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INHIBITORS’ CORNER

Hello,

It's been a while since I last wrote
anything for this newsletter. This
time, I'd like to write a few lines to
let you know about certain
programs that exist for children
with hemophilia who have
handicaps that limit their daily
autonomy.

Our son, Benjamin, who's 11 years
old, still has inhibitors after more
than 6 years of trying to fight them
off with immune tolerance
treatment. Because of the failure
of the treatment, and after
discussion with the medical team,
we decided to end it.

Unfortunately, numerous bleeds
have caused serious damage to his
left ankle, requiring the use of a
wheelchair. Simple movement to
get to his room and into a shower,
amongst others, have become very
difficult.

Our house had many staircases.
Though we were very attached to
it, we made the decision to move
in order to find a home adapted to
Benjamin's needs that could
improve his quality of life and, of
course, make our lives easier.

The challenge of finding an adapted
house was immense. We didn't
have any luck, so we decided to
build our house according to very
precise design features. Luckily,
there is a government program that
will pay for certain modifications
to adapt an existing or new house
that will offer the handicapped
person maximum autonomy.

This program is called the
Residential Adaptation Assistance
Program and is managed by the
Société d'habitation du Québec
(SHQ). It is fairly easy to obtain this
grant. You simply complete the
registration form available at your
local CLSC. Then, an occupational
therapist from the CLSC will do a
needs analysis and will work
together with a recognized
architectural technician. You can
consult the following SHQ website
for more information:
http:/ /www.habitation.gouv.qc.ca/
en/programmes/adapter_domicile.
html.

It was possible for us to build an
adapted bathroom, install an
electric door-opener as well as
build an electric lift in the staircase.
The program also pays for certain
moving costs.

Truthfully, since we've been living
in our new house, we don't see
bleeds in the same light because
there’s so much less impact on our
daily lives.

Other programs exist such as the
Disability Tax Credit and the Child
Disability Benefit from the Federal

government. You can ask your
accountant and your treatment
centre for more information.

***

Family weekend for children
with inhibitors

This weekend took place last
November 26 to 28. There were five
families who were pleased to meet
once again. The children are almost
all the same age and love getting
together. They're happy to see their
hemophilia friends!

We had the opportunity to meet and
talk with our new Executive
Director, Julie Daigneault. Dr. Rivard
and Claude Meilleur, our nurse,
were available on Friday to meet
families who wished to do so. These
meetings are always appreciated.

All the children had a great time
with the two animators who
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Nurse Coordinator Claude Meilleur
reviewing self-infusion technique with Philippe.
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A WORD FROM
THE EDITOR

This issue of L'Écho du facteur
is chock full of information to
start off this new year.
On the front page, Magalie Rinfret
gives a highly pertinent overview
of government assistance
programs for handicapped
children, as well as a résumé of
the weekend for families living
with inhibitors.
In the Parents' Corner, through
Lisa-Marie Mathieu, on page 9
you'll read the unusual story of
Lyvia, a young girl with
hemophilia, oh yes!
A very interesting text about the
Female Hemostasis Program at
the CHU Sainte-Justine is offered
by Caroline Tra on pages 6 and
7.
Our Executive Director, Julie
Daignault, gives us a portrait of
the activities awaiting you this
year on page 3.
You can also read a résumé of
the CHSQ delegates' visit to Tunis
last December on page 10.
I'd also like to call your attention
to the New Blood fundraising

campaign that is still in full swing.
You can make a donation to the
CHSQ by returning the reply
coupon on page 5. Thank you for
your generosity to our
organisation who's goal, as you
know, is to improve the quality of
life of people living with an
inherited bleeding disorder as well
as those living with the
consequences of a contaminated
blood transfusion.
I also invite you to reply to our
on-line survey at this address:
www.hemophilia.ca. By clicking
on Provincial chapters > Quebec,
you'll get to our home page where
you simply need to click on the
link 'Survey', which will soon be
available in English, to participate.
It's an opportunity to express your
comments about CHSQ services
and activities and to share your
suggestions.
In another vein, I wish to
announce that the CHSQ has
come to an out-of-court
agreement, satisfactory to both
parties, following an application
instituting proceedings for
damages and interest filed against
the CHSQ by our former Executive
Director, Robert Larue.
And finally, I'd like to take this
occasion to wish you all a new
year filled with health, happiness
and success in your
endeavours. §
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times a year to its members.
Circulation: 250 in French, 100 in English
Legal deposit: Bibliothèque nationale du
Québec, 2011.

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.
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The CHSQ
will be
holding its
annual
general
meeting
(AGM)
during this
weekend.
Besides
being
obliged to
hold it, the
AGM is a
great
opportunity
for you to
find out
about the
accomplishments of the
organization, the battles it leads
on behalf of its members and its
orientation for the coming year.

