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The CHSQ information
newsletter, L’Écho du facteur, is
celebrating its tenth anniversary
this year. Ten years of service and
information for members of the
bleeding disorders community is
worth highlighting…
It was in October 1993 that the
first edition of L’Écho du facteur
was published. The Program
Committee of the CHSQ, chaired
at that time by Pascale Vallée,
wanted to offer the community
an information tool it could count
on regularly that would help
increase both communication
between members and a feeling
of belonging to the organization.

With this in mind, they invited me
to become the editor in chief…
and I still hold this title!
The CHSQ no longer had an
official information newsletter
once Le Facteur/In Another Vein
had ceased production at the end
of the 1980s. The ‘older’ members
will surely remember this eight-
page newsletter published in both
official languages, whose editor
in chief was Jean-Pierre Roy.
In the meantime, in order to get
information out to its members,
the CHSQ simply photocopied
pages and sent them along with
mailings under the title: Quelques
nouvelles de votre section.
Suzanne Alajarin, wife of the late
Bruno Dostie, was responsible for
the original graphics of L'Écho du
facteur, the studious drop of blood
reading a newsletter, that you can
still see today as part of the
present logo.
The first edition had an English
and a French version, each eight
pages long. For the past five years,

each edition has been twelve
pages long. The page layout, done
by a member of staff for the first
two years, was simple enough,
but has been refined over the
years.
As a matter of fact, it’s a perpetual
challenge to make the newsletter
attractive and easy to read, while
still meeting our members’ need
for information.
I’d like to invite you all, especially
this year, to let us know what you
think about L'Écho du facteur. Tell
us about articles that have
touched you or have been of
special interest to you, or else
send us any ideas you think could
help improve the look or the
content of the newsletter.
It’s important that this newsletter
reflects your needs and your
preoccupations because it’s for
you.
Let’s get started on the next ten
years.  ∆
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The first
edition of
In Another
Vein in
May 1985,
the
ancestor of
L’Écho du
facteur.

The first
edition of
L’Écho du
facteur,
dated
October
1993. It’s
changed a
lot since
then…

Here are a number of looks L'Écho du
facteur has had in the past ten years. Which
one do you prefer?



The Executive Director of
the National office (CHS), Daniel
Lapointe, announced at the end
of March that he would be leaving
his position to take up a new
challenge as Executive Director of
the Canadian Institute of Actuaries
starting May 1, 2004. I’d like to
take this opportunity to highlight
his work and his contribution to
the Quebec Chapter.

Daniel began working for the CHS
in May 1999. Under his strong
direction, the national level has
made considerable progress in a
number of fields, thanks to his
good judgement, his leadership,
his dedication to our cause and
his experience. He has particularly
helped increase awareness of
Canadians for bleeding disorders,
von Willebrand Disease in
particular, thanks to the Bleeding
Disorders Initiative campaign. He

worked to strengthen the ties
between chapters and National, as
well as with our partners in the
pharmaceutical industry.

Daniel also played an important
role when Quebec was going
through some difficult times. He
offered his collaboration and that
of the employees at National while
we were going through a transition
period, without permanent staff, in
the autumn of 2002. Then he was
open to signing a service
agreement with the Quebec
Chapter to share human and
material resources, until we were
able to restructure our
organization. Of course we must
pay for these services, but their
value is substantially greater than
the amounts that are paid.

What’s more, he doesn’t really gain
from this agreement, since its
success isn’t taken into account
during his evaluation by his
employers, the members of the
Board of Directors of National, to
whom he is accountable.

Thank you, Daniel, for your open
mindedness and your sound
advice. Thank you for having made
yourself and your experience
available to the Quebec chapter
over the last 18 months and good
luck in your new position.  ∆
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ADVATE® licenced in
Europe

ADVATE®, a recombinant factor
VIII hemophilia product
manufactured without plasma or
albumin by Baxter, was approved
for market by the European
Commission. It is the first factor
VIII concentrate produced without
the use of human or animal plasma
protein or albumin in the cell
culture process, purification  and
final formulation.
This approval will allow Baxter to
market ADVATE in the 15 European
Union (EU) member states as well

as in Norway and Iceland (since
these two countries participate in
the evaluation procedure for new
drugs, by virtue of an agreement
with the EU). ADVATE received its
notice for compliance from the
American Food and Drug
Administration (FDA) on July 25,
2003. It also received authorization
for marketing in Switzerland from
Swissmedic on February 18, 2004.
In Canada, Advate has been
presented as a new drug before the
Health Canada Biologics and
Genetic Therapies Directory. A reply
is expected within the next few
months.  ∆

F.L.

•  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 : 500 in French, 130 in English

Legal deposit :  Bibliothèque nationale du
Québec, 2004.
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From these priorities come a
certain number of objectives that
should be met over the next three
years: maintain our role as the
watchdog of the blood system,
increase our membership,
increase the number of
volunteers involved in the
organization, diversify our
sources of funding and improve
our internal structure notably by
hiring a fundraising coordinator,
to name only a few.

The future looks bright for the
Society. The quality of staff, the
work of volunteers and the
support of the National office,
available when needed, lead us
to believe that we can get some
good work done.

However, we do need your
implication. “Volunteers are the
strength and continuity of the
organization” as our motto says.
Are you ready to take up the
challenge?   ∆

Last November, the Board
of Directors of the CHSQ
worked on a strategic planning
exercise. This exercise was
needed to adapt our services
and working methods to new
parameters.

A number of specific
orientations ensued which will
dictate our actions over the
next three years. These
priorities are:

1- Maintain our expertise and
presence in the fields relating
to the use of blood, its
derivatives and substitutes to
promote access, quality and
safety;

2- Promote and support
research into blood
coagulation;

3- Offer quality information and
education programs to all our
members, especially those with
a coagulation disorder.

A Strategic Plan for the
Next Three Years
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The future looks
bright for  the
Society. The

quality of staff,
the work of

volunteers and
the support of the
National office,
available when

needed, lead us to
believe that we

can get some good
work done.

The opinions expressed in the various columns are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address :
L'Écho du facteur, CHSQ, 625, President-Kennedy Avenue,
Suite 505, Montreal (Quebec), H3A 1K2
telephone : (514) 848-0666 or 1 877 870-0666      fax : (514) 848-9661
or by e-mail to the following address : info@schq.org
Web Site : www.hemophilia.ca
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by
Aline Ostrowski

Christmas Colouring Books
Before giving you news about the
2003 sales of Brimblehorn’s
Christmas, I want to offer a few
well-earned words of appreciation
to those who made this
fundraising campaign a success.
Thanks go out to all our sales
people and those who made
deliveries; thanks also to our
pharmaceutical industry partners,
to companies, to day-care centres,
schools, organizations and
everyone who sponsored our
project and/or bought copies.
By the end of the campaign we’d
sold just over 6000 copies, almost
2000 more than in 2002.
With the arrival of a staff person
on the CHSQ team this coming
March who’ll take charge of
fundraising, we’re confident that
we’ll increase our profits once
again during the 2004 campaign.
There’s no doubt that this activity
will always be a cooperative effort
and we need everyone’s help to
meet our objectives. We’ll talk
about this again next September!

Christmas Activity
During the weekend of December
13 and 14, two family activities
were held to celebrate Christmas,
one in Quebec City on Saturday
the 13th at the Galeries de la
Capitale, and the other in Montreal
on Sunday the 14th in a local
community centre.
In Quebec, young and old spent a
morning sharing a meal, playing
and talking thanks to the work of
Ms Chantal Roy, a volunteer who
has undertaken the organization
of this day. About twenty people
attended this enjoyable activity.
Thank you very much, Chantal,
for having taken the time and
energy to make this happen.

In Montreal, this activity was
reserved for families with young
children with hemophilia and
permitted a number of new
families to meet with other parents
and members of the CHSQ.
In both Quebec and Montreal,
these occasions were the
opportunity for a number of
families to take part in their first
CHSQ activity; we want to
welcome all of them and are glad
they have decided to join “our big
hemophilia family”. Staff and
volunteers will be happy to meet
any needs you have as best we
can and to welcome you to our
next activities.

2004 Family Weekend
The program for the key activity
of the CHSQ, which will take place
at the Auberge
Matawinie in
St-Michel-des-
Saints from
March
19-21, will give
everyone a
chance to take
part in
workshops that
meet their
needs. Thus, in
relation to
hemophilia
and
coagulation
problems, we’ll
have a
workshop
where a
number of
people will
share their
experiences of
living with
hemophilia, a
workshop on
home-infusion
techniques, another on the theme
of inhibitors as well as a café-
rencontre with a number of topics
for discussion.
What’s more, pharmaceutical
company representatives will be
present at kiosks to discuss their
various products.
As for hepatitis C, a workshop will
deal with the fatigue that often
plagues people with this problem

aostrowski@schq.org

and as well as those under
treatment.
And finally, an art-therapy activity
will take place and the traditional
Saturday night social will be led
by a professional. A weekend that
will be rich in information, sharing
and fun.

Summer Camp
Even though we moved the
registration date for summer camp
this year for young Quebec
hemophiliacs, their siblings and
friends, up to January, there are
still places available. Camp will be
held from Sunday, July 18th to
Friday, July 23rd at the Camp
Porneuf in St-Raymond-de-
Porneuf. Anyone interested is
asked to quickly get in touch with
the Montreal offices.

Scholarships for Young Quebec
Students
At least two scholarships worth
$1000 each will be offered to
Quebec hemophilia students by
the CHSQ for the 2004-2005 school
year. One will be funded by Bayer
and the other by Baxter.
Information on the procedure and
conditions will be sent with the
next edition of L'Écho du facteur.

Information Activity for
Members in May
In collaboration with our partners
in the pharmaceutical industry, we
will be organizing an information
day in May (date and location to
come) for our members.
Participants will be able to attend
a workshop that is part of the CHS
"Passport to Well-being" project at
the start of the day. During the
second part of the day, each
partner from the pharmaceutical
industry will have time to make a
presentation. You’ll receive more
information during the month of
April.

Changes in the CHSQ
In early 2004, Nathalie Charron left
her position as assistant to the
coordinator and I’d like to thank
her for the work she did for the
CHSQ since autumn 2002 and for

There are still
places

available for
summer
camp for

young
hemophiliacs
at the Camp
Portneuf in

St-Raymond-
de-Portneuf.
It will be held
fr om Sunday
July 18th to

Friday
July 23rd.

cont'd on next page >
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The establishment and
management of the
treatment regime

Under 1 year
For those with a known family
history, diagnosis is usually at or
before birth, so there is some time
to prepare for the first bleed.

For those without a known
history, diagnosis arises as the
result of a bleed (most commonly
around 9 – 12 months in the
survey) and there is much anxiety
as parents await the news and
then learn about haemophilia.

From the time that regular bleeds
begin, the history/no history
differential begins to fade, as all
parents become similarly
involved in managing their son’s
condition.

1 to 2 years
As babies become toddlers bleeds
tend to occur more often and lives
are frequently disrupted with
having to attend hospital for
treatment.

At this stage, many children find
the injections scary and painful.
Parents are becoming more
familiar with haemophilia and

how it affects their child and
family.

Establishment of a treatment
regime, initially with ‘on demand’
treatment administered at
hospital, but usually leading to
prophylactic treatment
administered at home, unless
complications arise.

3 to 4 years
The gradual introduction of home
treatment and prophylaxis are
transforming the majority of
families’ lives as trips to hospital
lessen and a relatively smooth
treatment regime becomes
established.

When veins are difficult to access
port-a-caths can be very helpful.
However, where port-a-caths

caused infections respondents
reported that this led to serious
disruptions, as did the occurrence
of inhibitors in a minority of cases.

4 to 5 years
Families continue to become more
confident around the
management of haemophilia.

If complications do arise, the
treatment regime is often thrown
into chaos until the difficulty
subsides or is resolved.

Parents are preparing for the start
of school. There is some
apprehension, often because they
worry about the teacher’s lack of
knowledge about haemophilia
more than haemophilia itself.  ∆

P.S.

her support on a number of
dossiers. Her position was filled
at the end of January by Geneviève
Beauregard who I’d like to
welcome to our midst; some of
you will meet her during the family
weekend and talk with her during
the year. It’s our pleasure to
continue answering your requests
and to work together to maintain
and improve the quality of services
offered by the CHSQ.

Departure of the National
Executive Director
Having recently learned of the
departure of Daniel Lapointe from
his position as Executive Director
of the CHS, I would personally like
to thank him for the collaborative
atmosphere he has instilled
between the employees of the
CHSQ and those at the National
level, as well as for his opinions

and advice that are always very
helpful.
We can only wish him success in
his new endeavours, something
about which we have no doubts.
Membership Card Renewal
Enclosed with this mailing you’ll
find your 2004 membership card.
Thank you for your membership
and the confidence you give to the
CHSQ.  ∆

Editor's Note : The following article by Pete Brown was published in the summer 2003 HQ,  The Haemophilia Society (UK) newsletter. He
surveyed parents of children under the age of five with severe hemophilia. Text choosen by Patricia Stewart.



The CHSQ works to make
sure that everyone living with a
bleeding disorder has access to
high quality care and free and
safe treatment through the
Hemophilia Treatment Centres
created in 1979. It also keeps
members informed on the latest
in medical information, as well
as offering social support to
families living with a bleeding
disorder.

Since 1985, we have also offered
our services to people living with
HIV or HCV, either from blood
products or a blood transfusion.
But none of this would happen if
it weren’t for the implication of
volunteers.

The following is taken from a
document written by Mohamed
Aris Hashim, Haemophilia Society
of Malaysia, and published by the
WFH in July 2003.
“Volunteers play a key role in not-
for-profit organizations. They
provide their time free of charge
allowing the organization to expand
its services and activities. They
provide valuable skills or talents
that the organization lacks. They
also bring valuable perspectives,
since they themselves often directly
benefit from the organization’s
work. Volunteers can inspire and
motivate paid personnel, presenting
an open, participatory image of the
organization, and spreading the
word about its work and its cause.“

Today, there is a declining interest
in volunteering. Some say that
people are more self-centred now,
or that volunteer work is not

valued in our modern,
materialistic society.

People often say they don’t have
the time in our demanding social
context. Another contributing
factor is the lack of government
policy to encourage and sustain
greater public involvement in the
community.

Why volunteer?

People volunteer for a number of
reasons. Some because they
believe in the cause or want to
help people. Volunteering is also
a great way to learn new skills
such as organizing meetings,
learning about long-term
planning and gaining experience
working with people.
Volunteering in an organization
is also a good way to have
immediate access to new
information on treatment as well
as assure quality medical services.

Volunteers can take an active role
in their treatment options or those
of their children. Still others want
to give back to an organization
that has helped them in the past,
and in so doing, help others.

But along with the benefits come
responsibilities. It is the
responsibility of a volunteer who
sits on a committee to prepare for
and attend committee meetings,
and, as much as possible, take an
active part in one of the issues.
This may be every six weeks in
the case of the Board of Directors,
or once or twice a year, for other
committees.

What can I do?

While some volunteers are
needed for short-term tasks, some
volunteers are needed  to sit on
on committees where you’ll be
asked for your opinion on actions
to be taken, or asked to take an
active part in a particular dossier.
The staff is there to do the
paperwork and keep tabs on the
overall programming and
finances. Staff also does a great

deal of the work taking your ideas
and suggestions and making them
happen.

Volunteers are called on for
specific needs, and new
committee members trained so
as to feel comfortable in their role.
Here is a short list of some of the
skills or interests needed in the
CHSQ:
• Organizational skills;
• Translation from English to
French or French to English;
• Ability and willingness to learn
about treatment issues;
• Medical or legal skills;
• Writing skills to contribute to
L'Écho du facteur;
• Fundraising and/or sales skills
or ideas to help improve our
financial situation;
• Selling colouring books;
• Organizing local events;
• Tending kiosks for visibility
about the CHSQ;
• Help with mailings.

So whether you have specific skills
to help organize activities or
fundraising events, manage the
organization, deal with treatment
issues or if you simply prefer to
volunteer a few hours every now
and then, please get in touch with
Aline Ostrowski at the CHSQ
offices and let her know.

Share your talents with others.
You may be surprised to find out
not only what you can accomplish
and but how much you can learn
in the process. You’ll also be
taking charge of your or your
child’s health matters. Staff is
there to support you and handle
the everyday organizational
needs.

Our motto is “Volunteers are the
strength and the continuity of the
CHSQ”.

Without volunteers, there is no
organization. It exists because of
and for people living with bleeding
disorders.  ∆
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by
Patricia Stewart

stewart.page@globetrotter.ca



Over the past few months, the
CHSQ has been working to find a
solution for the MSSSQ plan to
decentralize budgets for blood and
blood products to the 99 designated
hospitals. What’s more, this was the
subject of two editorials in this
newsletter (Vol. 11, no.1 and Vol. 11,
no.3).
Once again, the CHSQ is not against
the proposition that the budgets for
labile products (blood, red blood cells,
platelets, plasma) be transferred from
Hema-Quebec and allocated to
hospitals, but it is worried about the
transfer of budgets for coagulation
factors, and therefore a part of the
responsibility, to regional hospitals
which are simply drop-off points for
concentrates, prescribed by the
directors of hemophilia centers, and
where doctors have little expertise on
the follow-up for these rare and costly
products.
We propose the establishment of an
Integrated Program that would
regroup the four existing treatment
centres (which would become satellite
centres) as well as the treatment
centre for inhibitors and this, along
with the following four
recommendations:
• That a medical director with
expertise in hemostasis and the
treatment of patients with coagulation
inhibitors be named to head the
program;
• That the budget for coagulation
factor concentrates be associated with
the program and this latter have the
mandate to assure the prescription,
distribution and management of
adequate stock, as well as the removal
of products in the case of a recall;
• That the necessary financial
resources be allocated to the program

in order to defray the costs for proper
control of coagulation factor
concentrates;
• That a special budget, distinct from
that of the hospital, be affected to the
program in order to cover the cost of
human and physical resources needed
to run the satellite centres and that
this budget reflect the increase in the
clientele and the services offered.
Unfortunately, our propositions have
not been accepted. Here is a history
of the actions taken by the CHSQ and
the clinic directors in this dossier over
the past months:
26-06-2003: Presentation of the
Quebec Integrated Hemostasis
Program during a meeting in Montreal
with the Blood System Secretariat
with the participation of two clinic
directors.
02-07-2003: Presentation of the
Quebec Integrated Hemostasis
Program during a meeting in Quebec
with the political attaché for the
Minister of Health, Mrs. Julie
Quenneville, and Mr. Russell Williams.
11-11-2003: Teleconference with the
Blood System Secretariat to exchange
ideas.
20-11-2003: Meeting with Mr. Russell
Williams, Liberal deputy for Nelligan,
to update him on the situation and
ask for his advice. He understands
our point of view and agrees to
discuss it with the Minister of Health.
05-12-2003: A letter is written and
signed by the Directors of the
treatment centres to the Blood System
Secretariat; the importance of not
decentralizing budgets to exterior
hospitals, but to those where a
hemophilia centre exists is mentioned,
as well as the importance of having
treatment centres retain their
mandate for prescription.
08-01-2004: Meeting with the Minister
of Health, Mr. Philippe Couillard, in
Quebec. Notes were taken by the
Minister, which he qualified as valid
arguments:
• Recognition of the expertise
developed by the hemophilia
treatment centres and the importance
of reinforcing this mandate by
increasing the budget allocated for
human resources.

• Hemophilia treatment centres should
control the prescription of
concentrated coagulation factor
products and, consequently, the
budgetary responsibility would be
linked to this prescription.
• In the case of a product recall, the
hemophilia treatment centres should
be the authority that, as in the past,
manages this process.
08-01-2004: Mailing of a letter written
and signed by the treatment centre
directors to the CHSQ clarifying their
position in relation to the programme:
in principle, they are in agreement as
long as the quality of care is favoured
as well as the optimum management
of products.
23-02-2004: Receipt of a letter from
the Minister of Health, Mr. Philippe
Couillard, showing an open-
mindedness to our request for an
increase in resources for hemophilia
centres, but mentioning the fact that
the management of coagulation
products is under the responsibility of
the hospital centres where these
products are distributed.
09-03-2004: Telephone conversation
with the Coordinator of the Blood
Secretariat, Dr. Ann Fortin, during
which she shows no opening for our
Integrated Program project.
We must now establish a strategy that
can show that our program is better,
that it doesn’t create a precedent in
the field and that the system that will
be instituted by the Ministry at the
beginning of April is at risk for failure.
We invite you to be very attentive,
over the next few months, to any
problem with the system: for example:
- In the case of recall or withdrawal
of concentrates
- In the case of a need for concentrates
in an emergency room
- In the case of a need for concentrates
in a hospital other than a hemophilia
centre
- In the case of a problem with the
distribution or delivery of concentrates.
This would constitute concrete cases
contributing to prove that the solution
put forward by the Minister isn’t viable
to the interest of the users. The CHSQ,
along with the CHS, intends to do
everything possible to arrive at a
solution that is satisfactory for
everyone.  ∆

larochef@sympatico.ca
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Once again, I’m going to
interrupt the series of articles on
rare coagulation deficiencies. I want
to share something that I feel is
important to possible carriers of
the severe factor VIII or IX
hemophilia gene. So I’m talking to
sisters, aunts and cousins on the
maternal side of hemophiliacs
where their mother is a carrier. This
is at least 90% of the cases. What’s
more, this is also relevant for
descendants of the daughters of
hemophiliacs.

For the past three years, a genetic
study led by Dr. Lillicrap,
hematologist at Queens University
Hospital in Kingston, Ontario, has
been carried out to identify all
mutations responsible for severe
hemophilia A and B in Canada. This
study is funded by federal research
grants and will end in June 2004.
This study has made it possible for
the majority of severe factor VIII or
IX hemophiliacs to know the exact
mutation responsible for their
condition.

All female members of these
families have free access to a
molecular diagnosis until June
2004, allowing them to establish
with certitude whether or not they
are carriers of hemophilia. The
molecular tests used in this study
are sophisticated and expensive;
most of these tests are not available
elsewhere in Canada.

For 50% of severe factor VIII
hemophiliacs, it is relatively easy
to identify their mutation in a
regular molecular biology
laboratory. In these cases, a part of
the gene responsible for the factor
VIII deficiency (intron 22) is
inversed. It’s as if a nose was
upside-down on a face. It’s easy to
see and understand that this organ
can’t work. It’s what’s referred to

at risk of being a carrier. If it’s
affirmative, an appointment, blood
tests and the results should be
available within a few weeks.

Why is it so important to know your
status as a carrier? There are two
reasons to justify this action.

The first reason is that the diagnosis
as a carrier of severe hemophilia
implies a 50% possibility of having
a son with severe hemophilia. If a
woman should become pregnant,
couples must choose between two
separate options.

She can carry the pregnancy to term
and know the diagnosis only when
the child is born. By knowing the
carrier status of the patient right
from the start, the obstetrician,
working with the team from the
hemophilia treatment centre, can
provide proper care during
pregnancy and plan for the birth of
the child under safe conditions.

The couple can also opt for prenatal
diagnosis and termination of the
pregnancy in the case of a foetus
with hemophilia. It is essential that
the diagnosis be established early
on in the pregnancy so as to avoid
the patient having to go through the
inconveniences of a late abortion.

Thus it’s imperative to advise
hemophilia treatment centre
personnel as soon as the pregnancy
is confirmed, usually around the 5th

or 6th week. This allows the
molecular biology laboratory staff
to gather the material needed to
identify the specific gene for this
family during chorionic villus biopsy
(taking cell samples from the
placenta through the vaginal
passage). This is planned by the
genetic and gynecology-obstetrics
team at the 11th week of pregnancy.
Results are available at around the
13th week.

To meet this objective, the patient’s
carrier status must be known at the
start of pregnancy, as well as the
specific mutation. Otherwise, while
it is possible to accelerate the
process by requesting a priority for

as the intron 22 inversion or the
flip.

In order to find out if a woman is
a carrier in these families, one
simply looks for the flip on a blood
sample. It’s a test that’s fairly
simple, and only requires a few
weeks delay.

The only laboratory in Quebec
where this test is presently carried
out is at Ste-Justine’s Hospital. For
the other half of the severe Factor
VIII deficiencies, and all factor IX
deficiencies, the identification
technique for the mutation can be
very complex. This technique
sometimes requires many months
of work, despite state-of-the-art
equipment and a highly qualified
team of professionals.

In order to identify the mutation in
a potential carrier, it first has to be
identified in the hemophiliac in the
family. Ideally, all blood specimens
from the family
of origin should
be sent at the
same time. Thus
the technicians
can look for the
corresponding
mutation in the
other members
of the family.

course, all
results are kept
on file. People
who may be
carriers and who
haven’t been
tested should
take advantage
of this study by
communicating
with the Quebec
treatment centre
of their choice.
This centre
should
preferably be the
one where the
hemophiliac(s)
in the family is/are treated.

The nurse, using the family tree
collated at the time of diagnosis of
the first hemophiliac in the family,
will verify that the person is actually
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by
Claudine Amesse
Nurse coordinator at the
Hemophilia Centre in
Ste-Justine's Hospital
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(intr on 22) is

inversed. It’s as
if a nose was

upside-down on
a face.

It’s what’s
referred to as
the intron 22
inversion or

the flip.

cont'd on next page >



genetic analysis, it will be a
challenge to have the results in
time for the 11th week of pregnancy.

Amniocentesis (punction of
amniotic liquid through the
abdomen) between the 14th and
16th week of gestation is the second
alternative. It takes four weeks after
the test to get the results, which
would imply an abortion at the 18th

to 20th week of pregnancy. All these
delays can be avoided with an
investigation carried out at the
hemophilia centre before
pregnancy.

The second reason why it’s
important for carriers to know their
status is the possibility that they
are symptomatic carriers. Since
carriers have only one gene that

functions properly compared to two
in non-carrier women, they can
have a low level of factor VIII or
IX. Some may present with
coagulation problems like mild
hemophilia.

In women, these symptoms are:
heavy menstrual bleeding, frequent
bruising, and important bleeding
following surgery or serious injury.
All these inconveniences can be
controlled or prevented by
establishing a diagnostic and
individual treatment plan at a
hemophilia centre.

I suggest that all hemophiliacs and
those related to a hemophiliac
contact all the females in the family
likely to be carriers (cousins, aunts,
granddaughters of hemophiliacs)

to share the contents of this article
with them. If they don’t know their
status, I encourage you to convince
them to contact your hemophilia
centre. Thus you can avoid many
problems and allow them to make
an enlightened decision in a timely
manner.  ∆

To keep abreast of upcoming
activities, you can log on to our
website www.hemophilia.ca
and then look under "Provincial
Chapters" and click on
"Quebec". You'll find the latest
information on the CHSQ.

Here are a few events and dates
to write down in your diary.

2nd Canadian Conference on
Hepatitis C

The Second Canadian Conference
on hepatitis C will be held in
Vancouver on March 27-30, 2004.

The theme of the conference is
"New Knowledge, New Hope".

CHS Annual General Meeting

The Annual General Meeting of
the Canadian Hemophilia Society
will be held in Toronto on
Saturday, May 29th, 2004, at the
Renaissance Toronto Airport
Hotel, 801 Dixon Road, Etobicoke
(Ontario).

The hotel is 10 minutes from
Pearson Airport.

All chapter members are
welcome to attend the CHS AGM.

WHF World Congress in
Bangkok

The World Federation of
Hemophilia 2004 International
Conference will take place in
Bangkok, Thailand on October
17-21, 2004.

You can register on the WFH
website www.wfh.org or receive
a registration form by calling
them at 514-875-7944.    ∆

P.S.
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experience of the disease is different
for each child, from one extreme
where a child had to spend many
days at the hospital during his first
year of life, to a case where the
diagnosis with this same disease for
another child didn’t occur until the
age of two.
These two activities, though very
different, were interesting and
allowed us to meet young,
courageous parents, to share our
lives and our worries and share a
common objective, to deal with this
disease. Sharing information is easy
and direct.
We also realized that even though
children have the same diagnosis,
severe Type A hemophilia, each
child’s case is different depending
on his luck, problems that arise and
the way he deals with treatment.
Each will live his life his own way.
We saw that we aren’t the first and
only ones to face this disease.
We also got to see that Santa Claus
still exists and once again was very
generous, since each child received
a beautiful gift and had a good time.
On behalf of all the participants, I'd
like to congratulate Chantal Roy who
organized the activity in Quebec City
and Aline Ostrowski for the one in
Montreal as well as their helpers. We
were able to have some memorable
moments and hope that these
activities will continue because new
challenges arise as the child ages.
As soon as one problem seemed to
be solved, parents can do home
treatment, the child enters day-care,
he climbs higher and runs faster, he’s
stronger, develops his personality,
problems arise and it’s very enriching
to be able to take advantage of
others’ experiences, failures and
successes. The fact is that there aren’t
many of us living with this disease
and information on how to prevent
unpleasant situations is precious. I’m
still looking for a way to get the word
out.
I’m already looking forward to seeing
you again. See you soon!  ∆

Jérémy Laganière
and his parents

This year, the Christmas social
activities were specially organized
to integrate families living with a
recent diagnosis of hemophilia. Here
are some comments from André
Laganière and his wife, Chantal,
who were able to attend the get-
togethers organized both in Quebec
and in Montreal, last December.

We were both surprised and
confused to learn in June 2003 that
our second son, Jérémy (6 months)
had severe Type A hemophilia. As
parents, we asked ourselves a lot of
questions and especially: how do
we live with this disease?
Luckily, we were able to count on
the hemophilia treatment centre in
CHUS to tell us about the disease,
give us documents, make it easier
for us to get treatment at the hospital
in Drummondville, and take many
hours to answer all our questions.
Then, the Hemophilia Society put
us in contact with other parents. It
was then that we were able to talk
about our feelings, our children,
protection to use, good and bad
times, realize that aren’t the only

ones living with this disease and
take advantage of their experience,
a priceless source of comfort and
support. The Christmas activities in
Quebec and Montreal were another
occasion to learn more and share
with other parents, members of the
CHSQ and this is actually what I
wanted to talk about in this article.
The party in Quebec was held at the
Galeries de la Capitale, in a very nice
room in the IMAX theatre. There
were games to start things off and
break the ice. An excellent
MacDonald style meal was served
and then gifts were distributed to
the children. After that, there were
discussions amongst the couples,
where everyone spoke about their
personal experiences, injuries,
equipment, treatments for factor VII,
VIII and for inhibitors, other rarer
problems, research into new
treatment, etc. Then we were able
to go and enjoy the rides with the
children for free.
It was very interesting, but difficult
to listen to the adult hemophiliacs
who were present talk about the old
treatments, long stays in the hospital,
to see their damaged joints and, at
the same time, to realize the strength
of their determination. We met some
exceptional people with
extraordinary spirits who don’t
deserve to suffer, because, in part,
it’s thanks to their lack of adequate
treatment that research into this field
has gone on to allow our children
today to benefit from better care and
to hope for a better quality of life.
The party in Montreal took place in
a community centre around a buffet
and there were babysitters to amuse
the children in a nearby room
(drawing, games, animation, etc).
Gifts were distributed to the children.
The time I personally liked best was
when everyone introduced
themselves at the end of the meal
and spoke about their easy and not
so easy experiences, the diagnosis
of the disease, injuries, hospital
waits, the numerous tries to find a
vein, various treatment with factors
VII, VIII and also for inhibitors, the
lead up to adolescence, etc. We
discovered that the diagnosis and
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first peginterferon and ribavirin
treatment.

The Human Genome Sciences firm
has used a technology that it
developed, albumin fusion, a
blood protein that has a 20 day
lifespan, in order to increase the
activity time of interferon. Studies
show that the half-life of
Albuferon® is 145 hours, that is,
6 days, compared to 40 to 80 hours
for peginterferon (the half-life is
the time it takes for the
concentration of the drug in the
blood to be halved).

Vertex, on the other hand, is
looking to develop a drug that will
inhibit an enzyme in the body that
the virus needs to multiply cells.
Merimepodib® (VX-497) is an
inosine monophosphate
dehydrogenase inhibitor (IMPDH).
Under this intimidating name lies
a mechanism similar to that of
ribavirin that will thus work in
synergy with the latter. First results
in phase two studies in the United
States on 85 subjects show that
after 24 weeks of treatment the
addition of Merimepodib has
increased the response to
treatment from 33% (peginterferon
+ ribavirin + placebo) to 86%
(peginterferon + ribavirin +
Merimepodib). It remains to be
seen if the virus reappears or not
after treatment is stopped. Vertex
hopes to be able to start a phase
III study in 2004.

Researchers have shown an
interest in adding epoïetine alfa,
a molecule similar to EPO used
illegally in the cycling world, to
treat the anemia associated with
ribavirin. The study carried out
with 186 patients who developed
anemia under treatment with the
association of interferon and
ribavirin showed that EPO allowed
these patients to get higher doses
of ribavirin while maintaining a
good level of red blood cells.

There is no perfect treatment
for hepatitis C; thus research is
ongoing. While there’s no
revolution on the horizon,
interesting molecules in humans
are being studied.

The first molecule that could be
marketed is that which modulates
the immune system, thymosine,
by the SiClone company
(Zadaxin®). Two phase III studies
including a total of 1000
participants are ongoing in the
United States. Subjects randomly
receive a combination
peginterferon plus thymosine or
peginterferon plus a placebo for
one year. Results should be
available at the end of 2005.

Viramidine®, manufactured by
Valeant Pharmaceuticals, has
recently started phase II studies.
The goal here is to replace
ribavirin. This implies what is
called a prodrug, meaning a
molecule that has to be
transformed in the body to
become an active drug.
Viramidine is a ribavirin prodrug
that offers the advantage of being
specifically transformed by the
liver cells which should diminish
the normal toxicity of ribavirin on
blood cells. The two phase III
studies will each include 1000
patients. Viramidine will be
compared to ribavirin in
association with peginterferon.

Another molecule that is causing
some hope is BILN 2061 from the
German company Boehringer
Ingelheim. This is a protease
inhibitor, an enzyme essential to
the multiplication of the HCV. The
inhibition of the enzyme essential
for replication of the virus is the
basis of the success reported for
treatment of HIV.

This first HCV protease inhibitor
was discovered in Canada, at the
Boehringer Ingelheim research
and development centre located
in Laval (Quebec). However, BILN
2061 is only at the beginning of
its road through the numerous
clinical trial paths. It has only been
tested on about twenty patients
who received it for two days.

For its part, the Isis Company is
interested in a very different
approach. This involves the use
of anti-sens, this being a tiny piece
of genetic material, which would
stick to the genetic code of the
virus to neutralize it. The Isis anti-
sens carries the code name ISIS
14803. A phase II study is being
developed in the United States.
The molecule is offered to 40
patients who already failed the
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A drug doesn’t arrive by
chance on the pharmacy’s
shelves. It is subject to a
severe selection process.

5000 different molecules in
pre-clinical trials are tested

(on cell cultures or on
animals) in order to get 5

that will be tested on
humans. Of these 5

molecules, only one will go
thr ough the three clinical
trial phases (phase I, II and
III) and will be appr oved
for marketing. A drug that
has already been sold may

be removed from the
shelves because of a serious
secondary effect, unknown
until then, which has made
its administration too risky.

cont'd on next page >

Editor's Note : The following section is a follow-up to the previous Hepatitis C Bulletin whose last issue (vol.4 no.2), published in summer
2003, coincided with the end of the Health Canada grant. This column is reserved for information on hepatitis C and its treatment. We’d like
to thank Ms Suzanne Champoux who agreed to continue working with the CHSQ. Those who want to continue receiving this information must
join the CHSQ at the following annual rates: full membership: $40 or information service only: $25.



See you 
soon!

For those who have heard about
research with amantadine, an
antiviral with a certain efficacy
against the flu, an American study
carried out on 171 patients
reported no difference between
those who received amantadine
with interferon and ribavirin and
those who received a placebo.

To keep up to date, the HIV and
Hepatitis website at this address:
www.hivandhepatitis.com/index.html
is your best choice. In the
"Hepatitis C" section, under “New
stories”, there is a wealth of
choice.  ∆

At the beginning of February,
the Honourable Judge Daniel H.
Tingley of the Quebec Superior
Court approved a ruling in the class
action suit filed by people infected
with the hepatitis C virus (HCV) as
a result of a blood transfusion or
from blood products before
January 1, 1986 and between
July 2, 1990 and September 28,
1998.
Thus, under this ruling, members
of the group who received an initial
payment of $10,000 under the
terms of the Support Program for
infected people offered by the
Quebec government on July 28,
1999 will now receive a
supplementary amount of $14,500.
What’s more, those persons who
are admissible but have not yet
received any payment are eligible
for a total amount of $24,500.

The spouse and children of these
people are also eligible if they
contracted HCV from this person.
An amount of $500, already
deducted from the amount offered
to each person, will be used to cover
legal fees. The Quebec Health
Insurance Board (RAMQ), who
manages the program, will issue a
cheque for $14,500 in the coming
months to members of the group
who have already received the first
$10,000 and this, with no other
formalities.
As for people who have yet to
receive any amount even though
they are eligible, a cheque for
$24,500 will be paid once their claim
has been approved. You can obtain
these forms from the RAMQ by
calling one of the following
numbers:
Quebec City area : (418) 646-4636
Montreal : (514) 864-3411
Elsewhere (toll free) : 1 800 561-9749

A complete copy of the ruling can
be obtained at the following
website:
www.lauzonbelanger.qc.ca
or by contacting the lawyers for the
class action at the following
address:
Lauzon, Bélanger, Lawyers
511, Place d'armes - Bureau 200
Montreal (Quebec ) H2Y 2W7
Telephone (514) 287-1000

F.L.

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

these pharmaceutical companies:
Novo Nordisk and Baxter

and also thanks to Wyeth and Bayer
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