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MPTAP INDEXATION

ended its Extraordinary
Assistance Plan (1990-1993) and
transferred the responsibility to
provinces and territories to
compensate post-transfusion HIV
victims.
Payments include retroactivity to
April 1st, 2007. The benefits will
increase by $8,956 for the present
year and indexation for coming
years will be calculated according
to the rise in the consumer price
index since 1994-1995.
Each person already registered
in the program will have to reply
to a confirmation letter that will
be sent by the Canadian Blood
Agency during the month of

On November 23, 2007, the
Quebec Minister of Health and
Social Services, Mr. Philippe
Couillard, announced that « in
keeping with the majority of the
other Canadian provinces,
Quebec will index compensation
given through the Multi-Provincial
and Territorial Assistance
Program (MPTAP) to people
infected with HIV following a
blood transfusion or from
contaminated blood products. »
Quebec now joins the ranks of
Ontario (2001), Manitoba (2005),
Newfoundland and Labrador
(2005), Prince Edward Island
(2006), Saskatchewan (2007),
New Brunswick (2007) and British
Columbia (2007) in offering a cost
of living indexation for MPTAP.
Only Alberta has yet to show any
intention of joining the group.
Nova Scotia had already put its
own program into place in 1994,
when the Canadian government

A file that comes to an end

larochef@sympatico.ca

by
François Laroche

December in order to be eligible
for this retroactive amount, which
will be added to the $30,000
already received in 2007.
Remember that the CHSQ has
been putting pressure on the
Quebec government since 2002
so that it would index MPTAP
compensation to the cost of living.
The original request included
retroactivity to sums paid since
1994.
Only Ontario has agreed to
allocate retroactivity to 1994. All
other provinces decided to pay
various amounts for indexation
calculated since 1994, but without
retroactive payments. §
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A WORD FROM THE
EDITOR

Ten years have already passed
since the Report of the Commission
of Inquiry on the Blood System in
Canada (the Krever Report) was
published. Amongst the
recommendations of this
commission of inquiry, you'll
remember that the first was « that
provinces immediately take
legislative measures to create no-
fault compensation schemes for
people who suffer serious adverse
consequences due to infected blood
or blood products.»
Health Minister Couillard has
planned for measures to introduce
a complete no-fault compensation
program for victims of any Héma-
Québec contaminated blood
product with draft Bill 45, modifying
various health-related legislative
measures.
Compensation will likely be based
on amounts offered to road accident
victims. These measures will help
victims affected to avoid the burden
of proof for an injury related to the
use of products from Héma-Québec
by guaranteeing compensation
based on the harm done. Moreover,
Héma-Québec will be able to save
almost $10 million a year in
expensive insurance premiums,

premiums that continue to increase
year after year.
This bill, submitted for adoption in
November 2006, was referred to the
Employment and Social Affairs
Commission for an in-depth review.
However, we have had no news since
then. Considering its complexity, is
this law still under study and review
by the commission? Did it die on the
order book? These are questions to
which the CHSQ would like to get
answers during the coming weeks.
Ten years after the Krever Report
was published, it was also time for
the CHS to publish its 2005-2007
report card for partners in the
Canadian blood supply system. On
the whole, Quebec got good marks.
It got A's for having continued to
supply safe and sufficient blood and
blood products through Héma-
Québec and the same for having an
excellent hemovigilance system. It
got a B for deciding to index the
MPTAP to the cost of living (even
though not all CHSQ demands were
met). However, it got a D for not
having introduced comprehensive
care clinics for rare bleeding
disorders, as was mentioned above,
and for not having introduced its no-
fault compensation plan.
You can see the complete report card
at this website:
www.hemophilia.ca/en/
pdf/ReportCard2005-2007-EN.pdf. §
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EDITORIAL

it as a whole as far as
membership is concerned, it will
also put the emphasis on the
individuality of each family
member.
This new way of working will
allow us to have a more detailed
and precise portrait of our clientel
and we'll have access to
information we rarely have now
(such as carriers, for example).
Each person who meets our
admission criteria and who
completes the form will receive
an annual CHSQ membership
card. L'Écho du facteur will be
sent to each family living under
the same roof, in order to avoid
unnecessary expense.
And finally, by abolishing these
annual fees, we hope to eliminate
a financial obstacle that, for some
families, was the major reason
they weren't members, though
their needs were probably great.
On this subject, it's important to
remember that our organisation
has a direct aid program that can
help members in need to get
funding participate in CHSQ
activities. This program has
specific admission criteria and if
you want more information, don't
hesitate to contact us at the office.
It'll be our pleasure to discuss the
possibilities for support that the
CHSQ can offer with you.

The implications of this
change
An increase in the number of
members could mean an increase
in the number of people wanting

The Board of Directors of the
CHSQ recently made the
decision to modify the way to
become a member of the
organisation, whether a full
membership or a subscriber.
Starting next year, instead of
imposing an annual
membership fee of $40 or $25,
you will be asked to give a
voluntary donation, in an
amount of  your choice. For any
donation of $10 or more, you
will be able to get a charitable
receipt for tax purposes. People
who don't choose this option
can still become members.
However, not just anyone can
become a member: besides
meeting the requirements for
the clientel served by the CHSQ,
you will have to submit the form
that will be sent to you each
year so as to update your
information and you will be on
the organisation's annual
membership list.

Why this change?
First of all, because we want to
represent a larger number of
people living with bleeding
disorders and annual fees can
present an obstacle to recruiting
new members. Second, because
we hope that every person living
with a bleeding disorder or the
consequences of a
contaminated blood transfusion
and their families will consider
our organisation as their’s. The
family has a special place in the
CHSQ but instead of considering

to take part in activities. To solve
this problem, the priority for
access to activities has been
defined in this order: People with
a bleeding disorder and their
immediate family (parents,
siblings) have first priority, then
people contaminated through a
blood transfusion and their
immediate family (parents,
siblings), then the extended
family of people with a bleeding
disorder (grandparents, uncles,
aunts, cousins), then the
extended family of people
contamined through a blood
transfusion and finally, support
members and friends of young
members.
Eliminating mandatory annual
fees for members also supposes
an almost inevitable loss in
revenue for the organisation. To
compensate for this, the CHSQ
will increase the rates for its
activities but it's important to
note that with the choices made
by the organisation, all in all it
won't cost you any more in 2008
than it cost this year, and
possibly less. Another important
point to mention: the increases
take into account the order of
priorities established in the
context of the ongoing strategic
plan. This is the reason why
increases in rates aren't all
calculated on an equal
percentage rate.
Don't hesitate to contact us for
any comments or for additional
information. §

by
Aline Ostrowski

Why will mandatory fees to become
a CHSQ member or a subscriber

be eliminated in 2008?
aostrowski@schq.org
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THE WFH FIFTH GLOBAL FORUM ON THE SAFETY AND SUPPLY
OF TREATMENT PRODUCTS FOR BLEEDING DISORDERS

The World Federation of Hemophilia's
(WFH) Fifth Global Forum on the
Safety and Supply of Treatment
Products for Bleeding Disorders took
place at the Delta Hotel in downtown
Montreal on September 24 and 25,
2007.  On this occasion, more than
160 delegates from around the world
got the latest updates on research and
safety, as well as current and future
treatment options.
Not surprisingly, several physicians
specializing in hemostasis disorders
were in attendance.  Participants also
included lab technicians, members
and employees of various hemophilia
associations as well as representatives
from various pharmaceutical
companies, suppliers of blood
products and government healthcare
authorities.
The CHSQ delegates who participated
in this major event have agreed to
share their views of their experiences.
Research Is the Key
The various topics addressed during
these two days included the risk of
developing inhibitors based on the
products being used (recombinant
versus plasma-derived products),
factor supply, advances in gene
therapy and the latest pharmaceutical
developments.
This meeting was primarily attended
by physicians, university researchers
as well as representatives from
pharmaceutical companies and
hemophilia associations.
Participants in the Fourth Global
Forum that took place five years ago
were mainly concerned with blood
product safety issues. This year, only
11% of all participants indicated that
they were still very concerned with
these issues when it came to treating
patients.
Here are some key findings from the
various presentations:
• Patients who use recombinant
factors versus plasma-derived
products do not appear to have a
greater risk of developing inhibitors.
However, there are gaps in the studies
that raise uncertainty about this
finding. Scientists hope to have a more
definite answer to this question in the
near future.

• The next major breakthrough will
be the achievement of a substantial
half-life increase for factor VIII. This
half-life extension will result in fewer
injections as part of any prophylactic
treatment. It is believed that a single
weekly injection of the new
recombinant factors, which should be
available in a few years, will provide
the same level of protection as three
weekly injections of the existing
recombinant factors. Hopefully,
upcoming clinical trials will confirm
these anticipated results without any
increase in the development of
inhibitors (also known as
immunotoxicity).
• Unfortunately, the existing delivery
system for clotting factors is not about
to change. A Baxter representative
explained that, for the time being,
clotting factors cannot be
administered through a less invasive
method (e.g. pill, patch or spray).
• The safety of blood products will
always remain a priority for all
stakeholders (federations, physicians,
pharmaceutical companies, etc.)
involved with clotting factors. In
addition to existing pathologies, they
are actively working to detect and
inactivate any new virus.
• Gene therapy is the most promising
pathway in finding a cure for
hemophilia A and B over the course
of the next few decades. Since 1990,
researchers around the world have
been looking for ways to revolutionize
treatments. They have a very
challenging task at hand, especially
since the human body sometimes
works in mysterious ways.
Realistically speaking, finding a cure
is not a done deal, but a work in
progress.
Although the various speakers used
very technical and scientific terms in
their presentations, I hope that I was
able to convey their message in a
clear fashion.

