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To highlight World Hemophilia Day and
increase public visibility for our organisation,
the CHSQ held a number of information and
fundraising kiosks with some of its partners:
• April 15 at the National Assembly in
Quebec City
• April 16 at CHU Sainte-Justine, Children's
Hospital in Montreal as well as at the Hôpital
de l’Enfant-Jésus in Quebec City (in
collaboration with the hemophilia treatment
centre located in each one), as well as at
Place Ville-Marie in Montreal (in
collaboration with CHS National and the
World Federation of Hemophilia.)
Elsewhere, Nancie Santori, a CHSQ member,
took the initiative to hold an awareness
event while celebrating her son's birthday.
In order to do this, she used the CHS World
Hemophilia Day promotional material with
the Red, White and You theme and her son's
birthday to make this a success!
A huge thank you goes to François Laroche,
Éric L'Hérault, Marius Foltea and Christian
Pelletier for their presence at the kiosks in
Quebec City, to Christian Zereik for the kiosk
in Place Ville-Marie, to David Pouliot and
Line Couturier for the one in Ste-Justine, to
Helene Zereik for the kiosk in the Montreal
Children's, as well as Nancie Santori and
her family.
We'd also like to thank our partners from
the hemophilia treatment centres: Hélène
Néron, Catherine van Neste, Julie Dionne,
Catherine Sabourin, Claudine Amesse,
Caroline Tra, Claude Meilleur, Francine
Derome, Suzanne Douesnard, Yolaine Houle
and Chantal Lapointe.
We also thank our sponsors: Énergie Cardio,
Pfizer, Baxter, Bayer and CSL Behring.
Next year, who knows, maybe you'll feel
like holding an awareness activity in your
area. § - G.B.

APRIL 17 : WORLD HEMOPHILIA DAY
Overview of activities held to highlight the event

The kiosk held at the
Hôpital de l'Enfant-Jésus
in Quebec attracted a lot
of interest and questions
from hospital employees.

Éric L'Hérault,
Hélène Néron, Nurse

Coordinator,
François Laroche and
Catherine van Neste,

physiotherapist,
were present.

The kiosk at CHU
Sainte-Justine also
welcomed a large
number of visitors.
The question and
answer formula raised
a great deal of interest.
In this photo you'll find
Caroline Tra,
hemophilia nurse, and
David Pouliot, CHSQ
Vice-president.

Catherine Sabourin,

Nurse Coordinator,

and Helene Zereik,

CHSQ member,

answered questions

from a number of

visitors to the

awareness kiosk at

the Montreal

Children's Hospital.
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A WORD FROM THE
EDITOR

During the 2010 Annual
General Meeting, a new Board of
Directors was elected. It is
composed of:
- François Laroche, President
- David Pouliot, Vice-president
- Denis Durocher, Treasurer
- Mylene D'Fana, Secretary
- Marius Foltea, Administrator
- Martin Kulczyk, Administrator
- Éric L'Hérault, Administrator
- Maxime Lacasse Germain, 

    Administrator
- Pascal Mireault, Administrator.
Congratulations to those newly
elected and good luck completing
your mandate!

Changes in the CHSQ
Structure
There were also other changes
to the structure of the CHSQ over
the past few weeks.
First of all, we had to terminate
our contract with the executive

director, Robert Larue, due to a
lack of transparency, breach of
faith and a series of irregularities
in his management of the
organization. We have initiated a
process to fill this key position in
our organization as soon as
possible.
The Board of Directors also met
to discuss a new organizational
chart that the CHSQ requires in
order to achieve its objectives.
After consideration, we have
decided to abolish the position of
Development Coordinator
occupied by Normand Caron, and
to create two separate positions:
a management position for
program coordination, which we
have entrusted to our very efficient
Geneviève Beauregard, and a part-
time administrative assistant
position, for 15 hours per week,
which will free Geneviève from
certain administrative and clerical
tasks.
These changes to the CHSQ
organizational chart are intended
to improve the structure of the
organization and allow us to offer
the same services in a more
efficient manner. §
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At the annual general meeting held during the family weekend, besides a presentation on
activities that took place during 2009, members elected a new Board of Directors for 2010.

• 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
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We'd also like to thank our
members, Nayla-Marie Syriani,
Éric L'Hérault and Lynda Sévigny,
Maxime Lacasse Germain and
David Pouliot for organizing,
selling tickets and helping out on
the day itself. Without all these
people this activity would not be
the success it is!
Let's hope this encourages other
people to organize a Bowl-a-thon
in their region next year.

Dare to Dream for a Cure

Have you ever dreamt of driving
a race car? Your dream could
come true thanks to the Dare to
Dream for a Cure drawing.
For a second consecutive year,
the Canadian Hemophilia Society
(National) is offering you a chance
to win a one-day training session
at the Bridgestone Academy in
Mosport, Ontario on September
17, 2010.