The election of members to the
CHSQ Board of Directors is also
held during the AGM. Your
participation is very important
and we hope to be able to count
on your presence.

The CHS, in collaboration with
our chapter, will organize a
weekend in Montreal for people

At the start of this year,
2011, I'd like to offer you my
best wishes for health, peace
and happiness. The beginning
of a new year is a good time to
make resolutions, but the
hardest part is to keep them
going all year!

2011 — A dynamic year in
perspective!

In March, we'll be there to greet
you at the family weekend,
which will take place from
March 25 to 27 at the Auberge
Matawinie in Saint-Michel-des-
Saints. This weekend is the
ideal chance to get together
and share your experiences.

This year, our theme will be:
an informed choice! We're
planning some great activities
for you and hope to see many
of you there...

affected by a rare bleeding
disorder. You can attend these
conferences given by specialists
in this field. More information
will soon be available on our
website.

Summer camp will be held once
again during the month of
August. Geneviève and Maxime
are already at work recruiting
young assistant monitors and
preparing some fantastic
activities. For older youth, there
will be a youth activity.

Our program wouldn't be
complete without the family
weekend for people affected by
inhibitors, information sessions
on von Willebrand Disease and
our fundraising events: Bowl-
a-Thons, Dance for Life and the
New Blood Campaign.

I hope to see you at one of these
activities and also hope that
they will meet your needs and
your expectations.

Looking forward to seeing you
in 2011! §

A Word from the Executive Director

The AGM is a
great opportunity

for you to find
out about the

accomplishments
of the

organization, the
battles it leads on

behalf of its
members and its
orientation for

the coming year.

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

EDITORIAL
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the youngsters a bit  more about their
health problem. It's incredible how
much they know!

During the weekend, two animators
managed to offer the eight youngsters
present a great time filled with
activities designed for them. The
theme of the weekend was: Super
Heroes and, believe me, the
youngsters threw themselves into it.
Crafts, a movie evening, the pool,
creating musical instruments, these
are only a few of the activities
prepared by the animators.

On Sunday, before leaving, we got
to see a great show as well as the
first banner made by the youngsters.
What a great gift! Thank you, kids!

I'd like to thank our partners for their
financial support for this marvellous
weekend, Claude Meilleur, the nurse
who assured the safety of our
youngsters, and a big thank you to
Étienne and Vanessa for having
agreed to be with us and to amuse
the kids during their stay.

I don't want to forget the generous
participation of Dr. Georges-Étienne
Rivard who travelled to the Estrimont
to meet the families on Friday
evening.

Following the needs analysis for
families living with inhibitors, we
have a better idea what the CHSQ
can do in order to improve their
quality of life.

Looking forward to seeing you again
next year!

Upcoming Activities

Family Weekend

CHSQ Rencontre 2011:
An informed choice

A not-to-be missed event
 from March 25 to 27, 2011

in Matawinie

Enclosed in this issue of L’Écho du
facteur you'll find the reservation and
registration form for the Family
weekend.

CHSQ ACTIVITIES

Past Activities

Weekend for families living
with inhibitors
The weekend for families living with
inhibitors took place November 26,
27 & 28 at the Estrimont Suite & Spa.

It's always a pleasure to witness the
reunion of parents and children who
impatiently look forward to this
moment. This year, five families were
able to meet and share their
experiences throughout the weekend.
Smiles and praise were on the menu
and, right from the first supper, the
tables were separated. The children
sat together and the parents…? The
kids gave them their orders: “You
have to sit on the other side”.

On Saturday morning, a workshop
was held to evaluate needs with the
participation of a specialist from a
research firm. The objective of this
meeting was to know the
preoccupations of families living with
a child with inhibitors. This meeting
helped everyone know and
understand these daily realities and
helped us better target some of their
needs.

During the two mornings, for the
very first time, the youngsters had a
lesson in self-infusion with their
nurse, Claude Meilleur, who took
advantage of this occasion to teach

gbeauregard@schq.org

by
Geneviève Beauregard
Program Coordinator

Psst : Saturday evening  should be a
hoot with its theme: “The Amazing
Race” !

We hope to see many of you there!

Do you get L'Écho du facteur
delivered to your home?
L'Écho du facteur is a CHSQ
communications tool that is used to
share information about the activities
and services we offer you, as well as
to keep you informed on new
information from around the world
about inherited bleeding disorders.

To receive L'Écho du facteur in the
mail, you simply have to be a member
or renew your membership, and it's
free!

The membership form is available on
our website or by contacting Suheir
Maari at 514-848-0666 local 24 or
else by writing to info@schq.org.

Summer camp: call for
candidates
Are you at least 16 years old and
would like to have a great experience?
Then don't miss out on this chance
to spend an unforgettable week filled
with challenges as an assistant
counsellor at the CHSQ Summer
Camp.

