
SPRING 2006VOLUME 14, NUMBER 1

HÉMA-QUÉBEC 2006 CONSENSUS CONFERENCE

Héma-Québec held a consensus
conference on plasma self-
sufficiency in Quebec on February
17 and 18 in Montreal. The event
brought together experts in
transfusion medicine,
representatives of Quebec and
Canadian blood system operators,
various government agencies,
pharmaceutical companies, and
patients' associations. Some came
from as far away as the United States
and even Europe. The objective of
the conference was to reach a
consensus over whether Héma-
Québec should devote greater effort
and resources to increasing self-
sufficiency in plasma to meet the
growing demand for immune
globulin (IgIV) and/or albumin, the
two most used plasma derivatives.
Quebec is currently only able to meet
14% of IgIV and 70% of albumin
needs from domestic plasma, while
the remainder (86% of IgIV and 30%
of albumin) must be obtained from
commercial plasma.
Participants saw a number of
interesting presentations given by
quality experts from around the
world and then met in workshops

to discuss a number of issues so
that they could reach a consensus
when they returned to the plenary
session. At the end of these
discussions, 94% of participants
answered No to the question “Do
you believe that Quebec should
explore the possibility of selling its
plasma currently earmarked for
fractionation on the world market,
and instead buy finished products
on the open market?” Only 6% voted
Yes.
A full 100% answered Yes to the
question “Do you feel it is important
for Héma-Québec to make an effort
to increase the quantity of Quebec
plasma sent for fractionation?”!
Lastly, when asked “What level of
IgIV self-sufficiency should Héma-
Québec target?”, 55% of participants
voted for a 30% self-sufficiency level,
24% voted for a 40% level, and 7%
opted for a 50% level. Participants
were unanimous in identifying 100%
albumin self-sufficiency as an
important criterion.
Based on these conclusions, it was
recommended that Héma-Québec
implement a series of measures to
achieve this goal; in particular,
increasing the volume of plasma
collected in Quebec, especially
plasma collected by plasmapheresis,
which would require the building of
three or four additional collection
centres of six beds each. To make
the exercise worthwhile, it was also
suggested to explore manufacturing
a broader range of plasma
derivatives from Quebec plasma; in
particular, factor VIII with von
Willebrand Factor. This could be
used to treat people with von

Willebrand factor deficiency or to
treat young hemophilia A patients
who are naïve to treatment. (See
Editor's note.) Héma-Québec
currently buys between 1.5 and 2
million IU of Humate P® annually to
treat von Willebrand disease patients.

Editor’s Note:
In fact, according to a French study
done by Dr. Jenny Goudemand et al1
of the Institut d'hématologie de Lille,
France, young hemophiliacs who
had never been treated before and
who were treated with plasma-
derived factor rich in von Willebrand
factor had a 3 times lower risk of
developing a coagulation inhibitor
than those treated with recombinant
factor VIII (11% vs 30%).
Similarly, according to the same
study, high concentrations of
inhibitors (greater than 5 Bethesda
units/ml) are found more frequently
in persons taking recombinant (15%)
than in those taking plasma-derived
factor (5%).
According to the researchers, the
lower incidence of inhibitors with
plasma-derived factor VIII could be
due to the fact that it contains von
Willebrand factor, a protein that is
fixed in a region of the factor VIII
gene frequently targeted by
inhibitors, thereby  providing
protection. §

Reference :
1 Le facteur VIII recombinant lié à
l'apparition d'inhibiteurs chez les
personnes atteintes d'hémophilie A,
Jenny Goudemand et al., APM,
February 2006.
www.chru-lille.fr/autreprof_presse/
revue_presse/34224.shtml

larochef@sympatico.ca

by
François Laroche
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A WORD FROM THE
EDITOR

The criminal trial involving those
at the centre of the tainted blood
tragedy opened in Toronto on
February 6, 2006.
At the beginning, the lawyer for
Dr. Roger Perrault presented the
opinion of an expert witness from
the University of Oslo, Dr. Graham
Dukes, who said that there wasn't
enough proof to accuse Dr. Perreault
of criminal negligence. This would
have caused the charges to be
dropped.
After deliberation, this opinion was
rejected and the trial began.
Besides Dr. Perrault, former Director
of the Blood Transfusion Service for
the Canadian Red Cross, the Armour
Pharmaceutical Company of New

Jersey, Michael Rodell, former Vice-
president of Scientific and Medical
Affairs at Armour, Donald Wark
Boucher and John Furesz, formerly of
Health Canada's Bureau of Biologics
were also charged with four counts
of criminal negligence causing bodily
harm and one count of criminal
nuisance endangering the public for
allegedly allowing an HIV-infected
blood clotting product to be given to
hemophilia patients in the 1980s. The
trial is expected to last at least a year.
Elsewhere, after Ontario, Manitoba
and Newfoundland-and-Labrador, a
fourth province, Prince Edward Island
decided on March 24 to index the
annual amount given through the
Provincial and Territorial Aid Package
to post-transfusion victims of HIV.
This announcement puts more
pressure on the other provinces,
including Quebec, who have yet
decided to adjust this annual income
to the cost of living.
Let's hope that these new
developments will incite the Quebec
Minister of Health and Social Services,
Mr. Philippe Couillard, to act on this
dossier, as requested by the CHSQ for
the past four years. §
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C'mon! Bowl-a-thon!
Sign up today for our yearly fundraising activity, the SCHQ
Bowl-A-Thons of Quebec City (Beauport) and Montreal (Greenfield Park).
Montreal: Sunday April 30, from 3 p.m. to 6 p.m., at the Salon de
Quilles Champion Lanes, 2999 Taschereau Boulevard, Greenfield Park.
Fees: $15 per player, shoe rental not included (6 players per lane).
$200 for a corporate lane.
Contact: Geneviève Beauregard (514) 848-0666 ext. 21.
Quebec City: Saturday May 6, from 1 p.m. to 3:30 p.m., at the Salle
de Quilles St-Pascal at the Galeries de la Canardière,
2485 Ste-Anne Boulevard, Beauport.
Fees: $15 per game for three games, shoe rental included (5 players
per lane).
Contact: Chantal Roy at (418) 663-2178 or Geneviève Beauregard at
1-877-870-0666 ext. 21.