FUNDRAISING

CHSQ Bowl-a-thons
The CHSQ Bowl-a-thons took
place recently. This year, thanks
to everyone's involvement, we
were able to organize Bowl-a-
thons in four cities in the province:
April 24 in Montreal, May 8 in
Quebec City and, for the first time,
May 1 in Beloeil and May 15 in
Sorel-Tracy.
We'd particularly like to mention
the work of Mylene D'Fana and
Céline Leclerc-Durocher for
organizing the Bowl-a-thon in
Beloeil, as well as Isabelle Blette
and her husband, Patrick
Raymond, from Sorel-Tracy, who
decided to organize the first Bowl-
a-thon held in their area.

gbeauregard@schq.org

by
Geneviève Beauregard
Program and
Administrative Services
Coordinator

You can help us by buying a ticket
in your name or by promoting this
activity in your personal network.
Tickets sell for $20 each or 6
tickets for $100. The drawing will
take place on August 16.
The order form is included in this
mailing. For more information, visit
our website www.hemophilia.ca,
our Facebook page or else write
to us at info@schq.org.
All profits go to research.

Dance for Life

The 4th Edition of the benefit dance
show Dance for Life will take place
on Saturday, November 6, 2010.
Reserve this date on your agenda
right away.
Talk to your family and friends;
maybe by promoting this event,
your employer or a company you
know will be interested in
supporting this activity by buying
tickets or sponsoring the event.
Don't hesitate to contact us to find
out about the different ways to get
involved.
Consult the event page on our
website for more information:
www.dansezpourlavie.ca. §

The opinions expressed in the various colunms are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address:

L'Écho du facteur, CHSQ, 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

Maxime
Lacasse
Germain,
welcoming
people at the
Montreal
Bowl-a-thon
held on
April 24.
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François Laroche and Nayla-Marie
Syriani.
A memorable weekend! Are you
looking forward to next year?

Von Willebrand information
session
On April 8, the first information
session on von Willebrand Disease
took place. A dozen people attended
a presentation given by Catherine
Sabourin, nurse coordinator from the
Hemophilia Treatment Centre at the
Montreal Childrens' Hospital. It was
followed by a question and answer
period.
The next session will take place
May 21 in Quebec City. Details about
the location and time will be available
soon.

Upcoming activities

CHSQ Summer Camp
It's time to register for the CHSQ
summer camp! The CHSQ summer
camp will be held from August
8 to 13, at Camp Trois-Saumons in
Saint-Jean-Port-Joli, just over 100 km
east of Quebec City.
Again this year, the CHSQ will
manage the program and organise
the activities. Only children with a
bleeding disorder and their siblings
are allowed to attend, so that
activities can be offered to meet their
needs.
Register now using the form enclosed
with this mailing or go to the CHSQ

CHSQ ACTIVITIES

Recent activities
Rencontre CHSQ 2010
Partners in our care: the relationship
between patients, caretakers and
medical personnel

The annual family weekend took
place from March 19 to 21, at the
Auberge Matawinie in Saint-Michel-
des-Saints. This year, participants
had a program based on the theme
of the relationship between parents,
caretakers and medical personnel.
Whether the workshop dealt with
patients' rights and responsibilities,
the Passport to Well-being module
Navigating the emergency room,
support for youth, wives and
girlfriends, or relaxation session, not
to mention the updates on hemophilia
research or hepatitis C as well as the
presentation on the CHSQ structure
and governance, all were highly
appreciated.
And what an evening we had on
Saturday! The games of the first
CHSQ Matawinie 2010 Olympics were
on! Three teams, plus a team of
intruders, represented different
countries, and took part in a series
of games and challenges to prove
their agility, speed, suppleness and
precision. A number of performances
will go down in history!
It ended with medals being presented
by our incredible and impartial judges,

gbeauregard@schq.org

by
Geneviève Beauregard
Program and
Administrative Services
Coordinator

website. Note: there are only 25
places available.Deadline: May 15.

Interested in a position as an
assistant camp counsellor?
The CHSQ is offering the opportunity
to young people from 16 years of
age and over to get experience
working as an assistant camp
counsellor. Hey kids, are you ready
for an unforgettable experience?
Send your application in right away.
You'll find the announcement
included in this mailing.
There are two positions to fill.
Deadline: May 15.

Preparing for a youth activity
Every year, the youth group
organizes its own activity during the
summer. For the moment, we're
thinking about a day at the
Formula 1 Grand Prix in Montreal.
Would you like to organize
something in your region, too? Want
to get involved? Just call the office;
the youth group will be more than
happy to welcome you!

To support us
Looking for volunteers
If you'd like to get involved in a
working group or else lend a hand
during one of our activities, the
CHSQ is looking for people who
would like to be part of a working
group for the family weekend and
the youth group. If you're interested,
our doors are wide open. Find out
the many ways you can share your
talents and your time.
Don't hesitate to contact me by
phone at 514 848-0666, local 21,
toll-free at 1 877 870-0666,
local 21, or by e-mail:
gbeauregard@schq.org.
I'd be happy to tell you about the
various options available to you. §

Members of the Intruder Team, affectionately
known as the Smurfs, livened up the show in
their own way during the Matawinie Olympics.

André Lanciault and Sylvette Grenier had the full attention of participants
during the workshop on the rights and responsibilities of patients.

The First Matawinie Olympic Games was
a great success in terms of participation
and the scene of great performances. The
closing ceremony, after the medal
presentations, was an unforgettable
moment...
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PARENTS’ CORNER
A new family joins us!

the family weekend organized at
Matawinie.
Despite our initial hesitation, we
all had a great time, we met some
extraordinary people, and we
came home smiling. I realize that
my parents are going to need a
lot of courage to accompany me
through my life, but I know that
they understood that I'm going to
have a wonderful life.

Geneviève, Simon...
and Thomas

***
Finally, I'd like to thank Geneviève
(Thomas's mother) for having
taken the time to share their story
and I wish everyone a great
spring! §

Hello everyone, and happy
spring!
This year, we're particularly
spoiled with nice spring weather;
it's the first time I've ever been
able to go to the sugar shack in
short sleeves and that the kids
aren't swimming in mud. It's great
to get our bikes out and the patio
table and BBQ!
First of all, I'd like to go back to
the family weekend in Matawinie
and then, I'd like to present one
of the new families in the CHSQ.
Once again, the weekend at
Matawinie was a great success.
Both young and old are always
happy to greet old friends and
take advantage of the time there
to catch up, chat and have fun.
Personally, I really appreciated
the conference given by Mr.
André Lanciault, Commissioner
of Complaints at CHU Sainte-
Justine, and Ms Sylvette Grenier,
Ombudswoman. Following the
conference, we took advantage
of their presence to discuss our
personal situations and I thanked
them for their generosity.
This year, we got to meet four
new families with hemophilia.
We welcomed them amongst us
and look forward to getting to
know them better.
The new families kindly agreed
to be part of Parents' Corner, and
we'll start with the family of little
Thomas. I'll leave you with this
little sweety, Thomas, who
prepared a little note for us, telling
us his story.

***

Hi, my name is Thomas.
I'm going to tell you a bit about
who I am. It won't take long,
because I'm only 8 months old.
I was born in Trois-Rivières on
July 28, 2009. My father, Simon,
is a doctor and my mother,
Geneviève, is a nurse. I'm also
lucky to have a big sister,
Mégane, who's three. As a baby,
everything was fine. I laughed a
lot with my sister and everyone
loved me.
A month ago, I noticed that my
parents seemed a bit worried
about me and I went to the
hospital a few times. I was finally
diagnosed with severe
hemophilia A.
This unexpected news caused a
lot of worry. I could see that
Daddy and Mommy were very
sad for me. But, despite my
bruises, I'm very healthy.
Luckily we've found an incredible
organization to help us. On
March 19, 20 and 21, we attended

by
Lisa-Marie Mathieu

yanliz@ccapcable.com

Simon Toussaint, Geneviève Hébert, their daughter Mégane and their son Thomas recently
joined the ranks of the CHSQ and agreed to share their experience with us.
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While discovering the
consequences that this blood
problem had on their daily lives,
I wondered what my role would
be in accompanying them. What
a challenge!

What a team!

Since I was the only hemophilia
nurse in my hospital, how could
I continue to develop my
expertise in this specialized
niche? Obviously, I got basic
training from my hospital when
I started, which was very useful.
What's more, I could always
count on the excellent local team
made up of hematologists and
physiotherapists who willingly
shared their knowledge and
expertise with me, not to mention
the patients who were an
inestimable source of learning,
teaching me about the life of a
hemophiliac.
Locally, I try
and keep in
touch with
social and
medical
institutions
(school
commissions,
schools,
CLSCs,
hospitals) in
order to reach
as many
people as
possible
within this
considerable
target
population
(all of Eastern
Quebec).
And even
though I work
from my
office in
Quebec City,
I didn't feel
isolated,
confined
within my four walls and left to
work things out on my own:

Many article have covered
hemophilia over the past few years
in relation to bleeding problems.
I thought I'd share my discoveries
about this universe and the
challenges that arise for a nurse
working in this field. I'll also try
and help you get to know the
amazing partners I work with and,
finally, I'll share my experiences
with you.

