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APRIL 17: WORLD HEMOPHILIA DAY

April 17, and will soon be available
on the CHS website.
We'd like to thank everyone who
took part and made this show
possible: Dr. Molly Warner, Chief of
Hematology at the McGill University
Centre, Claude Meilleur, Nurse

A number of awareness activities
took place to highlight World
Hemophilia Day in Montreal and
Quebec City.
In collaboration with the National
section of our organization, the
Canadian Hemophilia Society (CHS),
and the World Federation of
Hemophilia (WFH) we're pleased to
have enthusiastically combine our
efforts to share an information kiosk
at Montreal's Central Station.
Employees and volunteers from the
three groups were there to meet
passersby and distribute material,
raise funds and answer questions.
We sincerely hope to renew this first
collaborative effort for future World
Hemophilia Days.
Elsewhere, the CHSQ set up an
information table at Saint Justine's
Hospital, while in the Quebec
National Assembly, another table
was set up and pins highlighting the
day were given to all deputies. The
Minister of Health and Social
Services, Mr. Philippe Couillard, put
forward a motion to recognize this
Day.
And finally, a radio show dealing
with hemophilia and involving
resource people from the CHSQ, CHS
and medical personnel aired on

larochef@sympatico.ca

by
François Laroche

Coordinator at the Quebec Reference
Centre for Patients with Inhibitors at
St. Justine's Hospital, David Page,
CHS Executive Director, David
Pouliot, CHSQ 1st Vice-President, and
Aline Ostrowski, CHSQ Executive
Director. §

Last April 17, World Hemophilia Day,
information tables were set up by volunteers and

employees from the CHSQ, the CHS and the WFH
at Montreal Central Station (below) and the

Quebec National Assembly (to the side).
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A WORD FROM
THE EDITOR

You're holding an issue of
L'Écho de facteur in your hands
dedicated primarily to the XXVIII
World Federation of Hemophilia
International Congress that was
held in Turkey from June 1 to 5,
2008. On pages 6, 7 & 8, you can
read some of the impressions from
delegates sent by the CHSQ to this
major biennial event for the
international hemophilia
community. What's more, the
Nurses' Corner is also dedicated
to this topic and you can
experience this 'happening'
through the photos on page 11.
In brief, it was a very good
congress where you could get a
lot of information about bleeding
disorders, related problems and
musculoskeletal and psychosocial
aspects, while getting the chance
to make new connections or
strengthen old ones. The only sour
notes were about the congress
centre itself: cobblestones

surrounded the centre making it
dangerous to walk, and the rooms
were far from each other, besides
being on a number of levels. Not
really an ideal spot for people with
reduced mobility.
This said, Istanbul struck me as an
extraordinary city, teaming with
activity, where culture and history
meet. Today this metropolis of the
Turkish Republic, ancient
Byzantium that became
Constantinople, has in fact
belonged to ancient Greece, the
Roman Empire, the Byzantine
Empire and the Ottoman Empire.
The monuments I saw or visited
during my short stay were
incredible witness to this history;
one only has to think of the Roman
aqueduct of Valens, Topkapi
Palace, Dolmabahce Palace and
Saint Sophia or the Blue Mosque.
Personally, I've never seen so many
precious stones prior to my visit
to Topkapi Palace, where many
treasures that belonged to famous
sultans from the Ottoman Empire
are preserved. It's breathtaking! §
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François Laroche

Your Editor took

advantage of Sunday

morning, before

congress started, to

take a short cruise on

the Bosphorus, the

strait separating

Europe and Asia. I got

to admire the

splendors of Istanbul

from one of the busiest

maritime seaways in

the world…and one of

the most beautiful!

• 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, 100 in English
Legal deposit: Bibliothèque nationale du
Québec, 2008
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EDITORIAL

We'd be
more than
happy if the
changes
made to this
program
stimulate
your interest
in applying.
The deadline
to receive
applications
is fixed for
September
30, 2008.

Description of the three
scholarship program
categories

Academic Scholarship
This scholarship is for members
with a bleeding disorder studying
at the collegial or university level,
or who are registered in a trade
school.
Two scholarships worth $1250
each will be awarded in this
category in 2008.

Encouragement
Scholarship
This category of scholarship is for
members with a bleeding disorder

In order to offer more
opportunities to the hemophilia
community, the CHSQ
Scholarship Program now has
three distinct categories and
will offer four scholarships each
worth $1250.
As you learned through the
testimony of the 2007 recipient
that appeared in the last issue
of l'Echo du facteur, this
program has a positive impact
on the motivation of its
recipients while at the same
time supporting them financially
and shows the confidence the
CHSQ has in their futures.
We encourage people who meet
the admission criteria as defined
below to contact our office at
the regular coordinates in order
to receive an application form.
The CHSQ holds the future and
projects of its members to heart,
as well as the health care
professionals who invest in their
work every day so that
hemophilia isn't an obstacle to
living as normal a life as
possible.

who are following a continuing
education course in their field
or who are returning to school,
no matter at which level of
scholarity.

One scholarship worth $1250
will be awarded in this category
in 2008.

Scholarship for Health
Care Professionals
This category of scholarship is
for health care professionals
working in the field of
hemophilia and is to support
continuing education courses
that will have positive
consequences for people in the
bleeding disorders community.

One scholarship worth $1250
will be awarded in this category
in 2008.

Each of these scholarships is
offered in collaboration with a
pharmaceutical company, these
being CSL Behring, Baxter,
Wyeth and Novo Nordisk, and
we wish to thank them for
helping to finance part of this
program.

Good luck to all applicants. §

by
Aline Ostrowski

CHSQ Scholarship Program revised
with the creation of three different

categories of scholarships

aostrowski@schq.org

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

L'Écho du facteur, CHSQ, 10138 Lajeunesse,
Suite 401, Montreal (Quebec)  H3L 2E2

telephone:    514 848-0666  or toll free:  1 877 870-0666
fax:           514 904-2253
or by e-mail to the following address:               info@schq.org
Web site: www.hemophilia.ca/en/8.5.php

We encourage
people who meet

the admission
criteria as

defined below to
contact our office

at the regular
coordinates in

order to receive
an application

form.
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FUNDRAISING

Bowl-a-Thon:
Mission accomplished!
The 4th Edition of the CHSQ Bowl-
a-Thon, which took place in
Victoriaville (May 4), Montreal
(May 10) and Quebec City (May
17), proved to be a great success
and allowed us to collect almost
$10,000.
We'd like to thank every person
who collaborated from near or far
in this activity: Nathalie Martel
and Lisa-Marie Mathieu,
responsible for the Bowl-a-Thons
in Victoriaville and Quebec City,
as well as our Montreal organizing
committee consisting of David
Pouliot, Nayla-Marie Syriani and
Mylene D'Fana, and of course all
the participants and people who
made donations.
We also want to thank everyone
who lent a hand to sell tickets and
help with logistics: Line Couturier,
Céline and Denis Durocher, Marius
Foltea, François Gagner, Katia
Huber, Éric L'Hérault, Mariette
Montreuil and Francis Rheault.
One of the reasons for the success
of this edition is, no doubt, the
creation of a new Bowl-a-Thon in
Victoriaville, which came about
due to the initiative and
involvement of an active CHSQ
volunteer, Nathalie Martel. We
decided to offer her the chance to
give her impressions and - why
not - invite you to organize this
activity in your area:

“Last year, in May 2007, we drove
over 300 km to take part in the
Montreal Bowl-a-Thon. In order
to support this event, we got 25
people from our family together.
On the way home, my husband

and I talked: «Why not organize it
in our area, Victoriaville, with our
family and friends. I think we could
get a lot of people together…» So
this year, that's what we did. I
decided to get involved and I'm
very proud of the results we got
for the first year! During the Bowl-
a-thon, there were 96 players; I
managed to reserve all the lanes
in the bowling alley, this being 16
in all. We raised $2500. The
Sunday of the Bowl-a-thon,
Joumana was there to give us a
hand. People really enjoyed the
event, and I only got positive
comments. People said they'd be
back next year if we held the event
again. In short, I think that for a
first time activity, it was a success!
I'd particularly like to thank
Joumana who was a great help
organizing this activity. I learned
a lot and let me tell you that with
a bit of motivation, anything is
possible. So I'd like to challenge
you for next year: Talk to the
people around you and attend one
of the Bowl-a-Thons already
organized or else organize your
own. Don't forget it's for a good
cause.”

Nathalie Martel,
Dilan's mother

Benefit Dance Show:
mark this date in your
agenda!
Conscious that major fundraising
events need to be developed to
allow us to achieve and even
surpass our financial objectives,
the CHSQ is pleased to announce
its next benefit show entitled
Dancing for Life, which will take
place Saturday, November 1 at the
Espace Dell'Arte in Montreal.
For this 2nd edition, we widened
the repertory by proposing a
multitude of dance styles,
interpreted by high caliber artists:
the hot rhythms of Salsa and the
contortions of the exuberant
Samba are only a few of the acts
on our program to date.
Besides enjoying the diversity of
presentations, spectators will be
invited to get out on the dance
floor to stretch their legs or else
taste one of the many wines or
culinary delights that will be offered
onsite.
Thanks to the support of a
Committee of Governors, the
majority being members of the
CHSQ, we hope to maximize the
profits from this event with the sale
of tickets for $100 each along with
corporate sponsors.
Knowing that together, we can
assure the success of this activity,
we sincerely hope to be able to
count on your presence for this
event, one that's sure to be
colourful! §

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

The CHSQ would

like to thank

Nathalie Martel

and her husband,

Francis Rheault,

for organizing the

first Bowl-a-Thon

in Victoriaville

this year. We

hope this

initiative will

inspire others…
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PARENTS’ CORNER
Starting school for a child with hemophilia

You should consider always having
a pager or cell phone on you.
One mother suggested asking the
teacher and daycare worker to
always write it down if a child falls
or hurts himself (such as bumping
his head, for instance) in an agenda
during the day so that if the child
develops a symptom during the
evening, you can take it seriously
and give appropriate treatment if
necessary.
Certain mothers choose to keep a
reserve of factor and infusion
materials at school to save time
and to be able to return to work as
soon as possible after an infusion.
If emergency transportation to a
hospital is necessary, it's imperative
to advise the school principal that
your child must be brought to the
hospital where there is a hemophilia
treatment centre, since that is
where the factor is kept. This will
save time and we know that each
minute counts in the case of a major
accident. Supplying a list of the
HTCs is a good idea, since they can
refer to it in case of need.
Finally, one mother mentioned
having supplied all members of
personnel who worked with her
son with a plastified letter
containing all necessary
information about hemophilia and
the protocol to follow in case of
injury. She kindly agreed to send
me this sheet, so if you're interested
in getting a copy, just contact me
and I'll send it to you by e-mail.
I want to thank the three mothers
who gave me these tips. I already
feel better about school starting
and I'm a bit less worried. Talking
with others has allowed me to
realize that my worries are
completely normal and that I'm not
the only one to go through this
experience.
I hope you'll all have a great
summer and I repeat that if you
have any suggestions or comments
about the Parents' Corner, don't
hesitate to contact me by phone at
(418) 849-3292 or by e-mail at
yanliz@ccapcable.com! I'll be
pleased to answer you. §

Happy summer, everyone -
finally! The sun is shining, the BBQ
is on the patio, and the pools are
open! After the winter we had, it
seems to me we appreciate the
warm weather even more and the
fact that we can walk out without
boots and coats. We're even happy
to see the bugs! But all good things
must end. At the end of the month
of August, school will be back in
session. Ah yes, already.
I must admit that I'm not looking
forward to going through this new
stage at all (but don't tell my son
because he's excited about “ joining
the world of the big kids”). I've
been wracking my brain trying to
figure out how to present
hemophilia to school personnel:
you see, I don't want to traumatize
them, but I also don't want to
trivialize hemophilia to the point
where they won't be vigilant! So I
thought that, considering the
number of little ones that we meet
at Matawinie, I can't be the only
one going through this.
So I sent out an appeal to everyone,
in order to profit from other
people's experiences who've
already been through this stage
and I'm sharing their replies with
you in this column. I'd like to thank
Paulette Rivest, Chantal Roy and
Isabelle Hawey who helped me
with my research. Here are their
suggestions!
First of all, everyone agrees that
it's important to notify teachers,
principals and those responsible
for daycare about your child's
condition. A face-to-face meeting
is best, and I've heard that there's
a videocassette available at the
HTC (see article on page 12) that
was made specially to explain
hemophilia in a school setting. One

mother used it and really
appreciated it since it presented
personal stories from teachers who
had had a child with hemophilia in
their class.
Do you tell the kids or not?
Opinions
varied. Some
said yes, it's
important
since they'll
be careful and
can notify the
supervisor or
teacher if
something
happens to
the child.
Others said
no, since this
singles them
out from the
other
children. So,
the best
solution is the
one that you
choose and
that your
child wants. It's important to
respect the child: if he doesn't want
to tell his classmates, that's how it
should be, since it's HIS disease
and HIS school life.
If you decide to explain hemophilia
to the other children, reading the
book Nicolas has Hemophilia to
them was highly recommended,
since it gives a good idea of the
disease, is well presented and easy
to read. I used it recently during a
presentation on hemophilia in an
Early Childhood Centre in Quebec
City and the 4 and 5 year olds there
enjoyed it.
It's also important to reassure the
teachers and other personnel that
THEY WON'T BE BOTHERING YOU
and that they MUST contact you if
they have any doubt or worry or if
something happens to your child,
no matter how small it seems.  This
way, you'll be advised as soon as
there's a problem and you can
make the decision about whether
or not an infusion is needed.
Moreover, always being accessible
is reassuring for school personnel.

by
Lisa-Marie Mathieu

If emergency
transportation to

a hospital is
necessary, it's
imperative to

advise the school
principal that

your child must
be brought to the
hospital where

there is a
hemophilia

treatment centre,
since that is

where the factor
is kept.

yanliz@ccapcable.com
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The World Federation of
Hemophilia (WFH) held its 2008
Congress from June 1 to 5 in
Istanbul, Turkey. The CHSQ sent
three delegates, who agreed to
report their impressions following
their participation.

Hemophilia 2008, the XXVIII
International Congress of the WFH,
set a record for participation with
some 4200 delegates from 113
National Member Organizations.
It was four busy days during which
I was obviously interested in sessions
dealing with medical questions (new
treatment, gene therapy, inhibitors,
pathology…), but also those dealing
with multidisciplinary topics (social
impact of bleeding disorders,
prophylaxis, quality of life, etc.) and
musculoskeletal issues
(physiotherapy, surgery…).
A number of items caught my eye
and here are a few that I'd like to
share with you.
During the opening plenary on
Monday morning, Mark Skinner,
President of the WFH, presented the
Global Alliance for Progress (GAP).
The goal of this program is to
improve treatment and care offered
to people with bleeding disorders in
developing countries using five main
principles:
1- Establish a national registry of
patients in order to increase the
number diagnosed and establish
reliable laboratory testing;
2- Create a winning coalition
between governments, medical
personnel and patients and their
families;
3- Promote the practice of
multidisciplinary care in such a way
as to increase overall care;
4- Increase the availability and
safety of factor coagulation
concentrates, the minimal target of
treatment for hemophilia for the WFH
being 1 IU (international unit) of
factor per capita (for example,
Canada consumes about
5 IU/capita);
5- Train patients to take control of
their disease and encourage their
autonomy and also their involvement

at the heart of the health care system.
Presently, 14 countries are involved
in the GAP, including Tunisia, the
country twinned with the CHSQ.
In the psychosocial area, an
American named Susan Cutter
presented the results of her study on
the benefits of physical activity. She
came to the conclusion that children
with hemophilia who take part in
physical activity and sports show
self-esteem and a perception of their
quality of life equal to that of
'normal' children.  It all depends on
the careful choice of the type of
physical activity.
During the final plenary session on
Wednesday morning, Maureane
Hoffman, from the United States,
presented the results of her study
involving bleeds and tissue
regeneration in animals. According
to her, healing is a bit longer to attain
in mice with a bleeding disorder
because of localized sub-cutaneous
hemorrhages in tissue around the
injury or from iron deposits in joints
that favour repetitive bleeds and
angiogenisis (thickening of the
synovial tissue) in the joint. Her
conclusion: stopping the bleed is
never as good as preventing it; in
this sense, adequate prophylactic
treatment can significantly reduce
bleeds in such a way as to avoid
falling into the vicious circle of
bleeding - angiogenisis - repeated
bleeds.
On Tuesday morning, I attended an
interesting presentation on a
promising hemophilia therapy
consisting of inoculating healthy

hepatic cells (or hepatocytes) into
the organism of an affected person
to increase the activity of the missing
factor. In a study by Dr. Kazuo
Ohashi, from Japan, they managed
to increase the activity of factor IX
by 1.5% in a mouse and this, without
any negative side effects. The
problem for adapting this therapy for
humans is to gather a sufficient
number of hepatocytes to obtain a
significant clinical effect, considering
that for the moment, it's impossible
to produce them with cellular
cultures.
As for infectious diseases, there's
more and more hope. Dr. Jorge
Daruich, from Argentina, gave a
session presenting his study that
confirms that subjects coinfected
with HIV and HCV should undergo
the same treatment with peg-
interferon and ribavarine as subjects
only infected with HCV, since their
response to treatment is about the
same (with sustained viral responses
varying from 27 to 50%), and since
the therapy doesn't have an impact
on the HIV infection. Perhaps
undesirable reactions are however
a bit more frequent and intense in
people who are coinfected, thus the
importance of having the patient
followed by a multidisciplinary
team.
One of the sessions I was looking
forward to was on Thursday morning
that dealt with innovations in the
area of treatment for bleeding
disorders.
First of all, Dr. Magdy El-Ekiaby from
Egypt presented a technique for

Impressions of CHSQ delegates
THE XXVIII INTERNATIONAL CONGRESS - ISTANBUL, TURKEY

We took advantage of

our visit to Topkapi

Palace, the socio-

cultural event

organized Saturday

evening, to socialize

with our ex-partners

from the Senegalese

Hemophilia

Association (ASH). In

this photo: Mohamed

Yacine, ASH

President, Anta Sar,

ASH Past-president

and François Laroche,

CHSQ President.
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treating mini-pools of plasma
(collected from very few donnors)
with solvent detergent to ensure
the safety of cryoprecipitate. An
effective process, it doesn't affect the
proteins and will soon be available
for testing in countries in the
Middle East and the Maghreb. This
technique opens interesting horizons
for the treatment of hemophilia A
patients in developing countries
(remember that only 25% of people
with a bleeding disorder around the
world have access to adequate
treatment).
Then, Dr. Paul Giangrande, from the
United Kingdom, gave a presentation
about prolonged action factor VIII
and IX concentrates. The interest for
these molecules resides in the fact
that they would have a longer half-
life and their potential would be less
immunogenic (less tendency to cause
inhibitors).
The most advance research is on
'pegylated' molecules with a
liposome (a part of the molecule that
has fat). A factor VIII molecule that
has been pegylated in this way
becomes more resistant to
inactivation while still, in a way,
remaining protected from the
immune response and other
elimination mechanisms; this would
prolong its action. However, it must
be said that though the protein seems
to be more clinically efficient, the
prolongation of the half-life of the
molecule can't be measured in a
laboratory.
Another advanced study introduced
the notion of 'glycopegylation'
(pegylation with a glycosylation
technique, which attaches the glycol
molecule to another site), a
procedure that doesn't affect the
molecule in its chain and would
prolong its half-life.
Other techniques, notably the fusion
with albumin or the Fc-FIX fusion
(where the factor IX is fused with the
FC area of an antibody), so as to
prolong the action of the factor
replacement are also being studied.
Other products (TFPI for Tissue Factor
Pathway Inhibitors or Tissue Factor
Function Inhibitors) accelerate
coagulation time and are also
promising.
And finally, according to Dr.
Giangrande, genetic therapy will
eventually offer a cure for
hemophilia. To be more realistic

however, prolonged factor
replacement concentrates or even
products that will accelerate
coagulation time constitute an
attainable target in the near future.

François Laroche

Istanbul was my second experience
of a world congress of hemophilia.
The first, in Vancouver in 2006, had
an enormous impact on me, and I
must say the same thing happened
again this year. Congress is an
excellent source of information and
an incredible place to meet people.
Since the event doesn't only regroup
specialists in the medical field but
also patients and volunteers from
the hemophilia community, the
program offered sessions dealing
with both scientific as well as social
issues. Not being a doctor myself,
but a patient and volunteer, I'm very
interested in topics dealing with
problems associated with
hemophiliacs, their roles, the
involvement of youth and
international support.
I'm also very curious to learn about
new discoveries.  And this is another
thing the congress is great for: even
if you don't have the training to
follow all the scientific presentations,
many sessions, particularly the
morning plenaries, are given by
people who are extremely
knowledgeable in their field, but who
are also able to make this
information understandable to a
general audience.
But I must say, one of the most
interesting aspects at congress is
what happens on the sidelines. By
this I mean discussions in the

hallways. Talking about projects that
we do here, listening to talk about
their projects, sharing our respective
problems, sharing solutions, etc…
These discussions often deal with the
same topics, but each time they're
just as interesting and informative as
the first.
As in Vancouver, I came to the same
realization: the international
hemophilia community is strongly
woven together, and the world
congress is an eloquent witness
when, in the same room, we can find
people from around the world who
share the same questions and even
the same problems.
Of course, the treatment situation
isn't the same in every country. From
one congress to another, the numbers
showing the availability and access
to products are more and more
encouraging, but there's still a long
way to go before everyone has access
to the same quality of treatment.
When you take part in this congress,
you can only become more aware of
this inequality and, so it's precisely
with the hope that one day this will
disappear that the World Federation
of Hemophilia exists first and
foremost.
This is a résumé of some of the things
that came to me when I thought
about congress. Yet I know there's
more. But I'll end with a few words
about Istanbul. It's a city filled with
historical monuments, magnificent
architecture, tones of beige, and
rocked by two seas and a strait (the
Bosphorus) with extremely blue
waters.
Surprisingly, it's a noisy city, but its
inhabitants aren't stressed out the
way you see people in some of the

THE XXVIII INTERNATIONAL CONGRESS IN ISTANBUL (cont’d)

During the farewell

banquet, Mylene

D'Fana hugs her

husband, Dany

Blanchette, while

David Pouliot

shows us what's on

the menu.

cont’d on page 8 >
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Inhibitors weekend
Families living with inhibitors will
soon be able to register for the
weekend which will take place this
coming October 3 to 5 at the
Estrimont Suites & Spa in the
Eastern Townships. A number of
workshops will be offered for both
children and adults.
Saturday and Sunday, the children
will be able to attend different
workshops facilitated by health care
professionals and a yoga specialist.
A few physical activities will also
be organized so the children can
safely work off some of their
energy. This will be taken care of
by a team of competent young
facilitators including a number of
CHSQ volunteers.
For their part, parents can
participate in two workshops on
Saturday, one on managing stress
facilited by a psychologist, while
the other will be an initiation to
yoga. On the agenda for the
evening is a magic show, plus an
in-room babysitting service will
also be available for parents.
On Sunday, parents who wish to
take advantage of this occasion
can take the day off or take part in
a café-rencontre.
We hope this programming, which
aims to meet the needs parents
have expressed for a break and for
information for their children, will
please you and encourage you to
attend!

Summer Camp
This year, our annual summer
camp will take place from
August 10 to 15 in Saint-
Raymond-de-Portneuf and almost
twenty youngsters, including ten
hemophiliacs, are registered. As
you know, this activity is an

important step towards the
independance they can achieve
when they learn self-infusion.
This activity takes place under the
supervision of two caring nurses,
Claudine Amesse and Louisette
Baillargeon.
As well as helping the youngsters
perfect their self-infusion
techniques, camp promotes their
integration into a group of campers,
while also allowing friendships to
be forged between young
hemophiliacs and their siblings.
And finally, we would like to offer
our heartfelt thanks to the François
Bourgeois Foundation that decided
to support this activity with a $1000
donation. We sincerely hope that
this first collaboration will be
renewed for future projects.

Youth activity
We're pleased to announce that the
proposed youth activity will be an
adventure at the Aqua-Club in Val
Cartier, near Quebec City on
Saturday, August 9, 2008.
This activity, which was suggested
by a number of members, targets
the practice of a sport of choice for
the hemophilia community and
meets our preoccupation with
offering an activity that's both safe
and fun for youth. It's also a chance
to have an activity near Quebec City.
The $20 fixed price per person
remains the same, including the
entry fee for the activity and a meal.
A reimbursement for gas will be
given by the CHSQ.
We suggest you reserve this day in
your agenda. It's one of the rare
chances for young people in the
CHSQ to meet every year. Take
advantage of it! §

CHSQ ACTIVITIES

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

capitals in North America or
Western Europe. To be brief, I liked
it very much.

David Pouliot

Once again, the WFH hosted a
great congress. From June 1st to June
5th Istanbul, Turkey was host to the
XXVIII International Congress of the
World Federation of Hemophilia.
This year was a record year for both
the number of delegates and
countries attending the congress.
As with every congress, the sessions
are all packed with information.
Two plenaries each day, mainly
medical but understandable in most
cases, that's where most of the
delegates assembled every morning.
Fourteen concurrent sessions took
place each day to meet the diverse
interests of delegates. Various
sessions included information on
medical, multidisciplinary,
musculoskeletal, laboratory
sciences, and dentistry topics.
The social program which, as usual,
included the opening ceremonies,
is a big highlight of the event. There
was music and visual performances
of a variety Turkish culture,
including the famous whirling
dervishes. During free time there
were always the poster
presentations to see where you
could find studies, research,
programs and other information
from members in hemophilia
treatment centers, organizations,
patients, and families.
Congress is always a place to renew
old and gain new friendships from
all over the world. It's always sad
to realize at the Farewell Dinner
that the week has gone by so fast.
In the end, we all come together to
share the expertise and dreams that
we have concerning hemophilia.
Mike Skinner (WFH President) said
the daily work that WFH does is
making a difference in the lives of
individuals with bleeding disorders
around the world. Even living in a
developed country, I take away from
every congress the incredible work
done by our organizations and our
health care teams. One thing is for
sure: it also makes a difference in
my family's life. §

Mylene D’Fana

CONGRESS (cont’d)
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World Federation of Hemophilia International Congress
Istanbul, Turkey, June 1 to 5, 2008

NURSES’ CORNER

I’m very pleased and excited
to share the enriching experiences
I had when I attended the World
Federation of Hemophilia
Congress, an eagerly awaited
event for people dealing with
bleeding disorders. Personally, this
was the first time I attended this
international event, which took
place in Istanbul, Turkey, and our
whole team had to prepare for it.
Now I'm just as eager to tell you
about the highlights of this
congress.

Pre-congress
These meetings require
preparation beforehand in order
to be able to take advantage of
the maximum of information that
will be presented. This preparation
is a chance to bring up discussions
between international researchers
and practitioners. These
exchanges go on throughout
congress and complement the
enriching presentations given by
invited experts.

The subjects of the presentations
are very varied. This variety means
we attend conferences touching
on topics in our field of interest
and specialization. What's more,
this year was particularly prolific
in the area of the development of
coagulation inhibitors. What an
opportunity my team and I had!

located far from each other and
sometimes not adapted for
problems. So many factors, or
obstacles, for people with reduced
mobility. This has to be improved!

And lastly, a final word to tell you
that the nurses who represented
Canada have agreed to do a
résumé of the information we
managed to gather during
congress. We hope that this will
only be the beginning of a long
and constant process of sharing
knowledge amongst ourselves,
practitioners, researchers and
especially, patients.

Personally, I'm still looking for new
knowledge and the answers to
many questions that this event
brought up for me. I'd really like
to share the knowledge I acquired
with all of you and I hope I'll soon
get the chance.
Happy summer to all! §

The days are full
After the morning plenary session,
I went from one room to another,
with the help of a well-structured
program, in order to benefit from
the research results and
experiences of international
experts in this specialized field.
Topics as varied as the psychology,
social integration and personal
perspectives of patients were dealt
with. It's a golden opportunity to
listen to and share with
researchers and practitioners who
are rarely accessible during the
rest of the year.

The popularity of this type of
gathering is obvious. It leads me
to share certain observations
related to the physical limits of
this type of event. The popularity
of this event sometimes means
that rooms are often filled to
capacity; they're sometimes

by Claude Meilleur
Nurse Coordinator
at the Quebec Reference Centre for
patients with Inhibitors

A MOMENT TO REFLECT

“Waiting to have all the facts before acting condemns you to
inaction.”

Jean Rostand

Here are your
lovely nurses
during the cocktail
party prior to the
farewell banquet.
From left to right:
Claudine Amesse,
from the
St.Justine’s
Hospital, Claude
Meilleur, from the
Quebec Reference
Centre for Patients
with Inhibitors, and
Nathalie Aubin,
from the Montreal
Children’s
Hospital.
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FOCUS ON HEPATITIS C

an extended duration of 72 weeks;
those with genotypes 2 or 3 were
treated for either the standard 24
weeks or an extended 48 weeks.
Participants discontinued therapy
if they did not achieve at least a 2-
log decrease in HCV viral load by
Week 12. For each genotype,
baseline HCV RNA and rapid
virological response (RVR), defined
as HCV RNA below 50 IU/mL at
week 4, were evaluated as
predictors of sustained virological
response (SVR) in an on-treatment
analysis.
“Undetectable HCV RNA at week
4 is the best predictor of curing
chronic hepatitis C in HCV-HIV
coinfected patients”, the authors
concluded. “In HCV genotype 1
patients, baseline HCV-RNA also
predicts response.” They added
that for HIV patients with HCV
genotype 3, “RVR may permit
shortening therapy duration to only
24 weeks of pegylated interferon
plus 1000-1200 mg ribavirin.”
The ability to reliably determine
early in the course of treatment
which patients are likely to achieve
sustained response allows the rest
to forgo the side effects and cost
of further futile therapy.
For more information:
www.hivandhepatitis.com/hiv_
hcv_co_inf/2008/010708_a.html. §

ABC NEWS, December 7, 2007,
by Jennifer Macey

Scientists believe they are one
step closer to developing a vaccine
for the hepatitis C virus.
The main obstacle to a vaccine
has always been the evolving
nature of the virus and the
different strains that can co-exist
within the body to cause infection.
The majority of those infected by
the virus have such a weak
immune system that their bodies
cannot naturally fight the disease.
Researchers in the United States
planted human liver tissue in mice
to test different antibodies and the
study, published in the latest
edition of the journal Nature, has
identified antibodies that provide
broad protection.
Chris Burrell, from the School of
Molecular and Biomedical Science
at the University of Adelaide, says
efforts to find a vaccine for the
virus have been frustratingly slow.
“Seventy per cent of patients who
become infected have a weak
immune response and a narrow
immune response, and they don't
clear the virus”, he said. “The other
reason is that the virus exists as
a mixture of closely related strains
all infecting in the same dose. So
this is why there is always a
chance that there'll be a strain
that escapes any immunity that
might be there.”
Professor Burrell says once a
person contracts hepatitis C, the
virus evolves within the body and
has up to 50 different strains that
can cause infection. But now
researchers at the Scripps
Research Institute in the US have
managed to identify broad
protection for these various strains
after planting human liver tissue
in mice.

“They've chosen the way to make
the antigen quite well”, Professor
Burrell said. “They've then
screened a lot of antibodies that
are made against this and used
very good ways to pick out the
best antibodies, and then they've
flooded the mice with high
amounts of this antibody. So
they've really tried to maximize
the chance of it working, and it
has worked, but obviously it's still
a very hard series of steps to move
from that to showing protection
in humans and being able to make
the same type of vaccine to work
in humans.”
Professor Burrell says the study is
a significant step towards
developing a vaccine, but he
warns a human trial is still five to
10 years away adding that, in the
meantime, those people already
infected will benefit from greater
access to anti-viral treatments.
“People can live with the disease
and people can be cured of the
disease by anti-viral treatment”,
Professor Burrell said.

Undetectable HCV Viral Load
at Week 4 of Pegylated
Interferon plus Ribavirin
Predicts Sustained Response
in HIV-HCV Coinfected
Patients

Data continue to accumulate
indicating that early virological
response to interferon-based
therapy predicts long-term
treatment outcome, according to
the latest report from the Spanish
PRESCO study, published in the
January 2, 2008 issue of AIDS.
PRESCO is a prospective, open-
label, multicenter trial evaluating
the safety and efficacy of 180
mcg/week pegylated interferon
alpha-2a (Pegasys) plus 1000-1200
mg/day weight-based ribavirin.
Patients with HCV genotypes 1 or
4 were treated for either the
standard duration of 48 weeks or

Scientists closing in on Hepatitis C vaccine

by Michel Long
CHS HIV/HCV
Program Coordinator

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.
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2008 WFH WORLD CONGRESS IN PICTURES

The Sultan Ahmet Mosque, better known as the Blue
Mosque, is a veritable architectural wonder. It represents
the last construction of an imperial era.

CHSQ delegates took advantage of congress to meet with their partners from the Tunisian
Hemophilia Association.

The Bosphorus Strait, seen from our hotel. An important artery in
maritime transport linking the Mediterranean, through the
Sea of Marmara to the Aegean Sea then on to the Black Sea.

Topkapi Palace, the principal residence of the sultans from the
Ottoman Empire in the XVth to the XIXth centuries, is an important
museum today for the Ottoman era…and all its wealth.

During a taxi ride (very numerous in Istanbul and all yellow,
just like in New York), we could admire the remains of a
Roman aqueduct over 2000 years old.

CHSQ delegates in a restaurant under the bridge that spans the Golden
Horn. In the photo we see: François Laroche, Dany Blanchette, Mylene
D’Fana, David Pouliot and Patricia Stewart.



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

pharmaceutical companies:

Octaplex is a plasma-derived
prothrombin complex concentrate
(PCC), containing human coagulation
factors II , VII, IX and X in
combination. It is currently licensed
in 26 countries worldwide, including
Canada, for the treatment and
prophylaxis of bleeding in hereditary
and/or acquired coagulation
deficiencies of the prothrombin
complex factors. PCCs are used in
the treatment of factor II and X
deficiency.
Wilate is Octapharma's plasma-
derived von Willebrand factor/FVIII
concentrate. It is licensed in 18
countries for the treatment and
prophylaxis of hemophilia A and/or
von Willebrand disease (VWD).
In Canada, Wilate is currently
approved for the treatment and
prophylaxis of bleeding in patients
with hemophilia A. Octapharma's
submission to Health Canada for a
VWD indication is currently under
review.

D.P.

BeneFix® soon offered in a
2000 IU format

Wyeth Pharmaceuticals announced
on June 13 that it will begin offering

IN A WORD
New CHS Video for School
Personnel

A new video for school personnel
produced by the Canadian
Hemophilia Society (the National
office) will be ready in late August,
just in time for the new school year.
This video, which will replace the
one presently available at HTCs
made in the early 90s, will give up-
to-date information on hemophilia
treatment and includes interviews
with teachers, gym teachers and
school secretaries who have dealt
with students with hemophilia, as
well as explanations by a HTC nurse
and physiotherapist about caring for
a child with hemophilia in a school
setting.
As with all material developed by
CHS, it will be available in both
English and French.
Look for it on the CHS website in
late August.

P.S.

Octapharma introduces 2 new
products

Octapharma Canada Inc. announced
that Wilate® and Octaplex® will be
available in Canada as of May 2008.

Benefix®, its factor IX recombinant
product, in 2000 IU vials as early as
July 2008. What’s more, the product
will be accompanied by a prefilled 5
ml syringe of diluant.
The 2000 IU format, which can be
reconstituted with only 5ml of diluent,
will allow people with hemophilia B 
(and requiring doses equal or superior
to 2000 IU) to prepare fewer vials
and to infuse less diluent for the same
efficacy.
For more information, contact your
local hemophilia treatment centre.

F.L.

CSL Behring refines Humate P®

CSL Behring reported that it had
made several refinements to
Humate P®, a plasma-derived product
used to treat von Willebrand disease.
Humate P is now available in a
formulation that requires less volume
of diluent. It comes shipped with the
Mix2Vial® administration set and has
approval for room temperature
storage.

D.P.

Baxter to introduce 2000 IU
vial size of Advate®

Baxter also confirmed that the
company will introduce the 2000 IU
vial size for its recombinant factor
VIII product, Advate® in late summer
or early fall, 2008.

D.P.


