
SUMMER 2009VOLUME 17, NUMBER 2

beneficiaries of health care services.
Parents visited their HTC when
needed, and at least one a month.
Each Hemophilia Treatment Centre
received a distinct and dedicated
budget in order to manage costs
related to personnel: medical
director, nurse-coordinator,
physiotherapist, social worker and,
in some cases, administrative
support. Apart from the nurse-
coordinator position, the great
majority of the members of the health
care team spent only part of their
work time caring for people with
bleeding disorders. Expertise in fields
like orthopaedics and other
specialties were added to the
multidisciplinary approach known
as comprehensive care as needed.
Moreover, the budget for each HTC
included the cost of supplies (needles,
syringes, etc) needed for
administering coagulation factor
concentrates at home. The blood
products themselves were supplied
separately by the Canadian Red Cross
(CRC). Over time, specific budgets
were absorbed by the hospitals that
housed each HTC, which led in some
cases to a reduction in personnel
and services.
During the 1980s, the four HTC and
the CRC came to an agreement
whereby Factor VIII concentrates
would only be distributed to patients
with hemophilia A who were
registered in one of the four centres
in the network.  (A local health-care
provider could continue to supply
ongoing care.) This way of working
guaranteed that factor VIII
concentrates would be prescribed by
hemostasis specialists and assured
that all patients with hemophilia A

While the CHSQ celebrates its 50
years of existence, the year 2009 is
also an important step for the four
hemophilia treatment centres (HTC)
because they're celebrating the 30th
anniversary of their creation. Here's
the story of how these institutions that
revolutionized the life of people with
a bleeding disorder in Quebec came
about.
Towards the end of the 1970s, thanks
to coagulation factor concentrates,
home care became the standard
practice for most patients affected
by the severe form of hemophilia A
(factor VIII deficiency) and
hemophilia B (factor IX deficiency).
In 1979, recognizing that this
relatively rare chronic disease
required supervision by a small
number of highly specialized health
care providers, the Quebec
government created a network of
four Hemophilia Treatment Centres
(HTC): Sainte-Justine's Hospital,
Montreal Children's Hospital, Saint-
Sacrement Hospital and the
Sherbrooke University Hospital
Centre.
The four centres had to be
complementary and have a scope of
activity that was provincial, not local.
They offered a meeting place for
parents living in outlying regions, as
well as systematic support for
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were registered at a HTC.  What's
more, in the case of a recall, blood
products that patients had at home
could be quickly recalled as soon as
patients were notified.
 At the beginning of the 1990s, this
agreement was extended to factor IX
concentrates. Consequently, the
Quebec HTCs took responsibility for
efficiently tracing the distribution and
use of factor VIII and IX concentrates;
however, no resources were offered
to support this action. What's more,
the existence of various distribution
routes using local hospitals meant
that to date, patients in Quebec
couldn't be notified about a recall
within the prescribed time limit. This
situation makes patients vulnerable
and entails serious legal implications
for the Quebec government.
Towards the end of the 1980s and the
beginning of the 1990s, the HTCs had
to meet an incredible challenge
dealing with the consequences of
infections with blood-born pathogens:
HIV and hepatitis C. Immunologists
and hepatologists joined the
multidisciplinary teams.
In 1993, the HTC mandate was
enlarged to include all congenital
bleeding disorders. Over the next few
years, hematologists in Quebec and
around the world began to realize the
extent of under diagnosis and the
importance of bleeding disorders in
women, particularly those affected by
von Willebrand disease and carriers
of congenital factor deficiencies.
Sainte Justine's Hospital in Montreal
and Saint-Sacrement in Quebec City
added women's clinics to their
services.

THE FOUR HEMOPHILIA TREATMENT CENTRES
A 30-Year History of Service to Hemophiliacs

cont’d on page 9 (30 years) >
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A WORD FROM THE
EDITOR

In May, I had the opportunity
to participate in the Rendez-vous
2009 event that was held in
Ottawa. I still delight in thinking
how lucky we are to be part of a
bleeding disorder community that
exudes so such devotion and
commitment. By the same token,
I wholeheartedly commend all the
healthcare professionals from our
hemophilia treatment centres
(HTC) for their skills, dedication
and availability as they continually
strive to improve the quality of life
for all people with bleeding
disorders.
This sort of gathering always
reminds me of that undeniable
synergy between us—the people
with bleeding disorders—and our
relatives, friends and caregivers.
Since our founding, our actions
have truly defined the meaning of
efficiency and solidarity.
Please read the testimony of two
CHSQ delegates who attended
Rendez-vous 2009 on page 9 of
this issue.
I encourage you to promote the
Dare to Dream for a Cure contest
with everyone you know.