What a challenge!
July 2007, I arrived in hemophilia,
armed with my experience as a
nurse in hematology. You're
probably saying “She must have
already known about this
specialty since she worked in
hematology for so many years.”
You're wrong!
Unfortunately, hemophilia often
goes unnoticed in hospitals…
believe it or not! Being a rare
chronic disease, very few people
are familiar with it.
Despite the fact that I was an
experienced nurse, I considered
myself a novice in the field of
hemophilia. When I started my
job, I knew that patients with this
disease are subject to bleeding
related to a coagulation problem
and that they're regularly treated
with “factors” to compensate this
need.
So here I was, in a field
completely different from
anything I knew, and going from
a team with numerous nurses to
one with a single nurse
responsible for hemophilia,
meaning “me”. What a challenge,
but also, what a joy, because I
got the pleasure of meeting each
one of my patients.

NURSES’ CORNER
Hemophilia : What a challenge! What a team! What an experience!

by
Hélène Néron
Nurse Coordinator at
the Eastern Quebec
Hemophilia Treatment
Centre at the
Hôpital de l’Enfant-
Jésus

nothing could be farther from the
truth, since I had such a wide
support system!!! Luckily for me,
the network of Quebec and
Canadian collaborators is very
close and well structured, so I
could easily find a specific source
of information that I needed and
this, often quickly, within a few
minutes, either in person or by
phone. It was very reassuring for
a novice like me and for my peace
of mind…
This help came from
consultations with nearby
colleagues or else telephone
consultations with different
resource people (doctors,
specialists, nurses and other
therapists) from the four Quebec
Hemophilia Treatment Centres
(HTC) in Montreal (2), Sherbrooke
and Quebec City. These four
centres meet once a year.
Complementary help is available
when needed at the end of the
phone line, or at my fingertips
with information shared on the
web and this, in all HTCs across
the country. It's reassuring for
nurses working in hemophilia,
and for our clients, to be able to
count on both provincial and pan-
Canadian teams.
Moreover, as a hemophilia nurse,
I made it a point of honour to
perfect my skills by attending
annual meetings with other
Quebec and Canadian HTCs
during study days, conferences
or multidisciplinary congresses
where hemophilia professionals
meet. Another team that includes
nurses who are members of the
Canadian Association of Nurses
in Hemophilia Care (CANHC) is
always available to me. We meet
twice a year to discuss various
problems. We also develop
resources for patients and
professionals in order to improve
teaching and educational
approaches. This allows us to
share our knowledge and ideas
about our common specialty.

The goal of the
monitoring

program is to
allow

newcomers to
get used to their

new role as
nurse

coordinator
and thus have
the chance to

quickly acquire
superior skills,
allowing them
to increase the
quality of care
offered to their

patients.
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This last Association also gives
us access to a monitoring
program, which is an exchange
between experienced HTC nurses
and those with less experience.
The goal is to allow newcomers
to get used to their new role as
nurse coordinator and thus have
the chance to quickly acquire
superior skills, allowing them to
increase the quality of care
offered to their patients.
This program also promotes
networking within the profession
and the community. I was able
to take advantage of this
opportunity with nurses from
CHU Sainte-Justine who
generously shared their
experience and knowledge.
Thanks everyone. What a team!

What an experience!

After two years, I feel I know a
lot more about this role as
hemophilia nurse coordinator, it
being above all a first-line
resource. The patient can
communicate directly with the
nurse during a bleed. She
evaluates the situation by asking
pertinent questions to obtain the
most information possible in
order to understand the situation.
She can then better treat or direct
the patient to appropriate health
resources in order to ensure the
best care available. She ensures
that every patient has the
products needed for prophylaxis
and emergency situations. She
does a follow-up for bleed sheets
and factor concentrates in order
to ensure that their treatment is
adapted to their status and allows
products to be traced in case of
need or recall. She also does
medical follow-up, examinations
and interventions for each
patient. She's there to listen to
their needs and support them at
different stages of their lives, for
example, going from adolescence
to young adulthood.
At this point, I think it's important
to mention the importance of

teaching as one of the nurse's
jobs. She offers it to patients and
their families to help them
become as independent as
possible! And this, while
respecting their needs and
supporting them as best possible
through the stages of the daily
integration process for this
disease.
The nurse also collaborates with
research protocol, which
contributes to advances that can
help control the disease.
You know what? As a hemophilia
nurse, I realize I'm really
privileged to be able to carry out
my work in a specialty that's so
satisfying in a professional sense
and so enriching on the human
side. Because, while I might work
in a discipline that's not known
to the public, I feel I make a
difference in my work with my
patients. So I get a lot of
satisfaction from my human
contacts.
Working in a discipline in
constant evolution is very
stimulating. It lets me offer quality
care. Even though I spend most
of my time alone, my job is varied
and complex, requiring a high
degree of adaptability, so much
so that there's no time to be
bored. Even though the days are
sometimes long and demanding,
I feel satisfied…
What an experience! §

NURSES’ CORNER (cont’d)

CHSQ AGENDA
CALENDAR

The CHSQ agenda
calendar is finally here.
Both young and old will

find all the CHSQ
activities, information

capsules, links to surveys
and various contests.

Please take advantage of
this tool to send us your

ideas, comments and
suggestions.

We thank CSL Behring for
funding a large portion of

this project.

Don't hesitate to make it
YOUR household

calendar!

Teaching is one of a

nurse's jobs. She

teaches patients and

their families in

order for them to

become as

independent as

possible. One of the

best places to do this

is during the annual

CHSQ summer

camp. At least, Dylan

and Ginette

probably agree with

this opinion.

EDITOR’S NOTE :
This is the last time this column will
appear under the name Nurses' Corner.
In the next issue, it will be replaced by
a new column that will allow all health
care professionals working in
hemophilia treatment centres a chance
to have their point of view on topics of
interest to you.



8

FOCUS ON HEPATITIS C

Re-treatment of HIV/HCV
Coinfected Patients with
Pegylated Interferon plus
Ribavirin
Approximately half of the people
with chronic hepatitis C virus
(HCV) infection — and a somewhat
higher proportion of HIV/HCV
coinfected people — do not attain
SVR (continued undetectable HCV
viral load 24 weeks after
completing treatment) with a first
course of standard-of-care therapy
consisting of pegylated interferon
plus ribavirin.
The success rate is even lower for
people initially treated with a
suboptimal regimen, for example
conventional rather than pegylated
interferon, or interferon
monotherapy without ribavirin.
Pablo Labarga from Hospital
Carlos III in Madrid and colleagues
evaluated the safety and efficacy
of standard-of-care treatment for
coinfected patients who did not
achieve sustained response or
relapsed after prior suboptimal
therapy.
Based on their findings, published
in the January 23, 2010 advance
online edition of the Journal of
Acquired Immune Deficiency
Syndromes, the researchers
concluded that re-treatment with
pegylated interferon alpha-2a plus

weight-based ribavirin for 12
months results in HCV clearance
in nearly one-third of HIV/HCV
coinfected patients who failed a
prior suboptimal course of
hepatitis C therapy.
“Patients with HCV genotypes 2/3
and those with ribavirin plasma
trough levels above 2.07 mcg/mL
show the highest chances of SVR”,
they added.
Source:
www.hivandhepatitis.com/
hiv_hcv_co_inf/2010/
0202_2010_a.html

People Re-infected with
Hepatitis C Are More Likely
to Spontaneously Clear
Virus, Indicating Partial
Immunity
Individuals who experience
spontaneous clearance of an initial
hepatitis C virus (HCV) infection
are more likely to clear the virus
again without treatment if they
become re-infected. This finding,
reported in the January 2010 issue
of Gastroenterology, demonstrates
that the immune system can
develop some degree of natural
immunity against HCV, but
protection is not complete.
These results are important
because if HCV infection can
trigger production of T-cell and/or
neutralizing antibody responses,
it is more likely that an effective
vaccine could be developed.
Read more at:
http://www.hivandhepatitis.com/
hep_c/news/2010/012610_b.html

Is One Type of Pegylated
Interferon More Effective
for Treating Chronic
Hepatitis C?
By Liz Highleyman

A pair of Italian studies in the
January 2010 issue of
Gastroenterology comparing the
2 marketed brands of pegylated
interferon — Pegasys (pegylated
interferon alpha-2a) and PegIntron
(pegylated interferon alpha-2b) —

News in Brief
by Michel Long
National HIV/HCV
Program Coordinator

both indicated that Pegasys
produces a higher rate of sustained
virological response in patients with
chronic hepatitis C virus (HCV)
infection. An accompanying editorial
suggested that the goal now is to
determine how well the 2
formulations will work with the
directly-targeted HCV drugs now in
development.
Pegylated interferon plus weight-
adjusted ribavirin is standard
therapy for chronic hepatitis C, but
there has not been consensus
about the relative benefits of
Pegasys (Roche/Genentech) and
PegIntron (Schering-Plough). Past
research has produced conflicting
findings, and data have not always
been strictly comparable due to
regimen differences such as varying
doses of ribavirin, which helps
prevent relapse after the end of
therapy.
Interferon alpha used for hepatitis C
treatment is a genetically
engineered version of a natural
human cytokine (chemical
messenger). It works by enhancing
immune system responses against
HCV. Pegylated interferon is
attached to polyethylene glycol
(PEG), which makes it last longer
in the body (allowing injections
once instead of 3 times weekly).
Pegasys and PegIntron have
different shapes and sizes (40 kDa
vs 12 kDa molecular weight), which
influences their pharmacokinetic
properties and may affect how well
they work. §
Source and read more at:
www.hivandhepatitis.com/
hiv_hcv_co_inf/2010/
0202_2010_a.html

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering-Plough.
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INHIBITORS’ CORNER

The goal of the Reference
Centre is to manage inhibitors to
coagulation, a complex and
misunderstood condition, in order
to improve treatment and thus
the quality of care and services
for patients by developing and
maintaining expertise in this field.
When a hospital suspects the
presence of an inhibitor for a
specific coagulation factor, it
sends off blood samples as
quickly as possible for these
reasons:
• Identification tests
• Proper planning for managing
the condition
• Treatment.
The first step is to carry out a test
for anti-factor antibody
(inhibitors). This procedure
evaluates whether or not an
inhibitor is present by mixing the
patient's plasma with normal
plasma. The residual activity of
the factor that the antibody is
attacking is measured after a two-
hour incubation period at 37°C.
This procedure is done:
• Routinely on hemophilia
patients who receive replacement
products
• Occasionally when a patient
doesn't respond to normal
treatment

• When the presence of antibodies
is suspected (acquired
hemophilia).
When the diagnosis is positive,
we have to measure the titre
levels of the antibody. First of all,
we carry out numerous dilutions
of the blood sample, and then
each dilution is mixed 1:1 with
normal plasma. After a two-hour
incubation at 37°C, the residual
activity of the factor that the
antibody is attacking in each
dilution is measured.
The level of antibodies is
quantified in Bethesda units,
which corresponds to the
antibody titre that neutralizes 50%
of the factor in question contained
in normal plasma. In this way,
the inhibitor titre represents its
strength or its capacity for
inactivation.
Over the years, the method has
been modified and much
discussion has taken place, and
continues to this day, to perfect
and improve both medical
expertise as well as
standardization of the technique
amongst hemophilia reference
centres.
Recently, some patients have
been approached to allow a new
detection method to be perfected.
The new procedure will allow the
study of inhibitors through ELISA
(Enzyme-Linked Immuno Sorbent
Assay). This method will allow
factor neutralizing antibodies to
be detected as with the Bethesda

by Anik Cormier
Technical Coordinator
Hemostasis laboratory
CHU Sainte-Justine

method, but what's more, it will
be able to detect non-neutralizing
inhibitors.

In real life, what will this
mean for you?
Well, some people may have
results that aren't as good with
one replacement product in
comparison to another, or the
prophylaxis that you've been
using for a long time may, for no
apparent reason, be less effective
and you have to increase your
dose.
The arrival of this new technique
(ELISA) could make all the
difference in improving follow-up
and, especially, for checking the
efficacy of your replacement
product. We can observe your
reaction in the lab, comparing it
to other coagulation replacement
products, thus allowing your
doctor to offer you better guidance
about the choice of coagulation
products that are available to you
for optimal treatment.
Science is at our service and is
there for you. Obviously, new
research into hemophilia
stimulates us, and we want you
to be the first to benefit from it.
Be assured that at CHU Sainte-
Justine, we keep abreast of all
discussions and advances in
science around the world.
We don't know each other, but
we're all related by blood…and
this is for life! §

Designation of the CHU Sainte-Justine as a Reference Centre for the
Treatment of Patients with Inhibitors to Coagulation

Ten Years of Service!

A MOMENT TO REFLECT

“Our greatest glory is not to fall, but to know how to get up
each time we fall.”

Confucius
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CHSQ - ATH INTERNATIONAL TWINNING
January 2010 Visit to Tunis

government support through advocacy
and lobbying.
The afternoon was devoted to the Third
National Hemophilia Day, featuring a
medical symposium focused on
prophylaxis, organized by the ATH under
the auspices of the Tunisian Hematology
Society and in collaboration with Bayer.
Following presentations by Drs Emna
Gouider (Tunisia), Georges-Étienne Rivard
(Canada), Phu Quoc Lé (Belgium) and
Assad Haffar of the World Federation of
Hemophilia, there appeared to be
consensus regarding the application of
prophylaxis in Tunisia according to the
following principles: prophylaxis must be
started after the first joint bleed and
thereafter given on a treatment schedule
suitable for the child, using the
recommended dose based on the number
of units per vial (between 20 and
35 IU/kg), which is once weekly, with the
possibility of twice a week for recurrent
bleeds. The option of daily prophylaxis
for adults at a dose of 10 IU/kg was put
forward. In terms of type of product to
use, the suggestion was to begin therapy
with plasma-derived product because it
contains von Willebrand factor, and
furthermore because some studies have
demonstrated that plasma-derived
products have a two to three times less
likelihood of inhibitor development.
However, after 50 days of exposure to
plasma-derived factor, the risk of
developing inhibitors is very low, at which
point switching to recombinant product
is recommended because it offers the best
safety from pathogens, particularly
emerging ones.
The next two days were devoted to
training sessions for the ATH Board of
Directors. On Saturday, Mylene D’Fana
gave a presentation on recruiting
volunteers and keeping them involved.
There were good discussions on how to
adapt strategies for the Tunisian context.
This was followed by a working session
on program planning and development.
The ATH already has a solid foundation
in this regard so we focused on refining
certain aspects, in particular establishing

From January 28 to February 3, 2010,
Mylene D’Fana and I, as delegates of the
Canadian Hemophilia Society –Quebec
Chapter, visited our partners at
l’Association tunisienne des hémophiles
(ATH) to participate in a number of
medical and organizational events with
our Tunisian “twins”.
Friday, January 29 was set aside for a
roundtable with representatives of the
CHSQ and the ATH, as well as
representatives from the national
hemophilia organizations of Morocco
and Algeria. The agenda focused on the
experiences of each organization with
regards to patient registries and
fundraising activities. It was very
interesting to learn a little more about
the experiences of hemophilia
organizations from the Maghreb in these
two areas, the strengths and weaknesses,
and areas needing improvement.
Participants agreed on the importance
for hemophilia organizations to have
patient registries, independent of those
existing in hospitals, with restricted but
useful information on members in order
to better represent their needs. This
information is also valuable for program
planning and development.
In terms of fundraising, each organization
has had good results, with good ideas for
special events including some with
pharmaceutical sponsorship. However,
more emphasis could be placed on
developing financial autonomy (through
benefit events, sale of promotional items
such as reusable bags with the
organization’s logo, etc.), and obtaining

governance. I stressed the importance for
the ATH to establish clear general
regulations and internal policies (on
pharmaceutical relations, conflicts of
interest, member support, etc.) in order to
provide a framework for the work to be
done by members of the organization and
their respective roles and responsibilities.
Other aspects addressed included the
creation, role and mandate of working
committees, financial statements, codes
of procedure and rules of order to ensure
the proper conduct and functioning of the
organization.
Once again, ATH members actively
participated and the discussions were very
productive. Some points were simply a
matter of review, while others were
signposts for the future work.
In closing, on behalf of the CHSQ, Mylene
D’Fana and myself, I would like to thank
the members of the ATH Board of Directors
for the wonderful welcome, their attentive
participation, committed involvement, and
above all for the outstanding personal
qualities that they emanated throughout
our visit.
Chokran (Thank you) Emna, Taoufik,
Kaouther, Amel, Rania and Amdouni.
Beslama (Goodbye and see you soon).

***
It was a pleasure and honour to have been
chosen as one of the delegates to participate
in the twinning trip to Tunisia in January
2010. I travelled with our Chapter President,
François Laroche. We both had our share
of responsibilities for doing presentations
on volunteer development, program
coordination and governance.
Over the years, I have had the chance to
meet different members of the Association
tunisienne des hémophiles (ATH), and
though most of them are from the medical
field, each one of them has all my respect
for the work they've been doing in Tunisia
over the past 10 years, and also since our
twinning has been active. I don't know how
to explain my admiration for the parents on
the ATH board, Taoufik and Amel Raissi,
model parents of two boys with hemophilia.
Even with their own busy work schedules
and a family, both sit on the Executive
Committee and Amdouni Hamma, a father,
always tries to help other hemophiliacs and
their families.
Even though it was my first time visiting
Tunisia, I was impressed with all the
improvements that the ATH have made
since our first meeting with them in Bangkok
in 2004. My experience in Tunisia will be
something to cherish for many years to
come, and I know that the friendships I
made in this process will last a lifetime.
Thank you again for having given me this
experience and I hope that I'll have the
opportunity to do it once again some day.