SURVEY: Hepatitis C Support Group
Laurent Pontbriand, member of the CHSQ Board of Directors and Chair
of the CHSQ HCV Compensation Committee, is currently evaluating the
possibility of creating a Hepatitis C support group in the Montreal area.
If such a project is of interest to you, please confirm your interest by
calling us at (514) 848-0666 ext. 21 or by email at info@schq.org.
Thank you!

• L’Écho du facteur is a quarterly newsletter
produced by the Quebec Chapter of the
Canadian Hemophilia Society and is
distributed to its members.
Circulation: 300 in French, 115 in English
Legal deposit: Bibliothèque nationale du
Québec, 2006
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EDITORIAL

take place, we had been counting
on our coordinator. Now that she's
resigned, more work is required
from our staff and our dedicated
volunteers.

It's essential that everyone
understand that this organization
is important not only to me but to
all the Board of Directors and
members of the various
committees. Most of us have jobs
and families to attend to or are
still enrolled in school; yet we still
find time to volunteer, trying to
do our best. We're always open
to comments and suggestions but
there's still room for others to join
us.

In the past few weeks a few
requests have been made
concerning both fundraising and
other activities. The Board and the
Committee Chairs are looking into
the possibility of these taking
place. Nothing has being rejected
but there might be a delay in
responding to these requests. The
reason is  simple - a shortage of
staff and volunteers.  The staff
problem will be discussed with
the new Board of Directors elected
at the annual meeting. Only
volunteers can make the
difference.

Congratulations to Chantal Roy,
named Volunteer of the Year and

With the arrival of spring
and the beginning of my second
year as President, we face many
new challenges once again.

As presented to our members at
the annual meeting, the Minister
of Health and Social Services, a
major contributor to the CHSQ
finances, has asked us to lower
the amount of our available
surplus to 25% of our revenues.
The Board of Directors had to
decide where and how to
allocate the excess amount. We
presented a three-year action
plan to the MSSSQ that will
depend on the results of our next
financial exercise, our
fundraising activities and
funding from our partners.

Once again we are short of staff,
since our Program and
Fundraising Coordinator,
Florence Bourdeau, resigned her
post as of March 23.  We still
haven't decided what to do with
this position but in the meantime
a consultant has being hired to
help us with the colouring book
campaign. In order for all our
scheduled activities in both
programs and fundraising to

to Claudine Amesse for her
Award of Appreciation, two
recognitions that were highly
deserved.

Congratulations also go to Aline
Ostrowski and her partner Eric
on the birth of beautiful
Frédérika.

Once again I'd like to thank
Andre Laganiere, and Razek
Syriani for their involvement on
the Board over the past few
years. And also Patricia Stewart;
filling her shoes was not an easy
thing to do. I remember the first
time I met her at a National
workshop in Winnipeg; she
impressed me with her
knowledge and work related to
hemophilia. Over the years I have
gotten to know this great woman
who will definitely be missed at
our Board discussions. Thank
you all for the time dedicated to
the CHSQ.

To the newly elected Board of
Directors…I look forward to
working with all of you.  A special
welcome to the parents of
hemophiliacs that joined our
Board: Nayla-Marie Mazloum
and Pascal Mireault.

Together we will continue to
make our organization
stronger. §

mylenedfana@bellnet.ca

A WORD FROM THE
PRESIDENT

by
Mylene D’Fana
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A WORD FROM THE INTERIM EXECUTIVE DIRECTOR

It's with humility and great pleasure
that I've undertaken the responsibility
of Interim Executive Director during
Aline Ostrowski's maternity leave.
Aline brought Frédérika, a beautiful
little girl, into the world on February
11th. Aline will return in October. Until
then, I will be working in the CHSQ
office two days a week, supported by
Geneviève Beauregard, administrative
assistant, who now works full time.
We also welcome Max Roujeon to
our small team. As our fundraising
consultant, Max will tackle the very
important colouring book sponsorship
program. We all remain available to
provide support, receive your
suggestions and answer your
questions.

2006 Family weekend
The CHSQ Family weekend took place
at l'Auberge Matawinie in St-Michel-
des-Saints on March 17th, 18th and 19th.
Everyone, from the little ones to
grandparents found something of
interest, whether it was in casual
sessions allowing conversations with
those of shared interest or in
workshops dealing with pain, humour,
naturopathy and the latest treatments.
The Annual General Meeting (AGM)
of the CHSQ was held again during
this important weekend, allowing
members to hear about
accomplishments IN 2005 and the
challenges to be faced in the year to
come. We were honoured by the
presence of Eric Stolte, President of
the Canadian Hemophilia Society,
whose speech during the AGM was
particularly touching.  The CHSQ Board
of Directors welcomed two new
members: Nayla Mazloum and Pascal
Mireault.  Congratulations and
welcome aboard!
Finally, the weekend allowed us to
meet on a social basis and to spend
well deserved time together having
fun while sharing experiences. Winter
activities, karaoke, ping-pong
tournaments : through them, our
members built memories that will have

to last until they meet again next year.
We thank all the participants,
volunteers, partners and speakers
whose presence made the weekend.
We are already organizing the 2007
edition and remind you that your
comments and suggestions are
essential to the process. If you haven't
yet had the chance to send us your
feedback, it's not too late. We're here
to listen!

Outstanding volunteers and
partners
For a nonprofit organization like the
CHSQ, volunteers and professional
partners are of the utmost importance.
Without our volunteers, we would be
unable to meet our objectives, whether
it be in fundraising, in care for our
members or in activity organization.
We will celebrate the contribution of
our volunteers during the National
Volunteer Week, April 23rd to 29th, 2006.
The CHSQ took advantage of the
gathering of its members during the
Family weekend to recognize in a
special way the contribution of three
very devoted people: two volunteers,
Chantal Roy and Patricia Stewart, as
well as Claudine Amesse, Ste-Justine
Hospital's Hemophilia Centre Nurse
Coordinator.
It's difficult to remain unmoved by
Chantal Roy's enthusiasm. Already this
year, Chantal has organized a
fundraising activity for the Quebec
region by convincing 38 McDonald's
restaurant franchisors to support
Hemophilia Day by donating the
proceeds from their counter donation
boxes for the entire week of April 10th
to 17th to the CHSQ. We will use the
results of this trial to evaluate the
feasibility of soliciting McDonald's
restaurants across Canada, in
collaboration with the National office.
Among other things, Chantal has also
participated in the organization of the
first Bowl-A-Thon as a member of the
Fundraising Committee as well as a
magical Christmas party for the little
ones last December. Chantal Roy:
Volunteer of the Year. A well-deserved
award. Congratulations Chantal!
Patricia
Stewart
brings a
wealth of
expertise
to the
CHSQ. Our
outgoing
president
is leaving
the Board

of Directors, but will continue to share
her body of knowledge with the
association, remaining responsible for
programming in 2006. Lucky for us...
expertise of this depth is indispensable.
Thank you, a thousand times, thank
you!
Claudine Amesse was recognized in a
very special way during our AGM last
month. The Awardof Appreciation is
given to a person, non member, who
has contributed in a significant way,
over a period of several years, to the
mission and objectives of the CHSQ,
demonstrating a pronounced devotion
to the mission of the association.
Claudine, who has accompanied
hemophiliacs of the Montreal region
for nearly fifteen years through their
evolving care, and who also help ensure
the success of the Family weekend and
the summer camp, is well deserving of
this award.
We are very grateful to all our
volunteers: your participation is
appreciated and indispensable. If you're
interested in giving your time, whether
it be occasionally or as a committee
member, contact us at the office.
Geneviève will be happy to explain the
various opportunities available to you.

CHSQ scholarships, offered in
collaboration with Baxter, Bayer
and Novo Nordisk
The CHSQ is pleased to join Baxter,
Bayer and Novo Nordisk in order to
offer 4 scholarships valued at $1500 to
students from the collegial and
university levels, or who are enrolled
in a vocational institution. We invite all
those interested by these scholarships
to contact our office quickly in order to
obtain a copy of the requisite
application forms.
The deadline to send in your application
is September 1st, 2006. The recipients
will be notified by the end of September.
Good luck to everyone!

Pharmaceutical company
information day
A day-long information session offered
by our pharmaceutical partners is being
organized for the coming months,
possibly June 10th or June 17th. We
are currently evaluating the level of
interest of our members in order to
determine which city, Montreal or
Quebec City, would be the most
appropriate for this activity.
You'll find a form enclosed with this
L’Écho du facteur mailing, asking you to
confirm your interest. Your comments
will allow us to choose a location as
well as the most appropriate timing for
the greatest number of our members. §

msullivan@schq.org

by
Michelle Sullivan
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CHSQ ACTIVITIES
organizing fundraising and support
activities in the Quebec City area.
Among her accomplishments:
organizing the December activity for
parents and young children for 3 years
consecutively, coordinating the 1st

Quebec City Bowl-A-Thon, selling
colouring books, forming a small
group of mothers for “girls night out”
suppers, taking on responsibility for
the Parents Corner column,  working
with her employer (McDonald's) on
a fundraising project…to mention only
a few…and she says she does nothing!
Congratulations, Chantal!

Family Weekend —
March 17-19
Members of the SCHQ gathered once
again at Matawinie for the annual
family weekend and Annual General
Meeting. 103 adults and 56 children
shared the great weather and family
atmosphere of this activity, the activity
highlight of the year for most.
Four workshops were held Saturday
morning: the Café-rencontre for
parents of  children with a bleeding
disorder, a presentation on nutrition
and HCV/HIV, a meeting for young
people with a bleeding disorder and,
for the first time, a workshop for
grandparents.
The AGM was held after lunch where
Eric Stolte, President of the CHS-
National, presented the new mission
and vision of the organization and
the new board members were elected.
Following this, David Page gave an
update on research and products,
while a café-rencontre took place for
those living with HIV.
Sunday morning was also busy.
Claudine Amesse, nurse coordinator
at Ste-Justine's and Catherine Van
Neste, physiotherapist from Enfant-
Jésus Hospital in Quebec, presented
a workshop based on the CHS
Passport to Well-Being program;
presenting options for dealing with
pain.
The weekend ended for others with
laughter during a workshop on
humour and health.
Once again, this gathering of the
hemophilia family was a great
success!

CHSQ Awards
2005 Volunteer of the Year
Chantal Roy earned the 2005
Volunteer of the Year Award for her
contributions to the cause of
hemophilia.
Joining the Society a few years ago,
Chantal jumped right in and began

Award of Appreciation
Claudine Amesse, nurse coordinator
at the HTC in Ste-Justine's Hospital,
has been working in hemophilia for
many years. Even as a newcomer, her
sparkling personality and compassion
for those dealing with a bleeding
disorder was appreciated by the
hemophilia community in Montreal.
Claudine is a regular at summer camp
and offers workshops at  our family
weekends. Always ready to cooperate

with the Society, Claudine is a member
of the Twinning Committee, has a
particular interest in women's issues,
and volunteers her time to attend
consensus workshops at the national
level. She'll tell you how proud and
moved she is when new parents and
the children themselves learn to self-
infuse. Always discrete, Claudine's
smile makes you feel welcome and
special.
Claudine, thank you for your
dedication and service over the years.

Upcoming Events

Summer Camp —
August 6-11
The annual CHSQ summer camp  for
children from 6 to 15 will be held
August 6-11 at the Camp Portneuf
de St-Raymond, near Quebec City.
Be sure to register before April 23 to
take advantage of the early-bird price.
First come, first-served.
Youth Activity —
August
To promote the involvement and
prepare future leaders for the CSHQ,
an activity for youth from 16-25 will
take place probably next June. See the
article by David Pouliot in this issue.
Father-Son Weekend —
September/October 2006
Studies have shown that it’s often the 
mother who is the main caregiver for
a child with a chronic disease. Fathers
are often left on the sidelines, simply
spectators, and feel left out of the
treatment process for their child.
In the framework of a program
developed by the CHS- National, "Just
the Guys", the CHSQ would like to
hold a weekend activity this autumn
(late September – early October) where
hemophiliacs from 6 to 17  years of
age will get the chance to spend some
quality time with their fathers.
This would take place at a outdoor
recreation centre, accompanied by a
nurse coordinator. The weekend
would consist of outdoor activities
and a workshop on home care.
If you’re interested in taking part in
this activity with your son, please
contact the office, by phone or e-mail
before April 30. We need to reserve
a place immediately for the autumn
and we need to know how many
people would be interested. 
For information about any of the above
activities, contact the office or go to
the website at: www.hemophilia.ca. §

The 2005 Volunteer of the Year Award was
given to Chantal Roy (left) by the Past-
president of the CHSQ, Patricia Stewart.

Martin Kulczyk had the pleasure of presenting
the 2005 Award of Appreciation to Claudine
Amesse.

by
Patricia Stewart

stewart.page@globetrotter.ca
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PARENTS’ CORNER
A Few Tips from Parents

to stickers.
For a long while now, we haven't
needed anything at all!!!

Chantal Roy

***

Distractions during an infusion
help a lot. If there's someone else
to help you, for instance, by blowing
bubbles, it helps a lot with little
kids.

Claudine Amesse
Nurse Coordinator

at the Ste-Justine HTC
(tip given during the presentation

on pain at Matawinie in 2006)

***

Here are some tips that helped us
with Audrey (2 years old). Going on
the principle that there should be
pleasure after a difficult experience,
and trying to put a bit of a positive
spin on life, we gave Audrey little
surprises right after a medical
examination or after treatments.
During trips to the pediatrician, he
gave her the surprise himself, even
if it was chocolate at 9 in the
morning. In order for the surprise
to work, we gave it to her before
leaving and kept it in our hands
during the consultation or
treatment.
With time, she told us she didn't
need it anymore. Now we save the
little gifts for prophylaxis.

Edith Mauger

On March 17-18-19, 2006, another
magnificent family weekend was
held at the Auberge Matawinie in
St-Michel-des-Saints.
Whether it's to make new friends,
gain scientific information or to
reconnect with someone (this one
was very emotional for me), this
weekend, that's been taking place
for many years now, allows us to
live some intense moments among
people whose daily lives are similar
to ours.
I had the chance to facilitate the
Saturday morning workshop and
what a marvelous experience that

Spring has finally arrived! We're
back from Matawinie, our heads
filled with information and with
new friends for both parents and
children.
Roxanne Nadeau, who facilitated
the Café-rencontre with André
Laganière, agreed to write up a
resume on the workshop dedicated
to parents of children with
hemophilia. For the first time, the
men and women were separated
for discussions, and reports from
both the masculine and feminine
groups were presented to the
whole group. There  was a
psychologist present and she joined
the men to make sure they
wouldn't be talking just about cars
or sports…just joking! No, it was
mainly to help André get the guys
talking. While we always think that
men don't communicate much,
apparently some of them couldn't
stop talking!!!
The family weekend is also a
chance to share with others. Sonia
Sergerie and Stéphane L'Écuyer
spoke to me about the problems
they had when their son, Louis-
Philippe, was diagnosed: frequent
trips to Ste-Justine and the
expenses this entails, parking,
meals, babysitters, frequent days
off work, lack of resources when
they started prophylaxis at home
(a third person was needed to
immobilize their child), etc. They
made a major effort to find access
to physical and financial help. I'll
let them tell you about it…
One last point, during discussions
with people going through the
same experiences as us, we learn
little tips or get advice that can be
helpful.

Here are a few that some parents
sent me. If you have any advice to
share, don't hesitate to send it to
us. In the next issue, I'll give you
some more tips that I got like:
• how to get rid of the soother
• leaving baby with a baby-sitter
• managing a temper tantrum
• good shoes to avoid bleeds

MAKING FIRST INFUSIONS
EASIER

Dylan is crazy about those little
Hot Wheels cars, so in order to
make sure  he cooperates with us
during his weekly infusions (we
began prophylaxis in September
2005 when he was only 2 years old),
every week we give him a little car
to add to  his collection.
This little gift, accompanied by a
pep talk before the injection, makes
things easier. We make the infusion
day a special one and not a chore,
so he can't help but enjoy this little
outing with mommy.
After the infusion, he rummages
through mommy's bag  where he
knows he'll find his reward. (It costs
about a dollar a week for the car).

Lisa-Marie Mathieu

***

In our house, my daughter was
getting very jealous when her
brother had his infusions. So for
the infusion times, we made one
surprise bag for her and one for her
brother. We went to flea markets
and spent a dollar or two on bags
filled with little do-dads.
Because the bag is opaque, the kids
had to put their hand into the bag
to pick a toy (after the infusion) and
always looked forward to the next
time to find out what they'd pick.
My daughter took part in the
infusion by preparing the little band-
aid.
You know they're not afraid of
infusions when they start asking
for one, just to get a surprise. That's
when it's time to make them
understand and start cutting back
on the surprises.  Slowly, we went
from toys to temporary tattoos, then

lescanonniers@sympatico.ca

by
Chantal Roy
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PARENTS’ CORNER (cont’d)

was. Under the theme: WHAT IS
THE IMPACT OF THE DISEASE ON
YOUR LIFE AS A MAN OR WOMAN,
I was able to see the wealth that it
can bring us over time.
Personal success, self-confidence,
discovering abilities we didn't know
we had, pride, fulfillment,
leadership, even new careers for
some…over time these are all
positive aspects we've slowly
discovered.
Taking the time to readjust, to be
able to continue each day with
courage and love can only help us
in the end. It's the message that we
wanted to get across during this
workshop; each of us has a different
way of living day to day and there's
no magic formula.
It's not always easy, but working
together, helping each other and
especially giving each other
encouragement for our actions can
only increase our determination to
keep going along the sometimes
rocky and sometime smoothly
paved path.
This annual meeting gives us a
chance to see the wonderful
evolution that takes place each year
in the different families. Each one
grows in its own way, at its own
rhythm, and what I realize after
having participated in it for 15 years,
is the well-being that this kind of
weekend brings us. It allows us to
break our isolation, talk to people,
share our experiences and
especially, to realize that we're not
alone in the world.
Looking forward to seeing you all
again.

Roxanne Nadeau

We were asked to describe the
various stages we went through to
have access to an aid program for
parents, like us, who live outside
the metropolitan area and who
have to travel frequently to a
hemophilia treatment centre.
Stéphane and I are parents of a boy
with severe hemophilia A and we

live in St-Georges-de-Champlain in
the Mauricie. Louis-Philippe was
diagnosed in January 2005 when
he was 5 months old. Four months
later, he began prophylaxis once a
week at Ste-Justine's Hospital.
The first weeks of learning went
relatively well, the learning
progressed and we were confident
that we'd be able to succeed at
home. However, we began to
realize that because we live in the
area of Shawinigan, our budget was
shrinking from week to week. Gas,
restaurants, parking, early wear on
our car as well as loss of pay, a
babysitter for his big sister, to name
only a few factors, quickly became
difficult to support.
To begin with, we asked the CLSC
for financial aid to help pay for
travel expenses (Transport-
accommodation Program). Our
hematology nurse wrote a letter for
the CLSC in which she clearly
explained the necessity of going to
Ste-Justine's.  We received a letter
from the person responsible for the
program a few weeks later. She
explained that we weren't eligible
for this program because Louis-
Philip had no apparent physical
limitations.
After this refusal by our CLSC, we
turned to the Hemophilia Society
for help and were told it was
impossible because our revenue
was over $37,000. We were
overwhelmed by events. Louis-
Philippe needed his treatments and
the money wasn't there to meet
this need. So we decided to send
in a complaint as clients of the CLSC
in July.
Of course, everyone working there
was sympathetic to our cause, but
made no effort to get something
moving. Realizing that the holiday
period for civil servants was never-
ending, in August, we contacted
our MNA who sent our coordinates
to the office of the Deputy Minister
of Health and Social Services, Mr.
Christian Coutlé.  The latter assured
us that from now on, he would
handle things. We said to ourselves,
someone else who's going to make
us wait and who'll hand the ball
elsewhere, who then won't know

where we fit into the system
because our son doesn't have a
physical limitation.
Surprise! Here was a key person to
get the system working! The
telephone didn't stop ringing. We
got calls from every department at
the CLSC assuring us that our
complaint had got things in motion,
and the answer to our request
would surely be positive.
We got a letter assuring us that from
now on, hemophiliacs and their
parents would benefit from the
program. Our agency revised its
admissibility criteria and the CLSC
will pay 29 cents per kilometer and
a percentage of parking and meals.
We also learned that we can deduct
our expenses from our income tax
and, believe me, it will be a big help
this year. To get this, ask for a proof
of presence (when you go to your
treatment centre), count your
kilometers, keep your parking
receipts and have a letter explaining
the necessity for both parents to be
there. This will allow for
reimbursement of the amount not
covered by the CLSC.
We hope these tips will help other
parents. If you have any questions,
we invite you to contact the CHSQ
office which will ask us to get in
touch with you. §

Sonia Sergerie et
Stéphane L’Écuyer
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To continue with the series of
articles on rare coagulation
deficiencies, I'll be presenting
Factor V deficiency or
“parahemophilia”.
Factor V deficiency is a hereditary
coagulation problem that is very
rare. Approximately one person in
one million has this deficiency. It
was identified for the 1st time in
Norway in 1943 by Owren, thus its
name: Owren Disease or
parahemophilia.
Factor V is a blood protein that
plays a role in the coagulation
cascade, that is, the chain reaction
that occurs when a blood vessel is
damaged. As soon as the vessel is
broken, the elements responsible
for coagulation gather to form a
plug where the vessel is broken.
The coagulation factors are then
needed to hold the plug in place
and form a permanent clot. Factor
V is one of the proteins needed in
this complex chain reaction.
Factor V deficiency is a hereditary
coagulation disease, meaning that
it is passed on from the parent to
the child who is born with this
disease. Thus it's an autosomal
recessive disorder. This means that

Fresh frozen plasma is the usual
treatment for this deficiency.
Sometimes DDAVP or
Cyklokapron® can be used. Most
nosebleeds are controlled with local
measures and antifibrinolytics
(Cyklokapron).
Prevention is important when you
have a coagulation deficit:
• Wearing a Medic-Alert bracelet is
recommended so that health
professionals will be informed and
thus avoid delays in your treatment.
• As with all patients with a
coagulation deficiency, Aspirin
(ASA) and all medication containing
it must be avoided.

I'm very pleased to write this article
for you. I hope I managed to catch
your attention about this rare
coagulation deficiency.
Your treatment team at the
Hemophilia Centre can answer all
your questions. The goal of this
team is to help with the patient's
well being and that of his family.

N.B. An information booklet is being
developed and will be available
from the Canadian Hemophilia
Society or at your treatment centre.
You'll also be able to download it
from the CHS website. We'll let you
know as soon as it's available. §

each parent must transmit the
defective gene for the child to
present with the disease. A child
who receives only one defective
gene from one of his parents will
be a carrier of the disease, but
won't have any clinical
manifestations. This disease affects
girls and boys equally.
The bleeds that accompany factor
V deficiency are generally benign.
The level of factor generally varies
between 5% and 30%. These levels
are not associated with
hemorrhagic tendencies. A blood
level located between 10% and 20%
of normal is sufficient to prevent
bleeding, even after surgery.
Common symptoms of factor V
deficiency are:
• nosebleeds
• bruising with little cause
• abundant or prolonged
menstruation (menorrhagia)
• bleeding after an injury
• bleeding after surgery
• occasional post-partum
hemorrhaging
• hemarthrosis (joint bleeds, rarely).
The severity of symptoms can vary
within the same family.
It is very important to let your
dentist, your doctor or other
specialist know about this
deficiency in order to prevent the
delay or cancellation of surgery.
Treatment is necessary only with
major bleeds or during pre-
operative preparation.

RARE COAGULATION DISORDER:
Factor V Deficiency

NURSES’ CORNER

by
Louisette Baillargeon
Nurse Coordinator
Hemophilia Clinic
CHUS - Fleurimont

Death of Michel Charland
It's with great regret that the CHSQ
learned of the death of a member
of the HIV Compensation
Committee last October 30.
Some of you may remember his
involvement for a number of years
with contaminated blood issues.
The CHSQ offers its condolences

to the family and friends of Michel
Charland .

Death of Roger Roy
Another death to mourn in the
hemophilia community, that of
Roger Roy, another member of in
the HIV Compensation Committee,
occurred last January 28.
The CHSQ offers its condolences

to the family and friends of Roger
Roy.

Death of Cleve Bradshaw
The untimely death of a third
member of the CHSQ, Cleve
Bradshaw, occurred last November
28.
Our sympathies go out to the family
and friends of Cleve Bradshaw.

IN MEMORIAM
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YOUTH ECHO

If you're interested in this activity
and aren't sure we have your
coordinates, don't hesitate to write
to us if you want to join in.

***
Now that we've got one activity
under our belt, our group can begin
to think about doing more! In fact,
during the meeting of the Youth
Group at Matawinie, we discussed
two new activities.
The first project, one we've been
thinking about for a while, is to
organize a simple fundraising
activity with a video game
tournament. We know… people of
our generation like video games
(maybe too much?)! This is why we
thought about getting together, and
here we're talking about youth -
with no age restrictions -  and their
friends (because the more the
merrier) in one room with a
projector to play our favourite
games on a giant screen!
Since we'd like to make a bit of
money with this activity, there
would be a participation fee. The
money we make would be used in

Last summer, the Youth Group
successfully organized an evening
for youth from 16-25 years of age
by proposing supper at the Cage
aux sports followed by a Montreal
 Alouettes  football game. In all,
there were twelve of us and we had
a great time meeting and talking.
I'm  not exaggerating when I say
that  this was one of the best
evenings I had last summer!
This year, it's not surprising that
we wanted to relive the same
experience. At the recent family
weekend, we gathered and updated
phone numbers and e-mail
addresses from young people
interested in the activity and we'll
be finding out the dates when
they're available. By the way, as
with last year, the activity should
cost twenty dollars (20) each.

Developing Activities
part to offer a prize to the best
player, and the rest would go to the
CHSQ.
The second idea, thanks to the
person who's name appears at the
end of this paragraph, is an activity
in the form of 'big brothers' where
young adults with hemophilia and
younger kids spend a day fishing
and a night camping in the forest.
We'd have a man with us who's
been involved in outdoor activities
and Scouting for many  years: Luc
Topping!
There are still a lot of details to work
out for these two activities. While
they're still only in the planning
stage, we'd really like to see them
happen. We'll do our best over the
next few weeks and months to
make them a reality.

***

And finally, we'd like to take this
opportunity to repeat our invitation
to get in touch with us for any
question at all, whether you want
to help or simply to let us get to
know you better. §

 FUNDRAISING... WE ALL NEED TO BE INVOLVED

Florence Bourdeau, our Program
and Fundraising Coordinator, left us
to pursue her career in another field.
So we had to find someone else to
fill this position. Recently, the Board
approved the hiring of a consultant
(for three to six months) just to help
us with the sale of colouring books.
His name is Max Roujeon and we'd
like to welcome him to our
organization. He's a person with a
lot of experience and expertise in the
field of fundraising. He's going to
help us increase revenues from the
sale of colouring books.

During the family weekend, we had
our first presentation on fundraising.
One of the items discussed was the
sale of colouring books. A disturbing
point for us was that we sold less
books (1500 less) than compared to
previous years. This decrease can be
attributed to a number of factors such
as the strike at the Day Care Centres
(CPE) or a decrease in purchases
from companies, but in particular,
the decrease in sales by volunteers.
The same volunteers have been
selling to the same people for a
number of years. Perhaps we've hit
the saturation point with our buyers.
We must find new sources or
contacts to be able to sell these
books. I dare to hope that this will
encourage you to use your contacts.
We also discussed the Bowl-A-Thon
that took place in Montreal and
Quebec. We collected $5700 in profits
in 2005. This year, this event will take
place on April 30 in Montreal and
on May 6 in Quebec City. I highly
encourage you to talk to those

around you, your friends, your family
or even people who are bowlers so
they'll take part in this event.
We had the pleasure of being
associated with the actor, Martin
Laroche (François' brother) during a
benefit evening held at the Radio-
Lounge in Montreal on Wednesday,
March 29. The bar offers thematic
evenings with a star who works at
the bar to serve clients. During the
evening, 5% of sales is given to an
organization chosen by the celebrity.
We want to thank Martin for his time
and energy...and for having thought
of the CHSQ.
One of our members (Chantal Roy)
has managed to approach
McDonald's Restaurants who'll gather
funds from the 10th to 17th of April,
when World Hemophilia Day (April
17) occurs. People can put money
into the boxes located at the cash
registers that will indicate that the
funds are going to hemophilia.