There are only 100 tickets for sale.
In other words, participants have
one chance in a hundred of winning
the grand prize, a one-day training
session at the Bridgestone Racing
Academy in Mosport, Ontario, on
September 18, 2009. This is a once
in a lifetime opportunity to get
strapped into the driver's seat of a
Van Diemen (which is slightly larger
than a Formula Ford) and take it for
a spin on an actual race track. Last
year, I was fortunate enough to live
my dream and make lasting
memories at the Academy. What a
rush for any racing enthusiast!
Should the CHSQ top all other
chapters through its Dare to Dream
for a Cure fundraiser, it will
automatically receive another one-
day training session to be awarded
to the best individual ticket seller.
Grab the steering wheel of this event
and see where it may lead you…
The draw will take place on
September 3. Individual tickets are
$100 with all proceeds going to fund
research on bleeding disorders.
In conclusion, I would like to give
a special thank you to Céline Carrier
who is retiring in mid-July from her
pivotal secretarial role at the Enfant-
Jésus hospital's HTC in Quebec city.
For over 20 years, her skills,
dedication and experience have
provided a solid anchor for all
patients with bleeding disorders
across Eastern Quebec.
We wish Céline the happy
retirement she so rightfully
deserves! §
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EDITORIAL

an inhibitor at least, becomes
“invisible”…and yet, it's always
present and at the heart of the
CHSQ's work. Beyond statistics,
there is the person, the family,
everyday life, school, work, play,
etc. I feel privileged to meet and
speak with the person living with
a bleeding disorder as well as
with members of his family.
Over 700 people in Quebec live
with the consequences of
hemophilia in their everyday life.
A genetic injustice affecting one
birth in 10,000. It's rare, but there
are too many!
Other forms
of bleeding
disorders
affect just
over 1000
Quebecers.
von
Willebrand
Disease, an
under-
diagnosed
condition,
affects one
person in a
hundred in
the province!
There may be
70,000 people
in Quebec
living with the
gene for this
disease and
yet, it remains
unknown in
various
medical fields
and by the majority of men and
women who needlessly live with
the consequences of this gene,
without knowing the cause!
The CHSQ is 50 years old and is
on the way towards its

Celebrations for the 50th

Anniversary of the CHSQ
continue! Life is marvellous,
and everyone in the Quebec
hemophilia community is
happy.
Not to put a damper on this
special time, I'd like to share
my impressions about the
celebrations surrounding the
50th Anniversary of our
founding.
During my first months at the
head of the CHSQ, I listened
and learned more and more
about this rare disease that is
hemophilia. Treatment of the
disease with safe and effective
recombinant products is great
news, which also significantly
improves the quality of life of
hemophiliacs. What's more, the
life expectancy of a hemophiliac
is almost equal to that of the
Quebec population in general!
However, this major progress
in hemophilia treatment
predisposes society in general
and hemophiliacs themselves
to “forget” the risks and
consequences related to
hemophilia on the life of
growing children, as well as
their futures. At the other end
of the spectrum, over twenty
families living with an inhibitor
to coagulation, a complication
that makes treatment difficult
in their case, live with worry on
a daily basis.
It's almost as if, with time,
hemophilia, in the absence of

centennial. The CHSQ continues
to “Dare to Dream for a Cure”.
The goal of the CHSQ is to meet
the needs of its members and
finding a cure for the disease
through medical and genetic
research is its ultimate goal. This
disease has to go, be eliminated
from our daily life in Quebec, in
Canada and around the world.
We're so close.
Research requires sufficient
funding, and adequate funding
depends on well-thought out and
efficient development. Working
towards this objective, the CHSQ
is undertaking the elaboration
of a development and finance
plan for the years 2010 to 2012.
In order to make the “invisible
visible”,  a number of people
have already accepted our
invitation to join the CHSQ
Ambassadors Council to
elaborate and create this
triennial plan. I'm very happy to
announce that Sylvie Lussier,
former well-known television
announcer, Martin Laroche,
professional actor, Dr. Georges-
Étienne Rivard, world reknown
hematologist and Kevin
Blanchette, young volunteer with
hemophilia, will become the
corporate spokespersons for our
actions.
These four people give a family
view to our chapter and wide
scope for our Plan. The
Ambassadors Counsel will also
include a number of high-level
personalities from our partners
and from the corporate milieu.
We dare to dream for a
cure…and you?
It's a beautiful day…and the
future looks bright for
everyone. §

by
Robert Larue

A Glimpse into the Future
during this Year of Celebration!

rlarue@schq.org

Research
requires
sufficient

funding, and
adequate

funding depends
on well-thought
out and efficient

development.
Working

towards this
objective, the

CHSQ is
undertaking the
elaboration of a

development
and finance plan

for the years
2010 to 2012..



4

FUNDRAISING

Dare to dream for a cure: dare
to participate!

Does spending the day driving a
race car seem like a pipedream to
you? The launch of the Dare to
Dream for a Cure drawing just may
let you experience this dream!
Buying a ticket gives you a chance
to win an all-inclusive day at the
Bridgestone Racing Academy in
Ontario on September 18, 2009.
The chances of winning are good:
there's a limit of 100 tickets to sell.
All profits go towards research. You
can help us by buying a ticket in
your name or by promoting this
event within your social and
professional network. The Dare to
Dream for a Cure drawing is also
listed on our Facebook page.
The big drawing takes place
September 3, 2009.
For more information, consult our
website www.hemophilia.ca or
write to us at info@schq.org.

Dance for Life, an event to look
forward to

The 3rd edition of the Dance for Life
show will take place November 14,
at the Espace Dell'Arte in Montreal.

Last year, this multicultural dance
event that brought together over 60
talented artists to the same stage
and helped us raise over $18,000.

We now invite you to reserve this
evening in your agenda and think
about the possibilities of getting
those around you involved in the

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

success of this event. For example,
would your employer be interested
in supporting this activity by
sponsoring tickets or in exchange
for visibility?
Don't hesitate to communicate with
us to learn about the various ways
you can get involved!