A training session will be offered to
the two successful candidates.

Are you interested? Then hurry.
Contact me at the office at
514-848-0666 / 1 877 870-0666,
local 21 or by e-mail:
gbeauregard@schq.org to know how
to submit your candidature! You're
sure to have a great time.

You can read the stories of our two
assistant counsellors from last
summer in the September issue of
L'Écho du facteur. §

Two performers during the show concluding the
family weekend for those living with inhibitors.. You're sure to have a great time at summer camp.
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generous support contributed
to the success of this event.

You can be proud to have
made this concrete gesture
that will help the CHSQ in the
pursuit of its mission, which
is to improve the quality of life
of people affected by
hemophilia or any other blood
coagulation problem as well
as those people and their
families living with the
consequences of a
contaminated blood product.

We hope to see you again in
November 2011 for the 5th

Edition of our fundraising
event.

New Blood Campaign

Just before the holidays, you
received a letter inviting you
to contribute to the NEW
BLOOD Campaign. Tommy
and Loïc want to remind you

FUNDRAISING

Dance for Life

Eighteen thousands
Thank yous !

This is the both number of thank
yous and the amount raised this
year during the 4th Edition of our
Dance for Life event that took
place last November 6. Your

gbeauregard@schq.org

by
Geneviève Beauregard
Program Coordinator

of the importance of contributing
to the CHSQ since this allows us
to carry out our mission and to
continue to offer you a wide
range of services.
But your donation will especially
let Tommy and Loïc dream about
longer-acting products, if not a
definitive cure for hemophilia,
and, above all, to meet again at
summer camp next year!
If you haven't received the form,
we've put one on our website for
you at www.hemophilia.ca. Click
on the Quebec Chapter button to
access it. You can also simply fill
in the form at the bottom of this
page and send it to the following
address: 2120 Sherbrooke East,
suite 1102, Montreal (QC) H2K 1C3.

Thank you for making this
generous gesture for the CHSQ!

Bowl-a-Thon
Each year, members organise
Bowl-a-Thons in their respective
cities to raise funds for the CHSQ.
It's a great way to have fun while
contributing to a good cause! If
you'd like to hold one in your
area, don't hesitate to contact
Geneviève Beauregard at
514-848-0666, local 21.
I would be happy to offer you all
the tools needed to make your
event a success!
We'll be in Sorel April 16, will
you? Make up your team and
come spend the evening with us!
All the details will be available
on our website. §

Left : A snapshot of a live choreography during
a number by Entre-Deux during the Dance for
Life event.
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However it should be said that at
times it's the patient herself who
misjudges her bleeding. This is due
in part to the large variety of
sanitary pads and tampons
available on the market, as well
as the various degree of absorption
they offer: one could easily
misinterpret the quantity of blood
loss. A certain quantity of blood
could stain a low absorbency pad
in a very impressive manner. The
same quantity of blood, however,
would seem much diminished if
applied to an extra-absorbent pad.

Also, one must take into
consideration the subjective
perception
of each
person. For
example,
let's take
two
different
people,
bleeding in
a similar
manner:
one could
think that
her periods
are normal,
while the
other could
think she's bleeding excessively.

Each person's opinion can be
influenced by a number of factors.
One of them is related to the
hereditary characteristic of
bleeding problems. In fact, rare
bleeding disorders and von
Willebrand Disease, for example,
are transmitted to children by their
parents. When a young girl starts
menstruating, her resource person
will usually be her mother. This
latter becomes her reference, her
source of information. So, if the
mother has always had heavy
periods, and her daughter inherits
this same problem, she will think
that heavy bleeding is normal.

Besides this phenomenon, add the
difficulty of measuring the quantity
of blood that has flowed. Certain
semi-quantitative tools have been
developed to help us quantify

The CHU Ste-Justine houses
an innovative program: the
Feminine Hemostasis Program.
This is a clinic where a number of
disciplines collaborate to offer
better comprehensive and optimal
care for women and young girls
presenting with typical female
bleeding problems: heavy and
abnormally long menstrual
bleeding — also called
menorrhagia — and hemorrhaging
following childbirth.

A hematologist, gynecologist,
obstetrician, anesthetist, internist,
pediatrician, psychologist and
social worker collaborate to find
a solution to these problems. In
some cases, the cause of the
bleeding is quickly identified, while
in others, the investigation takes
a long time. However, no matter
the diagnosis, care for this problem
is never simple and must be
adapted to each person since the
patient undergoes biophysical,
emotional, family and social
repercussions.

First of all, let's talk about
menorrhagia. It's often a taboo
subject. It's rare that young girls
openly discuss their menstrual
periods with their friends. They
can even be too shy to let anyone
see their sanitary pads or tampons.
Everything is hidden, kept secret.

