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recommendation of the Report
of the Krever Commission of
Inquiry on the Blood System in
Canada. This constitutes a
victory for the CHSQ and for all
future victims of bodily injury
following the injection of a
product contaminated by a
known or, especially, a
currently unknown pathogen.
Compensation will be based
on that called for by the Société
de l'assurance automobile du
Québec in the case of traffic
accident victims:
“Compensation will be the
same as that provided for by
the Automobile Insurance Act
and its regulations, with the
necessary modifications.”
As for Héma-Québec, this Act
is also good for the blood
service since the Quebec
supplier has had to pay
“insurance premiums worth
over ten million dollars since
its creation in 1998” to protect
itself against any eventual
lawsuit and this, “even though
not one claim for a defective
blood product has been made
to date.”
Quebec is the first province to
implement this plan whose

L ast November 18, the
Quebec National Assembly
finally adopted Draft Bill 24.
This Bill assures modification
of the law respecting Héma-
Québec and the Hemovigilence
Committee whereby a no-fault
compensation program is
created for people who are
injured following the
transfusion of a product
distributed by Héma-Québec.
In fact, according to this bill,
“The Minister must
compensate, regardless of
liability, a victim of bodily injury
caused by a defect in or
contamination by known or
unknown pathogens of a
Héma-Québec product.”
This means that the Quebec
government is now
implementing the first
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principal objective is to
guarantee everyone equitable
compensation without having
to go through a legal process.
Access to compensation for
these people will be universal,
made easy and quick.
More information as to the
details of this law and the date
it comes into effect will be
presented in the coming
weeks. §

CREATION OF A NO-FAULT
COMPENSATION PROGRAM

For victims injured following the transfusion of a product
from Héma-Québec

Deadline to submit a claim
for both Hepatitis C
Compensation Plans

Please note that the deadline to
submit a claim for both Hepatitis C
Compensation Plans is June 30,
2010.
You can submit your claim to the
1986-1990 Class Actions Settlement
if you were infected with Hepatitis C
through the blood system between
January 1, 1986 and July 1, 1990 or
to the Pre-1986/Post-1990
Hepatitis C Settlement Agreement if
you were infected in Canada prior
to January 1, 1986 or between July
2, 1990, and September 28, 1998.
Here are the Internet references for
both programs :
www.hepc8690.ca
www.pre86post90settlement.ca
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A WORD FROM THE
EDITOR

The year 2009, which has
just ended, was filled with
events, and in particular, the
50th Anniversary of the founding
of the CHSQ and the
30th Anniversary of the creation
of our hemophilia treatment
centres. A number of activities
took place to highlight these
important milestones and we
thought we'd take a look back at
this year, which you can read on
pages 6 & 7.
The front page is dedicated to
news that will please many
people: the creation of a no-fault
compensation scheme for
possible future victims injured by
a blood transfusion from Héma-
Québec. A bill that has long been
demanded by both CHSQ and
Héma-Québec, it means that
Quebec can finally meet the first
recommendation of the Krever
Report.
Other important news is the
decision of the American
government to lift the ban on
travel to the United States for
people who are HIV positive.

This ban, which has been in effect
for 22 years, caused many of our
members to think twice before
taking a trip south of the border.
See the full text on page 12.
You can also read impressions
from CHSQ delegates to the World
Federation of Hemophilia (WFH)
Global Forum held in Montreal
last September 24 & 25 on
page 9.
I'd like to bring your attention to
page 4 with the call for
applications to recruit CHSQ
delegates to attend the XXIX WFH
Congress that will take place in
beautiful Buenos Aires, Argentina,
from July 10 to 14, 2010. Three
people will be chosen by our
selection committee to participate
in this biennial event that's so
appreciated by the international
hemophilia community. Send in
your application before
January 29, 2010.
And finally, I'd like to take this
opportunity to wish one and all a
new year filled with health,
happiness and success. §
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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, 10138, Lajeunesse, Suite 401,
Montreal (Quebec) H3L 2E2
Telephone: 514-848-0666  or
              1-877-870-0666
Fax:            514-904-2253
or by e-mail to the following
address:  info@schq.org
Website: www.hemophilia.ca

•  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: 250 in French, 100 in English

Legal deposit:  Bibliothèque nationale du
Québec, 2009.

Happy
New Year!
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EDITORIAL

a presentation of the volunteer
of the month, a photo contest
and an on-
line survey
with a prize
to be won
as well as
useful
information
for the
whole year.
It'll be just
as useful for
kids as it is
for adults…
so we
encourage
you to make
it YOUR
household
calendar
agenda.
From now
on, our
family
weekend
will be
known as
Rencontre
CHSQ 2010.
This
traditional gathering of members
to get information and recharge
their batteries, will take place at
the Auberge Matawinie in Saint-
Michel-des-Saints from March
19 to 21. There'll be lots of
surprises you won't want to
miss…so don't forget to register
in time.
Starting in spring 2010, the CHSQ
will offer a variety of programs
and services, such as the Planned
Giving Program, Life-Insurance
Program, Travel-Insurance
Program and the New Blood
Program.
A summer camp exclusively for
children with hemophilia and

Two thousands and nine,
the year of the 50th Anniversary
of our founding, was an active
and festive year, as you can
read in the article Retrospective
of CHSQ 2009 Activities on
pages 6 & 7 of this issue.
We're starting the year 2010
not by listing resolutions we
hope to achieve, but by
confirming formal agreements
for developing the organization
and the welfare of all its
members.
Administrators, employees,
active volunteers, corporate
spokespeople from the CHSQ
Ambassadors Counsel, in
partnership with our valued
partners, have all agreed to
efficiently develop the
organization and this, to the
benefit of our members.
I'm pleased to announce that
a CHSQ calendar agenda is
being prepared for the year
2010 and will be distributed to
all members free of charge in
the month of March. The high
quality of this 13-month
calendar agenda (March 2010
to March 2011) will ensure the
visibility and information about
CHSQ programs and activities
in your home. For the year
2010-2011, the 13 superb
photographs are the work of
Dylan Page, a professional
photographer known to the
hemophilia community. Inside
the calendar agenda, you'll find

their siblings will take place
once again at the Camp Trois-
Saumons in Saint-Jean-Port-Joli
for a second consecutive year.
We've chosen to organize an
activity for teens and young
adults next summer to meet the
needs of this very particular
group. 
The Inhibitors Weekend will
take place in October at a new
location and, for the first time,
will include a 'mini camp' for
the children. They'll get to enjoy
a program with activities
adapted to them while parents
will be able to recharge their
batteries and get the latest in
medical information.
As an organization serving the
cause of people affected by a
bleeding disorder, we will hold
a number of information
sessions on von Willebrand
Disease. We'll highlight
International Hemophilia Day
on April 17, 2010. We'll
commemorate the tainted blood
tragedy on October 27, 2010,
with the planting of a tree and
installation of a plaque in a
number of public areas in
Quebec.
There's a lot more to tell, but
especially to accomplish, since
the year has barely started.
We have every intention of
achieving these goals for you
and with you, with sincere
thoughts of our friendship for
each of you.
In the meantime, on behalf of
CHSQ employees, I'd like to
offer you our best wishes for a
great year with family, with
friends...and with each other! §

by
Robert Larue
Executive Director

CHSQ Plans for 2010

rlarue@schq.org
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Joining the CHSQ brings you a
wealth of advantages! Encourage
your family and friends to join, too.

For information:
Geneviève Beauregard
514-848-0666, local 21

2010 Summer Camp:
Junior Counsellors Wanted
Summer camp for young
hemophiliacs and their siblings will
take place from August 8 to 13,
2010, at Camp Trois-Saumons in
Saint-Jean-Port-Joli, under the
direction of Maxime Lacasse
Germain.

We have two (2) positions as junior
counsellors to fill for this camp,
offering an incredible experience.
If you're between 16 and 18 years
of age and are interested in being
a junior counsellor, let us know
why you're interested and when
you're available by contacting
Geneviève Beauregard right away
at 514-848-0666, local 21
or by e-mail at
gbeauregard@schq.org.

CHSQ 2009 Volunteer Awards
The role of volunteers in the CHSQ
has always been the strength of
this organization. While people
don't do volunteer work to receive
praise, it's only fitting to recognize
the value of their dedication and
their hard work over the years.
Without volunteers, the CHSQ
wouldn't exist, nor would the
support it offers families living with
bleeding disorders, and the quality
of comprehensive care people with
bleeding disorders in Quebec enjoy
would not be available at the same
level.

There are four different awards,
each one for a specific type of
service: Volunteer of the Year,
Award of Appreciation, Honorary
Member and Life Member. You can
read the criteria for each one on
the form included in this mailing.

If you feel someone should be
recognized for his or her special
contribution as a volunteer to the
society, please complete the form
and send it to the CHSQ offices by
February 15, 2010, either by mail,
fax or e-mail. Coordinates are on
page 2. §

CHSQ ACTIVITIES

Family Weekend:
RENCONTRE CHSQ 2010
We'd like to remind you that the
CHSQ Family Weekend will take
place March 19 to 21, 2010, at
the Auberge Matawinie in
Saint-Michel-des-Saints.

All members of the CHSQ received
a registration form for this activity
by mail and e-mail in January 2010.
We encourage you to register as
soon as possible, since places at
the Auberge are limited and in great
demand!

For information:
Geneviève Beauregard
514-848-0666, local 21

Renewal of your CHSQ
Membership
Last December, we sent you a
renewal form for your CHSQ
membership. Have you returned it
yet?

Starting this year, your membership
with the CHSQ will be valid for two
(2) years, for which you will receive
an official membership card. We
wanted to simplify and accelerate
the membership request process
by sending you a personalized
registration form in your name,
which includes the information you
gave us at the time of your last
request.

Please verify this information. If
there are no changes, sign and
return the form immediately to the
CHSQ office. As of 2011, you will
be able to renew your membership
electronically!

Membership in the CHSQ is free
and you'll receive L’Écho du facteur
and Hemophilia Today newsletters,
a corporate agenda calendar as
well as information about all our
services and activities.

gbeauregard@schq.org

IMPORTANT NOTICE

CALL FOR
APPLICATIONS

The next congress of the World
Federation of Hemophilia
(WFH) will take place in Buenos
Aires, Argentina from Saturday
July 10 to Wednesday July 14,
2010.

Clinicians and scientists from
around the world will give
presentations dealing with
hemophilia and hereditary
bleeding disorders, as well as
a wide range of related fields
(physiotherapy, orthopedics,
pathogens, problems
specifically linked to carriers
and women, gene therapy,
family and social aspects, etc.).
State of the art knowledge is
shared during this special
occasion.

If you're interested in
participating as a CHSQ
delegate, your registration fees,
transport and lodgings will be
reimbursed by the CHSQ.

To take advantage of this offer,
you must demonstrate your
interest in attending by sending
your name and coordinates to
the following address before
January 29, 2010, along with a
text explaining why you should
be chosen to participate in this
world congress as CHSQ a
delegate:

CHSQ
c/o 2010 WFH Congress
Selection Committee
10,138 Lajeunesse Street
Suite 401
Montréal (Québec) H3L 2E2

By fax:
514-904-2253

Or by e-mail:
rlarue@schq.org

Good luck to all! §

- R.L.

by
Geneviève Beauregard
Administrative Services
and Program
Coordinator
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PARENTS’ CORNER
Getting in touch with other parents from around the world

with Facebook

I remember the moment when
Dylan was diagnosed, having
talked about it with my aunts and
a mother from the Quebec City
area who kindly gave her name
to the HTC so that parents with
a newly diagnosed child could
contact her (Yes, Chantal, I'm
talking about you!). It helped me
a lot, and I'm doing my best to
return the kindness!

Since then, I've become friends
with Mommies in Australia, the
United States, the United
Kingdom and many more… It's
very interesting to compare the
treatment that's offered, the way
other countries work and to
discuss whether or not our
particular situation requires the
advice of a doctor. We share our
joys and our problems and words
of encouragement come from
around the globe when we're
having a hard time. It's so
satisfying!

Finally, I want to repeat my
invitation to each and every one
of you to contact me if you have
any questions, comments or
ideas for the Parents' Corner.
Your ideas are welcome since
topics for this column aren't
always easy to find. You can
contact me at 418-849-3292
or by e-mail at
yanliz@ccapcable.com.

Happy New Year to each and
every one of you! §

Hello, everyone!

Time passes so quickly… it's
already Christmas, it's winter
and snow is here…gifts are
bought, wrapped, unwrapped
and exchanged! The joys of a
natural tree that decorates the
house, its shedding needles …It's
the time for sharing (germs
amongst other things) and time
to share with loved ones…
By the way, I'd like to take this
chance to wish everyone a
marvellous 2010. May you and
your loved ones enjoy happiness
and health!

For this column, I thought I'd
share a personal experience with
you that was very satisfying!
Being the mother of a little boy
with hemophilia, I realize that
despite some of the problems
that happen from time to time
because of the disease,
opportunities also arise that let
us surpass ourselves as human
beings. Just to name one: the
possibility of meeting incredible
people going through the same
thing as us.

In fact, for a while now, I've
found that thanks to the
Facebook network, we can meet
and discuss with other parents
of children with hemophilia and
this, from around the world!

About a year
ago, while
taking part in
a discussion
forum on a
Facebook
page for
hemophiliacs
and their
parents, I met
a woman
from New
York who
had just
learned that
her newborn
baby had
hemophilia.
She had a
hard time
accepting the
diagnosis
and had a lot of questions about
everyday life with a child with
hemophilia and what she had to
look forward to.

Now I don't claim to be a
specialist on the subject and
leave this work to our
hematologists, but I was able to
talk to her about our personal
experience and reassure her as
much as possible by using words
that had helped me, six years
ago.

by
Lisa-Marie Mathieu

yanliz@ccapcable.com

A MOMENT TO REFLECT

“When someone tells you it's not the money but the principle that
counts, you can be sure it's the money.”

Frank McKinney Hubbard

In fact, for a
while now, I've

found that
thanks to the

Facebook
network, we can
meet and discuss

with other
parents of

children with
hemophilia and

this, from
around the

world!
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In 2009, the CHSQ celebrated its
50th Anniversary! The year looked
like it would be a good one and
started with an important decision
by the Quebec Government for many
hemophiliacs with the indexation of
the Provincial and Territorial
Assistance Program (PTAP) for HIV
victims retroactive to 2005.

JANUARY

Last January, two young CHSQ
recipients, Patrick Syriani and Anne-
Julie Robitaille, were both given a
$1250 scholarship in order to pursue
their college and university studies.

MARCH

On March 27, 28 and 29, CHSQ
members and their families gathered
for the traditional Family Weekend
at the Auberge Matawinie in Saint-
Michel-des-Saints. A special program
was planned with activities to
celebrate the 50th anniversary of the
founding of the CHSQ for some 180
people present.
A number of personalities came to
celebrate with us, and we'd like to
mention the presence of Mr. Douglas
Page, the first President of the Board
of Directors in 1959, and his wife,
Enid, an active volunteer right from
the start. Dr. Georges-Étienne Rivard
attended to the delight of many, with

his talent for clarifying complex
issues, thus allowing many to
understand topics of common
interest.
The CHSQ AGM took place March
28, 2009. Members elected new
administrators for the next two years
and François Laroche accepted the
presidency of the Board once again.

APRIL

The three CHSQ employees took part
in the annual training workshops for
personnel from CHS and provincial
chapters on April 1 & 2 at the
Auberge Gallant in Rigaud.

That same week, the Spring Edition
of L'Écho du facteur, the CHSQ
quarterly newsletter, was sent to all
members and valued collaborators.
Volunteer Action Week was also
noted with a thank you letter to the
many people in the organization
actively involved in various working
groups.
The 5th Edition of the Bowl-a-thon
fundraising activity began April 26
in Montreal and continued on
May 2 in Quebec City and
Victoriaville. Many partners, friends
and colleagues got together to have
some fun.
The CHSQ was extremely active
during the second half of 2009,
working to complete its annual
programming, including celebrations
for the 50th Anniversary of its
founding.

MAY
A number of Quebec Chapter
delegates enthusiastically
participated in Rendez-vous 2009,
organized by the CHS, which took
place in Ottawa from May 8 to 10,
2009. It was an excellent weekend
that included an extremely
informative medical symposium!
On May 20, 2009, the International
Projects Committee met in the CHS
offices to assess the progress of its
twinning project.

JUNE
During the month of June, the CHSQ
began the elaboration of a Triennial

CHSQ 2009 ACTIVITY RETROSPECTIVE

by
Robert Larue
Executive Director

rlarue@schq.org

Specially invited guests
took part in the CHSQ
50th Anniversary Cocktail.
Seen here: Pam Wilton,
CHS President, Enid
Page, volunteer in 1959,
Douglas page, first
President of the CHSQ,
François Laroche, present
President, Manon Pepin,
Vice-president of public
affairs and marketing
with Héma-Québec, and
Dr. Georges-Étienne
Rivard, Director of the
Hematology Clinic and
HTC at CHU Sainte-
Justine.

World Hemophilia Day, April 17, 2009,
was highlighted by the CHSQ with a
number of public awareness
activities. A press communiqué was
prepared to mark the 50 years of the
organization's existence and its
importance for the future of
hemophiliacs. The CHSQ
accompanied the CHS and the WFH
at an information kiosque in Place
Ville-Marie as well as a second one
in Saint-Justine's Hospital, in
collaboration with the Hemophilia
Treatment Centre.
Tuesday April 21, 2009, François
Laroche, accompanied by Patricia
Stewart and Julia Page, were present
at the Quebec National Assembly to

inform deputies about hemophilia
on World Hemophilia Day and to be
present for the reading of a private
member's bill by the Minister of
Health and Social Services, Dr. Yves
Bolduc.

World Hemophilia Day was celebrated by holding
information kiosks at the CHU Sainte-Justine (left)
and the Quebec National Assembly (above).
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CHSQ 2009 ACTIVITY RETROSPECTIVE (cont’d)

Development Plan for 2010, 2011
and 2012. As part of this plan, four
public personalities agreed to work
for our cause as corporate
spokespeople. They are Sylvie
Lussier, Martin Laroche, Dr. Georges-
Étienne Rivard and Kevin Blanchette.
A number of personal invitations
were sent to people from various
fields to join the network of CHSQ
Ambassadors, an honorary circle of
some of the organization's builders,
ensuring the success of a number of
projects in the Development Plan
over the coming years.

JULY

During the summer of 2009, the
CHSQ was actively involved in
financing the CHS Dare to Dream for
a Cure by organizing a drawing to
help fund research, which raised
$7,200, the best result in Canada for
this activity.

AUGUST

For the very first time, the CHSQ
organized its own summer camp
from August 9 to 14 at Camp Trois-
Saumons in Saint-Jean-Port-Joli. This
year, the camp wasn't integrated,
but designed specifically for Quebec
hemophiliacs. A group of 20
youngsters took part in this camp
and had a great time.

position for a Development
Coordinator, whose main function
will be to carry out the Triennial
Development Plan.
On September 11, following a working
day of the Quebec Hemophilia
Treatment Centre employees and
partners, the CHSQ organized a
cocktail evening to show their
gratitude and recognition for the
30th Anniversary of the creation of the
Quebec Hemophilia Treatment
Centres. Over 70 people attended,
including Mr. Marcel Lafrance,
CHSQ President in 1979.

NOVEMBER

The 3rd Edition of the grandiose
benefit show, Dance for Life, was
held in Montreal on November 14,
with 200 people attending. We were
able to raise $20,000! The audience
had fun and were dazzled by an
exceptional show, and they certainly
got their money's worth!

Also during this month, the CHSQ
proposed a major financing project
to the CHS to profit both national
and provincial chapters. The
feasibility study, done by Raymond,
Chabot, Grant and Thornton was
presented to the CHS Board of
Directors on December 5.

SEPTEMBER

In early September, the Programs
and Fundraising Coordinator
resigned. The CHSQ created a new

There were lots of smiles among campers and support
staff at the CHSQ’s Summer Camp.

On September 25 to 27, the inhibitors
weekend was held at the Auberge
Estrimont Suite & Spa in Orford,
giving parents a well-deserved break.
Five Quebec families affected by this
difficult situation attended.

Nurses from the HTCs gladly raised their glasses in a
toast to this thirtieth anniversary.

OCTOBER

The CHSQ edited and distributed its
autumn 2009 newsletter, L'Écho du
facteur, Volume 17, no. 3, to its
members and partners in both
French and English.

At the beginning of the month, the
CHSQ was supposed to travel to
Tunisia as part of its twinning project
to take part in governance
workshops with the Tunisian
Association of Hemophiliacs. This
visit had to be rescheduled for the
end of January 2010.

A favourite moment during the family weekend
for families living with inhibitors was the surprise
sketch put on by the kids.

On November 28, two young CHSQ
members, Patrick Syriani and Sandra
Syriani, each received a scholarship
for $1500 to pursue their university
studies.

A Volunteer Recognition Evening was
held November 28 at the Auberge
Handfield in Saint-Marc-sur-
Richelieu. Forty people devoted to
the cause of hemophilia in Quebec
attended, and the CHSQ was able to
warmly thank its volunteers for the
time they devote to the organization
and for their generosity of spirit.

DECEMBER

On December 9, a meeting was held
with the office of the Minister of
Health and Social Services, Dr. Yves
Bolduc, in order to discuss various
topics, in particular the continuity of
comprehensive care for hemophiliacs
in the Hemophilia Treatment Centres
in Quebec, in accordance with the
Canadian Standards for Comprehensive
Care of Hemophilia and other Bleeding
Disorders, adopted in Quebec in May
2007.

Whew! A pretty active 50th year! §
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FOCUS ON HEPATITIS C

More Than 80 Percent Of HCV
Genotype 1 Treatment-Naive
Tibotec announced results of a new
study (VX950-C208), which showed
that sustained virologic response (SVR)
was achieved in more than 80 percent
of treatment-naïve patients with chronic
genotype 1 hepatitis C virus (HCV) who
took telaprevir, administered either
every 8 hours or every 12 hours, in
combination with standard of care.
Telaprevir, an investigational STAT-C
(Specifically Targeted Antiviral Therapy
for hepatitis C), is being co-developed
by Tibotec in collaboration with Vertex
Pharmaceuticals.

“The data presented today show that a
significant number of treatment-naïve
genotype 1 HCV patients achieved
sustained virologic response with
telaprevir, in combination with standard
of care”, said professor Patrick Marcellin
from Hôpital Beaujon in Clichy, France.

“Telaprevir, which directly targets the
virus by aiming to block its replication,
could allow shortening treatment
duration and increasing cure rates in
people with HCV, [compared to
standard of care] offering a new
approach to treating HCV.”
Source:
http://www.medicalnewstoday.com/
articles/169835.php

Therapeutic HCV Vaccines May
Lower Viral Load and Improve
Response to Interferon-based
Therapy
By Liz Highleyman — Two
investigational therapeutic hepatitis C
virus (HCV) vaccines may help control
the virus in infected individuals,
according to data presented at the
60th Annual Meeting of the American
Association for the Study of Liver Diseases
(AASLD 2009) in Boston. GI-5005
increased the likelihood of response to
pegylated interferon plus ribavirin.
Another vaccine candidate, IC41, was
associated with a steady decrease in HCV
viral load.
Unlike prophylactic vaccines, which
are intended to prevent initial infection,
therapeutic vaccines are designed to
stimulate an immune response in
people who are already infected.

GI-5005
In the first study (abstract LB15), John
McHutchison from Duke Clinical

Research Institute and colleagues
evaluated GI-5005 in both treatment-
naive chronic hepatitis C patients and
those who were non-responders to
previous interferon-based therapy.

GI-5005 is a Tarmogen, a vaccine
containing whole, heat-killed
Saccharomyces cerevisiae, a type of
yeast, genetically engineered to express
HCV NS3 and core antigens. Prior
studies have shown that GI-5005 elicits
antigen-specific T-cell responses. The
goal of the vaccine is to promote
elimination of liver cells carrying HCV.

In this open label Phase 2b trial, 140
HCV genotype 1 patients received
standard-of-care therapy with pegylated
interferon plus ribavirin. Half were
randomly assigned to also receive
injections of GI-5005, first as
monotherapy for 12 weeks before
starting standard therapy, then as triple
therapy with pegylated
interferon/ribavirin. Treatment-naive
participants were treated for 48 weeks
and prior non-responders for 72 weeks.

The researchers found that among
treatment-naive patients, in a modified
intent-to-treat analysis at the end of 48
weeks of treatment, 74% receiving triple
therapy achieved HCV RNA < 25 IU/mL,
compared with 59% receiving standard
therapy. Furthermore, nearly twice as
many triple therapy recipients
experienced ALT normalization. Among
non-responders, the end-of-treatment
response rate was 32% in both the triple
therapy and standard therapy arms.

Triple therapy including GI-5005 was
well tolerated, with no significant new
toxicities other than those normally
associated with pegylated
interferon/ribavirin. Similar proportions
(7%-10%) discontinued treatment in the
standard therapy and triple therapy
groups. The most common adverse
events associated with GI-5005 were
injection site reactions, which were
usually mild and transient.

“The efficacy and safety data generated
thus far in this trial are encouraging
and suggest a potentially important role
for this compound in the treatment of
HCV”, said Dr. McHutchison in a press
release issued by GI-5005 developer
GlobeImmune.

IC41
In the second study (abstract 1558), C.S.
Klade from Intercell in Vienna, Austria,
evaluated IC41, a peptide vaccine
containing HCV antigens as CD4 and
CD8 T-cell epitopes, using poly-L-
arginine as an adjuvant (an agent that
promotes immune response).

News in brief
by Michel Long
CHS HIV and HCV Program
Coordinator

This Phase 2 study included HCV
genotype 1 patients naive to standard
therapy. In the first group, 50 participants
received an optimized IC41 dose
schedule consisting of 8 intradermal
injections at biweekly intervals with
topical application of the TLR 7/8
agonist immune-modulator imiquimod
(Aldara). In the second group, 21 patients
received an intensified dose schedule
consisting of 16 subcutaneous injections
of IC41 at weekly intervals without
imiquimod.

At week 16, in an intent to-treat analysis,
patients who received the optimized
schedule experienced a highly significant
HCV viral load decline of 0.21 log. At
week 38 (24 weeks after the last dose),
HCV RNA decreased by 0.47 log. Patients
with a high baseline viral load
(> 2 million U/mL) had a more
pronounced decline, of 0.61 log. Eight
patients (24%) achieved virological
response, defined as a decline of > 0.8
log. However, there was no apparent
effect on HCV viral load in the group
that received the intensified dosing
schedule.

Overall, 40% to 60% of patients exhibited
T-cell responses during therapy and up
to 6 month after vaccination in both
treatment groups, but there was no
significant correlation between viral load
decrease and T-cell response.

“This is the first report showing a
significant antiviral effect of a peptide
vaccine in HCV infected patients," the
investigators concluded. "The time
course with increased RNA decline 24
weeks after the last vaccination is
encouraging and justifies further clinical
studies potentially in combination with
standard therapy or novel antiviral
medications.” §
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INHIBITORS’ CORNER

Every year, families dealing with
inhibitors are invited by the CHSQ
to a family weekend where the
main goal is to relax and chat with
other families. Again this year, we
got to enjoy three days of well-
deserved rest at the Auberge
Estrimont Suites & Spa from
September 25 to 27.
It was a warm and sunny weekend
and participants got to enjoy the
sunshine or take part in other
outdoor activities as a couple,
something that doesn't happen
very often.

While the parents were relaxing,
our devoted animators, Annie and
Isabelle, took good care of our little
treasures. They even prepared a
little sketch, which was a huge
success! These special moments
are highly appreciated by everyone,
both kids and parents.
A second event was organized, this
time by the CHS: the National
Inhibitors Family Weekend at the
Delta Hotel in Montreal from
November 13 to 15. Over 20
families from across Canada
attended. This event included
conferences and workshops for
children and parents. All the
activities had simultaneous
translation.
A number of presentations were
on the menu including presenters

by Magalie Rinfret
Mother of a child with inhibitors

such as Dr. Rivard, Dr. Manuel
Carcao and Nichan Zourikian,
physiotherapist from CHU Sainte-
Justine. Then Dr. Norman Buckley,
an anesthetist from Ontario, spoke
to us about the phenomenon of
pain and possible pharmacological
treatments.
Angela Forsyth, physiotherapist
from Philadelphia, demonstrated
different technical aids that can be
very useful in helping increase
autonomy during bleeds.
We got a chance to talk with
adolescents and young adults who
shared their experiences and the
battles they won against inhibitors.
While at times it was bit alarming,
since some of them have serious
handicaps, they still managed to
deliver a message of hope. §

A busy autumn for families with inhibitors

by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO
Taking control!

Winter's already here, great,
eh? But since summer's bound to
come around again, we've begun
thinking about the next youth
activity. We've already received
some suggestions.
One that suggested going to see
the Formula I race that will be
taking place in Montreal fit in well
with the recent theme of Drive your
care, drive your car that you can
find out about thanks to Maxime
Lacasse, if you didn't get the chance
to participate. Since the 2010 Youth
Activity is still in the planning stage,
before I leave you to Maxime,
remember that your suggestions
are always welcome. All you have
to do is send me an e-mail.

Taking control!

Last November 7, a Drive your
care, drive your car workshop was
held. It was a full day of sessions
for young people from 15 to 25
years of age dealing with
emergency situations with
hemophilia. This workshop,
planned by the CHS National
Youth Committee, involved two
sessions: automobile safety and
medical prevention. The goal of
the sessions was to show the
parallels between car mechanics
and the human body in order to
help make wise choices about
personal health.
In the morning, the young people
learned and revised certain
emergency driving techniques
during collisions and basic
notions about first aid. They also
learned to recognize dashboard
warning signals and how to
handle them. For example, they
learned how to change a tire,
change a fuse and recharge a
battery.

The afternoon was just as active
on the medical side. First of all,
the young people revised
emergency procedures in the
case of various injuries during a
rally and various hands-on
situations.  A workshop on
planning trips and emergency
procedures overseas followed.
Finally, we discuss re-education
after a joint bleed in detail with
Nichan Zourikian, physiotherapist
with CHU Sainte-Justine, and he
talked about safe practices in
physical conditioning centres.
The workshop was the first of a
series of pan-Canadian training
sessions given by members of
the National Youth Committee.
A special thank you goes to Sarah
Bradshaw, David Pouliot, Hélène
Bourgaize and the other
members of the Committee who
took part in elaborating this
workshop. The activity was a
success thanks to you. §

Maxime Lacasse Germain
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WFH 6th GLOBAL FORUM
ON COAGULATION PRODUCTS

Impressions from three CHSQ Delegates
India gave a new perspective on
prophylaxis. According to him, while the
use of prophylaxis is always associated
with high costs, this method may not be
beyond reach for developing countries.
In fact, even prophylaxis at minor doses
and infrequent use remains beneficial for
a hemophiliac.
After lunch on the first day, discussions
were about the economic situation
surrounding hemophilia care. Until today,
in Canada and in Western Europe as well
as a number of other countries,
hemophilia is treated with few financial
constraints. However, following the
economic crisis, many government
coffers are empty and certain restraints
or cuts could be possible. The high cost
of factor concentrates is well known; it's
one of the most costly bio-
pharmacological products. What's more,
hemophiliacs are more and more in
shape and healthy, so their needs are less
apparent. Should we fear budget cuts to
our treatment one day? This is a situation
that needs to be closely followed.
Bio-similars is the generic name for
complex products such as factor
concentrates. Their probable imminent
arrival could be a very good thing for the
hemophilia community. Their main
attraction is, of course, their lower cost.
The main question during the fourth
session was the processes used to prove
the safety and efficacy of these products.
Can a bio-similar be excluded from
certain tests or should it prove itself like
a normal product? There doesn't seem
to be a clear answer to this question yet.
One thing that's sure, as Mr. Jay Greissing
from the Plasma Protein Therapeutics
Association affirms, “ patient safety must
always be the priority”.
The next day, the first session of the day
dealt with studies on the occurrence of
inhibitors and in particular, the methods
used by ongoing and future studies. An
important objective for these scientists
is to harmonize studies taking place in
North America and Europe.
The following session dealt with
transmission risks for variant Creutzfeld-
Jakob disease and the possible arrival of
a blood test for the disease. Even though
the risk of contamination in factor
concentrate with variant Creutzfeldt-
Jakob disease remains very rare, if not
infinitesimal according to all
mathematical analysis, everyone still
agrees that of all products, factor VIII
concentrates are at the highest risk of
contamination, as Dr. Albert Farrugia
from the Plasma Protein Therapeutics
Association stated. A test that would
allow screening for this disease through

On November 24 and 25, 2009, the
World Federation of Hemophilia held in
Montreal it’s sixth Global Forum on
Coagulation Products.The CHSQ sent
five delegates to this event.Three of them
agreed to share their impressions.

Two years ago, I had the opportunity
to take part in the 2007 Global Forum
and I was left with the impression of a
miniature World Hemophilia Congress;
the same quality of presentations, but
with fewer participants and shorter in
length. This year, I got the same
impression. There were recent topics
about the field of bleeding disorders, but
with a particular focus on the safety and
supply of factor concentrates. To deal
with these questions, a wide range of
major players from the world community
were present.
The two days of the Forum went
smoothly and I'm not lying when I say
that every session was very interesting.
Hats off to the organizers of this event
who managed to choose such excellent
presenters and topics.
There were seven major topics: world
use of factor concentrates, prophylaxis,
the economic situation of hemophilia
treatment, bio-similar products (generic
factor concentrate products), inhibitors,
variant Creutzfeldt-Jakob disease, plus
innovations and new treatments to come.
I'd like to share some of the information
that I learned.
During the first session that dealt with
the global portrait of factor concentrate
use on a world scale, I learned that there
are two organizations in existence
collecting this data, the World Federation
of Hemophilia and the Marketing
Research Bureau (United States). In light
of their statistics, the most evident
conclusion is that in general, the stronger
a country's economy is, the more factor
concentrate is available. Also, a continual
increase in factor concentrate is seen
around the world. Mr. Patrick Robert of
the Marketing Research Bureau
presented a positive statistic: the
difference between rich and poor
countries is diminishing in regards to the
quantity of factor concentrates available
in these countries. Unfortunately equality
is still a long way away. A final interesting
statistic: at this point in time, there is
one unit of factor VIII per person on the
world market.
The next session dealt with prophylaxis.
It wasn't surprising that it still clearly
appears that only prophylaxis can
preserve musculoskeletal function for
hemophiliacs. Dr. Alok Srivastava from

a blood sample might soon see the light
of day.
At that point, should systematic testing of
all blood samples be done? The rather
complex considerations could alter the
answer to this question such as the
absence of a test to confirm it or else the
absence of treatment for this disease,
which makes the job of informing a patient
about a positive result very delicate.
The final session of the Forum concerned
new possibilities in the treatment of
hemophilia. Of course factor concentrates
with a prolonged half-life were discussed,
or in other words, products where the
action was longer lasting. The mention of
products like this offers a very positive
perspective for future treatment. However,
the news that intrigued me most was that
of “recombinant” factor made from pigs.
The particularity of this product is its
resistance to human antibodies, which is
promising for people with inhibitors.
That's it! There's a lot more to say about
this Global Forum, but this is what I
learned.

David Pouliot

***
The Sixth World Federation Global Forum
on the safety and supply of treatment
products for bleeding disorders took place
September 24 and 25, 2009 in Montreal.
I had the privilege of attending along with
more than 170 people representing 35
countries. It was the biggest Forum yet
where patient groups, treatment centers,
pharmaceuticals, and government
representatives came together under the
theme "Making the Case for Clotting Factor
Concentrates".
The Forum, which took place over two full
days, had 7 sessions with panels.  The
issues covered included: Projected trends
in plasma production and supply,
Prophylaxis models around the world,
Threats to hemophilia care in a tightening
economy, Expanding markets and other
trends, New rare factor concentrates and
The risk of variant CJD.
Most of the presentations were case
studies or projections of what is coming.
From Global factor usage and projected
trends in supply and demand to
Recombinant Porcine Factor VIII: a
promising treatment for patients with
inhibitors to Factor VIII, every speaker did
great presentations. At times it was very
technical, but still easy to understand.
If you want to read the presentations or
know more about the Global Forum, please
visit the WFH website (www.wfh.org) or
contact me.

Mylene D'Fana
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Many habits and euphemisms were related
to ancient rituals. Sommeliers and chefs
were men; women didn't go to the
hairdresser because a perm wouldn't take
and dying your hair wouldn't work; fudge
wouldn't set, beaten egg whites wouldn't
froth and cream wouldn't whip. Some
expressions women still use: have your
visitor, your monthlies or the curse, be on
the rag or Aunt Flo's here. Menorrhagia
has always had a negative connotation.
It's hard to sweep 2000 years of negative
perceptions under the rug: the rules have
become invisible, so there's silence
surrounds menorrhagia.

Why don't these women see a doctor?
The perception of the quantity of the
menstrual blood flow is empirical and
mimics that of their mothers and
grandmothers (My mother told me it was
normal. I bleed like that and so did she
and my grandmother). Those who dared
to consult were snubbed by the medical
corps, saying it was all in their heads.
The incidence of menorrhagia for von
Willebrand Disease is 73%, 59% for FXI, in
hemophilia carriers it's 57% and for the
general public between 9 &11%.
The major consequences of menorrhagia
are: 2 fertile women out of 3 who have
menorrhagia have a hysterectomy as a
solution to their bleeding, there's a serious
rate of absenteeism from school and work
(39 to 46% due to menorrhagia - I have to
change pads every hour and even with a
double protection it leaks), constant fatigue

Hereditary coagulopathies affect both
men and women equally. Women are often
more symptomatic than men because of
excessive menstrual bleeding
(menorrhagia) and post-partum
hemorrhaging.
Menstrual blood has been part of myth and
symbolic lore for millennia. The impurity
of a woman who was menstruating
contaminated everything in her path. Many
taboos concerning the time when a woman
is menstruating followed (ex. Don't walk
on the beach, it contaminates the water
and fish; stay away from animals so the
soil wouldn't be defiled. They were
forbidden from attending church and
temple during their periods). They had to
be isolated and live in special huts. Sexual
relations (a horrid crime) were forbidden
and punishable by 20 lashes for the woman
and 200 for the man. If she gave birth to
a boy, she was impure for 40 days and for
80 days if she had a girl. So many taboos
surrounding the menstrual period and
touching women during this time: women
turn wine into vinegar, copper and steel
will rust, plants and seeds become sterile.
In 1920, a rose would still wither if she
touched it and in 1961, some taboos still
existed.

NURSES’ CORNER
History of a persistent taboo

by Francine Derome
Pivot Clinician Nurse for the
Programme d'hémostase au féminin at
the CHU Sainte-Justine

(I'm a bad girl, a bad wife, a bad mother…).
Because of their anemia, many have to
change their plans for a career, they have
to change jobs because of their bleeding
problems and their social life is affected
(fear of staining their clothes…). Their love
life also affected (I have to sleep with a
diaper or maternity pads…). All these lead
to psychological distress.
Here is the report of a study on the quality
of life for women who suffer from
menorrhagia:
• 39% limit their professional and social
activity during their periods;
• 47% feel they're less efficient during their
periods;
• 38% feel limited in their choice of career;
• 40% think they have to make a special
effort at work;
• 50% suffer from moderate to severe
menstrual pain.
Some women break this silence in order
to help their daughters. This is a very small
proportion. The emergency room at CHU
Sainte-Justine sees a lot of adolescents with
menstrual hemorrhaging and severe
anemia, requiring hospitalization and blood
transfusions. You can only imagine their
stress when they become a woman.
Imagine those who are alone with this
secret, living in silence.
Silence, why break this silence (only 17%
of women talk about their periods). Break
this silence in order to improve the quality
of life for these women and lessen the
number of unnecessary hysterectomies. §

THE WFH 6th GLOBAL FORUM (cont’d)

As a part of the Canadian Hemophilia
Society - Quebec Chapter, I had the
opportunity to participate in the World
Federation of Hemophilia's Sixth Global
Forum, which took place September 24
and 25, 2009 in Montreal. This event was
held at the Delta Hotel located
downtown. It touched upon the safety
and supply of treatment products for
bleeding disorders, global factor usage
& projected trends in supply & demand
along with prophylaxis models.
Is prophylaxis too expensive or does it
save money on a long term basis and is
it feasible in developing countries?  In
light of this year's economic problems
and with limited budgets, how will this
effect people with bleeding disorders?
At the Sixth Global Forum the subject of
biologics, risks & potential benefits for
patients was also raised, along with costs
and whether it is a social issue to find
the balance between these facts. What
is a biosimilar? While non-generic, no

meaningful clinical differences exist in
terms of safety, purity and potency. The
question raised: if increased competition
will lower the cost, is the risk worth the
reward?
Another topic discussed at the Global
Forum was inhibitors.  Studies which
have been done and opportunities for
Global Harmonization were presented.
Inhibitor research brings challenges.
There are also epidemiologic issues: the
estimated risk based on probability, as
well as an assumption of a 100%
certainty in the entire population.
A practical approach would consist in
taking a sample and trusting estimates
related to the size of the sample. There
are genetic problems with inhibitors
which include mutations, family history
etc. The key objective is to examine
collected data. Amongst other studies,
recent research done in Houston, Texas
under the name "Pilot Study of
Surveillance for Inhibitors" brings hope
for people with inhibitors.

On the topic of vCJD, there is a reliable
test to detect abnormal prions, which will
soon be available on the market. Due to
the nature of this disease, developing a
test that reduces the probability of false
positives was labour intensive. Due to
the nature of vCJD which makes it virtually
impossible to decontaminate medical
tools following a procedure on a vCJD
positive person, this test will lessen
contamination in the general population.
To this end, the CHS Board of Directors
recently passed a motion strongly
recommending that clinics test patients
with bleeding disorders for vCJD. It should
be noted that in Canada, compared to the
UK, it is believed that there is minimal
probability that people with bleeding
disorders were infected.
This congress was fairly technical but still
permitted people who are not involved
on a daily basis to understand the main
idea of each topic. §

Anna Bizunowicz
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possible thanks to the financial contribution of these

pharmaceutical companies:

For more information on Xyntha,
see the Winter 2009 issue of
Hemophilia Today, Vol 44 No 1.
To obtain the product monograph,
see www.wyeth.ca.

- D.P.

Call for Nominations to the
CHSQ 2010 Board of Directors
Are you interested in a position on
the CHSQ Board of Directors?
Do you have ideas or contacts?
Do you want to get involved in
specific CHSQ committees?
Do you work in the medical, legal,
accounting or marketing field, or any
other area that could be of assistance
to our community?
Is our mandate important to you and
would you like to help us achieve it?
If you know of a potential candidate,
let us know!
If you're interested in the challenge,
write to us using the nomination
form included in this mailing.
For more information about the role
and responsibility of an
administrator, don't hesitate to
contact us at 514-848-0666 or
1 877 870-0666.
The involvement of volunteers is
essential to the survival of our
organization.

IN A WORD
Advate™ now available in
3000 IU vials
Health Canada has approved the new
3000 IU (5mL) vials of Advate™, made
by Baxter, a FVIII concentrate not
derived from plasma or albumin,
used to prevent and treat bleeding
episodes in people with
hemophilia A.
Available for the first time in Canada,
a 3000 IU format makes it easier for
patients who need higher doses of
product to receive the same number
of treatments in less time and with
fewer vials.

- F.L.

Xyntha™ now available across
Canada
Pfizer, which recently purchased
Wyeth, announced late in November
that Xyntha™, Antihemophilic Factor
(Recombinant) [BDDrFVIII],
Plasma/Albumin-free, is now
available through Canadian Blood
Services (CBS). Xyntha was approved
for distribution by Héma-Québec
several months ago.
Xyntha is approved for the control
and prevention of bleeding and for
routine and surgical prophylaxis in
patients with hemophilia A (factor
VIII deficiency).

Please send any nominations to the
CHSQ offices by fax at 514 904-2253
or by mail to:
CHSQ
10,138 Lajeunesse Street
Suite 401
Montreal (QC) H3L 2E2
before 12 p.m., March 18, 2010.

- F.L.

Obama announces an end to
HIV travel restriction
President Barack Obama announced
that the United States will lift the
22-year travel restriction on people
who are HIV positive from entering
the United States, mentioning in the
same breath that : “This is a step
forward towards eradicating the
stigmatization surrounding the
disease and encouraging diagnosis”.
“If we want to be a global leader in
combating HIV/AIDS, we need to act
in consequence”. The new ruling
published by the Department of
Health and Human Services on
November 2 will come into effect on
January 4, 2010.
The American Congress initially
introduced the idea of lifting the
restriction on entering American
territory last year when it approved
finance and prevention programs
presented at that time by George W.
Bush, proposing treatment for people
who are seropositive or who have
AIDS. §

- M.L.