Joumana Yahchouchi, Program and Fundraising
Coordinator, and Robert Larue, Executive Director,
were all smiles while receiving a donation for $7500
for summer camp from Opération Enfant Soleil.

5th edition of the CHSQ Bowl-
a-thon

The 5th edition of the CHSQ Bowl-
a-thon took place on April 26 in
Montreal and May 2 in Victoriaville
and Quebec City. The energy of
those involved in organizing this
activity helped us raise over $ 7000!

Once again, we want to thank our
members for their support and hard
work: Maxime Lacasse Germain,
David Pouliot and Nayla-Marie
Syriani in Montreal, Nathalie Martel
and Francis Rheault in Victoriaville
and Isabelle Hawey and Lisa-Marie
Mathieu in Quebec City. Your
exemplary devotion is a source of
inspiration for the CHSQ.

We hope it will inspire other
members to follow in your footsteps.
Why not start thinking about
organizing new bowl-a-thons
around the province right now? §

The 5th edition of the CHSQ Bowl-a-
thon managed to raise over $7,000 this
year in Quebec City (above), Montreal
(bottom left) and Victoriaville (bottom
right). Thanks go to our sponsors and
to the key volunteers who made this
day a success. A special thank you also
goes to our many participants!

Thanks go to our CHSQ
summer camp donors

The past few months have seen
some positive news in regards to
financing for the CHSQ summer
camp and we'd like to offer our
sincere gratitude to the
organizations which have decided
to support this project: the Jeunesse-
Vie Foundation, the François-
Bourgeois Foundation, the
J.-Armand-Bombardier Foundation
and, our major donor, Opération
Enfant Soleil.

On behalf of all members of the
CHSQ, we want to thank these
donors who, besides believing in
this project, offer hope to our
youngsters who deal with this reality
every day.
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heal after a fracture. When the
cartilage is damaged, arthritis occurs
with resulting pain and difficulty of
movement. With repeated bleeds the
destruction of the cartilage leads to
hemophilic arthropathy.
Blood in the Joint: What We
Already Know
After bleeds, the synovial membrane
grows thicker and thicker. This
makes it more susceptible to bleed
again because it can get “pinched”
in the joint during movement. Also,
this thicker membrane uses up
nutrients for itself, taking nutrition
away from the other joint structures.
When blood cells enter the joint
cavity, the immune system responds
immediately. Its actions cause a
negative effect on the cartilage. In
response to the invasion of red blood
cells in the joint, the synovial cells
and white blood cells that are part
of the immune system release
substances called cytokines.The
cytokines directly damage the
cartilage. This happens as long as
there is blood in the joint.
Currently it is thought to take about
4 days for the red blood cells to be
broken down in the joint once the
bleed has stopped. Some white blood
cells destroy the red blood cells in
the joint by breaking them down in
a process called phagocytosis.
Blood in the Joint: New Data
Explaining Cartilage Destruction
Nathalie Jansen found that hydrogen
peroxide (H2O2) is released from the
cartilage cells during the
inflammatory response. The H2O2

binds with iron from destroyed red
blood cells and causes further
damage to the cartilage. The
peroxide-iron combination causes
the cartilage cells (chondrocytes) to
shut down and die. This is called
apoptosis.
Earlier it was stated that healthy
cartilage contains proteins. One
important type of protein is called
proteoglycan. Research by Nathalie
Jansen and her supervisor,
Dr. Rosendaal, showed that when
blood, even in small concentrations,
is next to the cartilage, no more
proteoglycan proteins are produced.
Also, proteoglycans are released
from the cartilage, where they

Hemophilic arthropathy, the type
of arthritis caused from bleeding in
a joint, is currently being studied by
Nathalie Jansen in the Netherlands.
She has found new scientific
information on the effect of blood
on cartilage. This article will first
review the anatomy of the joint. Then
we will discuss known pathologic
effects of blood on cartilage.
Finally, new information gathered
from Nathalie Jansen`s research will
be explained.
Back to Basics: The Anatomy of
a Joint
The joint is lined with a membrane
called the synovium. It is made up
of tiny blood vessels called capillaries
that supply nutrients to the joint.
Bleeds in joints occur when this
membrane tears and blood from
the capillaries leak into the joint
cavity.
The joint cavity is filled with synovial
fluid. This liquid helps movement
happen freely. It is also responsible
for removing debris from inside the
joint and receives nutrients from the
synovial membrane that are
essential to good cartilage health.
The cartilage is a special type of
tissue that covers the end of the bone
that is inside the joint cavity. It has
a smooth surface and has much
more water in it than bone. It has
no blood supply, so it gets all of its
nutrients from the synovial fluid.
The cartilage is the “shock absorber”
of the joint, resisting compressive
forces and shear stresses that occur
with joint load-bearing and
movement. It is composed of both
solid and liquid elements: water,
electrolytes, collagen, proteins and
unique cells called chondrocytes.
When the chondrocytes die, there is
a very limited number of new  cells
that grow to repair the cartilage.
Therefore, damage to the cartilage
is irreversible, unlike other tissues
of the body such as bone that can

