

I look forward to meeting you
all very soon! §

A Word from our New
Executive Director

I will also be
reaching out to

you, our
members and
partners, to

listen to your
needs, because
your opinions

are vital to
developing the
best services

and providing
the best

information.

A MOMENT TO REFLECT

 “Man is an apprentice, pain is his master. There is no self knowledge
without suffering”.

Alfred de Musset

jdaigneault@schq.org

by
Julie Daigneault

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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I would be remiss if I failed to thank
Opération Enfant Soleil and our
pharmaceutical partners who
provided the funding that made this
wonderful camp possible. Without
all these individuals, the camp would
never happen.
I invite you to read Maxime's
comments (on page 1) and those of
our two assistant-counsellors Louis-
Charles and Emily (on page 12) who
did such a fabulous job.
See you next year!

Youth Activity

This year's CHSQ Youth Activity took
place on September 19. After a nice
lunch, the young people headed off
to watch a Montreal Alouettes
football game. What could be more
fun than sharing time with good
friends!
CHSQ's Youth Activity is aimed at
young people between the ages of
16 and 28. The goal is to foster
relationship-building between youth
living the same daily reality and to
encourage a feeling of belonging to
the CHSQ.
Come and enjoy activities tailored to
your age group. It's a great
opportunity to make friends! For
more information, call Geneviève
Beauregard at 514 848-0666,
extension 21, or toll-free at
1 877 870-0666, extension 21.

Upcoming Events

2010-2011 Scholarships
and Bursaries
Are you a student or thinking of going
back to school? Don't miss this
opportunity to receive a scholarship
in the following categories:
• Academic scholarships: this
category is intended for CHSQ
members with a bleeding disorder
who will be studying at the university
or college level or who are enrolled
in a professional institute.
• Incentive grants: this category is
intended for CHSQ members with a

CHSQ ACTIVITIES

Recent activities

CHSQ Summer Camp
Under a radiant sky in the week of
August 8-13, twenty-four children
took part in the CHSQ summer camp,
which was held at Camp Trois-
Saumons, near Saint-Jean-Port-Joli.
Just one look at the children's faces
as they renewed old friendships and
made new ones, at the teams of
qualified staff from both Camp Trois-
Saumons and CHSQ, at the children's
joy in learning new things, and at
their smiles and comforting hugs
convinced me that this camp is
important, even vital, for young
hemophiliacs.
Each morning as I attended the
sessions to teach children how to
self-infuse, I understood how
important these special moments
with the nurse were.
My thanks to our volunteers: camp
coordinator Maxime Lacasse
Germain for his wonderful
organization, and assistant-monitors
Emily Blanchette and Louis-Charles
Martin for their dedication.
My thanks also to nurses Claudine
Amesse and Ginette Lupien who
accepted to spend a week with us at
the camp, teaching the children to
self-infuse and ensuring the quality
care they needed throughout the
week.

gbeauregard@schq.org

bleeding disorder who will be taking
a professional development course
in their field or who will be going
back to school, regardless of their
educational level.
For more information about the CHSQ
Scholarship and Bursary Program or
for an application form, contact the
office at 514 848-0666 or, toll-free
at 1 877 870-0666, or go to
www.hemophilia.ca (and click on
Provincial Chapters, Quebec).
Deadline for applications is midnight,
September 30, 2010.

Family Weekend for those
affected by inhibitors
Introducing the CHSQ MINI-CAMP!
November 26-28, young
hemophiliacs with inhibitors to factor
concentrate will have a unique
opportunity to attend the first ever
CHSQ MINI-CAMP at Estrimont Suites
& Spa.
It promises to be a jam-packed
weekend of activities, handicrafts and
games under the watchful eye of a
team of experienced leaders. This
getaway will also be an opportunity
for participants to learn about self-
infusion from head nurse Claude
Meilleur.
While the youngsters are being kept
busy, their parents will be able to
enjoy some welcome respite, a special
treat since these moments are often
few and far between in the lives of
families affected by inhibitors.

CHSQ Survey
As part of its mission to improve the
health and quality of life of individuals
affected by a hereditary bleeding
disorder, as well as those living with
the consequences of a tainted blood
transfusion, the CHSQ is constantly
seeking ways to develop and improve
its services.
We value your opinion and
suggestions about the care, services,
products and treatments provided to
hemophiliacs, as well as the services
and activities of the CHSQ.
On the main page of the Quebec
Chapter website, you will find a
survey. Please take the time to answer
the questions. Your answers and
suggestions will remain completely
confidential.
Your opinion is important to the CHSQ
and to the well-being of everyone. §

Ginette Lupien was one of two nurses
specialized in hemostasis at the camp.

by
Geneviève Beauregard
Program Coordinator
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Dance for Life

The fourth edition of the Dance for
Life fundraising event will be held
on November 6. It promises to be a
colourful evening of entertainment,
so circle the date on your calendar!
Help us promote this event by
spreading the word to your email
contacts or by posting a notice on
your Facebook page (to buy tickets
and/or make a donation). Invite your
employer to be a sponsor or to buy
tickets to help make the event a
success.
For more details, go to
www.dansezpourlavie.ca.

Donation from Galderma
Laboratories
In 2009, CHSQ member Jean-Benoît
Landry, who works at Galderma

FUNDRAISING

Dare to Dream for a Cure

On August 6, a draw was held for
two training packages at the Mosport
Bridgestone Racing Academy in
Ontario, each valued at $1,500.
Congratulations to the two lucky
winners, Michel Gagné and Dany
Blanchette, who trained on the track
on September 17.
All proceeds from the Dare to Dream
of a cure event will go to research
into a cure for individuals with a
bleeding disorder. Thank you to
everyone who bought tickets to
support this initiative!
Look for more details and photos
about the event in the next issue of
L’Écho du facteur.

gbeauregard@schq.org

by
Geneviève Beauregard
Program Coordinator

Proceeds from this sale are remitted,
in the form of a donation, to a selected
non-profit organization.
For 2009, Galderma chose the CHSQ
and, in December, company
representatives presented our
organization with a cheque for
$22,700.
A BIG THANK YOU to Jean-Benoît
Landry for this wonderful initiative
and to Michel Sauvageau, plant
manager at Gaderma Laboratories in
Montreal, for choosing our
organization to be the 2009 recipient.

“New Blood” Annual
Fundraising Campaign
The end of the year is fast
approaching, and this means that we
will soon be launching our 2010 “New
Blood” Annual Fundraising Campaign.
Once again, we will be asking you to
give generously to ensure the success
of the CHSQ's mission.
New this year: you can make your
monthly donation by credit card.
A simple act that brings so much
hope! §

Shown from left to right: Michel Sauvageau, Plant Manager, Patrice
Giguère, Warehouse Supervisor, and Jean-Benoît Landry of Galderma
Laboratories of Montreal present a cheque for $22,700 to CHSQ
Program Coordinator Geneviève Beauregard.

As part of the National fundraising event Dare to
Dream for a Cure, the draw for two winners to
win a spot to the Bridgestone Racing Academy in
Mosport Ontario, was held August, 16.
Kevin Blanchette, a spokesperson for the CHSQ,
under the watchful eye of Julie Daigneault,
Executive Director, and Suheir Maari,
Administrative Services, drew the names of the
two winners: Michel Gagné from Quebec City
and Dany Blanchette from Beloeil. Congratulations
to both of them!

Laboratories,
asked the
company if it
would consider
donating the
monies collected
during their
annual fundraising
event to our
organization.
Each year,
Galderma, a
pharmaceutical
laboratory
specializing in
dermatology, sells
a portion of its
skin care products
to its employees.
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reconstitute and inject factor
concentrate.
• Factor concentrates were
administered scrupulously
according to the dosing and
frequency of injections indicated
on the health form that the
parents had filled out.
• The young hemophiliacs took
part in all camp activities.
• There were frequent visits to
the infirmary and several joint
bleeds needed to be treated.
• We received one brief visit from
a CHSQ staff member during the
week.

What I took away from the
experience:
• Camp was an excellent
opportunity to get to know our
young patients better.
• Young hemophiliacs had a great
deal of difficulty integrating
harmoniously into a regular
camp.
• On-site health professionals
shouldered a very heavy burden
and responsibility.

Several years later, I tried the
experience again.

What I remember about this
camp outing:
• Prior to the start of camp, nurses
and CHSQ staff exchanged many

As a nurse coordinator in a
hemophilia treatment centre, I have
had the privilege and joy of
accompanying children to the
CHSQ's summer camp many times
since 1992. Over the past 18 years,
I have seen the evolution of a basic
camp philosophy. I hope that by
sharing my memories and lessons
learned from the various kinds of
camps, I can shed light on the
journey travelled by treatment
centre professionals and CHSQ staff
and members.

What I remember about my
first camp outing:
• I was the only adult present as
we set off. I accompanied the
children on the bus and I was
relieved to entrust them to their
respective counsellors when we
arrived at the camp.
• Because the children were
expected to be on time for the
start of the day's first activity, we
had very little time in the morning
to teach those receiving
prophylactic treatment how to

HEMOPHILIA TREATMENT CENTRES’ CORNER
CHSQ's Summer Camps since 1992: A Nurse's Perspective

information we needed to adjust
the frequency of the prophylactic
treatments.
• On the first morning, we met
with camp monitors to provide
basic information about
hemophilia and to explain when
the children should be sent to the
infirmary.
• Between 8 a.m. and 9 a.m., we
taught the six to eight children
who showed up how to prepare
and inject factor concentrate.
• We treated some joint bleeds in
a timely fashion.

What I took away from the
experience:
• Nurses became uneasy about
camp activities and the risk of
bleeds that could result from
them.
• By being more flexible in
adjusting the scheduled injections
of concentrates to the level of
camp activities, we were able to
prevent bleeding episodes.
• CHSQ camp organizers were
very receptive to the specific
requirements for setting up a
camp infirmary for young
hemophiliacs.

My memories and lessons learned
from subsequent camp
experiences are relatively similar.
There was a third type of camp
held during the four years leading
up to the current camp formula,
which has been in use for the past
two years.

What I remember about these
camps:
• There were a great many phone
calls and emails exchanged prior
to the start of camp.
• Two nurses accompanied the
children on the bus, while CHSQ
staff kept them comfortable and
entertained during the trip.
• The arrival and departure
schedule was improved to give
us the time needed to set up the

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

phone calls.
• As soon as the
bus left for
camp, monitors
on board took
charge of the
children.
• There were
major problems
obtaining the
children's
activity
schedule, as well
as knowing to
which group
they belonged
and where they
were on site,
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Camp now encourages
the integration of young
hemophiliacs and their
siblings, while taking

into account the
limitations imposed by

the disorder.

HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)

infirmary, talk to the activity
coordinators and familiarize
ourselves with the schedule of
activities and on site location of
the children.
• With the parents' approval,
nurses were more flexible in
adapting the frequency and
dosing of prophylactic treatments
during the week's increased level
of activities.
• We were reassured by the
numerous water activities but
there still remained activities not
recommended for hemophiliacs,
such as soccer or basketball.
• CHSQ staff visited the camp and
showed increased interest in how
the children were housed, the
safety of the premises, and the
type of activities in which the
children took part.

What I took away from the
experience:
• The CHSQ provided training and
support before, during and after
the camp.
• A constructive exchange and
thought process began between
nurses and CHSQ staff about the
objectives of these camps.
• There were very few joint bleeds
during camp.
• There remained a growing
unease about the obvious
contradiction between
recommended sports activities
and the risky sports played at
camp.

Finally, my two most recent camp
experiences!

What I remember about
camp:
• As part of a strategic planning
process, treatment centre
professionals and CHSQ staff
discussed the contradictions that
existed between recommended
sports activities and sports played
during camp.
• A committee, made up of CHSQ
camp activity organizers, parents,

members of the youth section
and a nurse, was formed.
Following many telephone
conferences, the camp was
completely redesigned.
• CHSQ children are now grouped
together in the camp.
• Camp monitors, trained and led
by a CHSQ head monitor, see to
it that activities in which the
children take part adhere to the
recommendations of treatment
centre professionals.
• CHSQ volunteer assistant-
monitors are on hand to help
camp monitors and the head
monitor.
• The CHSQ head monitor
ensures the comfort and
entertainment of the children
during the bus trip.
• The daily activity schedule is
now planned to enable nurses to
take the time needed to teach the
children how to reconstitute and
inject factor concentrate.
• Educational activities about
hemophilia and other bleeding
disorders are organized jointly
by the head monitor, the CHSQ
camp organizer who remains on
site during the entire week, and
the nurses.

What I took away from the
experience:
• Camp provides children with
access to role models who are

harmoniously integrating their
disorder into their lives.
• Camp now encourages the
integration of young hemophiliacs
and their siblings, while taking
into account the limitations
imposed by the disorder.
• CHSQ children are building
strong bonds of friendship.
• Camp is a unique training forum
that enables nurses to reach
children on their own level.

Thanks to better communications
and collaboration over the years,
CHSQ members and staff have
become close allies on this shared
journey.
Each in his or her own way — the
children and their families, the
nurses and other treatment centre
professionals, and the CHSQ
camp organizers — are benefiting
from the evolution of the camp
philosophy. §

For Claudine
Amesse, who

has a long
experience

with CHSQ
summer

camps, the
camp is a

unique
training

forum that
enables

nurses to
reach

children on
their own

level.
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FOCUS ON HEPATITIS C

Once-monthly Albumin
Interferon (Zalbin) Matches
Once-weekly Pegylated
Interferon in Hepatitis C
Patients with Genotypes 2-3
Albumin interferon alpha-2b (Zalbin,
formerly Albuferon) administered once
per month with daily ribavirin appears
to work as well as standard hepatitis C
therapy using once-weekly pegylated
interferon plus ribavirin for previously
untreated people with genotype 2 or 3
chronic hepatitis C virus (HCV)
infection, according to interim results
from a Phase 2b study recently
announced by Human Genome
Sciences.

Human Genome Sciences, Inc.
announced interim results through
Week 12 following the end of
treatment in a Phase 2b clinical trial
conducted by Novartis to evaluate the
safety and efficacy of Zalbin
(albinterferon alfa-2b), an
investigational agent, administered
monthly in combination with ribavirin
in 391 treatment-naive patients with
genotypes 2 and 3 chronic hepatitis
C virus. The primary efficacy endpoint
is sustained virologic response (SVR)
at Week 48 (24 weeks following the
end of treatment).
“These interim results may suggest
that the efficacy of 1500 mcg
albinterferon alfa-2b dosed every four
weeks is comparable to the current
standard of 180 mcg peginterferon
alfa-2a dosed once weekly,” said
Stephen Pianko, MD, FRACP, PhD,
Monash University, Melbourne,
Australia. “The results of this study in
patients infected with genotypes 2
and 3 hepatitis C support continued
evaluation of albinterferon alfa-2b
dosed every four weeks in a larger
Phase 3 program.”
Sustained virologic response rates at
Week 12 (SVR12) following the end
of treatment were 81% for the
treatment group receiving 1500 mcg
albinterferon alfa-2b dosed once every
four weeks (q4w), vs. 82% for the
treatment group receiving
peginterferon alfa-2a (Pegasys) at the
standard 180 mcg dose once every
week. SVR12 rates were 76% and 75%,

respectively, for the 900 mcg q4w and
1200 mcg q4w albinterferon alfa-2b
treatment groups.
Overall, the adverse event profile was
generally comparable for q4w
albinterferon alfa-2b compared with
q1w peginterferon alfa-2a. Serious
adverse events during treatment in
the albinterferon alfa-2b treatment
groups were 4% for 900 mcg, 3% for
1200 mcg, and 3% for 1500 mcg,
compared with 4% for peginterferon
alfa-2a. Rates of discontinuations due
to adverse events were: 1% for 900
mcg, 3% for 1200 mcg, 4% for 1500
mcg, and 1% for peginterferon alfa-
2a.
No increase in serious or severe
respiratory events was observed in
any albinterferon alfa-2b arm
compared to peginterferon alfa-2a.
Hematologic reductions were
significantly lower in all albinterferon
alfa-2b treatment groups.
“With a total requirement of six
injections over a 24-week course of
treatment, the albinterferon alfa-2b
monthly dosing regimen has the
potential to offer an important option
for the combination treatment of
patients infected with genotypes 2
and 3 hepatitis C,” said Mani
Subramanian, MD, PhD, Executive
Director, Clinical Research - Infectious
Diseases, HGS. “We look forward to
the full presentation of final results
from the current study at an
appropriate scientific meeting later in
2010.”
Zalbin (also known as Joulferon
outside the U.S.) is being developed
by HGS and Novartis under an
exclusive worldwide co-development
and commercialization agreement
entered into in 2006. The two
companies have successfully
completed Phase 3 development of
Zalbin dosed every two weeks. HGS
has submitted a Biologics License
Application (BLA) to the FDA in the
United States for Zalbin dosed every
two weeks and has received
confirmation that its submission was
accepted for filing with a PDUFA target
date of October 4, 2010. Novartis has
submitted a Marketing Authorization
Application to the European
Medicines Agency (EMA) in Europe
for the same dosing regimen under
the brand name Joulferon. §
Source — Read more at:
http://www.hivandhepatitis.com/
hep_c/news/2010/033010_b.html

News in Brief

The Focus on Hepatitis C
column has been made possible

thanks to the financial
contribution of

Schering-Plough.

Commemorating the
Tainted Blood Tragedy

Following in the footsteps
of tree planting ceremonies
in fall 2007 at the Ottawa
headquarters of the Canadian
Blood Services, marking the
10th anniversary of the
publication of the Krever
Report, and in 2008 at Héma-
Québec, attended by Quebec
Health Minister Dr. Yves
Bolduc and several CHSQ
members, numerous CHS
provincial chapters organized
commemorative ceremonies
in 2009, on October 27 — the
day the Krever Report was
released — to honour the
victims of the tainted blood
tragedy and those still living
with its consequences.
This year, we invite you to
help perpetuate their memory
in a personal way, by planting
a tree of life on the lawn of
your home, cottage or other
location where permitted, on
or about October 27, 2010.
The goal is also to remind
Quebecers of the importance
of safeguarding the blood
supply system and to highlight
our organization's role as
watchdog to ensure that this
kind of tragedy never happens
again. §

- M.L. & F.L.
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WFH XXIX WORLD CONGRESS: BUENOS AIRES, ARGENTINA
Impressions from the SCHQ Delegates

find themselves in a very stressful
position because of constant fear. (I
think that things get better when the
child grows but as a parent it's a
never ending fear — not just for the
child with a bleeding disorder).
Positive reactions from family
members and their willingness to
create a friendly environment is the
premise in which the child with a
bleeding disorder should grow up
so as to develop a healthy
personality unburdened by guilt and
denial.
Over-protectiveness may lead to loss
of self-esteem and develop fear.
Denial and not reacting properly can
put the child in danger. Persistence,
accompanied by knowledge and
information, can help fight denial.
Negligence and rejection are two
things that should be avoided.
One of the questions asked during
the session was when and how to
tell the child he has a bleeding
disorder? As explained to us, the
information should be correct, and
we should answer only what we're
being asked. From the earliest period
in a child's life, building awareness
and self confidence, based on
knowledge and understanding,
should help the child build self-
esteem and avoid any sense of guilt
or shame about his condition. Our
children need reassurance and
supportive care - doctors, parents,
psychologists and chapters can all
do their part to help.
In the session on Sports in
Hemophilia: Dangerous, Beneficial
or Luxury?, physiotherapists and
physicians discussed the pros and
cons of sport activities for children
with bleeding disorders, and two
adult hemophilia patients shared
their experiences in sports. Sports
are classified in three categories:

The city of Tango, Buenos Aires,
Argentina was host to the XXIX
World Federation of Hemophilia
Congress. I had the privilege of
attending  as one of the delegates
chosen by the CSHQ. Once again,
from the opening ceremonies to the
farewell dinner, my expectations
were surpassed. With over 4,300
delegates from 115 countries, it was
a week filled with information,
meetings, emotions and networking
with both new and old friends.
The congress included plenary,
medical, multidisciplinary,
laboratory sciences, musculoskeletal
and dental sessions where
presenters shared their knowledge,
research, advice and experience on
specific topics. At times it was hard
to decide which sessions to attend
as they all seemed interesting and
important. As a parent, I couldn't
resist attending two of the sessions
on the Congress program. The first,
Helping Children Cope with Bleeding
Disorders, and the second, Sports:
Dangerous, Beneficial, or Luxury?
The session on helping children cope
with bleeding disorders discussed
the strategies for maintaining a
normal life, building acceptance and
adaptability from the perspective of
both a mother and a psychologist.
One of the things presented was
that education helps families accept
and react positively to the situation
as well as towards the child with a
bleeding disorder. Mothers might

those that are safely recommended,
those whose relative risks and
benefits must be assessed for each
individual, and those whose risks
outweigh the benefits, even for
people without hemophilia. A
discussion ensued from one of the
adult experiences, as the sport he
practices is scuba diving. If I had to
classify this sport, I would put it in
the “Danger and Luxury” category.
As parents we must outweigh the
risks and benefits carefully. Sports
should be discussed with our
physiotherapist and doctor while the
children are young in order to find
the sport that best suits our
circumstances or life style.
My impressions are endless from
each of the congresses I have had
the opportunity to attend. In
Argentina, one thing that made me
proud to be from Canada was
winning the WFH International
Donation World Cup for the country
with the most donors during the
Make a World of Difference
fundraising campaign held during
congress.
Gracias to the CSHQ for giving me
the chance to represent Canada in
the largest meeting of the global
bleeding disorder community.
As we look forward to the 2012
World Congress of Hemophilia, a
new milestone will deserve special
recognition. The WFH will be
celebrating its 50th Anniversary and
celebrations will begin at the World
Congress in Paris, France.
See you there!!!

Mylene D’Fana

***

In July, I took part in the Hemophilia
2010 WFH World Congress. The last
time a similar congress was held in
Argentina, I was a year old; that was
25 years ago. While it was a return
visit to Argentina for the World
Federation of Hemophilia (WFH), it
was my first time in this country.
On the opening day of the congress,
I was thrilled to learn that youth-or
the next generation as some call us-
would be one of the three topics that
WFH president Mark Skinner would
address in his plenary speech. TheCongratulations to physiotherapist Nichan

Zourikian of CHU Sainte-Justine, who received
the WFH Inga Marie Nilsson Award. cont’d on page 10 & 11 >
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two other equally important issues
were women with bleeding
disorders and the countries of sub-
Saharan Africa. Now that I've
revealed my age, I'm sure you won't
be surprised to learn how pleased I
was with this news. The important
place given to the “next generation”
is now being recognized at all levels:
in Quebec, in Canada, and around
the world!
How does the WFH hope to convince
the next generation of the
importance of volunteering in their
community? While the answer is far
from clear, initiatives are beginning
to appear. The use of new
technologies1 and communication
tools, leadership development
programs, grants to attend
congresses (such as this one), and
games and publications aimed at
youth are the broad strokes of the
current strategy.
As for the congress as a whole: over
the five days, I attended excellent
presentations on medical imaging,
rare bleeding disorders, cost-
efficiency ratio studies related to the
treatment of hemophilia, aging with
hemophilia, moderate hemophilia,
Hepatitis C, youth groups worldwide,
prophylaxis, and even sexual health!
The congress is not only a good
source of information but also an
opportunity to share experiences
and knowledge, to learn from others
and to meet up with old friends
again, like the people from the
Tunisian Hemophilia Association.
We even made a satisfactory initial
contact with the president of the
Syrian Hemophilia Society in
anticipation of our next twinning
opportunity. These meetings are the
source of lasting friendships.
I should end by saying that Buenos
Aires is a beautiful and artistic city
with wonderful places to dine.

Thank you so much CHSQ for
allowing me to have such a
wonderful experience.
1. During congress, the WHF
launched a Netcast video (or
Podcast, if you prefer) that recounts
the life of two hemophiliacs living
in very different parts of the world:
India and Canada. To view it, go to
www.wfh.org/TFAseries.

David Pouliot

***

This year, South America was the
host of the Hemophilia World
Congress. It took place in the city
of Buenos Aires, Argentina.
Delegated by the CHSQ, I had the
opportunity to interact with
participants from the international
community on the topic of bleeding
disorders. A wealth of information
was available during this five-day
event. The following is an overview
of key topics presented at the
congress sessions.

Blood safety and supply
Pharmaceutical companies and
regulatory agencies in developed
countries around the world use
what are considered state-of-the-
art screening processes to maintain
a safe blood supply. Nevertheless,
emerging pathogens may lie
undetected for a certain period of
time before symptoms in patients
lead specialists to realize there may
be an issue that needs to be looked
into. Vigilance, by the blood
agencies around the world, blood
safety committees and
pharmaceutical companies, is key.

Inhibitors
Over the past 20 years, the bleeding
disorder community has observed
an increase in recombinant
products usage along with a steady

consumption of plasma-derived
products. During this 20-year span,
inhibitor cases amongst patients have
been on the rise. An upcoming study
called SIPPET will enrol 300 patients
from different parts of the world and
will try to establish whether the
increase in inhibitor cases is due to
the use of recombinant products or
caused by increased sensitivity of the
inhibitor test itself, or a combination
of both.

Hepatitis C / Viral infections
New drugs coming down the pipeline
look beneficial in increasing the
likelihood of eliminating hepatitis C
(HCV) in genotype 1 and 4 infected
patients but have their drawbacks.
Researchers testing these new drugs
indicate the potential for different
secondary symptoms from the current
Peg-Interferon treatment and in
certain cases, potentially a conflict
with HIV medication in co-infected
patients.
For variant Creutzfeldt Jakob disease
(vCJD), the only company that stated
these past months that it was close
to delivering a commercial test for
detecting vCJD will not go forward as
planned due to a few cases of a failed
detection of infected samples in
laboratory.

Youth
Hemophilia organizations around the
world face similar challenges in
recruiting new young volunteers. It
is generally recognized that electronic
media is the way of the future for
reaching out and involving youth.
Nevertheless, this is only a tool. There

The congress is a welcome opportunity to renew friendships.
Shown here: members of the Tunisian Hemophilia Association
in front of their booth.

The farewell banquet
is a time to socialize
with our HTC
partners. Shown here:
Catherine Sabourin,
David Pouliot,
Claudine Amesse,
François Laroche,
Mylene D'Fana,
Maxime Lacasse
Germain and
Yolaine Houle.

WFH XXIX WORLD CONGRESS:
BUENOS AIRES, ARGENTINA (cont’d)
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needs to be a will to gather together.
The unfortunate reality is that in
many cases, major tragic events are
the catalysts that bring people
together (blood contamination in the
80s and more recently the death of
an individual with hemophilia in
Europe due to language barriers
between the patient and medical
personnel). Let's hope, as a global
community, that we will find more
casual and positive ways to involve
youth.

Women and Bleeding
Disorders
The WFH has made reaching out to
women affected by bleeding
disorders one of its key actions. In
the past, carriers were not considered
symptomatic but recently, more
emphasis has been given to the
importance of proper diagnosis and
treatment especially with female
milestones such as pregnancy and
childbirth. Discussions with health
professionals and being informed
are important towards ensuring the
patient's wellbeing and quality of
life.
The delegates from the CHSQ are
producing a package (Editor's note:
a informative slide show) which will
be available on CHS Web site. The
CHSQ will notify its members once
the package is online.

Martin Kulczyk

***Congress 2010 is an international
event in the hemophilia world which
took place in Buenos Aires in
Argentina from July 10 to July 14
2010. Buenos Aires is not only the

Capital of Argentina, it is the city of
tango and many cultural events.
XXIX International Congress of the
World Federation of Hemophilia was
sponsored in part by pharmaceutical
companies. Many topics were
discussed in comprehensive
manners. For the opening ceremony,
the welcome message came from
the WFH President Mark W. Skinner
and Congress President Dr. Raul
Pérez Bianco.
A very interesting subject, Gene
therapy for Immune Tolerance
Induction, brings hope to hemophilia
patients even in the presence of
inhibitors. Although gene therapy is
still not sufficiently developed to
become a routine clinical approach,
it may offer future hope for success.
More studies need to be done in
laboratories on animal models
before advancing. The strategy
targets liver, skeletal muscles, skin
fibroblast, hematopoietic stem cell,
endothelial cells and others.
Various aspects of coagulation
factors and prophylaxis were
discussed in relation to the economic
recession, the risk of increasing
bleeds, the fact that coagulation
factor is not available to all patients
with hemophilia and when
availability is limited, should sports
be considered a “luxury” activity?
The topic of the influence of an
aquatic training protocol on the
reduced risk of cardiovascular
morbidity and mortality (CVMM) in
hemophiliacs was discussed.
Aquatic training positively influences
the cardiovascular physical condition
and, in hemophilia patients,
improves aerobic capacity and
reduces the risk of CVMM.
As we know, exercise has
therapeutic impact on hemophiliacs.
It strengthens muscles, thus
increasing support for joints,
improves flexibility and balance, and
it clears the mind. We have so many
different types of exercise from
aerobic, muscle development,
swimming, etc. The key is to choose
one that suits you best.  In my case,
during my great time at the
Congress, I was introduced for the
first time in my life to Tai Chi.  I tried
some exercises which were led by
Masajes Fernando Castineria.

I received the book “Teach Yourself
Tai Chi” by Robert Parry with
information about the nature of Tai
Chi, benefits, exercises & all
movements, which are shown and
written in an understandable way.
If anyone is interested in additional
information about this topic, please
contact me by e-mail at
annabiz@symaptico.ca.
There was also a great deal of time
dedicated to the subject of Women
and bleeding disorders. Although
women are rarely affected by
hemophilia, they are equally as likely
as men to be affected by a bleeding
disorder. Heavy menstrual bleeding
is the most common symptom that
they experience. Women with
bleeding disorders are at an
increased risk of developing ovarian
cysts and possibly endometriosis.
There were many other subjects in
which I participated such as: vCJD,
hepatitis C, pharmacovigillance/
surveillance and why we need it,
overviews of clinical data, viral
pathogens, etc. Many additional
topics where discussed during the
Congress, but the subjects which I
chose were the ones I wanted to
share with you.
Participating in Congress was a great
experience for me. In the end, I want
to thank my son Martin Kulczyk for
inviting me to participate in the
Congress and all participants for
being great. I could share feelings
and emotions with others as one
community.
The next Congress will take place in
Paris in 2012. §

Anna Bizunowicz

WFH XXIX WORLD CONGRESS:
BUENOS AIRES, ARGENTINA (cont’d)
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climbing and kayaking to games
played while waiting for camp
mates to receive their treatments.
All the children looked so adorable
in their yellow T-shirts, clown noses
and headlamps that some wore
EVERYWHERE.
Super-Hémophiles and D-AnimalZ,
I already miss you and hope to see
you again.

Emily Blanchette

***

After a two-year absence, I returned
this summer to the CHSQ
camp…not as a camper but as an
assistant-counsellor. In my new
role, I was responsible for watching
over the young campers and
ensuring their safety. During the
week, I got to know 24 amazing
young people, and I truly believe
that it was their love of life and
good humour that helped me
appreciate the experience so much.
In spite of a few tears shed because
the children missed their parents…

When I applied for the job of
assistant-counsellor at the CHSQ
2010 summer camp, I expected that
it would be an unforgettable
experience. By the end of the week,
I have to admit that my little 5-to-
8-year-old campers had won me
over completely.
I had a great time putting a little
excitement into their week's
activities. It was incredibly
refreshing to work with the children
and to connect directly with them
throughout their camping
adventure.
I can't deny it; the job is demanding
and requires a lot of patience,
discipline and energy but, in the
end, the rewards are worth it. It was
phenomenal, and I have to say that
I returned home with a great feeling
of satisfaction and pride.
Nothing can ever beat a child's
smile. §

Louis-Charles Martin

SUMMER CAMP: IMPRESSIONS FROM
OUR ASSISTANT-COUNSELLORS

that's right,
they did
miss
you!...or
because
they hurt
themselves
or someone
upset them,
they were
all smiles
from ear to
ear and
took part in
all camp
activities:
from
archery,