The discomfort surrounding the
topic can be an obstacle to the
proper evaluation of the situation:
if a doctor is uncomfortable talking
about the details of the topic, it's
very possible that menstrual
periods are not properly evaluated
and that the problem goes
unnoticed. Some patients have
even reported that their doctors
didn't believe them when they said
their periods were too heavy.

HEMOPHILIA TREATMENT CENTRES’ CORNER
The Feminine Hemostasis Program: an Innovative Program

menstrual bleeding. There is a
chart where the number of pads
or tampons used is noted, as well
as the size of the stain. This gives
us a general idea of the extent of
the bleeding. Besides this, there
exist a number of questionnaires
leading to a “bleeding score”: the
higher the number, the more you
bleed. Obviously, if bleeding is so
heavy that it causes anaemia and
iron must be taken or even
transfusions given, we know that
the patient bleeds too much.

The Feminine Hemostasis Clinic,
innovated in CHU Ste-Justine,
regroups women with a number
of different diagnosis: their
common problem is menorrhagia.
The reason for this heavy bleeding
can be gynaecological in nature
or be caused by a coagulation
problem. Amongst these, we find
von Willebrand Disease of all types
and severities, rare coagulation
deficiencies (factors II, V, VII, X,
XI, XIII and fibrinogen), platelet
dysfunctions and also, many
hemophilia carriers. Obviously,
depending on the diagnosis given
and the degree of severity,
menstrual bleeding will be more
or less significant.

Moreover, there is a large variation
amongst women: even with the
same diagnosis, with the same
degree and severity, women don't
necessarily bleed in the same way.
Sometimes the type of coagulation
anomaly won't be found, despite
a thorough investigation. Having
menorrhagia is reason enough to
consult the Feminine Hemostasis
Program.

Depending on the diagnosis that
is given, medical treatment will
differ. Treatment can be in the form
of simple pills, injections or can at
times lead to surgery. While
endometrial ablation is sometimes
sufficient to resolve menorrhagia,
many women must go on to have
a hysterectomy: this is a big
decision filled with an enormous
emotional component. Some will
await this intervention impatiently:

 If the mother has
always had heavy
periods, and her
daughter inherits

this same
problem, she will
think that heavy

bleeding is
normal.

by
Caroline Tra
Pivot Clinical Nurse
at the
CHU Sainte-Justine
Hemostasis Centre
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HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)

this surgery will allow them to
take back control of their lives
while others have no choice but
to undergo it to preserve their
health. These latter may be left
with great sadness and regret.

So, for a patient's optimal
treatment regime as far as her
menorrhagia, childbirth and
surgeries are concerned, as well
as any time when she is at risk of
bleeding, the interdisciplinary team
will work together and establish
an appropriate treatment plan that
respects the patient's needs.

It must be said that even if
menorrhagia is primarily a
'physical' problem, the woman is
also fairly seriously affected in
regards to the psychosocial aspect
of her life. In fact, many

testimonies from patients have
one point in common: the
immense suffering and isolation
caused by this condition.

Besides the physical fatigue that
accompanies heavy menstrual
bleeding and that keeps some
women glued to their beds, there
is the shame that goes inevitably
with the “accidents” and “staining
through” that comes with
overflowing pads, as well as a lot
of anxiety. In fact, women
suffering from menorrhagia rarely
have regular cycles: their periods
can often start at any time. So it
becomes difficult to deal with and
be prepared for these irregular
periods.

These women have to limit their
movement, their social and

physical activities and even adjust
their wardrobe to their periods.
Their daily routine is at the mercy
of this problem. But, as well as
feeling alone, they feel shame and
are anxious, and can also feel
guilty. We mentioned that
coagulation problems are often
hereditary in nature. If a woman
who suffers from menorrhagia sees
the same problem in her daughter,
she may feel guilty for having
transmitted this pathology. Women
can be affected to this degree by
their menstrual bleeding.

This is why we are convinced that
this problem needs the approach
of an interdisciplinary team that
will be better able to take charge
of all these aspects. Which is why
this program was created. §

2011 CHSQ ELECTIONS
Call for Nominations

The election of the new members
of the Board of Directors will take
place on Saturday, March 26, 2011,
during the Annual General
Meeting to be held in Saint-Michel-
des-Saints. If you would like to
participate in the governance of
your organization, or if you know
someone in the organization or
from outside who would be able
to help us accomplish our work,
don't hesitate to let us know.

We need skills in administration,
accounting, legal issues,
communication/marketing,
human resources, planning, as
well as other skills and, at the
same time, the person must be
willing and able to give of their
time. Along with board meetings,
and in order to share the volunteer
work, an administrator should sit
on at least one committee or
working group.

Meetings are usually held in
Montreal, but some may also be
held by teleconference.

Here is an idea of the time required
for various committees:

• Board of Directors:
4 face-to-face meetings per year
+ 1 teleconference call

• Executive:
3 teleconference calls + active 
responsibility for or participation
in one main committee

• Committees:
2-3 teleconference calls + 1 face-
to-face meeting

• CHS Delegates:
2 meetings/year + possibility of
being part of a National committee
or working group which means
2-3 teleconference calls + 1 face-
to-face meeting

Nominations for a position on the
CHSQ Board of Directors can be
submitted by the candidate
him/herself or by someone else.
Please check with the person to
make sure he/she is interested in
being nominated.

Simply complete the nomination
form included with this mailing
and return it to our offices as soon
as possible.

All directors must be members of
the CHSQ.

According to our rules and
regulations, the deadline for
nominations is noon, on
Thursday, March 24, 2011. §

- P.S.
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FOCUS ON HEPATITIS C

Advances made in developing
hepatitis C vaccine Trials in
England show boosted immunity
Scientists are zeroing in on a promising
vaccine to treat hepatitis C, an
international symposium organized by
Immunology Montreal was told in
Montreal on November 19, 2010.

Three preliminary clinical trials in
England are showing that a so-called
therapeutic vaccine can boost the
immune response in those infected
with the hepatitis C virus. Still, a viable
vaccine is a decade away, said Paul
Klenerman, a University of Oxford
physician researcher who is
conducting the trials. "Other vaccine
trials have been done already, but ours
is the first where we're treating people
(with drugs) and giving them the
vaccine at the same time."

"What's possible is that you can have
a good drug that can get most of the
virus, but you might still need a bit
more immune response to tidy it all
up, because what you don't want to
do is have all these drugs suppress it
and then it comes back again, which
is typically what happens," Klenerman
explained. Hence the need for a
therapeutic vaccine, he said.

The Oxford trials of about 100
individuals have shown an increased
immune response in T cells. Alain
Lamarre, a professor in immunology
at the INRS-Institut Armand-Frappier
in Laval and chairman of the
symposium, said he sees great
potential in therapeutic HCV vaccines.
"People with chronic hepatitis C - if
they are not treated -accumulate
tremendous amounts of virus
circulating in their bodies," Lamarre
said. "The first goal is to reduce that
to a minimal level, and therapeutic
vaccines would help."

Read more:
http:/ /www.montrealgazette.com/
health/Vaccine+testing+hepatitis+
promising/3859350/story.html
#ixzz175ZWBW31

Silymarin Milk Thistle Extract
May Inhibit Hepatitis C Virus
Entry into Cells
Silymarin, an extract from the milk
thistle plant, has an inhibitory effect
on the hepatitis C virus (HCV)
polymerase in laboratory studies, but
its anti-HCV action also appears to

include blocking HCV from entering
cells and preventing cell-to-cell
transmission, according to research
described in the June 2010 issue of
Hepatology. Milk thistle (Silybum
marianum) has an extensive history
of use as a remedy for liver problems
in both Eastern and Western traditional
medicine.

Silymarin is a flavonoid comprised of
a mix of milk thistle components
including silibinin. Most silymarin
studies have looked at its effect on
liver fibrosis, but in recent years
researchers have studied its direct
activity against HCV in the laboratory
and in vivo.

Read more:
http:/ /www.hivandhepatitis.com/
hep_c/news/2010/0820_2010_a.html

Thymalfasin in the treatment of
hepatitis B and C
Thymalfasin exhibited an
immunomodulatory and a direct
antiviral mechanism of action. The
low rate of sustained response of
chronic hepatitis with current
therapies, underscores the need for
new therapeutic options. It has been
suggested that thymalfasin may have
efficacy in the treatment of chronic
hepatitis B and C.

Pilots studies in patients with chronic
hepatitis B treated with thymalfasin in
combination with interferon or
nucleoside analogue, showed a 70%
complete sustained response rate.
Studies in chronic hepatitis C patients,
would indicate that thymalfasin in
combination with standard or
pegylated interferon with ribavirin may
improve response rate in hepatitis C
virus (HCV) naïve and nonresponder
patients. However, a large phase-III
randomized study conducted in Europe
in HCV patients nonresponder to Peg-
interferon with ribavirin, demonstrated
that thymalfasin did not improve the
rate of sustained virologic responses,
but, in patients who completed therapy,
thymalfasin significantly diminished
the relapse rate. In conclusion,
thymalfasin, in combination with the
standard of care, may be helpful as an
adjuvant in the treatment of patients
with chronic hepatitis B and C.

Depression overlooked in
patients with hepatitis C;
compromising HCV therapy
Researchers have observed that
depressive symptoms in patients with
hepatitis C virus (HCV) infection are

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

commonly overlooked in routine
clinical interviews, and that treatment-
induced depression compromises the
outcome of HCV therapy. “A self-report
instrument such as the Major
Depression Inventory (MDI) scale may
be a useful tool for health providers to
identify patients at risk for depression
during HCV therapy,” recommended
Dr. Leutscher.