NURSES’ CORNER
How Blood Damages Joints

by Catherine Sabourin
Nurse Coordinator
and Marion Hahn
Physiotherapist
Montreal Children’s Hospital
Hemophilia Treatment Centre

belong! The significant decrease of
this important protein greatly impairs
the functioning of the cartilage. This
destructive process can be prolonged
by weight-bearing during the bleed.
This new scientific finding tells us
that weight-bearing during a bleed
could directly affect the amount of
damage to the cartilage. Therefore,
it is better not to put weight on a
joint during a bleed as well as during
the time it takes to “clear up” the
blood from the joint, even if there is
no more pain.
One might ask what this new
information tells us in a practical
sense. Will it change anything in how
bleeds are managed? Previously, the
hemophilia treatment team may have
been using pain as a guideline in
making recommendations about
weight bearing. Now, they may
recommend using crutches for a
longer period of time. By doing this,
we attempt to limit the destructive
effect on the protein in the cartilage.
Anti-inflammatory drugs, such as
Celebrex®, may be prescribed in an
attempt to control damage caused
by the immune response.
Because we now know that more
blood means more iron, which
contributes to cartilage destruction,
joint aspiration during bleeds, a
practice that has declined in past
years, will be discussed further within
the hemophilia community. It is
encouraging to see recent research
that has direct effects on how we
treat hemophilia, and we look
forward to learning more in the
future. §
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PARENTS’ CORNER
Refuting some Common Myths about Hemophilia

eliminate virtually any risk of
HIV, HBV or HCV contamination.

4. It has to do with blood…
People with hemophilia have
a blood condition…
I think their blood is too thin…

Facts for myth 4:

In reality, hemophiliacs do not
have thinner blood than so-
called normal people. However,
they do lack a certain
coagulation factor that hinders
the clotting process. As a result,
clots are more fragile and
weaker.

When preparing for this article,
I was pleasantly surprised to
discover that people around me
had a pretty good idea of what
hemophilia is. For the most part,
they only needed some
clarifications about its treatment.
Hemophilia is a fairly rare
condition. The more we talk about
it, the less mysterious and scary it
will seem.
On this cheerful note, I wish you
a great summer filled with
sunshine! §

Editor’s Note : We would like to
thank Claudine Amesse, Nurse
Coordinator, and Dr. Georges-
Étienne Rivard, Director of the
hemostasis clinic at the CHU Sainte-
Justine, for their specialized editing
assistance in the writing of this
article.

Summer is finally here!
School will soon be nothing but a
distant memory as children invade
playgrounds and soccer fields. In
the process, we might witness a
few scraped knees and sunburns
(providing that the sun dares to
shine).
I am happy to report that I survived
my son's first school year!  While
I could not avoid stress completely,
it certainly decreased to a
manageable level as the weeks
went by. Teachers and daycare
workers alike did their very best
to adapt to the situation and help
me find ways to make everyone's
life easier. Hurray for cell phones!
They keep us in touch…
For this column, I decided it was
time to dispel some myths about
hemophilia.  After surveying those
around me and researching the
Internet, I came up with a list of
the most common myths that
relatives and friends of people with
hemophilia might encounter.
Each myth is described below
(using the very words in which
they were presented to me)
followed by my own explanations
in layman's terms (I am not
familiar with the medical lingo
anyway). So let's get started.

1. I believe that the blood of
people with hemophilia cannot
coagulate after an injury. They
need a shot with medication
to make it clot, otherwise the
hemorrhaging will continue
until they bleed out.

2. When people with
hemophilia cut or knock
themselves, they can bleed to
death.

Facts for myths 1 & 2:
The blood of people with
hemophilia can coagulate
following an injury, although the
process takes longer and the
resulting clot will be relatively
weaker. They will not bleed to
death unless their injury is quite
severe. Superficial scrapes and
cuts do not pose a serious threat
to them.
However, mucous membrane
injuries (e.g. tongue biting) can
bleed for extended periods of
time, even days on end, thereby
causing severe life-threatening
anemia in the absence of
treatment.

3. I know that hemophilia is a
hereditary blood disease (but
I don't think you can catch it).
I believe that people with
hemophilia need blood
transfusions because their
blood does not clot. I think
they experience heavier and
longer bleeding than “normal”
people when they get injured.

I heard that many hemophiliacs
contracted AIDS through
contaminated blood in the
1980s.

Facts for myth 3:
Actually, hemophilia is a genetic
disorder that is passed from
mothers to sons. Its treatment
does not require any blood
transfusions; it consists in
administering factor VIII
concentrate to patients with
hemophilia A and factor IX
concentrate to those suffering
from hemophilia B. If left
untreated, hemophiliacs will
bleed longer - not faster - than
people with a normal clotting
profile.
Sadly, many hemophiliacs
contracted the HIV, hepatitis B
(HBV) or hepatitis C (HCV) virus
through the tainted blood
tragedy. Nowadays, factor
concentrates are genetically
engineered or subjected to a
viral inactivation procedure to

by
Lisa-Marie Mathieu

yanliz@ccapcable.com
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INHIBITORS’ CORNER