by
Marius Foltea
Chair,
Fundraising
Committee

Marius.Foltea@mdsinc.com

cont’d on page 11 >

by Martin Kulczyk
martinkul@sympatico.ca
and David Pouliot
david.pouliot@umontreal.ca
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FOCUS ON HEPATITIS C

A simpler method for measuring
fibrosis
In the first stages of hepatitis C, the
liver preserves its capacity to
function normally. Thus blood tests
that verify if the liver is working well
aren't very useful in estimating the
degree of fibrosis caused by HCV. So
two biopsies must be taken at a few
years interval to measure the speed
of progression of hepatitis C.
This wouldn't be problematic if the
biopsy was a procedure done as
easily as a simple blood test. But it's
an invasive test that many research
teams would like to replace. Studies
are being carried out with ultrasound
machines, the idea being that the
soundwaves emitted by the
ultrasound would reflect differently
from a healthy and spongy liver than
from a liver that has become rigid
from the presence of scar tissue left
by fibrosis. Studies are ongoing in
order to make sure that the
ultrasound will be a test that's as
reliable as a biopsy.
 Another line of research consists in
gathering various sophisticated
blood tests offering information on
different liver functions. By
combining the data obtained,
researchers hope to construct a
detailed portrait. Thus liver function
will be closely followed and any
significant drop in efficacy could be
rapidly detected. It would become
easy to measure the speed of
progression of fibrosis and to
evaluate both the interest for and
efficacy of treatment.
These tests are still at the research
stage but promising data is being
accumulated. It's realistic to believe
that the heroic era of following
fibrosis with a biopsy will be only a
bad  memory some day. §

As with all diseases that end
in «itis» (think of sinusitis, bronchitis,
conjunctivitis, etc), hepatitis C
damages the liver because it
provokes inflammation. A short-
term inflammatory reaction won't
cause long-term effects, but if it
persists over many years, the
affected organ will eventually suffer
consequences.
Once the hepatitis C virus is
established in the liver, the body's
defence system tries to protect itself.
A cascade of reactions with different
types of cells and various chemicals
produced by these cells follows.
(Interferon, used in the treatment
of hepatitis C, is one of these
beneficial cells naturally produced
by the body.)
More often than not, this
inflammatory reaction manages to
surround the cause of the
inflammation to prevent it from
spreading and destroys it with the
aid of the chemicals produced. The
inflammation disappears once the
cause is removed.
In the case of hepatitis C, for reasons
that are unclear, the inflammatory
reaction is more often than not
unable to rid the body of the
intruder. Inflammation becomes
chronic and ends up damaging the
cells that it's trying to protect. Cells
destroyed in this way form small
scars in the liver; fibrosis begins.
The liver, a soft and spongy organ,
will be striated with fibrous scars.
In the initial stages of fibrosis, the
multiple functions of the liver won't
be affected, however if the scar
tissue becomes pervasive, cirrhosis
begins and the remaining  healthy
liver cells will no longer be able to
handle the job.
Rapid or slow fibrosis?
The speed of progression of fibrosis
with hepatitis C varies from one
person to another. Research shows
that causes linked to the infected

person influence the speed of
progression much more than factors
due to the virus itself. Today we
know that the age at the time of
infection (progression is more rapid
if the infection takes place at a more
advanced age), the sex (men show
a more rapid progression though
the cause is unexplained), and an
excess of alcohol intake are all
reasons affecting the rapidity with
which fibrosis will evolve into
cirrhosis.
It is customary to describe the
degree of fibrosis with a scale
ranging from F0 (absence of fibrosis)
to F4 (cirrhosis). Studies have shown
that on average, it takes 7 years to
go from one stage to another. But
this is an average. While in some
cases, a dozen years is sufficient
for cirrhosis to develop, in others
it's often absent a few dozen years
after the infection has occurred.
The best way to stop the progression
of fibrosis produced by HCV is to
eliminate the virus. In fact, it's
believed that people who respond
to treatment with interferon and
ribavarin combined see a halt in the
progression of their fibrosis.
Sometimes it's even possible that
the fibrosis regresses, for example,
going from stage F3 to stage F2.
Even in people who don't respond
to treatment, certain data lead us
to believe that the treatment can
slow the progression of fibrosis even
though the virus hasn't been
completely eliminated.
For the moment, a biopsy remains
the best and, presently, the only
means of evaluating the degree of
cirrhosis of the liver with any degree
of precision. The decision to
undertake treatment with
associated interferon and ribavarin
is not to be taken lightly. The
secondary effects can be
considerable and have a significant
affect on the subject's quality of life.
But if fibrosis is sufficiently advanced
and fear for the evolution to
cirrhosis exists, the secondary
effects of the treatment no longer
outweigh the possibility of slowing
the progression of fibrosis or even,
in an increasing proportion of cases,
eliminating the virus thereby
offering a cure.

Fibrosis: The Pivotal Point in Hepatitis C
by
Suzanne Champoux
Special Contribution

The Focus on Hepatitis C
column has been made possible

thanks to the financial
contribution of

Schering Canada.
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PROFILE

continues to work on his Bachelors
Degree in biochemistry, taking 10-
12 hours of classes a week, and
also finds time for his personal
hobby, carpentry.
Now that he has a son Olivier,
who's 18 months old, he says he
understands parents' fears for their
children and the pain they
experience watching their children
suffer. He admires them, especially
those with no previous history of
hemophilia.
Hopefully, Marius, will share his
skills and experience with the CHSQ
for many years to come. §

P.S.

Marius Foltea was born in
Romania with severe FIX
hemophilia. No treatment was
available and,when he was 6, his
family fled to Austria where Marius
received his first treatment with
concentrates.
He remembers that what impressed
him most when he arrived in
Canada at the age of 8 was the
supermarkets. The variety and
quantity of food on the shelves was
incredible and he got to taste his
first banana! He also began school
and quickly caught up to the others.
He enjoyed sports and dancing,
taking part in activities he'd been
told he would never be able to do.
Marius went on to study
biochemistry and today, works in
quality control for a pharmaceutical
company.
When he was a teenager, the clinic
nurse would ask Marius to talk to
parents of young hemophiliacs
about living with this condition.
Through these contacts, he got
interested in joining the CHSQ.
In 2000, he attended the pre-
congress session for youth during

the WFH Congress held in Montreal,
and saw first-hand the difference
between those with proper
treatment and those without it.
Having had no treatment as a child,
he understood what this meant in
terms of mobility and pain. Marius
decided to get involved and to work
so that hemophiliacs in Canada
would continue to enjoy the best
possible treatment. He feels that
this privilege mustn't be taken for
granted. “Things can change too
quickly. We must be vigilant and
work to maintain the safety and
availability of product and the
medical expertise in our clinics.”
Marius joined the CHSQ Board in
2002. At present, he is Chair of the
Fundraising and the Scholarship
Committees and also sits on the
International and Comprehensive
Care Committees. Because of his
interest and profession, Marius
agreed to act as our representative
on the Héma-Québec Liason
Committee, and was appointed to
their Scientific & Medical Advisory
Group.
Along with his involvement in the
CHSQ, his job and his family, Marius

Marius Foltea

Born in Romania, Marius' youth was very
different from that of young Quebecers. He's
seen here with his wife, Anne-Marie Grondines.

THE FAMILY WEEKEND
GRANDPARENTS’ WORKSHOP

Agroup of grandparents met during the 2006 family weekend to discuss
their view of living with a bleeding disorder. Often the first line of support
for parents whose child has been recently diagnosed, grandparents are
often called upon to help their own adult children either by minding the
other children in the family or by helping with the numerous trips to the
hospital with the new child. They're often the first family members who are
ready to baby-sit, offering a respite for the parents. Grandparents who had
experience with a bleeding disorder in the family were more at ease with
the child, while others had to come to terms with this unknown disease,
before getting comfortable.

Having a workshop for grandparents permitted the parents of a child with
a bleeding disorder to participate fully in discussions during the parents'
café-rencontre. They didn't need to worry about causing their parents worry
or pain by speaking about the challenges and difficulties they have to
overcome on a daily basis. And the grandparents were glad to share their
own feelings with others. One grandparent graciously summed up the
feelings of those present: “ Watching my child and her spouse deal with this
disease has given me a great deal of respect and admiration for the way
they handle this challenge. I'm very proud of them.” §

P.S.

I'd also like to congratulate Chantal
for her 2005 Volunteer of the Year
Award, and I'm proud to have a
person as dedicated as she is on our
committee.
This year, we're going to try and
organize three events. I highly
encourage you to organize something
in your area, a musical evening,
poetry reading, dancing, karaoke,
cooking,  pool tournament, etc. The
goal is simple: organize an activity
that doesn't require  a lot of
preparation once a year in your area.
All members of the CHSQ need to be
involved in fundraising - not only a
few people. Let the office know about
any event you'll be organizing.
If you have any questions or
comments, don't hesitate to contact
me or the people in the office. §

page 9 cont’d >

FUNDRAISING



WFH International Congress —
May 21-26, Vancouver
There's still time to register for this
golden opportunity to hear from
world-renowned experts on the
latest information about bleeding
disorders. Presentations on
research, treatment, physiotherapy,
psychosocial issues, dentistry,
orthopedics and organizational
issues are given.
People from over 107 countries
attend this event, both patients and
treaters, and it won't be held again
in Canada for many years.
For more information call
514-394-2835 or visit:
www.wfh.org.

P.S.

Viread® now on the Full
Formulary Drug List

The Drug Council decided last
February to include tenofovir
disoproxil fumarate,
commercialized under the name

Advance Notice of a Special
Session on Orthopedic Surgery
in the Presence of Inhibitors
during the Vancouver WFH
Congress

During the 2006 WFH Congress in
Vancouver, a special session
chaired by Dr. Paul Giangrande,
Consultant Haematologist at the
Oxford Haemophilia Centre in
United Kingdom, will address the
issue of orthopedic surgery in the
presence of inhibitors.
Dr. Giangrande together with
specialists in their field/life
(physiotherapist, nurse, parent and
patient) will be presenting
information and facilitating
questions and discussion from the
audience
This special session entitled “How
orthopaedic surgery improves
quality of life for inhibitor patients”
will take place at the Pan Pacific
Hotel (at the top of the Vancouver
Conference and Exhibition Centre)
on Tuesday, May 23, from 5:30 p.m.
to 7:30 p.m.
No pre-booking is necessary, but
please contact Mrs. Liz Holloway
by email: Liz@stirlingword.com for
further information or if you would
like a specific topic to be discussed.

F.L.

IN BRIEF
Viread®, on the full formulary list
of drugs reimbursed under the
Quebec Drug Insurance Plan. Until
now, tenofovir was only available
under the Special Access Program.
Viread is the only nucleotide
reverse transcriptase inhibitor
indicated for use in the treatment
of HIV in association with other
antiretroviral agents.
Despite its high cost, the Council
believes that because of the
supplementary benefits of this
product, especially its efficacy, its
once-a-day dosage and low
potential for drug interactions,
tenofovir should be included from
now on on the full formulary Drug
List.

Source :
Conseil du médicament, Capsules
pharmacothérapeutiques, Transfert
à la section régulière de la Liste
des médicaments, février 2006, p.4
www.cdm.gouv.qc.ca/site/downl
oad.php?id=138066,191,1

F.L.

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

pharmaceutical companies:


