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 STRATEGIC PLANNING

next few months, do a complete
evaluation of the needs of its
clientele, so as to adapt its services
and programming to meet the real
needs of its members. Once again,
your contribution may be solicited
to help make this project work.

This strategic planning exercise
is part of the CHSQ's desire to
better serve its clientele and
consequently, to adapt its
operations, its services and its
activities.

Consultation, collaboration and
teamwork are precious tools that
will make the CHSQ stronger and
closer to its members.

Help us to better help you. §

In order to do a follow-up of
the meeting held last May and to
carry out the strategic plan that
CHSQ has decided on over the
course of the next few years, the
Strategic Planning Task Force
recently met by teleconference.
During this meeting, those
responsible for the follow-up of
each of the strategic directions
that came out of the meeting in
May were designated. They'll
make sure that someone will be
responsible for each of these
directions, the person who will
then create a working group to
carry out the work that will be
assigned to it as part of the
strategic plan.
You may eventually be contacted
by one of these people to ask you
to be part of his / her working
group or to ask for your advice.
Remember that the following
strategic directions were targeted:

1. Assure access to optimal care
    and medical services for

    everyone with a bleeding
    disorder;
2. Support research;
3. Advocate for the interests of
     people affected through
    constant vigilance;
4. Assure the support and
    education of members and
     health professionals, as well
     as sensitize the general 
     public to our cause;
5. Collaborate with the CHS;
6. Develop a partnership with 
     the international hemophilia
    community;
7. Collaborate with other
    organisations dedicated to 
    rare bleeding disorders.

Still in the context of this planning
exercise, the CHSQ will, over the
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A WORD FROM THE
EDITOR

Following Ontario, Manitoba,
Prince Edward Island and
Newfoundland-and-Labrador, this
summer the governments of
Saskatchewan and British Columbia
announced that they were going to
index payments from the Multi-
Provincial and Territorial Assistance
Program (MPTAP) for post-
transfusional HIV victims to the cost
of living. Remember that the CHSQ
has been pressuring the Quebec
Minister of Health and Social
Services (MSSSQ) since 2003 to do
this. At this point in time, we still
haven't been successful.
The MSSSQ used an inter-provincial
consensus argument not to index
MPTAP to justify its position.
Obviously, in light of these recents
events, this argument is no longer
works.
Since we haven't had any news
following the two letters addressed
to the Minister on October 13, 2006,
and May 16, 2007 dealing with
MPTAP indexation, we recently
wrote to Minister Couillard again
on August 21, as well as writing to
Prime Minister Charest to inform
him about the dossier. One of his
political attachées answered that a

copy of the letter would be
forwarded directly to the person
responsible for the dossier at the
MSSSQ so as to obtain an answer
as soon as possible. She also
assured us that our correspondence
would be brought to the attention
of the Prime Minister.
Besides Quebec, only Alberta and
New Brunswick have yet to index
MPTAP payments. Nova Scotia had
already instigated a distinct program.
We'll continue to put pressure on
our political decision makers and
we are hopeful that we'll soon be
successful.

***

The legal saga is now over in the
compensation file for people infected
with hepatitis C from a transfusion
before 1986 and after 1990. They
can now send their request to
Crawford Class Action Services.
For more details as to the terms or
to download your compensation
request forms, visit their Web site:
www.pre86post90settlement.ca.

***

And finally, I'd like to congratulate
David Page who was recently hired
as Executive Director at the CHS
National office. Officially at the job
since August 14th, David previously
held the Interim- Executive Director
position for nine months.
I don't think there could have been
a better candidate, with the same
judgment, knowledge, expertise and
devotion to fill this position. The
CHSQ would like to wish David the
best of luck in his new position. §
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EDITORIAL

thousands of other individuals
living with various health problems.
Healthpartners-Quebec also
promotes a healthy lifestyle for a

healthy community.
How does Healthpartners-
Quebec participate to make this
important difference in the lives
of over 2 million people?
Healthpartners-Quebec participates
in many workplace campaigns:
- In the Federal public servants
workplace donation campaign
(with access equal to Centraide)
- In VIA Rail's campaign (with
Centraide)
- In the Montreal Transport
Commission solidarity campaign
(with Centraide, the Red Cross and
Réchaud-bus)
- In the Provincial government
campaign, called the Campagne

“HOW ARE YOU DOING?”
At HEALTHPARTNERS-QUEBEC,
an organization that's important
to our health and of which the
CHSQ is a member, we want your
answer to be:
“I’M FINE, THANKS!”
Just what is this organization?
Since 1990, this organization has
been the Quebec provincial
division of the Healthpartners
Pancanadian Funds.
Its mission : Through our
campaigns in the work place, to
improve the health and quality of
life of all Quebecers by offering
services and support to people
suffering from one or more health
issues connected to
Healthpartners-Quebec.
Healthpartners-Quebec is made
up of 16 organizations active in
the health field who have been
working with the population in
all regions of Quebec for a
number of years. These 16
organisations work to overcome
over 300 health problems that
affect over 2 million people in
Quebec and 20 million across
Canada.  These 16 organizations
represent health problems
responsible for 80% of deaths.
Just as the CHSQ is an important
part of your daily life by offering
you support, information,
programs and services to meet
your needs, the other 15
organisations in Healthpartners-
Quebec work to make this same
difference in the lives of

d'Entraide (with Centraide and the
Red Cross)
- In the CANAM Group
campaign (with Centraide and the
Red Cross).
Donations collected by
Healthpartners-Quebec are then
redistributed amongst the 16
member organizations.
During these campaigns,
Healthpartners offers a testimonial
given by someone affected by one
or more of these health problems
who belongs to one of these 16
member organizations. These
testimonials, telling of experiences
that are sometimes difficult and
emotional, experiences that some
of you may have gone through
with those close to you, allow the
audience to understand the
importance of the support these
people have found through one
of the 16 member organizations
and, consequently, the importance
of supporting an organisation like
Healthpartners-Quebec.
A number of CHSQ members have
given these testimonials and we're
always looking for volunteers for
the coming years. If you're
interested in giving your name,
don't hesitate to contact us at the
office.
So when you or someone you
know has the chance to help
make this difference that lets you
say “I'm fine, thanks!”, please
choose health : choose
Healthpartners-Quebec. Be
generous and contribute to
improving your daily life, that of
your family, your friends or your
colleagues.
And that of over 2 million
Quebecers… §

Web site:
www.partenairesante.qc.ca

by
Aline Ostrowski

HEALTHPARTNERS-QUEBEC

The 16 Healthpartners-Quebec
member organizations:

The Lung Association of Quebec

The Quebec Cystic Fibrosis Association

Diabetes Quebec

Muscular Dystrophy Canada

Federation of Quebec Alzheimer Society

Crohn's and Colitis Foundation of Canada

Canadian Liver Foundation

Kidney Foundation of Canada

Quebec Heart and Stroke Foundation

Canadian Hemophilia Society

Multiple Sclerosis Society of Canada -
Quebec Division

Canadian Cancer Society

The Arthritis Society

Amyotrophic Lateral Sclerosis Society of
Quebec

Huntington Society of Quebec

Parkinson Society Quebec

aostrowski@schq.org
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TUNISIA - QUEBEC
INTERNATIONAL TWINNING

From March 15 to 21, 2007,
three members of the Association
tunisienne des hémophiles (ATH),
Mr. Islem Nafti, President, Mr. Taoufik
Raissi, Secretary General, and I,
visited Quebec to work on our ATH-
CHSQ twinning project. The
objectives were to meet the
organisations and participants in
Quebec who work in the field of
hemophilia and attend work sessions
and educational workshops.
Our first medical visit with personnel
working in hemophilia was to the
Hemophilia Treatment Centre at
Sainte-Justine Hospital. We had the
pleasure to meet Dr. Georges-
Etienne Rivard, Hematologist-
Oncologist and Director of the
medical centre.
He put us in contact with his staff at
the hospital, notably Ms. Claudine
Amesse, Nurse Coordinator, and
Mr. Nichan Zourikian,
Physiotherapist. Dr. Rivard and his
team presented their working model
for the clinic structure.
We were impressed with the care
offered, the logistics, the organisation
of treatment, data management and
therapeutic methods offered to
hemophiliacs, notably self-infused

recombinant factors given to
maintain proper daily hemostasis.
We visited the hospital with Dr.
Rivard who graciously gave us a tour
of various departments, including
the hemostasis laboratory, blood
bank and research clinic. The
technological means available for
proper diagnosis and laboratory
analysis are proportional to
Dr. Rivard's heavy workload.
The second HTC visit was to the
Montreal Children's Hospital where
we were welcomed by Ms. Nathalie
Aubin, Nurse Coordinator
responsible for the care of
hemophiliacs, who introduced us to
all the staff. Together we were able
to discuss treatment protocol and
evaluation files for hemophiliacs and
other coagulation disorders.

We also visited the consultation
rooms and hemophilia offices. This
visit allowed us to exchange
information and understand the high
level of care for hemophiliacs at this
centre.
The participation of our delegation
in the family weekend organised by
the CHSQ, from March 16 to 18, 2007,
at the Auberge Matawinie in Saint-
Michel-des-Saints, was very
enriching. The workshop topics were
extremely varied and interesting:
workshops dealt with self-infusion
for coagulation factors, physiotherapy
and the safety and supply of blood
products.
The idea of having these various
workshops where hemophiliacs and
their families take part is very
interesting in more ways than one,
since this type of meeting made it
possible to share information with
the organisers, the hemophiliacs and
their families, to share their problems
and preoccupations, but also to build
friendships in a relaxed atmosphere.
We learned a great deal from this
visit on both the medical and social
level. It was a great experience for
our delegation. We have some great
memories that will remain with us
forever.
We'd like to thank the organisers,
Mr. David Page, Ms. Aline Ostrowski,
Mr. François Laroche and our friend
Patricia Stewart who spent a lot of
time with us during our visit. We were
very touched by their extreme
kindness, their warm welcome, and
all the work they did to organise our
stay. §

Visit of the Tunisian Delegation to Quebec in March 2007
by
Dr. Raouf Hafsia, Hematologist-Oncologist
Vice-president of the ATH

The Tunisians really enjoyed their stay at Matawinie,
especially with the beautiful snow we had on Friday.

Besides being Vice-president of ATH, Dr. Raouf
Hafsia is the Chief of the Hematology and
Biology Department at the Aziza Othmana
Hospital in Tunis. We see him here accompanied
by Dr. Georges-Étienne Rivard, in the latter's
office at Saint Justine's Hospital.

Three ATH delegates took
advantage of their visit to the
CHSQ offices in Montreal to
offer us a small gift, as part of

our twinning program.
Appearing in the photo:

Taoufik Raissi, ATH
Secretary General, Dr. Raouf
Hafsia, ATH Vice-president,

François Laroche, CHSQ
President, Aline Ostrowski,
CHSQ Executive Director,

Islem Nafti, ATH President,
and Patricia Stewart, Chair
of the CHSQ International

Projects Committee.
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PARENTS’ CORNER
Philippe’s Story

Since we have to work, and having
to leave work often can cause
problems, even losing your job (as
was my case), having the equipment
there and having everyone's
cooperation means I have to leave
less often.
We've agreed that for soft tissue
bleeds (calves, thighs, arms), Philippe
will rest, they'll apply ice, a
compression sock, and they circle the
hematoma to watch its evolution.
And often, nothing else has to be
done and things work out fine.
We have to take him for treatment
especially when the bleeds affect the
joints to avoid long-term problems.
So they call me. I go to the school,
but first I stop at home to pick up the
factor, and, because I have a kit at
school, I can give Philippe an infusion.
He doesn't suffer, and he can go on
with his day while I go back to work.
It usually takes about an hour of my
time.
Like all parents, a blow to the head
poisons our existence. If it's minor, I
go and give him a treatment but we
also have to wake him up during the
night to check his vital signs. This
means less sleep for mommy and
daddy, because even if everything's
alright, we're still worried. The worst
is a major blow to the head. If that
happens, we’ve agreed that he takes
an ambulance straight to the hospital.
And finally, wearing good shoes and
using protection when it's called for
helps a lot. After a bleed, it's
important to take the time to heal,
either with rest, an ankle brace or
orthotics and this, for as long as
possible to avoid serious
consequences.
Our job as nurses stops when our
child sleeps and starts again when
he gets up, along with all the worries
that come with it.
In any case, we love him and we all
work together to maximize his
potential, despite his body, held back
by this inhibitor that's hard to get rid
of.
For your information, Philippe's
inhibitor is down to 64 BU. He's been
on immune tolerance for four years.
Despite it all, I'm still hopeful. §

Marie-Claude Côté
Quebec City

Ah, yes, a new columnist in this
edition of L'Écho du facteur! The
departure of Chantal Roy leaves a
great void, for sure, but I'll try and
take up the flame and do my best to
make this column meet your
expectations! Most of you know me
already, but I'll still take the time to
quickly introduce myself for those I
haven't had the chance to meet.
My name is Lisa-Marie Mathieu, and
I'm the mother of a little 4-year-old
boy named Dylan who has severe
hemophilia A. Despite hemophilia,
he's a very happy child, very sports-
minded and active.
For my first column, I thought I'd touch
on a topic not really familiar to most
of our community: inhibitors. For most
of us, hemophilia is certainly
unpleasant, but we learn quickly
enough to live with this condition
that, properly treated, doesn't stop
our children from having normal lives.
However certain families don't have
it as easy.
Marie-Claude Côté is the mother of
Philippe who also has hemophilia, but
has also had an inhibitor for a number
of years. She tells of their experience
over the years since the diagnosis, as
well as giving a few tips that have
helped make her life easier. I really
want to thank Marie-Claude for
having taken the time to write this
article, which is very informative!
And finally, I'd like to remind you that
if you have any ideas for topics or
comments to make on past topics,
don't hesitate to communicate with
me by e-mail.

***

Philippe was born May 9, 2000. We
knew there was a possibility of
having a child with hemophilia
because there was a history in my
family. But what we didn't know was
that an inhibitor was going to
complicate our lives. The word
complication is strong, but exact,
because these long-term
consequences happened to Philippe.

It was at the start of our holidays in
2002 that we learned that Philippe
had an inhibitor. He had a bleed in
his left ankle that wouldn't heal. The
normal treatment for a hemophiliac
wasn't working and the pain started
causing complications to his ankle.
A test showed that Philippe had a
2700 BU count (Bethesda Units).
When you think that 5 BU is
considered high, imagine our
helplessness against this new enemy.
What's important to understand and
remember is that any bleed has to
be considered serious and treated as
rapidly as possible, something that
isn't always easy during daily life.
I realized how important it was to
properly train and give the proper
tools to people who have to care for
our children. We met with all the
caretakers at Philippe's school
(principal, teachers, children,
secretaries, janitors, etc.) in order to
explain what to do, depending on
the incident that Philippe would
experience. I highlight “children”
because it's important that they
understand the consequences of an
accident.
Ex: During recess, all the kids are
together and one day a child in 6th
grade challenged Philippe to play a
game. You can't do this with Philippe,
because he won't accept it if
someone says he can't do something
because of his age. He played the
game, but a fall provoked a major
bleed in his right knee and he missed
three weeks of school, suffered a
great deal with consequences that,
for the moment, may still be
corrected.
This year, following this previous
incident, I met with all the kids in
after-school care. It was a one-day
learning experience dealing with
relations with people who are
different. Differences in colour,
physical differences (handicaps),
mental differences and different
diseases. It was a success, but we
can't swear that it won't happen
again. However, it gave my son the
tools to be able to say no the next
time.
There's a photo of Philippe with the
equipment he'd need during a
problem (ice, compression socks,
wheelchair, pillow for elevation and
everything needed for an infusion).

by
Lisa-Marie Mathieu
yanliz@ccapcable.com
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CHSQ ACTIVITIES

Youth Activity
The youth activity for the Montreal
area took place on August 5.
A soccer game and supper at
Saint-Hubert BBQ were on the
agenda. You can get more details
by reading the article in the youth
section on page 11.

Summer camp
Summer camp for youngsters with
a bleeding disorder and their
siblings took place from August 5
to 10. For the fourth consecutive
year, camp was held in Saint-
Raymond-de-Portneuf, to the great
delight of the 27 youngsters who
attended.
The goals of this activity are to
learn self-infusion, to give parents
a break, and to integrate young
hemophiliacs into activities
destined for all. The return trip
was a bit sad, but they left each
other smiling, knowing full well
that they'll get a chance to meet
again during another activity.
This year, a youngster from the
Ontario Chapter took part in the

exchange with other provincial
chapters and a youngster from the
Quebec Chapter attended the
Salvation Army Camp with the
New Brunswick and Nova Sotia
Chapters. A memorable experience
for these two youngsters ! You can
read some comments below.
Very special thanks go to Ginette
Lupien and Claudine Amesse, our
two nurses, without whom camp
would not have taken place.
Here are a few comments from
some of the youngsters who
attended camp:

I'm 12 years old and this is only
the third year I've been to camp.
I really like getting to be with
my friends and the counsellors.
This year, I liked all the activities,
but my favourites are Beach
Party with the beach volleyball,
and water football. I also have
a lot more confidence for my
self-infusions of factor VIII.

Samuel

Camp was a lot of fun. The
activities are special. When we
leave, we can't wait to come
back and make more new
friends.

David et Mathias

We went to camp Portneuf
again this year. My brother and
my sister came with me, as well
as my nurse, Claudine. Old and
new friends shared a super cool

week. I can't wait 'til we meet
again.  Thanks to everyone who
makes camp possible.

Kevin Blanchette
This year there were a lot of
activities that I enjoyed,
especially camping because we
got to travel in a rabaska and
once we were on the island, we
were in close contact with
nature and learned how to take
care of ourselves… In short, it
was a memorable last year of
camp that will remain in my
memory forever.

Erica

We'd like to thank the Quebec
Chapter of the CHS and that of
the Maritimes for allowing
Nicolas to attend the Maritime
Camp in Nova Scotia from
August 25 to 31, 2007.
It was a big moment for all of
us, because letting our 8-year-
old child leave on his own for a
different part of the country
wasn't easy. It was his first
airplane experience; we realized
how mature he had become
during this past year with this
experience. “I liked taking the
plane, it was cool and camp
was really hot”, he said when
he arrived in Dorval.
After a warm greeting on his
part, he looked up at me and
said: “Mommy, when do I leave
again?” His face said it all; his
eyes were still shining from this
incredible experience!
According to the stories he
brought back from this
adventure, he seems to have
had a great time throughout the
whole trip. His English has
improved, so it was a great
academic experience, too!!!
Thanks once again, each one
of you who collaborated to help
Nicolas have this extraordinary
adventure!

Roxanne, Michel
and Nicolas

A smiling group

of youngsters

left from Camp

Porneuf where

the CHSQ

summer camp

was held from

August 5 to 10,

under the

supervision of

Claudine Amesse,

one of the two

nurses present

during camp this

year.

gbeauregard@schq.org

by
Geneviève
Beauregard
Administrative
Services and
Program
Coordinator
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Inhibitors Family Weekend
The third Family Weekend for
families living with inhibitors will
take place October 19 to 21 at the
Hôtel du Manoir des Sables located
in the Orford area.
This year, the weekend will be
targeting the children and their
needs. Dr. Georges-Étienne Rivard,
Hematologist specializing in
hemophilia with the Sainte-Justine
Hospital Treatment Centres, will
be on hand to offer workshops for
the families.
Nichan Zourikian, Physiotherapist
working in this field, will be
presenting. Other more playful
activities are also on the program.
Luckily, Claude Meilleur, the Nurse
Coordinator at the Quebec Centre
for Inhibitors will also be there.
It's important to mention that the
activity is financed in part by Bayer,
Baxter, CSL Behring, Novo Nordisk
and Wyeth.  Anyone wishing to
get more information can contact
Geneviève Beauregard at the
CHSQ offices at 514 848-0666,
local 21 or at the toll-free number:
1 877 870-0666, local 21.
This is a weekend that you
shouldn't miss!

Activities for families with
young children

We're presently working on
organising activities for families
with young children in the
Montreal and Quebec City areas.
A special mail-out about these
activities will be sent to the
families concerned. §

There's no lack of
activities during

camp. The
youngsters

sometimes travel
from tree to tree,

along the ground,
or a bit higher…

It's important to follow your prophylaxis all during camp. Nurse Ginette Lupien
is there just to make sure you do.

As part of an exchange program, young Nicolas Houle was able to
attend the Maritime Camp in Nova Scotia. He's seen here upon arrival
at the Moncton airport along with Aline Landry, from the New
Brunswick Chapter (at left), and Dorine Belliveau, Nurse Coordinator
at the Moncton Hemophilia Treatment Centre (on the right).

CHSQ ACTIVITIES (cont’d)
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FUNDRAISING

Internal Structure
Ricardo Lamour, who worked part-
time from March until last June as
the Fundraising Coordinator, has
regretfully ended his contract with
the CHSQ, in order to take up a
new position at a local television
station dealing with community
events. We wish him good luck in
his new endeavors and thank him
for the work he did during his time
with the CHSQ.
You can see him on Tuesday
evenings at 7 pm on Télé-Québec
during the “Gang de Rue” television
show. (Web site:
www.telequebec.tv/
emissions/gangderue/).
Following his departure, it was
decided to cancel the second
edition of the benefit show for the
month of November. The strategic
planning exercise that the
organisation was involved in
required a great deal of time, and
maintaining this event would have
limited the time that could be
devoted to this vital exercise for
the CHSQ.
Considering the everyday needs of
the organisation in regards to
fundraising as well as the need to
develop new financial resources
for the coming years, the Board of
Directors decided to hire someone
full-time who, ideally, will be in the
position by November. For the
moment, Aline Ostrowski, our
Executive Director, will deal with
all files related to financing the
organisation.

Colouring book campaign
In the Spring edition of L’Écho du
facteur, we announced that the
colouring book had become a
project managed by the national
office of the Canadian Hemophilia
Society.

The CHSQ took part in the transfer
of this file at the start of the year,
trying to share the benefit of its
experience acquired over many
years. This means that the CHSQ
is no longer in charge of the various
stages of developing this book and,
in the same way as other provinces,
its principle role in the campaign
is to sell as many books as possible.
The benefits from sales will be
shared at two levels:
- On the one hand, each chapter
participating will share 50% of the
profits realized with the National
office
- On the other hand, 50% of all net
profit of sales that the National
makes will be shared with the
chapters, according to the
population of people with bleeding
disorders in each province.
The storybook this year is called
The Billiewhizzle Hunt written by
Christiane Duchesne, a Quebec
author who wrote the stories for
the past four editions of the
colouring book, and the
illustrations are by Céline Malépart,
who is well known in the field of
children's literature and enjoyed
by young and old alike.
The story, which deals with the
importance of friendship, tells the
tale of bunch of excentric cats  and
funny little creatures, the
Billiewhizzles. The format of the
book is the same as that innovated
in 2006, 12 X 18 inches. The cover
page is a good representation of
the story and the drawings inside.
The books will be sold across the
country for $10 each. Talking about
price, it's very important to mention
that the profits gained by the
participating provincial chapters
will be very interesting, considering
that all the work that goes into
planning the book was done by the
National office.
While it's highly probable that in
Quebec, we'll have to convince
some faithful buyers to accept the
higher price, the fact is that if you
compare it to other products
available on the market for $10,
the colouring book is still a bargain
for the quality and what's more,
supports an excellent cause: ours!

We can only encourage you to fill
in your order forms included in this
mailing and return them to us at
the address seen at the bottom.
We'll be happy to send you your
books and to see you participate in
this project that goes from one
ocean to the other.
We're also looking for buyers who'd
like to buy large quantities of
colouring books (200 and more)
from past years: we'd like to get rid
of our stocks and are willing to
negotiate very advantageous prices.
If you know people who may be
interested, don't hesitate to call
Aline Ostrowski at the office.

aostrowski@schq.org

by
Aline Ostrowski

THANK YOU for all the energy you'll
put into this and your involvement
in this colouring book campaign.

Annual sollicitation for
donations: A call for your
generosity and that of those
around you

Each autumn, the CHSQ sends out
letters to all its members, partners
and suppliers to solicite donations.
Since funding isn't guaranteed from
one year to the next and in order to
give our organisation the means to
better meet your needs and that of
our community, we'd like you to
carefully read the letter that will be
sent to you, which appeals to the
quality that we all possess:
generosity.

Thank you for your interest in the
CHSQ and its members. §
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FOCUS ON HEPATITIS C

FIB-4 and FibroTest assays
performed on the same day in 592
patients with HCV.
FibroTest combines patient age
and sex with 5 biomarkers: alpha2-
macroglobulin, haptoglobin,
apolipoprotein A1, total bilirubin,
and gamma-glutamyl
transpeptidase (GGT).
In conclusion, the authors wrote,
"For values outside the 1.45-3.25
range, the FIB-4 index is a simple,
accurate, and inexpensive method
for assessing liver fibrosis and
proved to be concordant with
FibroTest results."
This study confirms previous data
showing that while non-invasive
methods perform well at
distinguishing between absent or
mild fibrosis and extensive fibrosis
or cirrhosis, they do less well at
distinguishing between
intermediate stages. §
Source : Hemophilia Today, CHS Newsletter,
vol 42, no 2, Summer 2007, p.22-23.

The current standard of care
for chronic hepatitis C patients
with genotype 1 is pegylated
interferon plus ribavirin 1000-1200
mg/day for 48 weeks. However,
just under half of patients on this
regimen do not experience
sustained virological response
(SVR), defined as undetectable
HCV viral load (< 10 IU/L) 24
weeks after the end of treatment.
In a retrospective analysis of data
from 3 multi-centre studies
conducted in Spain, Austria, and
Germany (n = 1338), researchers
investigated the relationship
between virological response after
4 and 12 weeks of treatment and
SVR rates in patients treated for
72 vs 48 weeks. The objective was
to identify which patients would
be most likely to benefit from
extended treatment duration. The
results have been presented at the
42nd Annual Meeting of the
European Association for the Study
of the Liver, held in Barcelona,
Spain, from April 11-15, 2007.
All studies compared 48 vs 72
weeks of treatment with pegylated
interferon alfa-2a (Pegasys) plus
ribavirin (800 mg/day or 1000-
1200 mg/day). Overall, 95% of
participants had genotype 1 HCV
infection.
 Rapid virological response (RVR)
was defined as HCV RNA < 50
IU/ml after 4 weeks of treatment.
Early virological response (EVR)
was defined as no RVR but HCV
RNA < 50 IU/ml after 12 weeks of
treatment and at least a 2 log drop
in HCV viral load from baseline.
Sustained virological response
(SVR) was defined as undetectable
HCV RNA 24 weeks after the end
of treatment.

• In patients with RVR, SVR rates
were relatively high after 48 weeks
of treatment.
• In these patients, extending
treatment to 72 weeks provided
only limited additional benefit.
• However, among patients who
did not achieve RVR but
experienced EVR (> 2 log HCV RNA
decrease), sustained response
rates were higher after 72 vs 48
weeks of therapy.
In conclusion, the authors wrote,
“These exploratory data indicate
that genotype 1 patients with an
EVR (> 2 log drop) receive benefit
from extension of combination
therapy to 72 weeks.”
They added, “Treatment
optimization in these patients
requires confirmation in large
prospective studies using the
currently recommended doses of
ribavirin (1000-1200 mg/day).”

***

FIB-4: An Inexpensive and
Accurate Marker of Liver
Fibrosis in Patients with

Hepatitis C
While liver biopsy is considered
the "gold standard" for assessing
liver fibrosis, the procedure is
expensive and is associated with
a small risk of complications
including excessive bleeding.
Therefore, researchers have
developed a variety of non-
invasive biomarker and imaging
methods to reduce the need for
biopsies.
As reported in the June 13, 2007
advance online edition of
Hepatology, French researchers
performed a study to validate a
non-invasive test called FIB-4
which combines patient age and
3 standard biochemical values,
platelet count, alanine
aminotransferase (ALT), and
aspartate aminotransferase (AST)
in HCV monoinfected patients who
received 847 liver biopsies. They
also compared the results of 780

Selected Patients with Genotype 1 HCV May Attain SVR
by Extending Treatment Duration to 72 Weeks

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.
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The Role of your Hemophilia Nurse
NURSES’ CORNER

There have been a lot of different
themes developed in this column
in order to inform you about
various coagulation disorders.
Today, I'd like to tell you about
the work done by someone you
know well: your hemophilia nurse.

In September 2006, I was a young
new nurse with less than five years
of experience. With a bachelor's
degree in hand and a bit of luck, I
got a position with the hematology
clinic at Saint Justine's Hospital.
My challenge: hemophilia!
I'm a nurse, yes, but as with many
people, my knowledge of the topic
was somewhat limited. I knew it
was a bleeding problem, that
patients had a certain tendency to
bleed, but my basic idea was poor
quality of life and contamination
with HIV and hepatitis C. I had to
do a lot of reading and ask a lot of
questions to be ready to meet the
challenge!
New words slowly became a part
of my vocabulary: hemophilic
arthropathy, recombinant
coagulation factor, synovectomy,
inhibitor, etc. More than once I was
faced with patients and parents
who knew more about the disease
than I did, and who could teach
me a lot. Then, little by little, my
knowledge began to increase and
this situation occurred less and
less. I learned how to do everything
that a hemophilia nurse does and
there were a lot of other things I
would never have imagined.
The hemophilia nurse is first and
foremost a front line resource for
patients. She manages
emergencies: a joint bleed, a tooth
that falls out, an injury while
playing or an accident. More often
than not, the patient calls her
directly and a number of important
decisions have to be made right
away.
The nurse has to ask the right
questions to get the most

One mustn't forget that the nurse
must also plan for medical follow-
ups, examinations or interventions
that have to be done for each
patient.
In another vein, the hemophilia
nurse also has an important
mandate: education. The objective
is to make the patient and the family
as autonomous as possible.  In order
to do this, she has to explain what
a coagulation deficit is, show how
to evaluate and recognize a bleed,
how to react and the technique for
infusing factor. All this while
respecting the family, its beliefs, its
needs and where they are in the
process of accepting the disease.
She also has to teach other
professionals who will intervene
with the patients: daycare workers,
teachers, nurses, monitors, etc.
She's also involved in writing
information booklets, teaching
programs and the Canadian
Hemophilia Society (CHS).
Finally, she takes part in research
since, just like the patients and their
families, she hopes to advance the
knowledge towards better
treatment of hemophilia and other
coagulation problems and offer
quality services to this clientele.
Each nurse carries out these jobs
and more. She has a lot of
experience that I'll be proud to
develop too, with time.
I truly hope so, since the world of
hemophilia is rich with dedicated
and motivated people who make
this work even more interesting. §

information possible so as to
properly evaluate the situation:
• Is it a major or minor bleed?
• Is there a risk of a head bleed?
• Does this bleed require a visit to
the emergency room or can it be
treated at home?
• What is the present treatment?
• What's been done so far?
• How many units should be
infused, how often and for how
long?
• What to do if symptoms increase?

It goes without saying that during
the first calls, I was nervous and I
often doubted my interventions.
For the more experienced nurses
in my clinic, this whole process
seemed like second nature to them.
One of a
nurse's daily
jobs is to
order
coagulation
factor
product. In
fact, each
patient must
get the
products
necessary
for
prophylaxis,
besides
being able to
meet an
emergency if
needed. The
paperwork
never stops.
The nurse
must make
sure to
gather all
information
on patients,
their
infusions
and the
reasons for them.
The government and Héma-
Québec are very strict about this.
We have to be able to retrace
products in the case of a recall.
This is why patients' collaboration
is so precious.

by Julie Godbout
Hemophilia Nurse at the
Sainte-Justine Hospital

The hemophilia
nurse is first and
foremost a front
line resource for

patients. She
manages

emergencies: a
joint bleed, a

tooth that falls
out, an injury

while playing or
an accident. More
often than not, the
patient calls her
directly and a

number of
important

decisions have to
be made right

away.
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by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

years of age, or 15 to 25 years of
age. I'm happy to say that in the
end, everyone agreed that the
activity should be for all youth from
15 to 25 years of age.
Looking at the cohort of youth who
will soon no longer be able to attend
summer camp, I'm hopeful that the
youth activity will attract them and
bring a new interest in this activity
that I hope won't peter out.
And finally, here's a photo of the
youth activity! §

This summer, the youth activity
went through a few changes before
finally taking place. The initial plan
was to organise a camping
weekend. However, a lack of
registrations forced us to cancel
the camping trip and revert to our
old format: a youth evening. So we
met to watch a sports event and
enjoyed a good meal together.
This summer, we went to see the
Montreal Impacts and we ate at
Saint-Hubert Restaurant. It all took
place on Sunday, August 5, in
Montreal.
Of course, due to the last minute
change to the program, the activity
wasn't as popular this year as in
other years where, basically, we
proposed the same activity. Despite
this, with seven registrations (in
past years we had about 12), we
feel that it was successful.
Good news to announce : right
now there are some volunteers in
the Quebec City area who are
working to organise a similar event
for youth in that area. This activity
should take place this winter. As
soon as the project is more
organised, we'll give you  further
details about it.
I'm very happy with this news,
since youth from outside the
Montreal area have always been a
bit excluded from youth activities.

The distance to get to a evening
activity couldn't justify the trip for
a lot of them.
While there are many reasons to
explain why there aren't as many
registrations for youth activities as
there could be, one of the most
likely remains, I think, the lack of
activities aimed at youth over 15
years of age that occurred during
the 1990s.
The lack of activities during this
time alientated some youth from
the CHSQ, but those who remained
faithful (if I can permit myself to
use this term), constitute the core
group who are reviving youth
activities.
There was a certain amount of
discussion as to the range in age
of those who should be allowed to
attend these activities: 18 to 25

This Summer’s Youth Activity

A MOMENT TO REFLECT

“If you don't prepare for the future, you don't have one.”

John Galsworth

From left to right: David Pouliot, David Moody, his girlfriend Isabelle, and Sandra Syriani.



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

pharmaceutical companies:

A new delivery system for
BeneFIX®

Wyeth Pharmaceuticals has
announced that it has received
approval from Health Canada for
its R2 Rapid Reconstitution Kit to
accompany its recombinant factor
IX product, BeneFIX®.
The R2 system has the following
advantages over previous
technology:

- simpler preparation with a
  needle-less reconstitution
  device;
- less diluent for all vial sizes
  (5 ml instead of 10 ml);
- a pre-filled syringe to contain
   the diluent.

You can view a demonstration of
the R2 reconstitution on-line at
www.wyeth-hemophilie.com/
html/public/info_produit/r2.php.
BeneFIX will also be offered in a
2000 IU format, along with the
present 1000 IU format.
The new transfer system should be
available in Quebec before the end
of the year, while the 2000 IU
format will be available in early
2008.

IN A WORD
Improvements to Advate®

packaging and transfer system
The Baxter BioScience company
has made significant changes to
the packaging and transfer system
of its anti-hemophilic recombinant
factor to treat hemophilia A called
Advate®.
The new packaging, as well as the
vials, will now have a bar code
identifying the name, lot number
and expiry date of the product,
which will help improve follow-up,
reduce errors and facilitate
inventory. The new dimensions and
new format of the boxes will make
stocking the product easier.
The new packaging will also
include the second-generation of
its needle-less transfer system
called Baxject II®, a simplified
device that will make the
reconstitution process easier,
eliminating the need to regulate a
valve or inject air into the vials. A
demonstration of the transfer
process is available on-line at
www.baxject2.com.
This new process will be available
in Quebec beginning in autumn
2007.

Dare to Dream for Hemophilia
The CHS has launched its exciting
inaugural national signature event
called Dare to Dream for
Hemophilia.
This innovative new event will give
people a chance to experience the
thrill of car racing while raising
awareness about inherited bleeding
disorders. The goal of this activity
is to raise funds to help people with
a hereditary bleeding disorder and
to support research in this field.
Sign up today and you could end
up behind the wheel of a Formula
2000 racing car!
In order to participate, simply
register on-line at
www.idaretodream.ca and invite
your friends, family, colleagues and
people you know to sponsor you
and support your efforts.  Each $100
pledge that you raise gives you the
right to a participation ballot in the
Grand Prize Draw. The more you
raise, the better your chances to
win.
If you win, you can push your limits
as never before at the wheel of a
Formula 2000 racing car at the
Bridgestone Racing Academy. If you
raise funds for a minimum of $5000
to support CHS, you automatically
qualify to live your dream of driving
a racing car. You should know that
the CHS has a whole lot of other
interesting prizes to win to thank
you for raising funds.
Don't hesitate to invite members of
your family and friends to get on
track. §

F.L.