Mylene D’Fana

larochef@sympatico.ca

by
François Laroche

deadlines and individual
responsibilities to facilitate
organizational logistics.
We also stressed the
importance of succession
planning so as not to wear
out key volunteers and
thereby ensure a dynamic
organization.
Sunday was reserved for a
presentation and
workshops on governance.
Starting with the ATH’s
mission and values, my
presentation focused on
the key conditions of good

Taoufik Raissi, Rania Kammoun, Amel Derwaz, Kaouther Zahra, Assad Haffar,
Emna Gouider and Amdouni Hamma during the governance workshop.
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by
Maxime
Lacasse Germain

max_lacasse_g@hotmail.com

NACCHO
North American Camping Conference for Hemophilia Organizations

Once again this year, the CHSQ
attended the North American
conference for hemophilia
summer camps held from
February 4 to 7, 2010 in Tempe,
Arizona.
The goal of this conference is for
people to discuss different camp
models through various topics.
Whether from the point of view
of a coordinator, a nurse, a
counsellor, a volunteer or an
employee of a hemophilia
organisation, everyone found the
information useful and pertinent
both for his or her camp
organisation or personal life.
This year, Geneviève Beauregard,
Mylene D'Fana and I were chosen
to take part in various
conferences dealing, amongst
other things, with managing crisis

situations with girls and boys,
planning activities favouring
team spirit, training counsellors
and assistant counsellors, using
promotional tools for camps, etc.
The conference also allowed us
to compare and share our ideas
with people from across Canada,
the United States and even
Europe and Australia. It was an
experience that will have a direct
positive effect on summer camp.
Planning has already started.
The CHSQ is also looking for
dynamic and motivated young
members to fill two positions as
assistant counsellors for our
summer camp, which will take

place at Camp Trois-Saumons in
Saint-Jean-Port-Joli from August
8 to 13. The registration form is
enclosed and also available via
Internet. It's a great job
experience, both personal and
professional. We're looking
forward to your applications!
Finally, take note, all creative
souls: the CHSQ is also looking
for suggestions for an original
camp name, using the CHSQ
letters that can be translated into
French and English, as well as a
logo that can be printed on
T-shirts. Artists, to your drawing
boards!

Maxime,

hard at

work,

during a

NACCHO

workshop,

a North

American

conference

for

hemophilia

summer

by
Martin Kulczyk
kulczykalpha@hotmail.com

YOUTH ECHO
Family weekend youth workshop

Hello all young people,
This year, the theme for the youth
workshop was physical training.
A young person from our
community, Patrick Syriani,
showed us what he's learned
from Nichan Zourikian,
physiotherapist at CHU Sainte-
Justine. With simple

demonstrations, we learned or
improved our knowledge in this
area.
The only downside to the
meeting: there were only three
participants this year. That's why
I'd like to ask all young people
affected or who are close to a
person with a bleeding disorder
to contact the CHSQ office to talk
about potential activities for these
workshops in future years.
You can get the names of key
volunteers for this activity by

contacting the CHSQ office (see
contact information on page 2).

To look for this summer
We're already planning the youth
activity for this summer, an
annual event for the Quebec
Chapter.
We'd like to hear your opinion
about this event, your suggestions
for activities and when you'd
prefer it.
Take a few minutes to send us
your suggestions. Thanks!



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

pharmaceutical companies:

organization. She works tirelessly,
always willing to help, often
bringing her family along with her
to lend a hand. She is most
deserving of this recognition.

2009 CHSQ Volunteer of the Year:
Maxime Lacasse Germain
During his first year on the Board,
Maxime helped to organize summer
camp and even worked as camp
director. He also organized a
workshop for youth as part of the
CHS Dare to Dream program.

Quebec Volunteer Recognition
Award — Attestation de
reconnaissance de l’engagement
bénévole:
François Laroche (on right)

IN A WORD
This award is offered by the Quebec
government to recognize the
outstanding volunteer work of a
citizen within their community.
François' contribution to the CHSQ
is not only outstanding, but a proof
of his personal qualities, giving
generously of his time and skills to
improve the lives of all people living
with a bleeding disorder.

We congratulate all our recipients
and thank them for their hard work,
their dedication and their generosity
of spirit.

- P.S.

May 19 is World Hepatitis Day!

2009 CHSQ Award Recipients
Volunteers are the lifeblood of the
CHSQ. Without their dedication and
hard work, our organization would
not exist. Each year, individuals are
recognized for their important
contribution to the cause of the
CHSQ. Three awards were presented
during the Annual General Meeting
in March.

CHSQ Award of Appreciation:
Mylene D'Fana (on right)

Over the past twelve years, Mylene
has dedicated countless hours, days
and months to the CHSQ. She has
served as president, worked on
almost every committee, and is an
important fundraiser for the

The Canadian Hemophilia Society
is proud to be associated with World
Hepatitis Day, a global effort to raise
awareness and spur government
action to address these life-
threatening diseases. You can be a
part of World Hepatitis Day 2010 in
Canada and help raise awareness.

Get together with other groups in
your city or province, and hold an
event to raise awareness of hepatitis
B and C in your community on or
around May 19!
Please see the World Hepatitis Day
Call for Proposals and complete the
World Hepatitis Day Call for
Proposals Form by visiting our Web
site www.hemophilia.ca. §

- M.L.