Pascal Mireault

A World Congress Packed into a
Day and a Half
Although I had participated in the
2006 World Hemophilia Congress in
Vancouver, I had never been to any
Global Forum organized by the World
Federation of Hemophilia (WFH)
before. Simply put, this forum was
like a world congress packed into a

day and a half!
The organizers had a winning concept.
They invited a handful of world-
renowned experts in hemophilia and
rare blood disorders to speak for
approximately fifteen minutes each
about the latest breakthroughs and
developments as well as the current
realities in their fields of expertise.
These individuals had so much
knowledge to share and they did so in
a way that was comprehensible. While
some of the language was very
technical, I always managed to grasp
the general thrust of the lectures.
I will admit that I preferred this formula
to that of a world congress in the sense
that it was more concise. The best part
was that this worldwide forum
happened in Montreal. How many
communities like ours can claim to
have ready access to such a wealth of
quality research information?

David Pouliot

A More Interactive Forum with More
Information on Bleeding Disorders
On September 24 and 25, 2007, I had
the opportunity of participating in the
World Federation of Hemophilia's Fifth
Global Forum.
Dr. Farrugia's presentation really
caught my attention as it addressed a
critical question: “Is hemophilia care
affordable for the government and
taxpayers?” It was surprising to learn
that despite a 29% cost increase in the
Australian blood sector over a five-
year period (1995-2000), this
government will continue to pay for
hemophilia care as long as taxpayers
do not object. In the end, Dr. Farrugia
indicated that blood therapies are still
a very minor component of total
healthcare expenditures. He pointed
out that the cost-effectiveness criteria
underlying public healthcare policy
are obsolete and systematically
misused.  Moreover, public opinion
surveys indicate a general willingness
to pay for costly interventions.
I was extremely interested in the
overview of plasma economics
presented by Jane Martin, a
pharmaceutical company
representative. Her lecture clearly
showed the effects of supply and
demand on prices. She also talked
about the regulation, timing, demand
and investment hurdles that must be

As viewed by the CHSQ delegates
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FUNDRAISING

New recruit at the CHSQ
Newly hired as the Fundraising
Coordinator, I'm very excited about
joining the CHSQ team. With a great
interest in human developement in
various jobs, I hope to bring new
ideas to fundraising projects
while using what I've learned in
management and marketing. Most

of all, I hope to be able to meet the
challenge, and also earn the trust
that I've been given. Thank you for
welcoming me into your family!

2008 Agenda: A wide range
of events!
We'd like to invite you to learn
about some great activities to look
forward to in 2008 with the CHSQ,
and to remind you that it's only
with the participation of each and
every one of you that we'll be
successful!
The Colouring Books Initiative
Confident in the potential for sales
of the colouring book, the CHSQ
will strive to multiply its contacts
in the corporate and individual
market. The main objective:
increase sales thanks to the active
involvement of the organisation
and its volunteers.
We're already working to
strengthen the brand of this product
and make it easier to promote in
the private sector and many of our
volunteers have started getting
involved. Congratulations to them
and welcome to those to come!

to imagine a world without bleeding
disorders by inviting them to
experience an exciting adventure
on a racecourse at the Bridgestone
circuit in Mosport, Ontario. It's a
great way to make your community
aware of our cause through an
innovative activity.
Visit our site right now at
www.idaretodream.ca and, just like
François, David, Kevin and many
other members, register today to
take part in the spring 2008 drawing.
Two colours, one challenge
You also need to think about
dressing proudly in the Red, White
and You initiative. We remind you
that the idea is to organize an event
with your colleagues to raise funds
so that we can reach our goals. You
can already hold a brainstorming
session to plan for this activity.
April 17, International Hemophilia
Day, is a great time; call us to get
the kit that will give you a
guaranteed recipe for success!
Rhythm and dance on the
horizon
Everything indicates that a
fundraising show will be on the
agenda in November 2008.
Following the success of the Fiesta
Salsera, the activity will be
organized once again with a new
slant. In order to do this, we'll need
to get all our contacts working to
sell tickets. There's a lot of work to
be done!
Giving means getting involved
The annual donation campaign for
2008 is now launched. Knowing that
members of the CHSQ are the first
to profit from our programs, we
invite you to make a generous
donation to allow us to better
advocate for your rights and to
better serve you.
Don't worry! The evolution of each
of these projects will be
communicated to you during the
coming year to give you a chance
to organize your own initiatives,
your talents and to channel
individual efforts towards our
common goal. §
Never doubt that a small group of
volunteer citizens and thinkers can
change the world; in fact, that's the
way it always happens.

Marguerite Mead

by
Joumana Yahchouchi

jyahchouchi@schq.org

overcome in order for new products
to become profitable.
The presentation from Paula Bolton-
Maggs on innovative treatments for
bleeding disorders was fascinating.
She focused primarily on rare bleeding
disorders (i.e. those even less common
than hemophilia A or B and von
Willebrand Disease) that affect only
20,000 people around the world. She
pointed out that data quality was an
issue because some countries reported
only severe cases whereas others
included mild deficiencies as well. She
explained that currently there is no
concentrate available to treat factor
V-deficient patients who must receive
fresh frozen plasma. She also
discussed the treatment options for
deficiencies in factor II, VII, X, XI or
XIII. The good news is that many
companies are working towards
perfecting these treatments, but their
progress is unclear.
In his gene therapy presentation, Dr.
David Lillicrap talked about current
and future clinical trials. Unfortunately,
there is still a long way to go before
gene therapy becomes a reality.
Compared with the 2005 forum, this
edition was more interactive and
provided additional information on
bleeding disorders.
I would like to express my gratitude
to the CHSQ for giving me the
opportunity to participate in this forum
and learn more about these
disorders. §

Marius Foltea

FORUM (cont’d)

Let's bowl them over!
Get ready to knock down those pins
this year with the 4th annual Bowl-
a-thon that will take place in 2008.
Once again, we want to raise the
financial projection by increasing
the participation of our sponsors,
volunteers and their networks.
Dare to dream
The Dare to Dream for Hemophilia
project is on the move. Together,
we continue to encourage people
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This autumn I was able to take
part in an information session on
von Willebrand Disease that was
offered by the Canadian
Hemophilia Society in order to train
people living with this problem so
that they can then do presentations
to increase public awareness. It
was very enriching for me and I
got the chance to meet very
interesting people and learn more
about this disease. I'd like to thank
the National for allowing me to
participate.

I'd also like to take this chance to
wish a happy holiday season to
you and your families. May 2008
be filled with joy, health and
happiness!

Inhibitors Family Weekend

The weekend for families living
with inhibitors took place on
October 19, 20 and 21. Five families
attended. This year, the activity
was more centred on the children
than in the past to the delight of
everyone. It was a great success!

Two workshops related to medical
care were held. On Saturday, Dr.
George-Étienne Rivard,
hematologist, head of the
Reference Centre for patients with
Inhhibitors gave a session and on
Sunday, Nichan Zourikian,
phsyiotherapist and expert in
hemophilia care, gave the other
one.

At the start of each workshop, the
children got a chance to spend

some time alone with the presenter
and, for the first time, could ask
their own questions. It was a
magical moment and very helpful
for them. While the parents took
part in workshops, all kinds of other
activities were offered for the kids:
Halloween crafts, a meeting with
a witch, games and walks outdoors,
which the children appreciated.

During supper on Saturday
evening, a clown entertained the
kids, and gave everyone a chance
to have a good belly laugh and
allowed parents to talk with each
other and spend some time
together while their kids were
having fun.

All weekend long and during the
café-rencontre, parents dealt with
the question of their needs and that
of their children, and managed to
come up with some ideas that will
help the CHSQ better serve these
families living with the complex
reality of inhibitors.

I'd especially like to thank our two
volunteers, David Pouliot and
Martin Kulczyk who were present
throughout the weekend, both to
help with the children and to
animate the session for the
youngsters.

Thanks also to Marie-Claude Coté,
the volunteer responsible for this
activity, and Claude Meilleur, nurse-
coordinator at the Reference Centre
for Inhibitors, who both helped me
prepare the weekend !

We were also lucky enough to have
a visit from two physiotherapists
working with hemophilia patients
and who took the initiative learn
about inhibitors by taking part in
the workshops in order to be able
to better serve these families. So
thank you very much Chantal
Lapointe from Ste-Justine's Hospital
and Catherine Van Neste, from  the
Hôpital Enfant-Jésus in Quebec City.

Editor’s Note: See next page for
pictures of the weekend for
families living with inhibitors.

Social activities for families
with young children

On November 18, in the Quebec
City area, the social activity for
families with young children
between 0 and 6 years of age took
place. Six families took part for a
visit to the Museum of Civilization,
followed by lunch where families
gathered to talk and have a good
time together.

Thanks go to Isabelle Servais who
helped with the preparations for
this activity.

Four families registered in the
Montreal area and the activity will
take place December 9. There'll be
a show at the Botanical Gardens
and a visit to the Insectarium!

Upcoming Activities

Youth activity in the Quebec
City area

An activity will be organized for
the Quebec City area and
information will follow in the new
year.

2008 Family Weekend

Enclosed you'll find the registration
form for the family weekend, which
will take place March 28, 29 and
30 at l'Auberge Matawinie in Saint-
Michel-des-Saints. It must be
completed and returned to the
office by mail before February 15,
2008, along with your payment and
the completed membership
renewal forms.

As for the new rates for
participation this year, please see
the Editorial by the Executive
Director on page 3 of this issue.

Don't forget, places are limited and
it's important to send your forms
in before the deadline! §

gbeauregard@schq.org

by
Geneviève
Beauregard
Administrative
Services and
Program
Coordinator

CHSQ ACTIVITIES
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FAMILY WEEKEND FOR THOSE LIVING
WITH INHIBITORS IN PICTURES

Rates for Activities in 2008
Summer Camp
• Child with a bleeding disorder: $80
• Siblings: $130
• Friends: $365
Youth Activity
• $20 per person
Family Weekend for those Living with Inhibitors
• Adults: $55
• Children (under 18): $25
Social Activity for Families with Young Children
• $7 per person (child or adult)
Regular Family Weekend
• Adults: $55
• Children (under 18): $30
• Friends: $125S C H Q

As mentioned in the editorial on page 3, here is the table of the
rates for activities that apply for the year 2008.

Nichan Zourikian, physiotherapist with the hemophilia program as well
as the inhibitors program at CHU Sainte-Justine, also got a chance to
talk with the youngsters without their parents being present, something
they all appreciated.

Youngsters present at the workshop given by Dr. Georges-Étienne
Rivard certainly appreciated the chance to be able let down their guard
and talk with him, almost as if he was their grandfather…

Thanks go to all who helped out and made this weekend for families
living with inhibitors a success, including volunteers like David
Pouliot, seen on the right.
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PARENTS’ CORNER
What about sports?

parent, the child and the HTC in
order to ensure that, no matter
what, his safety is always the
priority and that any sport should
be practiced responsibly. Proper
equipment is essential (shoes,
skates, helmets, etc.) and one
mustn't skimp on quality.
Personally, we're very aware that
our son isn't quite like others and
that if he decides to play hockey,
as a mother, my heart will be
skipping beats, but we also believe
that he has to live his own
experiences and decide for himself
what suits him or not.
And finally, I want to take this
opportunity to wish all of you a
happy holiday season! May 2008
bring you happiness, prosperity
and, above all, health. If you have
any questions, comments or
suggestions for topics, feel free to
contact me by e-mail:
yanliz@ccapcable.com.
Happy winter! §

Oh yes, winter's here…
already. Bringing with it snow,
cold weather, snowsuits and wet
mittens, boots drying on the
radiator, cars buried in snow and
much more... But fear not, in 6 or
7 months we'll begin to see grass
if everything goes well. But let's
get serious!
We know that as parents who
have children with hemophilia,
we have to be vigilant about the
activities they choose. Knowing
that the great majority of
hemophiliacs are boys, we also
have to face their natural desire
to choose more 'aggressive'
sports.
I'll use the example of our son
Dylan who, at the age of four,
dreams of being the greatest
hockey player in the national
league and this, with little or no
influence from us. We could
discourage him, stopping him
from developing his passion for
this sport, but at what price? Will
he play with his friends later on
without our permission and also
without proper equipment? Will
he rebel against this condition
that stops him from taking part
in this activity that he's mad
about?
We decided to get him the best
protection possible (fitted skates,
elbow pads, etc) to learn how to
skate and to take it one step at a
time, safely. We also consulted
his hematologist during his yearly
checkup, who gave us a few tricks
to make sure he's safe. If he has
bleeds and pain after practicing
this sport, the chances are good
that he'll abandon it himself. If,

on the other hand, everything
goes well, then everyone will be
happy.
According to the magazine
Hemaware, March-April 2006,
with modern treatment for
bleeding disorders, it's possible
to take part in a number of sports
safely on condition that it's done
in a responsible manner.  Physical
exercise also has beneficial
aspects for a person with a
bleeding disorder, notably that it
reinforces the muscles thus
lowering the risks for joint bleeds.
According to this magazine, there
are 5 major rules to follow to
assure the safe practice of
physical activity:
1. Talk to your hematologist or
with the health care person at
your treatment centre.
2. Know the warning signs of a
bleed and how to properly treat
it.
3. Make sure to wear proper
equipment for the sport you've
chosen.
4. Start the activity slowly, for
short periods of time, to see how
your body reacts.
5. Do stretching exercises and
training to improve your
endurance and flexibility.
There are a number of activities
recommended for people with a
bleeding disorder:
• swimming
• walking
• golf
• cycling
• etc.
It's important to note that certain
sports are considered « to be
avoided or dangerous » for people
with a bleeding disorder. We're
talking about football, boxing,
wrestling, trampoline, etc. The
dangers related to these sports
are greater than the benefits of
the physical activity; they can
cause more harm than good.
I believe what's most important
is communication between the

by
Lisa-Marie Mathieu

yanliz@ccapcable.com
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Bernard-Soulier Syndrome
NURSES’ CORNER

Over the past two years, we've
presented a number of articles
about rare bleeding disorders. So
we'll continue in this vein with an
article about Bernard-Soulier
Syndrome.

This disease affects the ability of
blood platelets to stick together to
protect the place where the blood
vessel is injured. The number of
platelets is diminished and they
don't work normally. When you
look at them under a microscope,
these platelets look larger than
normal.

To be more precise, let's say that
Bernard-Soulier Syndrome is
caused by a deficiency in a protein
on the surface of platelets called
Glycoprotein 1b/IX/V. This protein
is necessary for the platelets to be
able to agregate around an injury
to a blood vessel. Because of this
deficiency, platelets can't form a
plug to stop the bleeding, and the
person bleeds longer.

This disease was discovered in
1948 by two French hematologists,
Jean Bernard and Jean-Pierre
Soulier, thus the name of this
disease. These two doctors
published an article explaining the
case of a child affected by a number
of hemorrhagic episodes during his
life. When the doctors looked at
this boy's blood under a
microscope, the platelets seemed
to be gigantic and the bleeding time
very long. A new disease was
discovered.
Bernard-Soulier is an inherited
coagulation disease. Thus it is
transmitted from parent to child.
This bleeding disorder is caused by
an abnormal gene. It is transmitted
in an autosomal recessive manner,
that is, the child must inherit the
defective gene from both parents
in order for the disease to manifest.
More specifically, the gene
responsible for Bernard-Soulier is
located on a chromosome not
responsible for the sex of the child.

and proper action. In the case of
severe bleeding, an intravenous
transfusion of platelets can be given.
This is a useful intervention in the
treatment of hemorrhages in
patients with Bernard-Soulier
syndrome. However, its use is often
limited by the formation of
antibodies that destroy the
transfused platelets.
The use of an antifibrinolytic agent,
such as Cyklokapron can help
control mucous membrane
bleeding. Over the past few years,
recombinant FVIIa has been used
successfully to control major bleeds.
However, the way in which this
product works in the case of
Bernard-Soulier syndrome isn't yet
well understood.
In order to reduce menstrual
bleeding in women, hormonal
therapy or taking oral
contraceptives have proven useful.
They help regulate the menstrual
cycle. The simultaneous
administration of Cyklokapron helps
diminish bleeding and slows down
the destruction of blood clots that
are formed.
In conclusion, though this bleeding
disorder is life-long, the rate of death
from hemorrhaging attributed to
Bernard-Soulier syndrome is low,
thanks to modern medical care. It's
highly recommended that people
affected be registered and followed
at a hemophilia treatment centre.
Thus they'll have rapid access to
prevention and corrective
treatment, depending on their
personal needs.
And finally, I'd like to take this
chance, on behalf of all Nurse
Coordinators in the Quebec
hemophilia programs to offer you
our best wishes for the holidays and
a happy new year in 2008! §

Consequently, this disease affects
boys and girls equally. Bernard-
Soulier syndrome is extremely rare.
It's estimated that it affects less
than one person in a million!
Bernard-Soulier syndrome is often
diagnosed when unusual bleeding
is observed in a newborn just after
birth, or during the first few years
of his or her life. The diagnosis is
confirmed by carrying out blood
tests in a laboratory. The main
symptoms of this disease are:
• Purpura (bruising on the surface
of the skin)
• Nosebleeds
• Bleeding gums
• Heavy menstrual bleeding
(menorrhagia)
• Sometimes: gastro-intestinal and
urinary bleeding.
Bruising is frequent but not
dangerous. Mucous hemorrhages
are the most difficult to treat and
menorrhagia is a major problem
in girls after
puberty.
Severe
bleeding
episodes are
usually
associated
with injury
or after a
surgical
intervention.
We also
know that
the severity
and
frequency of
these bleeds
are often
variable
from one
person to
another.
Treatment
options are
varied and
must be
carefully
chosen,
taking into
account the
advantages and inconveniences of
each one. The success of a
treatment is mainly based on quick

by Nathalie Aubin
Nurse Coordinator at the
Montreal Children’s Hospital
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FOCUS ON HEPATITIS C

organism at all times to kill any
bacteria, viruses and foreign bodies
that penetrate the bloodstream.
Will the right animal model
raise its paw?
Not only are vaccine manufacturers
faced with the challenges of
triggering an efficient response from
the immune system, they have few
animal models available to test their
product. Mice and rats have a
natural resistance to HCV.  In other
words, the virus cannot penetrate
their liver cells. Chimpanzees are
good candidates for HCV testing,
but their use is more expensive and
requires a lengthier research
process. A French team (INSERM U
668 from the Institut Pasteur) is hard
at work developing a “humanized”
mouse model with the financial
support of the Bill and Melinda
Gates Foundation. Ultimately, its
goal is to produce mice that will
carry human cells such as immune
system and liver cells. Should this
animal model prove to be usable,
vaccine manufacturers will be able
to expedite research and perform
multiple tests on a more cost-
efficient basis.
There are approximately six
pharmaceutical or biotechnology
firms that are actively working on
the development of a hepatitis C
vaccine. It is believed that only one
(i.e. Chiron) has reached the second
vaccine development phase.
As with any drugs, vaccines must
go through a three-phase research
on human subjects prior to being
approved for general use on patients
(the first phase can begin once their
effectiveness on animals has been
demonstrated):

Ever since the non-A, non-B
hepatitis virus - commonly referred
to as the hepatitis C virus (HCV) -
was first discovered in 1989,
scientists and physicians treating
patients infected with this virus
have been hunting for a hepatitis
C vaccine. Nearly twenty years
later, the sad truth is that the
development of this vaccine is still
proving to be much more difficult
than originally anticipated.
It quickly became evident that HCV,
like the influenza or the human
immunodeficiency virus (HIV), is
constantly transforming itself.
Scientifically speaking, it is highly-
mutagenic. In other words, it
mutates continually, thereby
defeating our body's natural
defence mechanisms.
Traditional vaccines against
diseases like measles work in
conjunction with the immune
system. The human body is
designed to protect itself against
invading foreign bodies. When
exposed to the measles virus or
any other foreign organism, the
immune system kicks into gear and
responds in two different fashions.
The humoral response is the
release of antibodies specific to the
intruder while the cellular response
is the activation of defensive cells
such as lymphocytes and natural
killers that surround and destroy
any foreign bodies.
Vaccination involves injecting
individuals with a very small dose
of the virus that triggers a protective
response from the immune system
without actually causing the
disease. Thanks to advances in
biotechnology, current vaccines
rarely contain a complete, live
organism. Nowadays, there are
attenuated vaccines.  For instance,
vaccines that provide protection
against bee venom can be made
from the various body parts of that
insect excluding its stinger. There

are also acellular vaccines that
contain select parts of the target
organism. In this case, the vaccine
manufacturer might decide to use
only the stripped yellow and black
abdomen of the insect as this would
be sufficient to accurately identify
the foreign body as that of a bee as
opposed to a common fly or
mosquito.
Although vaccination has been
primarily used to prevent future
infections (i.e. prophylactic
vaccination), there are new
vaccines that are specifically
administered to sick patients in
order to help them fight an existing
condition (i.e. therapeutic
vaccination). When it comes to
hepatitis C, a therapeutic vaccine
might stop or even reverse the
progression of liver disease.
Antibodies that become
obsolete in a flash
Although a wealth of information
about HCV has been acquired since
1989, there are numerous barriers
to developing a reliable vaccine.
Since HCV mutates very rapidly, it
prevents the immune system from
producing efficient antibodies.
Essentially, the antibodies that are
released to fight a specific strain of
HCV become obsolete as soon as
the virus mutates. Many
researchers are trying to locate
segments of this virus that are
identical in every strain, regardless
of any mutation. Just like the striped
yellow and black abdomen of the
bees, these identical segments
could be isolated to develop an
effective vaccine.  However, one
can imagine how challenging it can
be to find one or several identical
segments within the six HCV
genotypes and hundreds of
hepatitis C virus subtypes currently
known. To make matters worse,
these segments must be non-
mutagenic.
Given the difficulty in producing
efficient HCV antibodies, some
researchers are focusing their
attention on cellular immunity.
This approach consists in “over-
stimulating” the production of
defensive cells that patrol the

Anxiously awaiting the Hepatitis C vaccine

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.

by
Suzanne Champoux
Special Contribution
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 YOUTH ECHO

I was in Orlando, Florida on
Halloween this year to participate
in the Annual General Meeting of
the National Hemophilia Foundation
(NHF), the equivalent of the
Canadian Hemophilia Society in the
United States.
The reason I was at this event was
to take part in three training days
for young leaders organized by the
NYLI (National Youth Leadership
Institute, the NHF youth committee)
that was held at the same time as
the larger meeting. Also present
were Hélène Bourgaize, Director of
Volunteer Development and Human
Resources at the CHS, and Emil
Wijnker and Sarah Bradshaw, the
two co-presidents of the CHS

National Youth Committee.
I got to meet young Americans my
age who are very involved in their
community and who want to ensure
that there are future leaders. We
discovered a very friendly and close-
knit group. Created four years ago,
almost twenty young people assure
the viability of this committee, with
the support of a full-time employee!
On the menu for this long training
weekend were workshops on how
to make a presentation, conflicts of
interest, good organizational
techniques and much more.
The opportunity to observe and take
part in this training weekend will
be very helpful in developing our
own training weekend that will
soon take place in Canada. Young
people from across the country will
be invited and I hope that many
from the Quebec Chapter will
participate.
That's all for this edition; not much
about Quebec. But just wait; maybe
we'll be able to hold an activity in
the Quebec City area this winter.
We'll get in contact with those who
might be interested as soon as we
have more details. §

Three training days for young leaders
organized by the NYLI

FOCUS ON
HEPATITIS C (cont’d)

Phase I - The vaccine is tested on
a limited number of healthy
subjects (a few dozens) to ensure
its safety and identify any potential
side effects.
Phase II - Testing is then performed
on approximately one hundred
carriers of the target disease to
verify the vaccine's safety and side
effects.
Phase III - This clinical trial targets
a large number of patients (several
hundreds or thousands, depending
on the goal of the study).  During
this trial, the effectiveness of the
vaccine is compared to that of a
placebo (or another form of
treatment) while any side effects
are carefully monitored.

Once a hepatitis C vaccine has
successfully completed all of these
phases, it will be approved for use
on human subjects. At that point,
phase IV testing will begin to
monitor the hundreds of
thousands, if not millions, of
patients who will receive the
vaccine.
While it is unreasonable to hope
for the development of a
marketable prophylactic or
therapeutic hepatitis C vaccine in
the foreseeable future, the positive
results obtained by some of the
few research projects currently in
phase I and II lead us to believe
that this difficult task is no longer
impossible. §

RAISING AWARENESS,
CHANGING LIVES:

VWD TRAINING
WEEKEND FOR WOMEN

Von Willebrand is the most common
bleeding disorder, affecting
approximately 30,000 Canadians to
varying degrees. However, only 2500
people are actually registered at
hemophilia treatment centres in Canada.
On October 26-28, twenty women from
across Canada, including three from
Quebec, attended a VWD training
workshop in Montreal organized by the
Canadian Hemophilia Society. The goal
of the workshop, called Raising
awareness, Changing lives, was to give
women the skills to be able to do
presentations for the general public to
help raise awareness about this common
disorder. Once someone has been
properly diagnosed, preventive treatment
can make the difference between having
a simple medical procedure, such as a
tonsillectomy, or experiencing a severe
bleeding episode that can be life
threatening.
On Friday evening three women spoke
about the severe medical problems they
experienced because they weren't
diagnosed. On Saturday, Dr. Rochelle
Winnicoff, hematologist from St. Justine's
Hospital, presented the history, symptoms
and treatment options of von Willebrand
Disease. Then participants viewed the
presentation developed by the CHS
National program committee, before
participating in a hands-on practice
session where each person got to give
the presentation. The Sunday session
dealt with tips on setting up a kiosk, and
each group was given time to set up a
table and practice speaking with people
walking past. Brainstorming sessions
were also held to find out which groups
or locations could be possible for
presentations or kiosks, plus to share
the experiences of those who have
already done these types of activities.
The enthusiasm of this group was
contagious. Each person was determined
to learn how to get the message across
to help others get the information they
need to help control this bleeding
disorder and to change their lives. The
results were immediate. A woman from
PEI did 3 presentations and 2 newspaper
interviews. Kiosks were set up at blood
donor clinics and in shopping malls in
other provinces.
The Quebec Chapter hopes to hold a
training session in 2008. If you're
interested in getting involved, please
contact Genevieve at the office. You can
help change lives, especially for girls and
women, by raising awareness about this
bleeding disorder. §

P.S.
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energy and her friendship. Her
sense of humour is contagious
and she always has time for
anyone who calls. She has great
respect for volunteers and makes
them feel as if they really do make
a difference. She has a high
regard for teamwork, and
collaborates easily with medical
personnel and other
organisations.
Since her arrival with the CHSQ,
Aline has shown exceptional
dedication, always available to
help even during maternity leave,
and continues to lead and
counsel us, developing clear
working methods and
procedures, not only for the
present, but also to pass this
information on to future
employees and volunteers.
We in the Quebec Chapter are
privileged to be able to count on
a woman who is so energetic and
who rallies everyone to the cause.
 She makes those who work with
her better volunteers and better
people and this, in itself, is a great
quality.

IN A WORD
Aline Ostrowski Winner of
the CHS Pierre Latreille
Award

The CHS Pierre Latreille Award
is given to a staff member in the
Canadian Hemophilia Society
who shows skills, patience,
passion and accomplishments
beyond normal duties. Aline
Ostrowski not only meets these
criteria, but surpasses them.
Aline joined the Quebec Chapter
in January 2002, working as
Regional Coordinator and was
appointed Executive Director in
2004. Her work with the Quebec
Chapter has not only helped us
through difficult times, but also
allowed us to regroup and
reinvent our organisation. She
shares her knowledge and skills
willingly and is a master
negotiator with keen diplomatic
skills. She's a professional, and
treats everyone with whom she
works with great respect and
expects respect in return.
Aline is a passionate woman who
gives generously of her time, her

“ You continue to show us what
a priceless asset you are to our
cause, Aline. Thank you for all
your hard work, your dedication,
your humour and your
friendship.” §

P.S.

Aline Ostrowski, CHSQ Executive Director (on
left), receiving the Pierre Latreille Award from
Patrcia Stewart (on right), CHS Award
Committee President, during the Award Banquet
on November 24, 2007.