From the very beginning, the
electronic logbook has been a
topic of special interest to us.
While some people consider this
tool to be at worst useless or at
least annoying, others find it to
be a valuable source of
information. Can you guess which
group I fall into? The fact that I
am dedicating an entire article to
this subject probably gives it
away…
Why should we keep an
infusion diary?
Simply put, it allows us to
document our thoughts, to put
them into perspective and to keep
our subjectivity in check. Instead
of “being under the impression
that…” we can “look at the facts
and know for sure”. We can

participate in research projects
by contributing accurate data on
the various key elements that
surround the administration of
blood products. This information
can be used to link events that
seem to be unrelated at first and
ultimately establish cause-and-
effect relationships.
All blood products distributed in
Quebec must be traceable.
HeliTrax meets the requirements
for accurate real-time inventory
data as determined by funding
authorities for factor replacement
products.
Since May 4, you have been
testing the new HeliTrax®. You
probably noticed some major
changes and improvements
compared with the previous
version. Let us review those
changes and focus on key
functions that merit
consideration.
Web site and wireless mobile unit
security is of the utmost
importance. Be aware that your
password must be changed every

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

90 days and that access to your
account will be locked after
repeated login attempts using your
old password. Please remember
this security feature to avoid any
inconvenience!
To everyone's delight, HeliTrax
can provide a product inventory
overview. No need to count and
double-check anymore!
HeliTrax can also display a
summary of prophylactic
treatments, bleeding episodes
and follow-ups for a
predetermined timeframe.
Thanks to the Immune Tolerance
Therapy monitoring button, you
can find out in a flash when every
treatment started and ended.
Last, but not least, the Other
Therapy feature allows for the
monitoring of hematuria and
synovitis episodes through the
electronic logbook.
Hopefully, this article provided
further insight into the usefulness
of this tool.
Have a great summer everyone! §

A MOMENT TO REFLECT

The HeliTrax® System: or the Electronic Logbook at a Glance

“Whatever the mind of man can conceive and believe, it can
achieve.”

Clement Stone

IN MEMORIAM

It is with great sadness that we
learned that Luc Simon, a member
of the CHSQ, passed away on June
19, 2009.

Over the years, Luc has been
involved in several CHSQ
committees. He was a member of
the Board of Directors from 1994 to

1999. Luc was also a member of
the HIV Compensation Committee
since its creation in the wake of the
tainted blood tragedy of the 1980s
until his death.

We wish to recognize his
accomplishments as a member of
this committee.

His final accomplishment was the
retroactive cost of living increase for
the Multi-Provincial and Territorial
Assistance Program (MPTAP) for the
years 2005 and 2006.

The CHSQ wishes to offer its
condolences to the family and friends
of Luc Simon.

- F.L.
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Preparations for a FAQ guide
for the CHSQ
Following the needs analysis, the
CHSQ identified the importance of
creating a Frequently Asked
Questions (FAQ) guide to answer
frequently asked questions relating
to certain practical needs of people
living with the effects of a bleeding
disorder and/or a contaminated
blood transfusion, for example, on
the topics of insurance, travel, etc.
We invite you to join us in this
exercise and send us your
questions so that we can develop
this reference document before
August 31. Contact us by e-mail at
info@schq.org or by phone:
1-877-870-0666 local 24 or
514-848-0666, local 24.

CHSQ summer camp
registration
From August 9 to 14, the CHSQ
will be organizing its summer camp
for children affected by a bleeding
disorder, as well as their siblings,
at the Trois-Saumons summer
camp in Saint-Jean Port-Joli.
Maxime Lacasse Germain, a
member of the CHSQ Board of
Directors and a high school teacher,
will be coordinating the summer
camp, while Claudine Amesse,
Nurse Coordinator at CHU Sainte-
Justine (in Montreal) and Ginette
Lupien, former Nurse Coordinator
at the Eastern Quebec Hemophilia
Treatment Centre (in Quebec City)
will ensure safety on the site.
This year, the camp hopes to offer
sports and leisure activities, of
course, but also time for some
educational activities about
hemophilia and how to better deal
with this reality on a daily basis.
Two young assistant-counsellors
from the CHSQ will also be present
to help the counsellors while

gaining leadership skills. We'd like
to invite anyone who's interested
to contact us immediately: there
are only 25 places available!

Registration for youth
activities for those 15 to 28
years of age
The youth activity will take place
Sunday August 23, and the group
invites you to attend a Montreal
Impact soccer game! The outing
will be followed by supper in order
to give the participants a chance
to get together. Don't miss out on
this annual activity where fun and
a good time is on the program!

Respite weekend for families
affected by inhibitors
Families affected by inhibitors are
invited to take part in a respite
weekend from September 25 to
27 at Estrimont in Orford. On the
program, activities for youngsters
who'll be cared for throughout the
weekend by trained animators;
they're preparing a program of
activities tailored to meet the
special needs of the youngsters.
This activity is also to offer parents
a well-deserved rest, to meet and
exchange experiences or to simply
take advantage of what this
enchanting site has to offer.
Don't forget to register!

Tips for finding childcare
The National level of the Canadian
Hemophilia Society (CHS), has
developed a new guide for parents
of children with bleeding disorders
to help them when they're trying
to find proper childcare: Tips for
finding childcare: A Guide for parents
of children with bleeding disorders.
This booklet provides information
to help parents of children with

CHSQ ACTIVITIES

by
Joumana Yahchouchi

Program and
Fundraising
Coordinator

jyahchouchi@schq.org

bleeding disorders assess their
childcare needs and suitable
options, with steps for finding the
right caregiver. The booklet also
outlines basic medical, health and
safety information that caregivers
need to know.
Contact us to get a copy of this
booklet right now!

2009 Members' address book
The 2009 members' address book
is now available! This resource will
make it easier for members to
contact each other and discuss
various topics of common interest
and strengthen new ties.

World Hemophilia Day
For the second year in a row, the
CHSQ manned an information kiosk
alongside the Canadian Hemophilia
Society (CHS) and the World
Federation of Hemophilia (WFH) to
highlight World Hemophilia Day.
The same day, the CHSQ was
present at an information kiosk
organized by the Hemophilia
Treatment Centre at the CHU Sainte-
Justine; which also highlighted the
30th anniversary of its founding.
The CHSQ was also present at the
Quebec National Assembly on
April 21 to raise awareness among
elected officials. §

World Hemophilia Day was celebrated by holding
information kiosks at the CHU Sainte-Justine
(opposite) and the Quebec National Assembly
(above).
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RENDEZ-VOUS 2009, IN OTTAWA
Together we Care: Impressions of two CHSQ Delegates

From May 7-10, the CHS, in
collaboration with the Association of
Hemophilia Clinic Directors of Canada,
organized the Rendez-vous 2009
event, at the magnificent Chateau
Laurier in Ottawa. Among these four
days, a medical and scientific
symposium was held and, thanks to
the high quality of speakers and
presentations, has been a great
success. Here are the impressions of
two participants of the CHSQ that were
present to this event which attracted
over 300 people.

I always enjoy attending medical
symposiums like the one that took place
in Ottawa in early May. The audience is
always made up of a mixture of patients,
volunteers and specialists in their fields,
and the presentations are often very
understandable for those who have a
bit of knowledge about bleeding
disorders.
Amongst the presentations offered, I
enjoyed the one by Dr. Teitel that showed
the results of a survey on standards of
care in hemophilia treatment centres,
and that of Dr. Carcao, dealing with
prophylaxis, which included interesting
statistics on Canadian subjects.
Dr. Lalonde gave a full overview of
possible surgeries for ankles and the
well-planned presentation by Nathalie
Jansen also caught my attention. The
section on hepatitis C contained an
interesting presentation on existing
treatments for the disease (Dr. Cooper)
and on liver transplants (Dr. Shaw-
Stiffel). Finally, the last session on the
genetics of hemophilia (Dr. Lillicrap) and
a revue of the literature about giving
birth to a child with hemophilia by
Dr. Rivard, ended the day on a strong
note.
Another interesting part for me of this
“rendez-vous” was also the meeting of
the Youth Committee. I noticed that the
National Youth Committee welcomed
some new members, who I was happy
to meet. It's a very stimulating
Committee with a lot of good projects.

David Pouliot

***

I’m pleased to get to tell you about
my experience at Rendez-vous 2009.
Always well organized by the CHS, this
meeting managed to offer participants
a highly informative event.
This year, the theme of the medical
symposium on Friday was: Together we
care. Without naming all the presenters,

In 1996, the Report of the Quebec
Committee on Supply, Management
and Blood Distribution reaffirmed the
role of the four HTCs in treating
patients living with congenital
bleeding disorders.
Following the contamination of the
blood supply system by HIV and HCV,
plasma derived products as well as
high-purity recombinant factor
concentrates came on the market in
Quebec the early 1990s. Because of
past experiences with potentially
dangerous factor replacement
therapies and their elevated costs,
the Canadian Blood Society, the inter-
provincial organization responsible
for policies related to blood and blood
products at that time, began to
require that a tighter control be kept
on the distribution, use and follow-
up of factor concentrates, as well as
on the reactions in patients. In order
to do this, the Canadian Association
of Hemophilia Clinic Directors
developed the Canadian Hemophilia
Registry and CHARMS (Canadian
Hemophilia Assessment and
Resource Management information
System).
CHARMS and, more recently,
personal data systems, allow patients
to communicate with their HTC in
real time to transmit their product
use as well outcomes, which are
essential for better clinical practice
and proper stock management. With

the development of the Information
system on transfusion acts and
hemovigilence (SIIATH) (Système
d'information sur les activités
transfusionnelles et d'hémovigilance),
efforts were undertaken in order to
ensure the presence of an interface
between the two systems.
Over the past 20 years, the four HTCs
in Quebec have developed a
cooperative relationship that is closer
and closer, including common
policies on a number of questions
related to care, treatment and
research. Multidisciplinary teams
meet officially once a year, and
unofficially during congresses or
workshops. In 2004, the Hemophilia
Treatment Centre for Eastern Quebec
moved from Saint-Sacrement
Hospital to the Hôpital de l’Enfant-
Jésus, still in Quebec City.
Due to their expertise and their unique
organization, Hemophilia Treatment
Centres in Quebec have become
models for hemophilia health care in
Canada. Despite limited human
resources and cutbacks to certain
services, for example in physiotherapy
and social work, the vast majority of
our members are extremely satisfied
with the care they receive.
In fact, we could say that health care
professionals and patients living with
hemophilia worked on outpatient care
many years before this idea became
popular in our health care system. §

30 YEARS (page 1 cont’d)

actors who work for this cause that unites
us!
The CHS Annual General Meeting was
held early Saturday morning, followed
by a variety of workshops. I attended
two workshops: the first on philanthropy
with the team from National and the
second on hepatitis C that was very
informative.
Finally, I'd like to end by telling you that
while this activity is called a medical
symposium and doctors and health-care
professionals are present, they make
sure that their words are understandable
and are always open to questions. The
experience was very enriching! When's
our next Rendez-vous? §

Geneviève Beauregard

we got to hear Dr. Manuel Carcao
present the most recent data from a
Canadian prophylaxis study, Dr. Curtis
Cooper, from the University of Ottawa
who spoke about hepatitis C treatment,
and Dr. Rivard who told us about the
risk of intracranial bleeding during a
normal delivery versus by caesarian
section. And these are only a few
examples… Knowing that this many
health care professionals meet to share
their knowledge and the fruit of their
efforts on these questions that are
important to us was as impressive as it
was interesting.
On a more casual note, we got to enjoy
the banquet on Saturday evening, a great
chance to share and talk with various
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FOCUS ON HEPATITIS C

November 6, 2008
(San Francisco, California)  —

Increased coffee consumption
may slow the progression of
liver damage caused by hepatitis
C virus infection, researchers
reported in a poster here at The
Liver Meeting 2008: 59th Annual
Meeting of the American
Association for the Study of
Liver Diseases (AASLD).
Patients who self-reported
drinking 3 or more cups of
coffee per day were less likely
to have liver disease progression
than those who drank less
coffee daily.

“In population studies, coffee
intake has been inversely
associated with cirrhosis,
chronic liver disease, and
hepatocellular carcinoma. But,
no studies have examined the
relationship between coffee
consumption and progression
of advanced liver disease”,
wrote Neal D. Freedman, MD,
of the National Cancer Institute
at the National Institutes of
Health, Department of Health
and Human Services, in
Rockville, Maryland, and
colleagues.

To study this relationship,
Freedman analyzed patient
questionnaire data about food
frequency, including coffee and
tea consumption, from the
3.5-year HALT-C randomized
trial of 1050 hepatitis C patients
at Ishak stage 3 or higher who
were unresponsive to standard

drug therapies. Some patients
in the HALT-C trial received no
treatment, and others received
90 µg/week of pegylated
interferon alfa-2a.

Of the 808 patients who
responded to the questionnaire
at baseline, 711 drank zero to
2 cups of coffee a day, and 97
drank 3 or more cups of coffee
daily. Those who drank the most
coffee also consumed the most
alcohol and cigarettes. These
coffee drinkers, however, had
healthier livers than the other
participants, with less steatosis
(evaluated by biopsy) and lower
bilirubin levels, alfa-fetoprotein
levels, and aspartate
aminotransferase/alanine
aminotransferase ratios
(P < .05).

Liver disease had progressed in
208 patients at the 13-month
follow-up, but outcome rates
decreased from 10.4/100
person-years (no coffee daily)
to 6.0/100 person-years (3 or
more cups of coffee daily;
P = 0.002). The hazard ratio for
coffee consumption ranged from
1.21 (0.81 - 1.79) for no coffee
daily to 0.53 (0.29 - 0.95) for 3
or more cups daily (95%
confidence intervals; P = .0005).
The results show that “coffee
consumption may slow the
progression of fibrotic liver
disease”, Freedman wrote in the
abstract.

“This is an observational study”,
Freedman told Medscape
Gastroenterology, “so it may be
that coffee is a marker for some
other activity”, he said. “It may
be that people who are feeling
sicker don't drink as much
coffee”. He looked at tea
drinkers as well but did not find
an association between tea
consumption and liver disease,
he said.

High Coffee Consumption May Slow Hepatitis C Progression

The questionnaire did not ask
about the strength of the coffee,
what people put in their coffee,
or whether people drank
caffeinated or decaffeinated
coffee, Freedman said. About 85%
of coffee consumed nationally is
caffeinated. Freedman said that
hypotheses about what part of
coffee is beneficial to the liver
are “pretty speculative” although
“maybe the best data is for
caffeine”. Of the 1000-plus
compounds in coffee, several of
them may be influencing liver
disease, he said.

One advantage of the study was
its focus on “the natural history
of clinically significant disease
progression, which other studies
have not been able to do”, said
Freedman's colleague James
Everhart, MD, of the National
Institute of Diabetes and
Digestive and Kidney Diseases,
National Institutes of Health,
Department of Health and
Human Services, in Bethesda,
Maryland.

The study also benefited from a
homogenous population. “They
all started off with liver disease,
so we knew they had liver disease
and were able to then look at
progression of liver disease from
that point on”, he told Medscape
Gastroenterology. §
Référence :
http://pegintron.se/arkiv/aasld-2008-
high-coffee-consumption-may-slow-
hepatitis-c-progression/

by Michel Long
CHS HIV/HCV Program
Coordinator

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering-Plough Canada.
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by
David Pouliot

david.pouliot@gmail.com

YOUTH ECHO

Once again this year, the
provincial and national youth
groups are planning activities for
summer and fall. Since it's still too
soon to talk about some of these
activities, this column will be
dedicated to another topic: physical
exercise. This subject is important
for young people as they reach
adulthood when, with a better
understanding of their limits, they
slowly relinquish certain sports in
favour of physical activity that's
healthier and less damaging to
joints.
There are a number of options for
people, like swimming, walking or
bicycling, but one of the most
popular is without a doubt working
out in a gym. However, there are
risks to working out. It's precisely
for this reason that the World
Federation of Hemophilia (WFH)
developed an exercise manual for
people with bleeding disorders.
Unfortunately, even though the
manual can be downloaded free of
charge from the WFH website, for
the moment it's only available in
English: www.wfh.org/2/docs/
Publications/General_Guides/
Exercise_Guide_med.pdf.
In the meantime, I presume that if
someone requested it, this guide
could be translated into French like
most of the other monographs
produced by the Federation. If
you're really interested in getting
a translation, you can write to me
because if I'm not the only one, I'll
request that it be translated.
Even though not everyone is aware
of its existence, the guide is already
two years old. It was written by

Kathy Mulder, a Canadian
physiotherapist who is well known
by her peers and Nichan Zourikian,
physiotherapist at CHU Sainte-
Justine in Montreal, is mentioned
as a collaborator on this project.

I found the guide very pertinent
and I'll like to say a few words
about its interesting points. It
begins with a resume on the impact
that hemophilia can have on the
health of joints, particularly knees,
ankles and elbows. In fact, it states
that the limited range of movement
of these joints contributes, in part,
to making them more susceptible
than others to bleeds.

The next section is a kind of
“frequently asked questions”
dealing with certain ideas we have
that are sometimes erroneous. For
example, pain is never a sign that
an exercise is beneficial. We're also
reminded that slow repetitions and
a gradual increase in the level of
difficulty are ideal for avoiding
injuries. Amongst the advice given,
we're reminded not to
underestimate all the little daily
actions that can enhance training;
for example, walking or climbing
stairs.

The guide ends with many pages
that include a long list of exercises
for flexibility or for developing
strength aimed at precise parts of
the body, one by one. It goes
without saying that all these
exercises are specifically adapted
to the condition of a person with
a bleeding disorder. What's more,
each exercise is classified
according to its level of difficulty,
and is accompanied by an
illustration that makes it easier to
understand.

As is recommended at the end of
the manual, anyone who wants to
create a training program should
talk with his or her physiotherapist
to ensure that the program is
properly adapted to his or her body.
So, even if the manual isn't the
only reference you can find, it
contains a lot of information. §

Hemophilia and Physical Activity

The 6th WFH Global Forum
on the Safety and Supply
of Treatment Products for

Bleeding Disorders

Date and location:
September 24 and 25, 2009, in
Montreal (Quebec), Canada
WFH Global Forums address issues
related to the safety and supply of
treatment products for bleeding
disorders, and bring together
patient groups, regulators,
representatives from industry and
not-for-profit fractionators, as well
as doctors who treat people with
bleeding disorders. Forum 2009 is
devoted to coagulation factor
concentrates.
The following issues will be
covered:
• Projected trends in plasma
production and safety
• Prophylactic models around the
world
• Threats to hemophilia care in a
tightening economy
• Expanding markets and other
trends
• New rare factor concentrates
• The risk of variant Creutzfeldt-
Jakob disease
Workshops and activities at the
6th Global Forum will take place
in English only.
If you're a member of the CHSQ
and interested in attending this
Forum, the CHSQ could reimburse
your registration as well as your
expenses.
Here's how to apply:
Send us your reasons for wanting
to attend this Forum by mail or e-
mail at the following address
before August 14, 2009.
By mail: CHSQ
10138 Lajeunesse, suite 401
Montreal (Quebec) H3L 2E2
By e-mail: info@schq.org
N.B.  The CHSQ reserves the right
to select candidates if a large
number of applications are
received and/or if certain
applicants do not fit the required
profile. §

- R.L.

NOTICE TO ALL
CHSQ MEMBERS



Marketed in Canada since 2008,
Octaplex is used, according to its
monograph, for treatment and as
prophylaxis for hemorrhagic
episodes in people affected by
acquired prothrombin complex
factor deficit (caused, for example,
by treatment for vitamin K
antagonists).
You can consult the complete
product monograph by visiting:
www.octapharma.com/corporate/
01_octapharma_news/05_news_
2007/050707/docs/20070501_PM_
Octaplex_approved.pdf.

- F.L.

Passing of James Kreppner

It was with great sadness that we
learned that James Kreppner
passed away on May 14. James was
a member of the CHS Board of
Directors for many years as well
as an Honorary Life Member of the
Canadian Hemophilia Society. He
was an ardent and courageous
advocate for all people affected by
bleeding disorders and the
complications of blood-borne
infections.

IN A WORD
New instructions for the
storage and reconstitution of
Octaplex®

On April 23, Octapharma,
manufacturer of Octaplex®, a
human prothrombin complex
concentrate containing coagulation
factors II, VII, IX and X, as well as
proteins C and S, announced new
instructions for the storage and
reconstitution of its product. From
now on, to ensure immediate and
efficient reconstitution of the
product, it must be stored at room
temperature (between 20 and
25°C).
Besides the vial of lyophilized
powder, Octaplex supplies a vial of
water for injection and the
Mix2Vial® transfer unit. At low
temperatures (for example at 5° C,
the normal temperature for a
fridge), when the tip of the Mix2Vial
is inserted into the rubber stopper
on the product bottle, a small crack
may occur, allowing air into the
bottle and thus causing loss of the
vacuum, which will interrupt the
transfer of the water into the
powder vial.

As a member of the Canadian Blood
Services Board of Directors for the
last seven years, James had a
profound effect in the creation of a
culture of blood safety in Canada.
All those who knew James will
dearly miss his intelligence, tenacity,
wit and friendship.
Our thoughts are with Antonia
(Smudge) Swann, James' partner,
and his many close friends and
colleagues. §

- D.P.

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

pharmaceutical companies:


