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If it hasn't already done so by
the time you read these lines, the
Québec National Assembly will
soon be ratifying Bill 45, legislation
that compensates victims who
sustain bodily harm as a result of
receiving a product from Héma-
Québec by transfusion or
transplant. This is a no-fault
program, covered by the Ministry
of Health and Social Services, and
based on the Québec Automobile
Insurance Board road accident
compensation program.
The Bill awards lump sum
payments based on the severity of
the condition, as well as
supplementary income
replacement indemnities and
reimbursement to cover certain
medical expenses.
Victims will have up to three years
after the appearance of the first
symptoms to apply to the program.
In addition, when they register, they
will have to renounce any further
claims against Héma-Québec. They
may, however, initiate legal
proceedings against other persons
or organizations.

With the creation of this program,
Héma-Québec will save several
million dollars for a variety of
insurance premiums. Future
victims, meanwhile, will have
access to a program that assures
them of compensation soon after
a condition develops, without
having to prove any wrongdoing.
This Bill is right in line with the CHS
and the CHSQ's desire to see a no-
fault program introduced for future

victims who suffer injury as a result
of transfusion with a product
containing a pathogen and
distributed by one of the two
Canadian suppliers.
In fact, this was the main
recommendation made by the
Krever Commission. Let us now
hope that the other provincial
governments will follow the lead
taken by Québec. §

QUEBEC NO-FAULT PROGRAM

larochef@sympatico.ca

by
François Laroche

Important Notice: 2007 Strategic Planning

The CHSQ is planning to use the coming year to re-examine its priorities
and objectives and its mission. This strategic planning session comes
at a time when we're well aware that for the past few years, the CHSQ
budget doesn't reflect the actual list of our priorities.

Which activities are worth keeping? To what should the CHSQ devote
itself from now on? What are the foreseeable long-term obstacles that
await us? These are all questions that need to be thought about and
discussed in order to find answers.

This exercise will take place towards the end of June, and we're asking
anyone who would be interested in participating in this session to
write to us either by post or e-mail (info@schq.org) to let us know.
We would also ask you to send a two to five line paragraph explaining
your motivation for wanting to participate.

We're still working on how the meeting will be organized and a committee
will be looking into this. The meeting will probably last two days
over a weekend, and lodging and transportation expenses will be
covered by the CHSQ. Candidates will be chosen according to a
representation model that will be applied to this activity, and so
unfortunately, we won't be able to accept everyone. We thank you
for your interest and encourage you to contact us right now.



A WORD FROM THE
EDITOR

Advocacy on behalf of people
living with bleeding disorders has
always been, at least in the past,
at the heart of the CHSQ.
Individuals in this organization
who came before us, at both
National and Provincial levels,
have worked very hard in
advocating for the accessibility
to and the safety of coagulation
products so that everyone with a
bleeding disorder can count on
optimal treatment. Today we
have treatment that is amongst
the best in the world (see article
on p. 8).
We've also worked so that victims
of HIV receive just compensation
due to the prejudice inflicted on
them and so that they can receive
adequate support and services.
More recently, HCV
compensation took up a great
deal of our time. We worked
diligently so that post-transfusion
HCV victims could count on a just
and equal compensation
program, no matter when they
were infected. As for the victims
infected before 1986 and after
1990, there are still a few details

to work out, but it's only a
question of time before they get
compensation. As for indexation
for MPTAP, there's still a bit of
work to be done, but resolution is
also a question of time.
However, what really worries me
is I feel that our services are
threatened. Recent omens over
the past few years, such as the
decentralization of the budget for
blood products (from Héma-
Québec towards the designated
hospitals) and the project to no
longer assure the traceability of
3rd generation clotting products
(luckily nipped in the bud), seem
to point to this possibility. Because
what they're dealing with here is
of primary importance for the
hemophilia community:
coagulation products.
More than ever, the watchdog role
for the blood system that the
CHSQ is trying to maintain
becomes of utmost importance.
Over the next months and years,
we'll have to fight hard to maintain
the access to care, to sufficient
coagulation products and to the
quality of services that we now
enjoy.
We will need your support to do
this. Will you be by our side to
help us in this fight? §
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Canadian Hemophilia Society and is
distributed to its members.
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Legal deposit :  Bibliothèque nationale du
Québec, 2006.

The opinions expressed in the various columns are those of the authors and do not
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Telephone: 514 848-0666  or
              1 877 870-0666
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Website: www.hemophilia.ca



EDITORIAL

Because we have a separate
blood system, the chapter has to
count on dedicated volunteers to
be kept informed about blood
products. People like David Page
who sits on the Hema-Quebec
Safety Committee and François
Laroche on the Hemovigilence
Committee. They recently
presented a paper at a meeting
to counter a proposal whereby
hospitals would not have been
required to track certain
recombinant products. The
motion was withdrawn. Both of
them, along with Eric L'Herault,
a spokesman who gives a face to
people infected by the blood
scandal, continue to advocate for
indexation of the HIV
compensation program. One
thing is certain: we will continue
to lobby the government for
proper comprehensive care
within our province.
I couldn't have accepted the
award without mentioning the
following people: the Hemophilia
Treatment Teams in our 5 centres,
for their work and dedication to
their patients and our members,
our very devoted staff, Aline and
Genny, our Board of Directors and
its committees for all their
dedication, our Past-president,
Patricia Stewart, who started the
year as President and with whose
guidance I was able to continue,
Francois and David for the voice
they give our chapter and the CHS
for the programs and educational
material it provides, allowing us
to offer workshops rich in content
helping us make services
available to our members.
But most important are our
members; without them we
couldn't exist. Thank you.

Another year of activities,
fundraising and advocacy is
coming to an end.  At the
National Awards Banquet held
on December 2 at the BMO
Institute for Learning in Toronto
it was my pleasure to accept the
Chapter Recognition Award for
Patient Services and Advocacy
in 2005. These areas are two of
the main objectives of our
mission.
Some of the programs that we
were recognized for: holding
the first activity for youth,
summer camp, a workshop for
families dealing with inhibitors,
information sessions on VWD
at women's community
organizations, scholarships,
implementation of a Passport
to Well-being workshop, a Just
the Guys weekend and the
publication of our quarterly
newsletter.
Over the years we have
developed a close working
partnership with CHS and the
HTC (hemophilia treatment
centers). Thanks to their
cooperation, we're able to
implement our programs.
In terms of advocacy the
Chapter was recognized for its
continued efforts to ensure the
delivery of comprehensive care
within the context of changes
to budgets and distribution
procedures for blood products
as well as working for equitable
HCV compensation for all
Canadians.

Two Awards of Appreciation
were also presented to two
extraordinary people at the
Hemophilia Treatment Centre at
Ste-Justine Hospital, the first to
Nichan Zourikian,
physiotherapist, which I had the
honor of presenting and the
second to Sylvie Lacroix, nurse
coordinator at the Quebec
Reference Centre for the Study
of Patients with Inhibitors who
recently left her position there.
The day prior to the banquet, a
joint National-Provincial
Presidents & Staff meeting took
place. A tool kit for volunteer
development and fundraising
was presented to provincial staff
and chapter presidents
attending.
The National Board of Directors
also met that same weekend. A
new revenue sharing formula
was accepted, and the National
Fundraising Council was
abolished. A deficit budget was
approved in the hope that new
fundraising activities will be
successful.
Talking about fundraising
activities, I want to thank
Geneviève Beauregard, our
Administrative Assistant, for her
initiative to hold the Fiesta
Salsera Event. It was a great
night appreciated by everyone
present, whether they were
dancers or just spectators. Many
familiar faces were present at
the event, from family and
friends to our international
friends from the World
Federation of Hemophilia.
As we prepare for the coming
year's activities I would like to
wish you all a very Merry
Christmas and a Happy
New Year. §
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aostrowski@schq.org

by
Aline Ostrowski

FUNDRAISING

Soirée Fiesta Salsera
The first
edition of
the Fiesta
Salsera,
which took
place last
November 4 at the Just for Laughs
Museum in Montreal, was an
outstanding success.
The show put on by the dancers, all
volunteers, was excellent and not
only did the 270 spectators get to
enjoy the sights and sounds of Latin
dance, whether seeing it for the first
time or as long-time fans, but they
also got to see hip-hop and tap
dancing. For our viewing pleasure,
the artists gave it their all and it was
great to see all this talent gathered
onstage for the benefit of our
organization.
The quick wit and Dancing Through
the Ages comedy act by the Master
of Ceremonies, a talented young
comedian named Benoît Lefebvre,
kept the audience amused and
added to the mood of the evening.
The audience also got to enjoy the
sounds of Mecanica Suave, a group
of young Cubans who integrate
elements of Cuban and Latin music
into a pop-rock context. It was their
first presentation on the Quebec
music scene. Following the show,
everyone got up on the floor and
danced to Latin rhythms until the
early hours of the morning.
The profits from the evening are, in
part, due to the contributions of
sponsors and we'd like to thank
them for their participation:
As a Gold Partner, Bayer contributed
over $3000 to our event; the Héma-
Québec Foundation and Schering,
as Silver Partners, each contributed
$1000; and our Bronze Partners,
Novo Nordisk, Bernard and Fabien,
House of Travel, Wyeth, Les
Messagers, ZLB Behring, Les
productions Éclipse and

Tuguialatina, each contributed
$500.
The success of this evening is
particularly due to all our spectators
who encouraged our organization
by purchasing $15 or $100 tickets,
as well as the National level of the
Canadian Hemophilia Society with
whom we are now working in close
collaboration on fundraising
projects. Thanks go to all of you.
As always, the CHSQ volunteers
play an indispensible role in our
activities. During the Fiesta Salsera,
Patrick and Razek Syriani, David
Pouliot, Marius Foltea, Mylene
D'Fana, her husband Danny and
their three children, Emily, Kevin et
David helped to make the evening
run smoothly.
And finally, this event wouldn't have
happened without the contribution,
motivation and skills of our
Administrative Assistant, Geneviève,
a Latin dance afficionado, who
agreed to use this passion to help
the cause of hemophilia by
organizing the dance show, along
with the other dancers. They
solicited the Montreal salsa
community and worked to organize
the evening. She did a number with
her dance partner, Cristopher, also
her partner in life, who was also a
great help, particularly by giving the
dance lessons offered to those who
bought the $100 tickets.
On behalf of all Quebecers living
with a bleeding disorder and who
have been contaminated with
hepatitis C and/or HIV following a
transfusion, we want to offer
everyone who participated in any
way a huge : THANK YOU!
Thanks to your contributions, we
collected $15,000 and you can be
proud for having been part of this
event. We'll see you in 2007!

Colouring Books
I Want My Brother, the 2006-2007
edition of our colouring book, is a
wonderful story with lively
illustrations. However, despite this
and the new 12 X 18 format that is
much more practical than the old
one, our members seem less
motivated to take part in our
financing campaign.
Year after year, a few volunteers
and a number of companies remain

faithful and we thank them for this.
However, in order for the level of
sales to increase so as to reach the
same level as we had a few years
ago, our members need to get more
involved.  We wonder why
involvement in this project has
decreased, and it would help us
greatly to have your comments. In
this way,  it would be easier for us
to orient this activity and better direct
our energy; perhaps the sales profile
has changed, and we need to rethink
our objectives and way of working.
Don't hesitate to call the office to let
us know your opinion about this and
to share any ideas you may have.
As far as the possibilities for
development go, negotiations are
ongoing with well known companies
in Quebec and it's possible, following
actions taken last autumn by Max
Roujeon who worked as a
fundraising consultant until the end
of November, that many copies of
our colouring books will be sold
throughout the province during
autumn 2007. We hope to be able
to confirm this good news soon and
until then, don't hesitate to get your
copies of our book which, we remind
you, can be sold throughout the year
since the story is no longer related
to Christmas.
One final point to mention about the
colouring book, which will be an
important change in the coming
year. In the context of close
collaboration between the CHS
chapters and the national level, the
colouring book has conquered the
hearts of other provinces and will
be part of a pilot project in 2007. It
will be sold by all provincial chapters
as well as by the National who will
help to develop the project.
The CHSQ will work with the
National level in order to decide what
the next steps will be, and what the
role of our Chapter will be in this
expansion that may prove to be very
lucrative for us. §
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CHSQ ACTIVITIES

Julia Page earned the
 $1500 scholarship offered
by the CHSQ in collaboration
with Baxter. Julia is in the first
year of a degree in International
Studies and Modern Languages
at the Faculté des lettres
at Laval University.

Activities for families with
children from 0 to 6 years
of age
The activities that were planned in
Montreal and Quebec for the holiday
season had to be rescheduled for
the beginning of 2007 due to a
conflict of dates. Two volunteers
from the Program Committee,
Isabelle Servais and André
Laganière, are presently working on
the planning of activities for families
in both the Quebec City and the
Montreal areas. Because of the quick
deadline before these activities take
place, we will be sending out a letter
to all families who meet the criteria
for these activities soon with all
necessary information in order to
participate.

CHSQ Student Scholarships
offered in collaboration with
Bayer, Baxter, Novo Nordisk
and ZLB Behring
We are happy to award four
scholarships this year to worthy
students who we're proud to have
as members.
Marc-Alexandre Simard has earned
a $2500 scholarship, offered in
collaboration with Bayer. Julia Page

will receive a $1500 scholarship
offered in collaboration with Baxter;
Martin Kulczyk is the recipient of a
$1500 scholarship offered in
collaboration with Novo Nordisk,
and David Pouliot will receive a
$1500 scholarship offered in
collaboration with ZLB Behring. We
would like to thank the
pharmaceutical companies who
participated in this activity and
encourage our members who meet
the criteria for this program to send
in their candidacy next year.
Congratulations to the winners. The
CHSQ wishes each of you success
in your studies and is happy to be
able to contribute.

Annual Family Weekend
On March 16 to 18, 2007, the annual
family weekend wil be held at the
Auberge Matawinie. In this mailing
you'll find the registration form for
this activity. We ask you to complete
and return it to us, along with a
cheque for  your payment, before
February 15, 2007. Due to the limited
number of places, we will apply the
'first come, first served' principle.
As for accomodations at the
« Auberge », we give priority to
people with physical limitations and

to those with young children. Other
families will be located in the other
accomodations. Thank  you for your
comprehension, and we look forward
to seeing you at the end of winter in
St-Michel-des-Saints!

Women's Weekend
In order to give mothers a break  and
offer them a place to share, get
support, recharge their batteries and
find ways to help deal with their
responsabilities, the CHSQ will be
offering a Women's Weekend from
April 27-29, 2007.
In order to be able to plan this
activity, we need to know the number
of people interested and we ask you
to get in touch with Geneviève at the
office by phone or e-mail if you're
interested in attending this weekend.
Thank you!

Renewal of your membership
card or subscription
Included in this mailing you'll find
the renewal form for either your
membership card or your
subscription for the year 2007.
Please complete this form and return
it to us, along with your payment, by
February 15, 2007 at the latest. §

A.O.

David Pouliot received the  $1500
scholarship offered by the CHSQ in
collaboration with ZLB Behring.
Having completed his
Bachelor Degree
in Mathematics
at the Université de Montréal,
David is now working on
his Masters in Computer Science
at the Faculty of Arts and Science.

As for Martin
Kulczyk, he earned

the  $1500
scholarship offered

by the CHSQ in
collaboration with

Novo Nordisk.
A graduate in

Mechanical
Engineering from
McGill University,

Martin is now
working on a

Masters Degree in
Aerospace

Engineering.

S C H Q

Marc-Alexandre Simard
received a scholarship

for $2500 offered
by the CHSQ

in collaboration
with Bayer.

Marc-Alexandre is
in his first year

in Literature
at the Faculté des Lettres

at Laval University.
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Natural Products and Coagulation

• Fenugreek and boldo (Peumus
boldus)
• Fish-oil supplements containing
eicosapen-tanoic acid (EPA) and
docosahexaenoic acid (DHA)
• Green tea (Camellia sinensis)
• Indian chestnut (Aesculus
hippocastanum)
• Lycium barbarum - also called
Chinese Wolfberry, Di Gu Pi, Goji
Berry, Gou Qi Z
• Papaya extract (contains papain)
• Certain types of quilinggao, also
called« essence of tortoise shell »

Of course, as I mentioned, these
items have an impact on people
who use anticoagulants, but it's still
good to be carefully before giving
any supplement or natural products
to your children. Don't hesitate to
talk to your pharmacist.

If you have comments or
suggestions for the next issue, don't
hesitate to get in touch with me. §

References :
What you should know about health food
products taken with warfarin, Taro
Pharmaceuticals, April 2001.

This month, I'd like to talk to
you about natural products. With
the arrival of the cold and flu
season, we often try to do
everything possible to stay healthy.
But be careful because some
products can have an effect on
coagulation.

Don't necessarily count on the
people who work at health food
counters because they could give
you the wrong advice. In order to
be sure, before using any product
you should ask the pharmacist and
check with your treatment centre,
especially if your child is taking any
medication other than his clotting
factor.

I did a bit of research for you, but
didn't find any specific list of
products for a person with
hemophilia to avoid. But my
pharmacist helped me a lot by
giving me a list of some of the
counter-indications for people
using warfarine, an anticoagulant
used to avoid the formation of
blood clots.

People who take warfarine have
to be very careful before consuming
certain products because their
blood is thinned. By extrapolation,
one could presume that these
products may be considered a risk
for people with a coagulation
disorder.

The list of products I'm going to
give you isn't specific for
hemophiliacs, but they're all
products or food that can have a
negative impact on coagulation.

Dong Quai
Avoid taking Dong quai since this
natural product can provoke
excessive bleeding.

Ma Huang
MaHuang can increase arterial
pressure and increase the risk of
cerebral hemorrhage.
Danshen
Danshen is used regularly in China
to treat disorders associated with
arteriosclerosis such as
cardiovascular disease and cerebral
vascular problems. Danshen can
affect hemostasis in a number of
ways, notably by inhibiting platelet
aggregation and interfering with
the coagulation cascade.

Saint John's Wort (millepertuis)
Be careful before taking Saint
John’s Wort since it can affect
coagulation.

Ginseng
It affects coagulation. Ginsing has
anti-platelet components and can
increase bleeding, especially if
taken at the same time as
acetylsalicylic acid (ASA or aspirin),
heparin…

Matricaria
Matricaria can cause bleeding, like
aspirin.

Coenzyme 10
Coenzyme 10 can have an affect
on blood clotting.

Kawa
Kawa (or kava) can cause bleeding
problems, like aspirin.

Echinacea
Be careful with echinacea. It can
cause bleeding since it affects
platelets by preventing them from
forming a clot.

Ginko biloba
This product dilates blood vessels
and lowers the blood clotting
capacity of blood.

It should not be taken by a person
with a bleeding disorder nor before
or after surgery (stop taking it at
least 1 to 2 weeks before surgery).

There are also other products that
have an effect on coagulation such
as:
• Devil's claw (Harpagophytum
procumbens)
• Feverview (Tanacetum
parthenium)

lescanonniers@sympatico.ca

by
Chantal Roy
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by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO
Camping Activity in the Planning

campsites go very fast! So if you'd
like to make any suggestions or
have any advice to give us, please
do it as soon as possible.
In Ontario, a similar activity for the
same age group has been
organized annually for the past ten
years. What they do is a four-to-
seven day canoeing and camping
trip. Of course, they canoe (with
the occasional portage), but they
also go climbing, swimming and
fishing. They have a lot of
experience in this field, and we'll
be able to take advantage of this
and get ideas. But we'll start with
something on a smaller scale.
We're confident that this event will
be popular and hope to see as
many, if not more, people taking
part in it than the Youth evening.
I'm looking forward to being able
to give you more details soon! §

For two consecutive years, the
Youth Group has held its 'Youth
Evening' activity by having supper
at the Cage au Sports restaurant
for young members (between 16
and 25 years of age) and then
attending a Montreal Alouettes'
football game afterwards.
It was a popular activity, and there
were usually about a dozen young
people each time, but there was
one inconvenience: the location.

For people outside the Montreal
area, it was a long way to go for
one evening.
Luckily, the Youth Group is ready
to think big in 2007. Even though
we enjoyed the youth evening, in
2007 we're going to hold a camping
activity for young people between
the ages of 15 and 25.
The activity was recently approved
by the Board of Directors, and will
take place in summer 2007. All
that's left now is to clarify certain
details such as the location, the
date and the activities during the
camping trip. The campground will
be chosen so that it's as equidistant
as possible between Quebec and
Montreal. What's more, safety will
head the list of our priorities.
The Youth Group is ready to listen
to any suggestions. One thing's for
sure: we'll have the answer to our
questions by the month of February;
we have no choice because

IN A WORD
Compensation for pre-1986 and post-1990 HCV Victims

expands on the details already
provided by Prime Minister
Stephen Harper on July 25, 2006,
and includes the benefit
schedules.
Health Canada and counsel
representing the pre-1986/post-
1990 class will provide further
information as it becomes
available. Class members are
advised to contact their class
counsel for details on the
settlement. The information on
how to apply will be issued at a
later date as it becomes available,
and it will be posted as well on
the Health Canada Website.

F.L.

Another step has been taken
in the file to compensate victims
infected with the hepatitis C virus
through blood or blood products
before January 1, 1986 or after
July 1, 1990. On December 15,
2006, the Canadian Minister of
Health, Tony Clement, announced
that the federal government had
concluded a final settlement
agreement with the lawyer for
the class-action group.
This ruling will now go before
the courts for approval. “Two
steps remain before these people
begin to receive compensation
payments”, according to Minister
Clement. “The first is to seek
approvals of the Courts in British
Columbia, Alberta, Quebec and
Ontario, where the class actions
are filed. The second step is the

creation of the administrative
structure to receive and to
evaluate applications. We are
working as quickly as possible to
provide compensation to the
class.”
The federal government will set
aside $1.023 billion (composed
of $962 million for compensation,
$20 million in administrative
costs, $37.29 million in legal fees
plus applicable taxes, and
$500,000 in disbursements plus
applicable taxes) for the pre-
1986/post-1990 final settlement
agreement, which is based, to the
extent possible, on parity with the
federal share of compensation for
those infected from 1986-1990.
The final settlement agreement
sets out the guidelines for
providing compensation to the
pre-1986/post-1990 class. It
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CHS-CHSQ — WHO DOES WHAT?

1980s - 1990s  — The dark years
The arrival of HIV put new stress on
hemophilia organizations.
Comprehensive care took a back seat to
HIV issues. Concentrates had become the
accepted treatment option for hemophilia
in most centres, despite HIV infection
from contaminated products. However,
for hemophiliacs who had lived through
the days of plasma and weeklong hospital
stays, not to mention the lengthy painful
bleeding episodes that accompanied these
stays, concentrates were still the miracle
treatment. Efforts were focused on
lobbying for access to safe, heat-treated
products, and then recombinant products,
for all.
Both National and provincial chapters
spent much of their time and energy
dealing with support and education
programs for those infected with HIV or
working for financial compensation.
When the Multi Provincial-Territorial
Assistance Program (MPTAP) was
established and the Krever Commission
published its report on the blood system
in Canada, the hemophilia community
once again returned to questions of
treatment. Product supply and safety
made up a large part of this work, but the
basic needs of hemophilia care hadn't
changed and the notion of cutbacks was
becoming a threat to comprehensive care.
New target needs
In 1998, Winnipeg II, the second
comprehensive care consensus
conference, was held under the joint
sponsorship of the AHCDC and the CHS.
Members of the bleeding disorders
community, hematologists, nurses,
physiotherapists, social workers and
government representatives as well as
pharmaceutical representatives from
across the country gathered to reassess
the basic services that a comprehensive
care clinic should include.
This symposium was held as the new
blood service institutions, CBS and Héma-
Québec, were being created. Workshops,
which included participants from each of
the various stakeholders, covered a
number of topics including programs,
clinic funding, clinic accreditation, core
services, standards of care, relation to
the blood collection centres, and much
more. This meeting took place in the
context of government cutbacks at all

levels of the health system, and this was
taken into consideration, along with the
diminishing government funding that CHS
and provincial chapters were dealing with.
While some people with VWD had already
been involved as volunteers in their local
chapters, the specific medical needs of
this patient group weren't understood by
most members of the hemophilia
community, especially the medical
problems of women. Tom Alloway from
Ontario was one of the leaders lobbying
for recognition for specific needs of VWD
patients. In 2001, the CHS developed a
public awareness campaign to increase
diagnosis and proper treatment for VWD.
The first von Willebrand Disease
Consensus Conference was held in
Montreal in May 2003 with international
experts presenting on the diagnosis and
treatment of VWD. Under the guidance
of Dr. Georges-Étienne Rivard, the first
women's clinic was initiated at Ste.
Justine's Hospital in 2000, soon followed
in Quebec City under Dr. Christine
Demers. While a number of other
provincial HTCs are now beginning to
create women's clinics, this is an ongoing
lobbying concern for comprehensive care
for women. This initiative also increased
awareness of the treatment needs for the
other types of hemophilia treated at HTCs
other than FVIII and FIX.
The CHS has supported the creation of a
number of health care professional
associations, permitting experts in various
fields of care to share their experience
and knowledge about treating hemophilia
patients and thus improving
comprehensive care for all. In the 1980s,
the nurse coordinators from across
Canada began having yearly meetings
that were financially and logistically
supported by the CHS at which they
shared educational materials and
treatment experience. Then in 1997, the
Canadian Association of Nurses in
Hemophilia Care (CANHC) was created
and continues to be supported logistically
by the CHS.
In May 2004, the CHS organized a training
session for health care professionals from
across Canada working with their HTC
for less than three years. This initiative
was highly appreciated and advanced
their knowledge of treatment for the
bleeding disorders patients.
In May 2005, a new association, the
Canadian Physiotherapists in Hemophilia
Care (CPHC), was created, and has
developed terms of reference and specific
objectives. Once again, the CHS supports
this group. These groups work in close
collaboration not only with the CHS but

also with provincial chapters. They
participate in activities, work on
educational documents and sit on various
committees at all levels.
The CHSQ is invited to attend the yearly
Quebec Clinic Directors meeting, attended
by all HTC staff, and can bring forward
any questions it has on topics related to
hemophilia care and treatment products
or bring forward information about the
organization that may be of use to the
clinic staff.
In almost every province across Canada,
cutbacks in the health-care sector mean
that the members of the CHS at both
provincial and the national level are
working to maintain existing centres, as
well as the expertise acquired by the health
care professionals who work there.  Local
Chapters, supported by the CHS, are
lobbying their governments to maintain
official treatment centres with core
services for hemophilia care. In Quebec,
with the decentralization of the budget
for blood products, the CHSQ is keeping
a watchful eye on the consequences that
this action could bring about. The fear is
that the local hospital, because it is
responsible for budgeting and distribution
of concentrates, will decide to take on the
responsibility for hemophilia treatment.
This would mean that hemophiliacs could
be required to count on health care
professionals who don't have the expertise
to properly monitor the symptoms,
treatment and dosage of this rare disorder.
The bleeding disorders community in
Quebec, and in most of the rest of Canada,
has one of the best treatment regimes in
the world, including product supply and
safety, as well as expertise in the care of
bleeding disorders. But this has been won
through the hard work of volunteers and
medical personnel at both levels of the
organization.
Our model of comprehensive care has
been adopted by other rare blood disorder
groups regrouped in the Network of Rare
Blood Disorder Organizations (NRBDO)
created in 2004 under the leadership of
the CHS. Our lobbying skills are now being
shared with other groups who use blood
products and who have the same type of
need for home care. The CHSQ has begun
working with members of the NRBDO in
Quebec, hoping to increase our numbers
for lobbying for expert care and safe blood
products.
We must not be complacent about the
excellent care we receive. Lobbying for
comprehensive care is an ongoing
concern, and we must all remain vigilant
if we want to maintain these hard-won
services. §

Advocacy for Comprehensive Hemophilia Care (Part 2)

stewart.page@globetrotter.ca

Editor’s Note: L’Écho du facteur is publishing the second part of a two-part article about
the advocacy efforts carried out by the CHS and the CHSQ over the years, so that people
with a bleeding disorder can have access to high-quality comprehensive care, such as we
know today. In the previous issue we spoke about the period from 1950 to the end of the
1970s. This article covers the 1980s up to today.

by
Patricia Stewart
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be sufficient. If ALT levels are normal
and there are no antibodies, the
follow-up would end here; the child
was not infected.
Positive viremic: if the mother is
virimic positive at the moment of
birth, the risk of vertical transmission
increases ; follow-up will therefor
be done early. A first measure of ALT
levels and testing for viral particles
(ARN) will be done when the child
is 3 months old. If ARN particles are
detected (ARN+), a second test will
be done before  the child is one year
old. If the latter is also positive, the
child is infected with HCV.
If the first ARN test is negative, but
ALT levels are abnormal, tests must
be done again for viral ARN between
6 and 12 months and also to see if
anti-HCV antibodies are present at
18 months of age. A positive
response to one of these two tests
signifies the presence of infection. If
ALT levels are normal, testing will
be done for antibodies at about 18
months and testing for ALT levels
will be redone. Negative results at
18 or 24 months will confirm that
the child has escaped infection with
HCV.
Moreover, if at 18 months only the
antibodies are positive (ARN negative
and normal ALT levels), this is a sign
that the child was exposed to HCV,
but that the child's organism
managed to clear it. This result
seems to occur in 75% of babies
infected at the moment of birth 5. §
References :
1. Acta Obstetrics Gynecologia Scandinavia,
2003; 82 (3): p. 229-234.
2. International Journal of Epidemiology, 2003;
32 (5): p. 727-734.
3. Scandinavian Journal of Infectious Diseases,
2005; 37 (5): p. 350-353.
4. Journal of Infectious Diseases, 2005; 192
(11): p. 1880-1889.
5. Journal of Pediatrics Gastroenterology and
Nutrition, 2001; 33 (5): p. 570-575.
6. Digestive Liver Diseases, 2003; 35 (7):
p. 453-457.

The  majority of infections with
the hepatitis C virus (HCV) in a
very young child occur through
transmission from mother to
fœtus. It's what's called vertical
transmission. Data is being
evaluated concerning the actual
risk of transmission and factors
that can increase it.
Various studies published over the
past few years report that the rate
of transmission is about 3%. This
number is especially influenced by
two risk factors: co-infection with
the human immunodeficiency virus
(HIV) and a detectable presence of
HCV in the mother at the moment
of birth or positive virimic (ARN+).
Co-infection with HIV and
Virimic
An Italian team1 followed 170
mothers and 188 babies born during
the 1990s. All of the mothers had
HCV antibodies (anti-HCV+). The
rate of vertical transmission was
2.7%. The risk varied from 2% in HIV
negative mothers to 5.4% if they
were coinfected with HIV. The
authors also noted that all infected
babies were born to mothers who
had a positive virimic at the moment
of birth.
American researchers2 undertook a
meta-analysis, this being the
analysis of a number of studies (10
studies in this case), so as to base
their conclusions on a sufficiently
large number of cases. Thus a total
of 2382 babies were able to be
included in the statistical analysis.
As in previous research, all mothers
were anti-HCV+ at the moment of
giving birth. The risk of vertical
transmission was almost three times
as high with a co-infection with HIV.
Greek researchers3 followed 86
babies born to mothers who were
anti-HCV+. The rate of transmission
here was 3.6% and, as with the
aformentioned Italian study, all
infected babies were from mothers
in whom it was possible to detect
the virus at the moment of birth. Co-

infection with HIV also increased
the risk of vertical transmission.
In the United States, researchers
from the Centre for Disease Control
and Prevention4 followed 244 babies
born to anti-HCV+ mothers. There
were 9 babies infected (3.7%
transmission rate), almost all in
mothers co-infected with HIV (8/9).
Once again, all infected babies were
from mothers who were virimic
positive.
Amongst the other risk factors that
should be mentioned which can
increase the risk for HCV
transmission are the use of
intravenous drugs, the placing of
electrodes on the fœtus' head during
birth and a long delay (over 6 hours)
between the time when the water
broke and the birth. The importance
of the viral load can also play a role
according to the conclusions of a
study done at the University of Bari5.
Safe Breast Feeding
In mothers infected only with HCV,
the delivery method—vaginal or
cesarian—has no influlence on the
transmission risk. The same goes
for the type of feeding—maternal or
bottle. However co-infection with
HIV calls for more prudence.
[Editor’s Note: According to the
Canadian Breastfeeding Foundation,
while current scientific thinking
accepts a risk of vertical
transmission with breastfeeding,
research studies that fully define
the role of breastfeeding patterns
(particularly exclusive breastfeeding
and optimal breastfeeding
management) and related maternal
and child health on HIV transmission
have not yet been done.]
The HCV genotype, the mother's
age and gestationnal age at the
moment of birth have no effect on
the level of vertical transmision.
Careful Follow-Up
Doctors from the pediatrics
department at the University of
Florence6 have developed a plan to
follow babies born to mothers
presenting with antibodies positive
for HCV.
Negative virimic: if the search for
viral particules (ARN) in the mother
is negative at the time of birth,
measuring ALT levels and
antibodies at 18 months of age may

Vertical Transmission of Hepatitis C: Problems with HIV
by
Suzanne Champoux
Special Contribution

The Focus on Hepatitis C
column has been made possible

thanks to the financial
contribution of

Schering Canada.
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RARE COAGULATION DEFICIENCIES —
Factor II Deficiency

NURSES’ CORNER

The holiday season is approaching
and everyone is caught up the
frenzy of last minute shopping
before the happy event is here. But
L'Écho du facteur arrives so you
can take a break and also get the
latest information on hemophilia.
 I'd like to tell you about a very rare
coagulation deficiency with which
about only 50 people in the world
are diagnosed. I'll be telling you
about hypoprothrombinemia or
factor II deficiency. NOTE: a
deficiency in factor II must not be
confused with the presence of a
factor II mutation: 20210A that, for
its part, can cause thrombosis.
Factor II is a protein that works at
a different area of coagulation to
form a stable and solid clot.
This deficiency can be congenital
or acquired. It's Mr. Quick and his
colleagues who described FII
deficiency for the first time.
However, it wasn't until 1969 that
Dr. Shapiro and her colleagues
wrote on the structure of this
protein.
When the disease is congenital, it
is transmitted on chromosome 11
in an autosomal recessive manner;
this meaning that both parents
must be carriers in order to
transmit the deficiency to their
child. Patients who are affected
(homozygots) can have the
following symptoms:
• Bleeding from the umbilical cord
• Nosebleeds (epistaxis)
• Abnormal bleeding following
trauma or surgery
• Muscular bleeds (hematomas)
• Occasionally, intercranial bleeds

What tests must be done to
diagnose FII?
This deficiency is diagnosed by
observing the prothrombin time
(INR) with a blood sample taken in
the clinic. In light of this observation,
the doctor will ask for factor II, V,
VII and X levels. The diagnosis is
established when a low FII is found.

How to prevent problems?
• Always check with your treatment
centre to find out which drugs to
avoid;
• Get vaccinated against the flu (to
avoid nose bleeds) and against
hepatitis;
• Choose non-contact sports and
wear appropriate equipment while
doing them;
• Consult a dentist to avoid invasive
treatment (cutting, mandibular
block, etc..);
And last but not least
• Communicate regularly with your
hemophilia centre and register with
the CHS for an adequate follow-up
and to be well informed.
For more information about
deficiencies in factor II or about any
other deficiency such as factor I,
VII, X, XII, XIII and Glanzmann
Thrombasthenia, contact your
hemophilia treatment centre to get
information booklets written by the
Quebec nurses to help you
understand the different bleeding
disorders. Other booklets will soon
be available on factor XI and one
on Bernard Soulier Disease.
I hope you've learned a bit more
about bleeding disorders and that
you enjoyed this article.
HAPPY HOLIDAYS TO ALL! §

And women!
What are their symptoms?
Physiologically, women are always
more vulnerable than men when
they have a bleeding disorder. In
fact, birth control, menstruation,
pregnancy and childbirth are all
events in their lives that require
close surveillance by the treatment
team. Women with a factor II
deficiency are no exception to this
rule. Women with this condition
have heavy and/or prolonged
menstrual periods and abnormal
bleeding at childbirth.
When the deficiency is acquired
during your lifetime and not
congenital, it is often a sign of
vitamin K deficiency, liver
dysfunction, intestinal disorders or
the effect of certain medication. I
won't dwell on this here since this
requires a different type of
treatment.
Factor II deficiency has three levels
of severity and the symptoms are
more frequent when the factor II
levels are low:
Type I (severe): < 2%
Type II (moderate): between 2%

and 5%
Type III (mild):  between 5%

and 50%
What is the treatment?
Treatment exists to control bleeding
caused by this deficiency. First of
all, there is treatment to replace
the missing factor:
- Prothromplex® TIM 4 or
Bebulin®VH that contains FII, FVII,
FIX and FX
- Fresh frozen plasma

I insist on the fact that treatment
remains appropriate and efficient
on condition that there's rapid
action and adequate care is
taken.

Secondly, there is treatment for
mucus bleeding such as
antifibrinolytics (Cyklokapron®,
Amicar®) that stop the clot from
disintegrating, and anovulants,
which control or inhibit menstrual
bleeding.

by Claude Meilleur
Nurse Coordinator at the
Quebec Inhibitors Centre
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Sylvie loves them, and she even tells
them often; she admires them!
Sylvie is exceptional, simply one-of-
a-kind.
The kind of people who give so much
of themselves to their work are rare,
people who devote themselves
wholeheartedly to a cause, without
any regard for time.
Sylvie taught us how to do infusions
so that we could take control of the
treatment to a certain extent, and
reduce the number of trips to the
hospital and back. She was always
very patient and encouraging with
us, in spite of our hesitation to infuse
our son. When we had evening
appointments, she was always right
on the job. No matter what time it
was, tired or not, she was there,
always with her endearing smile and
happy to see us. And we were not
the only ones who got private lessons
from her. Many others enjoyed the
same privilege.
When parents of children with
inhibitors talk among themselves,
they often talk about Sylvie. We call
her affectionately our “fairy
godmother.” And we all agree on one
thing: for us, Sylvie is a real gift from
heaven.
Sylvie is feisty, a fighter who is not
easily discouraged. Through the
difficult moments, when inhibitor
dosages are not always encouraging,
she never lets go, urging us to keep
up the fight ourselves.
Sylvie gives everything, and never
asks for anything in return. She's a
wonderful lady, and we're happy to
be able to pay tribute to her. It is
important to realize how much she
has done and continues to do for our
children and our families in order to
make our lives just a little less
complicated.
Thank you, Sylvie, for being such an
exceptional human being. You are
extremely important for all of us. We
love you with all our hearts. §

Marie-Ève and Maxime Germain
and all the parents of young
hemophiliacs with inhibitors

who have been lucky enough
to have their lives touched by you

I am writing to you today to talk
about a woman who is very
important to all of us. This woman,
with her heart of gold, has done so
much for us that it was entirely
justified to pay tribute to her and tell
her just how much she has done to
change our lives.
One day, we were told that our son
was a hemophiliac. For us, it was as
if the earth had suddenly stopped
turning.
A few months later, when everything
seemed to be going well, and every
bleeding episode could be controlled
quickly, he began bleeding from the
mouth and we couldn't stop it. All
our fears came true when we learned
the second diagnosis: our son had
developed very high-titer inhibitors.
Once again, it was as if our hearts
stopped beating. After the first
diagnosis, and just a few months
earlier, we felt confident that our son
could live an almost normal life, very
much like other children. Yet when
we found out there were inhibitors,
we knew his life was about to change
completely. But what kind of life?
For us, everything came to a stop. I
remember caressing my son as he
slept by our side, and sobbing. It was
truly catastrophic, the end of the
world!
Then a lady came up and offered a
hankie. We will never forget that
face, with the tender, compassionate
smile. We didn’t know at the time
that this woman would become one
of the most important people in our
lives. We had just met Sylvie Lacroix.
This is our story, just as it’s the story
of Benjamin, Tommy, Nicolas,
Francis, and several other children
who have been lucky enough to have
their lives touched by this wonderful
lady.
Many people must have gone to the
same hospital room and been told
the diagnosis that every parent of a
hemophiliac fears most. But Sylvie
was always there.
From that moment on, Sylvie
reassured us by telling us that life
goes on and that life would be
beautiful, even with those frightening

inhibitors. She made us feel totally
confident and we knew our son was
in good hands.
Sylvie Lacroix is a remarkable lady
who has always done everything she
could for our children. This tiny
woman has an unbelievably positive
attitude, and always knows how to
make us smile, even in the most
difficult times.
She has dedicated herself, body and
soul, to the profession she loves.
Since the very beginning, she has
been there for us, seven days a week,
twenty-four hours a day, always
ready to help us, advise us, guide us,
support us, and reassure us.
In the first few years, our son was
hospitalized frequently for major
bleeding from the mouth. In a flash,
Sylvie was there. How many
weekends in the country did she
cancel because our son had to be
hospitalized? But she insisted on
being there, taking care of our son
and watching over him, sometimes
until very late at night. We often saw
her “pop in” to the hospital room in
the wee hours, to see how our son
was doing, whether the bleeding had
actually stopped, or if we needed
anything—sometimes even several
times in the same night—and forcing
us to take a break for a shower or a
bite to eat while she remained by our
son's bedside.
On occasion, she even visited us at
home to follow up on a treatment.
She was determined to help us avoid
making more than one trip in the
same week. And once again, we are
not the only beneficiaries of her
tremendous generosity. And many
of us live off the island of Montreal,
often more than an hour away by
car.
Sylvie is a dedicated nurse with a
passion for her work, especially for
children—the children she has seen
grow up and blossom, the children
she loves to pamper. She always has
a bag full of surprises, and our
children love to stick their hands in
to find a treat. She bandages their
wounds, and rewards them for their
great courage. The children love her.
Everyone knows perfectly well that

Tribute to Sylvie Lacroix
EDITOR’S NOTE: This new column will be dedicated to families affected by inhibitors. While giving them a tribune that will allow them
to express themselves, the subjects that will be dealt with will be directly related to this serious complication in hemophilia. I invite those
families concerned to contribute so that it will be lively and reflect the reality of this problem. To begin with, here is a text that pays tribute
to Sylvie Lacroix, given when she accepted the Award of Appreciation from the CHS on December 2. Sylvie has retired from the inhibitors

centre after many years of service to families affected by this condition.
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One of the CHSQ's principal mandates
is to defend our rights and act as a
'watchdog' over government bodies;
however, not many members know
that some of us sit on various
committees to represent our
organization. For example, I sit on the
Héma-Québec Liaison Committee.

This committee was created following
the Commission of Inquiry on the Blood
System in Canada, chaired by Judge
Krever, who recommended having a
group of representives from
community and consumer
organizations. The goal of this
committee is to make sure that the
particular interests of recipients are
brought to the attention of the blood
operators' Boards of Directors, and
also to ensure good communication
betweeen the national blood services
and all pertinent external
organizations.

The committee is composed of a
minimum of ten (10) external members
with the right to vote who meet at least
twice a year. The external members
are all recipients of labile blood
products (red blood cells, platelets,

plasma) or stable products (factor
concentrates, immunoglobulin,
albumin) or people associated with
organizations that include the interests
of these same recipients. A number of
organizations are represented such as
the Thalassemia Association  and
COCQ-Sida.

During our last meeting on November
18, 2006, we discussed various topics
including:

• Lead in donors' blood

• Parvovirus B-19

• Spumavirus

• Reactions to Gammunex®

• Presentation of the REDS results

• Presentation of the Héma-Québec
preparation plan for a possible
influenza pandemic

• Pathogens under surveillance.

At this time, there is a serious problem
with the absence of representatives
from various organizations on this
committee. Three times a meeting had
to be cancelled before taking place. A
deeper follow-up and call to all
associations will be undertaken by
Héma-Québec to solve the problem. It
was also recommended that the name
of the committee be changed to a more
interesting one.

We also discussed a number of points
that were submitted by the Héma-
Québec Safety Committee: individual
testing for West Nile Virus and a
discussion on the Chikungunya virus
and Chagas disease.

This committee elected me as
representative to the Scientific and
Medical Committee. This committee
was also created following the report
by the Krever Commission. It's
composed of specialists from the
scientific field in Canada, the United
States and Europe. The mandate of this
committee is to advise the Board of
Directors on the scientific and medical
progress that can have an impact on
the supply of components, derivatives
and blood substitutes, particularly on
technological developments,
therapeutic effectiveness and
replacement products. It also must
advise the Board of Directors on the
scientific pertinence of Research and
Development programs and specialized
services offered by Héma-Québec as
well as their costs.

For reasons of confidentiality and also
to avoid putting you to sleep while
reading my text, let's just say that the
discussion was mainly on the research
into different blood products and their
stability. Our last meeting was held
November 15, 2006.

It must be noted that Héma-Québec
distributes many blood-derived
products. For your information, Héma-
Québec will be holding a consensus
conference on pathogen inactivation
in Toronto in March 2007.

If you'd like to have more information
on the items mentioned here or if you
have any comments or suggestions,
don't hesitate to contact me directly or
to communicate with the office. §

HÉMA-QUÉBEC LIAISON COMMITTEE
by
Marius Foltea Marius.Foltea@mdsinc.com