Read more:
http:/ /scienceblog.com/36787/
depression-overlooked-in-patients-
with-hepatitis-c-compromising-hcv-
therapy/?utm_source=feedburner&
utm_medium=feed&utm_campaign=
Feed%3A+scienceblogrssfeed+%28
Science+Blog%29

A Colorado hospital that
pioneered liver transplants using
tissue from healthy donors has
suspended further surgeries of
that type following two recent
deaths of U.S. donors
"We are conducting an internal review
and will also have outside experts in
the field do an external review,"
University of Colorado Hospital
spokeswoman Erika Matich said on
Friday. "We will make any changes or
improvements if needed." Ryan Arnold,
34, died on August 2 at the Colorado
hospital days after donating a portion
of his liver to his older brother, Chad,
38, who was suffering from liver failure.

The University of Colorado has long
been at the forefront of liver transplants.
Surgeons there conducted the world's
first successful cadaver transplant in
the early 1960s.

The university also conducted the first
successful transplant using liver tissue
from a healthy donor — a technique
known as a live liver transplant — in
the United States in 1997. It has
performed 141 successful live liver
transplants since then. Arnold is the
fourth donor to die in the United States
following a live liver transplant
operation and the second this year. §

Read more:
http:/ /www.reuters.com/article/
idUSTRE67D00P20100814

The Focus on Hepatitis C
column has been made possible

thanks to the financial
contribution of Schering-Plough.
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We had to learn about a new
phenomenon : lyonisation of the
X chromosome. To put it simply,
it's the process whereby one of
the two X chromosomes is
inactivated at an early stage of
development in the female
embryo. In Lyvia's case, this is the
theory that is suspected and could
explain her abnormally low factor
VIII levels. This means that the
chromosome that is inactivated
in her case is the 'good' X and the
X carrying hemophilia would have
taken precedence. Strange, no?
But life goes on and, after the
initial shock, we're back on the
right track and we 'make do', as
we say. For her part, Lyvia is happy
to be 'like her brother' and to get
needles too!  She also has the
right to a Medic Alert bracelet.
Dylan understands what his little
sister is going through and is there
to encourage her during her
infusions or when she's in pain.
So, one could see the down side
and say we're very unlucky, but I
believe that in the long run, we've
grown from this, just as we did
with our big boy.
So there. I thought I'd tell you
about our story, in fact our new
life. I'd like to thank you all for
having read this. I wish all of you
a marvelous winter with beautiful
moments, and a great sunny
spring!
See you soon! §

PARENTS’ CORNER
Our Personal Story with our Daughter Lyvia

Hello, everyone!
After a little break for the autumn
issue of L'Écho du facteur, we're
back on track for winter. I hope
everyone is well and that you're
not suffering from the cold too
much.
I'm always looking for ideas for
this column, so once again I'll ask
you for your ideas. I'd love to
know what you're interested in
hearing about, or else, what
information you'd like to find in
this column that could help you
as the great parents of those
super hemophiliacs. Your ideas
are more than welcome.
For this column, I thought I'd tell
you a bit about our adventure
over the past six months. In fact,
it goes back almost three years
now. When I found out I was
pregnant with our second child,
you can understand that, as
parents of a hemophiliac, our first
thought was to wish for a little
girl in order to avoid the risk of
going through hemophilia with
another child.
During the first ultrasound, at
twenty weeks gestation, we did,
in fact, find out that we were
going to have a little girl. Oh, joy!
No stress, no trips to the hospital
for infusions after an injury…in
short, a more 'normal' life
awaited us.
If I had been pregnant with a boy,
the birth would have been
natural, but with a few
precautions. When there is a
known risk of hemophilia and the
baby to be born is a boy, the
doctors don't use suction or

practice any invasive procedures.
Thus, since our baby was a girl,
there was no need to have any
special preparations in place for
the birth. Following a caesarean,
which had nothing to do with my
status as a carrier, Lyvia was born.
I immediately found out that Lyvia
was a carrier of hemophilia A.
When she fell, she developed
'hemophilia' bruises…the famous
raised bruise, purple in colour.
What's more, she got bruises for
no reason. Slight pressure, like
the force of our fingers on her
torso when we took her out of
the bath, gave her bruises on her
back. I wasn't too worried,
knowing that one can live
normally as a carrier and
anyways, she was A GIRL! A girl
can't have hemophilia, right?
Until the day that Lyvia couldn't
bend her knee. A quick call to the
hemophilia centre just as a
gesture, but SHE'S A GIRL! She
can't have hemophilia; she
probably pulled or sprained a
muscle. I was reassured. Other
similar events happened, swelling
and limping, amongst them. But
it always went back to normal.
Finally, one night in April 2010,
Lyvia was limping again… Just
before putting her to bed for the
night, I checked her legs. Her left
calf was very swollen, very red
and hot… in short, the symptoms
of a severe muscle bleed.
Following a negotiation with the
hematologist on-call, we headed
to the ER.
The result? Lyvia tested at 2.8%
factor VIII at the first blood test.
Our hematologist was
flabbergasted, and I felt the
confusion in her voice when she
called to give me the results of
the blood test. The question was:
what's happening? We couldn't
call her a hemophiliac, we had
to call her 'a carrier with very
low, severe, levels'. She has
bleeds, so for now, we give her
on-demand factor. She is a
hemophiliac.

by
Lisa-Marie Mathieu

echodufacteur@schq.org
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ATH - CHSQ TWINNING

The afternoon was

reserved for a

parents' workshop.

Animated by Mylene

D'Fana, this

workshop brought

together 17 parents

who took an active

part in discussions.

December 2010 Visit to Tunisia

From December 10 to 15, 2010,
three delegates from the Canadian
Hemophilia Society- Quebec Chapter
(CHSQ) travelled to Tunisia as part of
a twinning program with the
Association tunisienne des hémophiles
(ATH). During this visit, the accent was
on the structure and long term
operation of ATH.

Saturday, December 11, was dedicated
to a strategic planning exercise, led
by David Page, during which ATH
revised its vision, its mission and its
field of action so as to be better able
dispense the services it offers to its
members. The objective of this exercise
is for ATH to be more efficient in its
action at all levels: for its members,
for the general public, for medical,
paramedical and government
personnel, etc. while respecting its
reason for being. ATH also identified
a number of important problems that,
once solved, would allow them to
create a solid basis for the organization
while assuring its continuity.

At the end of the day, a draft of the
organizational structure was proposed,
allowing more place for hemophiliacs
and their parents at the heart of the
organization, especially on the Board
of Directors and on committees.

The ATH Annual General Meeting was
held on Sunday morning, December
12, with almost 100 people in
attendance. Members of the Board of
Directors presented a résumé of the
activities that took place in 2010. ATH
highlighted the official closure of our
twinning project, at least of the
financial support offered by the World
Federation of Hemophilia (WFH), by
presenting me with symbolic plaque
as the best twinning for the period
from 2006 to 2010.

Sunday afternoon was reserved for a
parents' workshop.  Animated by
Mylene D'Fana, this workshop was
attended by seventeen parents who
took an active part in discussions,
without the presence of medical

personnel, allowing themselves the
freedom to discuss their problems,
their experiences and their
accomplishments. Interesting
exchanges took place between parents
from various regions of Tunisia:
Bizerte, Tunis, Sfax and even as far
away as Gabès. A number of possible
solutions and suggestions arose and
a few recruits were identified to
eventually join the ranks of the ATH.

On Monday, December 13, the
afternoon was devoted to an
interactive presentation on governance
that I had the pleasure to present.
During this exercise, the accent was
on organizational structure. We talked
once more about the importance of
the mission and specifically discussed
the makeup of various committees,
making the distinction between Board
committees, which have the power of
recommendation, and working
committees, which have the job of
executing the work. We also dealt with
the importance of developing a
preliminary budget and periodically
presenting the members of the board
with up-to-date financial statements.

I ended the presentation by proposing
an organizational chart that took into
consideration suggestions that arose
during the strategic planning exercise.
Within this chart, a medical and
scientific advisory committee would
be created, composed of health care
professionals working at the
hemophilia treatment centres in
Tunisia - five of whom presently sit on
the Board of Directors - and a member
not from the medical profession. This
committee would have the power of
recommendation to the ATH Board of
Directors, while one of its members
would be designated to sit on the Board
of Directors. What's more, a certain
number of other board committees
would be struck (programs,
fundraising, advocacy, governance),
as well as working committees
(communications/information, social

activities, parents, youth, etc.) relevant
to the program committee and finally,
task forces for each of the fundraising
activities organized by the association.

The main impression, following our
visit, was that ATH is at a pivotal
moment in its existence. In order to
become a strong organization, in tune
with its members, that would be able
to defend their interests and be able to
efficiently offer them services, it needs
to allow hemophiliacs and their parents
to take their place on the Board of
Directors and working committees, to
clarify the roles and responsibilities of
each member and truly become a
patient group (along with their families).
The consequence of this statement
would mean that the members of the
medical profession who are presently
on the Board of Directors would
progressively concede their positions in
order to be involved on the Medical and
Scientific Advisory Committee (MSAC),
without this being seen as an insult. On
the contrary, these health care
professionals will still be present and
ready to help when needed, as part of
the MSAC, to work on developing the
organization.

A few new recruits to join the ranks of
the ATH Board of Directors have already
been identified during the general
meeting and during the parents'
workshop that followed. Now the
parents already serving on the Board of
Directors need to motivate these people
in order to get them involved so that
this transition will go smoothly.

And finally, I'd like to thank all our
Tunisian friends for their incredible
reception, once again, throughout our
stay. Thank you for your generosity, your
hospitality, your involvement in this
twinning program and your dedication
to all hemophiliacs. May this partnership
be only a pale reflection of the great
accomplishments to come for the
Association tunisienne des hémophiles.

Inch Allah… §

echodufacteur@schq.org

by
François Laroche
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A MOMENT TO REFLECT

“ An egoist is one who doesn't use every minute of his life to
ensure the happiness of all the other egoists. ”

Lucien Guitry

YOUTH ECHO
Future Plans for the Youth Committee

by
David Pouliot

echodufacteur@schq.org

For this column, we want
to invite you to the world of the
Youth Committee

Six years ago, we created the
Youth Committee in order to
offer activities adapted to our
needs and tastes. Right from the
beginning, we organized a café-
rencontre each year during the
family weekend, where we dealt
with topics important to us, like
sports, career choices and
medical information. We
organize at least one activity at
the end of the summer to get
together as a group and have
some fun. Over the years, we've
attended many Alouette and
Impact games in Montreal, and
have been to the water park in
Valcartier.

We'd like the Youth Group to be
even more active and dynamic!
We invite you to join us and let
us know your ideas, the

activities you'd like to see. If
you're between 16 and 28, have
a bit of free time to organize
activities with us, write to us at
echodufacteur@schq.org.

Your participation is important
to ensure the continuity of the
group and to diversify activities.
It would be really interesting for
the 2011 youth activity to be a
canoe trip or an outdoor hiking
trip. It would give us the chance
to get out of the Montreal area
and meet other people. Join me
in promoting this activity. If it
becomes a success, maybe we
can think about having a winter
youth activity!

Finally, we also work with the
National Youth Committee. Our
province is actually one of the
most active groups in this
committee. Together, our two
groups complement each other
and manage to offer a great
variety of activities for young
people.

My first hope is that this plan for
the Youth Committee is
successful; my second hope is
to see, in a year or two, one or
more new people writing this
column. I'm looking forward to
your comments and invite you
to come and join us at the family
weekend. §



Call for nominations for the
CHSQ 2011 Board of
Directors

Are you interested in a position on
the CHSQ Board of Directors?
Do you have ideas or contacts?
Do you want to get involved in
specific CHSQ committees?
Do you work in the medical, legal,
accounting or marketing field, or
any other area that could be of
assistance to our community?
Is our mandate important to you
and would you like to help us
achieve it?
If you know of a potential
candidate, let us know!

If you're interested in the challenge,
write to us using the nomination
form included here.

For more information about the
role and responsibility of an
administrator, don't hesitate to
contact us at 514-848-0666 or
1-877-870-0666

The involvement of volunteers is
essential to the survival of our
organization. §

- F.L.

NiaStase RT® now available
in Quebec

The  Novo Nordisk Pharmaceutical
Society — which makes the product
— and Héma-Québec — which
distributes it to the Hemophilia
Treatment Centres — recently
announced that a new preparation
of recombinant factor VIIa, called
NiaStase  RT®, is now available on
the Quebec market.

This new product, which is stable
at room temperature, will replace
NiaStase®, to which Novo Nordisk
has made the following
improvements:
• The product can be stored at room
temperature (between 2° and 30° C)
• The content of the vials has been
rounded out to facilitate the
calculation of doses
• The package now contains a
premeasured vial of solvent.

NiaStase RT is available in Quebec
in 1, 2 or 5 mg formats. It is used
specifically to treat people with
hemophilia A or B who are affected
by coagulation inhibitors.

- F.L.

IN A WORD INHIBITORS (cont’d)
prepared a variety of activities for
them. As for the parents, we took
advantage of the spa and other on-
site activities to rest and have
discussions.

Claude took advantage of this
weekend to check and reinforce the
teaching of home self-infusion as
well as review or begin teaching
about coagulation, antibodies and
care of the veins.

On Saturday morning the CHSQ
organised a focus group in order to
better target the needs of families
living with inhibitors. It's a very
different reality. What came out of
discussions is that we all need a
family trip to…Bora Bora! ( a wink
for Julie)

But seriously, a number of subjects
were discussed and different
suggestions proposed such as
workshops with a psychologist or
social worker for the children and
a summer camp adapted to their
capacity and limits.

Finally, on behalf of all the families
who took part, I'd like to thank the
CSHQ, and especially Geneviève
Beauregard, for having once
again organised everything to
perfection. §

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

pharmaceutical companies:


