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The 2004 edition of the CHSQ Christmas
colouring book is called: Brindlehorn’s
Surprise. Written by Christiane Duchesne
and illustrated by Janice Nadeau,
everyone's bound to enjoy it!

There are only a few copies left of last year’s
colouring book: Brindlehorn’s Christmas.
Your customers can have a choice. And,
who knows, maybe they’ll want both!

ollowing Brindlehorn’s
Christmas, this year we’ll see
Brindlehorn’s Surprise, once again
the creation of Christiane
Duchesne, recipient of the
Governor General of Canada’s
Award for children’s literature and
illustrated by Janice Nadeau, a
rising young illustrator and
designer of the 2004 Montreal
Salon du Livre poster, it will arrive
at our offices in mid-October. We
heartily encourage you to send in
your orders using the form you'll
find in this mailing.
Our book still sells for only $5
each and makes a great gift to
offer your children and those
around you. Every book sold helps
the CHSQ carry out its mandate
to help improve living conditions
for people living with hemophilia
or any bleeding disorder and their
families, as well as those living
with the consequences of a blood
transfusion.
You can also offer these books
where you work: the book is an
ideal gift to put under the company
Christmas tree. What’s more,

HIV COMPENSATION
TASK FORCE

The CHSQ has reinstated the HIV
Compensation Task Force whose
mandate is to work for cost-of-
living indexation for the Multi
Provincial -Territorial Assistance
Plan (MPTAP).

If you want to be part of this group
or if you have any suggestions,
communicate by e-mail with Eric
L’Hérault, Chair of the Task Force,
by e-mail at: lerrex@globetrotter.ca
or with Aline Ostrowski, at the
CHSQ office (see coordinates on
page 2).  ∆

we’re returning to the Montreal
Salon du Livre from November 18
to 22 and we’ll have a number of
one-day sales locations over the
next few months. If you have a
few hours to give to this project,
or if you want to organize a sale
near you and need some help
getting it together, or if you have
contacts that can help us increase
our profits, don’t hesitate to call
us. We’d be delighted to work with
you to reach our objectives.
Please note that books from last
year are still available and people
who haven’t yet bought one may
be happy to have both editions of
this creative book.  ∆



he CHSQ has been
reorganizing during the past few
months. The structure and
workings of committees have been
adopted so that they respect the
priorities identified during our
November 2003 strategic planning.

From now on, there will be four
principal committees:
Representation/Advocacy,
Programs, Fundraising and
Governance each including a
number of working groups whose
mandate and makeup will be less
demanding, and the results more
tangible. If you’d like to know more
about the complete structure of
these committees, you can contact
the office (see our coordinates at
the bottom of this page). A number
of the organization’s documents
and policies have also been
updated or are in the process of
being revised.

The present employees are capable
and can count on a strong
volunteer base to support them in
their work. So much so that the

CHSQ is now ready to return to its
former autonomy. The service
contract with the National (CHS),
which ends in early October, will
not be renewed. Patricia Stewart’s
editorial on page 3 covers the
essential elements on this subject
and gives the ins and outs as well
as the outcomes of this decision.

A huge word of thanks goes to the
Board of Directors and the
employees at the National level.
They supported us and helped us
get through a difficult time, and we
are very grateful to them. From now
on, L'Écho du facteur will carry a
column entitled ‘News from
National’, which will deal with
activities and accomplishments at
the CHS, as well as its role in
relation to provincial chapters.

On a whole other topic, I invite you
to carefully read the text by Sylvie
Lacroix on page 8 dealing with back
to school. There are a number of
interesting pieces of advice and
useful references for this time of
year when parents of children with
a bleeding disorder often have to
educate teachers about their child’s
reality.  ∆
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that are needed to make the
running of this organization a
success, we are ready to return
to our previous working model.

On
September 2,
2004, the
CHSQ Board
of Directors
unanimously
approved the
Executive
Committee
decision to
terminate
our contract
with the CHS
as of October
1, 2004.

We have
been trying,
without
success, to
hire
someone to
handle
fundraising. We’ll continue this
search. In the meantime, our
present staff will handle the
colouring book campaign, our
major fundraising effort, and
some program activities will have
to be put on hold.

Unfortunately, due to a lack of
space at our present location and
with no room for expansion
available for a new staff person,
the CHSQ offices will be moving
in early 2005. For the time being,
we’ll remain in the offices on
President Kennedy.

We wish to express our
appreciation to the CHS – Board

s summer gives way to
fall, a spirit of new beginnings
is in the air. New plans, new
activities, a time of change.

The CHSQ is also in the process
of change. In 2001, though our
financial situation was stable,
we were experiencing
administrative difficulties due
to a high staff turnover during
the previous two years.
Volunteers and staff alike were
overworked and barely
managed to keep services to
our members going. We
approached the National
Executive Director at that time,
Daniel Lapointe, to see if the
CHS would be able to help us
out until we reorganized.

At our Annual General Meeting
in April 2002 held in Matawinie,
CHSQ members agreed to
accept the creation of a service
contract with the CHS whereby
we would pay for the National
to handle administrative details,
including staff supervision,
accounting, office resources and
staff support, in exchange for
financial compensation. We
preserved our independent
financial status and our power
of decision on internal policies.

We have now regrouped and
restructured. Under the
dedicated leadership of staff, in
the guise of Aline Ostrowski and
Geneviève Beauregard, who
have quickly mastered the
multiple and complex dossiers

of Directors for their
cooperation, and to the staff
for their support. A spirit of
cooperation has grown
between the two sections that
has improved services to our
members and strengthened our
ties with the National level. We
intend to continue in this
cooperative spirit that has built
up over these past two years.

We all have the same goal in
mind – to give the best services
and support possible to our
members and to all people
living with bleeding disorders.

We’ve also been hard at work
updating official policies and
documents as well as setting
out procedures for the smooth
running of the organization in
future.

We’re very encouraged by an
increasing number of members
who have decided to get
involved by sitting on various
committees. This was one of
the main goals we set for
ourselves in our November
2003 long-term planning
exercise. Our next challenge is
to increase fundraising
opportunities and widen the
scope of our services.

While there are still a few
glitches to be worked out, the
future for the CHSQ looks
bright, thanks to lots of hard
work on the part of our staff
and our volunteers.  ∆
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A typical scene
at summer
camp: a nurse
supervising a
young
hemophiliac
giving himself
an infusion.
We see Louisette
Baillargeon,
nurse
coordinator
from the
Sherbrooke
treatment centre
and Antoine
Page-Lacasse.
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PROGRAMS

Summer Camp
Our summer camp, which took
place from July 18 to 23 in Saint-
Raymond-de-Porneuf, intended for
kids with a bleeding disorder and
their siblings, was a great success.

Our 19 participants, among whom
7 have hemophilia, were able to
take part in great outdoor activities
as well as other organized activities
in a beautiful setting with direct
access to a lake.

Louisette Baillargeon and Ginette
Lupien, hemophilia clinic nurses,
loved their experience. We want to
thank them for having agreed to
work at camp this summer camp.
A number of kids learned to self
infuse their factor concentrates and
this reminds us how important this
activity is for our young members.

As for our youngster who went to
Camp Wanakita in Ontario as part
of an exchange program with the
Ontario Chapter of the Canadian
Hemophilia Society, he was
absolutely thrilled.

You can read all about our young
members’ experiences in this issue.
See you again next year!

Family Weekend for Families
with Inhibitors
Thirteen families living with
inhibitors will gather at the Hotel
du Manoir des Sables in Orford the
weekend of October 1,2 and 3, to
take part in a weekend that will
offer them information and tools
to better cope with their child’s
inhibitors through workshops and
various activities.

Thanks to the support of a number
of volunteers and the participation
of three treatment centre nurse
coordinators, we’ll be able to offer
the children interesting and
enjoyable activities in a safe setting.
The little ones will be taken care
of in the day care centre while
parents attend workshops, and the
older ones will go apple picking,
visit an apiary and spend time in
the pool as well as enjoy other
activities on the lake.

A number of health professionals
will lead workshops on themes
chosen in keeping with the needs
that families have expressed. We
would like to thank them for their
availability because their presence
will greatly contribute to making
this weekend a high quality activity
that will benefit all families.

We also want to thank the
pharmaceutical companies, Novo
Nordisk, Bayer and Baxter, for their

financial contribution to this
project.

Members Address Book:
Last Call
We haven’t received a great
number of replies from members
to be included in this book.  If you
want your coordinates to be
included, we invite you to
communicate with us quickly. The
purpose of this address book is to
facilitate communication between
members of the CHSQ. Only the
names of those who have given us
authorization will be included in
the address book and it will only
be sent to members of the CHSQ
who are listed in it.

Thank you for participating in this
initiative that will offer families a
way to contact each other away
from the activities that we offer.

Christmas Activities in
Montreal for Families with
Young Children (0 to 6 yrs)
Get out your busy end-of-year
agendas: This year’s activity for
families with young children in the
Montreal area will take place on
December 4.  On the program: A
visit to the Biodome in the
morning, accompanied by Caillou,
a communal lunch and a Christmas
film in the afternoon.

The cost to participate is $5 per
family. In order to register, you
have to call us or send us an e-
mail before November 15th (see
our coordinates on page 2).
Thanks.
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Christmas Activity in Quebec
or Families with Young
Children (0 to 6 yrs)

This is an invitation for all families
in the Quebec City area who have
young children. It’s a chance to
meet and have fun at the Quebec
aquarium.

Saturday December 4, 2004,
starting at 9:30 a.m. we’ll have a
guided tour “The Discovery Trail”
that’s specially designed for
preschool kids. The children can
take part in labs and learn a bit
more about the marvels of the
aquatic world. The guided tour lasts
two hours and, afterwards, we’ll
have lunch together where we can
talk.

The afternoon program includes a
show with seals and polar bears!
It’s very important to make sure to
dress warmly for the show (it’s
outside of course) that lasts 15 to
20 minutes.

A modest participation of $5 is
required for each family (lunch is
included). Are you interested? We
have to confirm the number of
people for October 30th. Call me

quickly to reserve your place :
(418) 663-2178.

Chantal Roy

2005 Family Weekend
You can jot this date down in your
agenda right away. The next annual
family weekend will take place in
Matawinie from Friday March 18
to Sunday March 20, 2005.

All the information you need for
registration will be sent in the next
issue of L’Écho du facteur.

FUNDRAISING

“Razothon” Organized for
the CHSQ
Roxanne Nadeau, a member of the
CHSQ who sits on the Board of
Directors as well as a number of
committees, had the excellent idea
of organizing a fund raising activity
last June in collaboration with her
camping club, le Kan Victoriaville.

Not only did they raise over $1100
for the CHSQ, the Razathon, which
consists of participants offering
money to encourage others to
shave their hair off (in fact, a kind

of hair auction!). It seems they had
a rousing good time doing it!

We want to sincerely thank
Roxanne for this initiative as well
as all the donors and everyone who
courageously changed their
hairstyle and contributed to the
success of this activity.

$5000 Donation from the
National Bank
Another of our members, Chantal
Vermette, raised funds for the CHSQ
with another initiative; she asked
for and received a $5000 donation
from the institution for which she
works, the National Bank.

We raise our hats to this type of
effort! It makes it easier for our
organization to continue its work
towards improving the quality of
life for its members and we wish
to thank Chantal very much as well
as the National Bank for this
welcome shot in the arm.

Donations from Members
Each year, you’re solicited by many
organizations to donate money that
will help the cause they support.
We’d like to ask you to think about
making the CHSQ one of these
causes.

The CHSQ is a registered charitable
organization, so we are able to emit
charitable receipts for any donation
given. Of course, this receipt allows
you to deduct the amount given
from your next tax declaration. But,
even more, your donation will help
us maintain and improve the quality
of services we can offer you as well
as support research.

Each dollar counts. As some have
already done, you can also ask
members of your family, your close
friends or the company you work
for to get together and take up a
collection that will be given to the
CHSQ, which is, in fact, your
organization. You’ll find a form in
this mailing to this effect.

Help us to improve your quality of
life and that of your family.
Thank you!  ∆

>  page 4 cont'd

Here are the members of the 2004 CHSQ Board of Directors. From left to right: Razek
Syriani, Marius Foltea, Roxanne Nadeau, Jacques Roy, Mylene D'Fana, Patricia Stewart,
Martin Kulczyk, Danielle Comeau, Laurent Pontbriand, François Laroche and André
Laganière.
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How to Find a Registered
Dietician

- Visit www.dietitians.ca and
search “Find a nutrition
Professional"

- Call your local public health
department, hospital or community
health centre.

- Call the Consulting Dieticians
Network at 1-888-901-7776

A registered dietician can help you
meet your nutrition needs by
designing a personal meal plan.

You Definitely Should See a
Registered Dietician if you have:

- complications related to advanced
liver disease, such as cirrhosis or
fluid retention

- another medical condition, such
as diabetes or HIV

- a problem with weight loss or
weight gain

- diarrhea for more than 3 days

- trouble eating well

-  diagnosis of fluid retention
requiring a low salt diet.

Herbal Remedies

Natural does not always means
safe. Some herbs can do more harm
than good.

• Herbal products haven’t been
proven to cure hepatitis C or ease
the symptoms.

• Some can be toxic to your liver.

• Some can interfere with interferon
and other precribed medications.

Talk with your health care provider
if you are taking or thinking about
taking any herbal products.

Focus on Fluids

Most people need 6 to 8 cups of
fluids every day, unless your doctor
has told you to limit your fluids.
Avoid letting yourself get thirsty.

ou may have discomforts—
such as fatigue, nausea, vomiting,
lack of appetite, diarrhea, taste
changes—from the symptoms of
hepatitis C or from the side effects
of prescribed medicines.

If you often have no appetite or
don't feel well and food just doesn’t
appeal to you, you can lose weight
without wanting to.

Make the most of each mouthful.
If you cannot eat much, choose
foods that are high in protein and
calories.

Check your weight regularly. See
your dietician if you have difficulty
keeping weight on, and see your
doctor if the problem continues.

Fatigue

• Stock up on nutritious, basic,
easy-to-prepare foods when you
are feeling well.

• When you cook, make extra food
and freeze it.

• Have prepared snacks on hand
(see “Snappy snacks” for
examples).

• Keep liquid nutrition supplements
in stock

• Ask friends and family to help
you make meals.

Nausea or Vomiting

• Eat what you can, and eat most
when you feel hungry.

• Sample dry, bland foods to see if
they go down well.

• Avoid spicy foods.

• Drink lots of fluids. Drink fluids
separately from meals.

• Use liquid nutrition supplements.

• Learn to avoid your triggers, such
as the smell, taste or even the
thought of some foods.

No Appetite or Feeling Full
Quickly

• Eat smaller portions more often.

• Try different tastes to boost your
appetite: bitter, sour, salty, sweet.

• Drink milk, milkshakes, juice or
fortified soy beverages instead of
low-calorie fluids like tea, broth,
or coffee.

• Use liquid nutrition supplements
when you need to.

• Do some light exercise before
eating.

Diarrhea

• Eat smaller portions more often.

• Drink lots of fluids.

• Make eating a relaxing time.

• See your health care provider,
who can recommend appropriate
liquid nutrition supplements.

Taste Changes

If red meat tastes bitter:

• Try chicken, fish, baked beans,
cheese, yogurt, eggs, peanut butter
and other protein foods.

• Try cold meat or meat at room
temperature.

cont'd on next page >
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You can get fluids from:

- water
- milk
- juice
- liquid nutrition supplements
- fruit drinks
- broth
- fortified soy beverages
- milkshakes
- soups

Snappy Snacks

Choose snacks from the four food
groups, like these:

• half a turkey sandwich and
applesauce

• milk pudding and oatmeal
cookies

• granola bar with regular or
chocolate milk

• fruit smoothies

• vegetables and dip

• fruit and cheese

• a bowl of oatmeal, milk and a
banana

Liquid Nutrition Supplements

Use these drinks for extra calories
and protein, especially when you
are finding it hard to eat well.

Homemade Recipes

• Nutrient Booster:

Add 1/4 cup (60 ml) of skim milk
powder to a glass of whole milk.

• Sunny Orange Shake:

Combine in a blender until smooth:

- 3/4 cup (175ml) vanilla-flavoured
yogurt

- 2 tbsp. (25 ml) skim milk powder

- 1/2 cup (125 ml) orange juice

Store-Bought Supplements

You can find them in the pharmacy,
or the pharmacy section of your
grocery store. Some examples are:

Boost™

Carnation Instant Breakfast™

Ensure™

Equate™

Life Replenish™

Resource™

*Source : Great Food Fast,
Dieticians of Canada, 2000

Brought to you by:
Les diététistes du Canada
Dietitians of Canada
www.dietitians.ca/resources/
index.html
www.healthcanada.ca/hepc

Another handout in this series is
available, Helping You Feel Best:
Nutrition Tips for People with
Hepatitis C

© Dietitians of Canada, 2003. May only
be reproduced in its entirety and
provided source is acknowledged.
Produced with funding from Health
Canada. The opinions expressed in this
document do not necessarily reflect the
official policies or views of Health
Canada.

This handout distributed compliments
of:

- Canadian Association for the study of
the Liver
www.Ihsc.on.ca/casl

- Canadian Association of Hepatology
Nurses
www.livernurses.org

- Canadian Liver Foundation
www.Iiver.ca
1 800 563-5483

- Hepatitis C Society of Canada
www.hepatitiscsociety.com
1 800 652-HepC (4372)

- Canadian Hemophilia Society
www.hemophilia.ca
1 800 668-2686  ∆



by
Sylvie Lacroix
Nurse Coordinator
at the Quebec
Reference Centre
 for the Treatment
of Patients with
Inhibitors

eptember: synonym for back
to school? Language scholars
certainly wouldn’t dare approve
this kind of semantic mistake.  But,
I’m pretty sure that for most people
of all age groups, the month of
September makes you think of
going back to school.

When the long summer holidays
are over, the rhythm of life seems
to change. Many people feel a kind
of nervous energy. Children and
their parents get ready for the first
day of school. New clothes, shoes
and school supplies are bought on
the wave of an infectious
enthusiasm. Those who don’t have
children can also feel a change in
social dynamics.

Even though the end of vacation
brings about a certain melancholy,
we look forward to the glorious
pallet of autumn colours, like ripe
apples freshly picked from the
orchard and the magnificent
colours of the leaves. It’s even time
to start all kinds of new projects
which, in no time, will bring us to
Christmas.

For children with hemophilia and
their parents, school is an
important stage in their lives. For
the little ones who are just starting
school for the first time, it’s the
beginning of a learning process
leading to autonomy that’s
sometimes difficult. For the others,
it’s the continuation of this process.

Each new school year brings new
challenges for the child with
hemophilia and those around him.
During the first years of school, the
hemophiliac child learns to
recognize his limits and to share

Some clinics have created
interesting tools that can help. For
example, Ginette Lupien, the nurse
at the Eastern Quebec Hemophilia
Centre, has written a little pamphlet
for her clientele called "L’Enfant
hémophile". This is a document
with information about hemophilia,
written for educators, to eliminate
any worries they may feel
concerning this disease, to help
them understand how to deal with
children with hemophilia, how to
recognize common bleeds and to
determine which sporting activities
are safe.

What’s more, there are three other
educational documents published
over the past few years that we’d
like to suggest. Here’s a resume of
their contents:

1- Hemophilia: What school
personnel should know

This is a small 15-page pamphlet
written by the nurses from the
Atlantic provinces (Canadian
Hemophilia Nurses Association)
supported by the Canadian
Hemophilia Society and Bayer
HealthCare.

The booklet is destined for teachers
and other school personnel who
might worry when confronted with
a child with hemophilia. The
purpose of the booklet is to calm
their fears by informing them about
hemophilia and teaching them how
they can help a child with
hemophilia. The following topics
are covered: what is hemophilia,
common bleeds, superficial
bruising, cuts, hemorrhages that are
life-threatening, sports and other
activities as well as absenteeism.

I think this booklet is interesting
because of its layout and its
illustrations. Its format is simple
and handy. Instructions are succinct
and adequate. I highly recommend
it. You can get it from the Canadian
Hemophilia Society (National) or
1-800-668-2686 or from your
Hemophilia Treatment Centre.

his knowledge of his condition with
his teachers, his friends and those
around him. Later on, when he gets
to high school, he has other
problems to face and must have
confidence in himself in order to
make choices, keeping in mind his
limitations. He also has to decide
with whom he’ll share important
elements of his condition, such as
the principal, teachers and friends,

CEGEP and/or university brings
about other questions, notably
concerning self-infusion as well as
managing and taking charge of his
own health concerns. This is the
final transition period between
childhood/ adolescence and the
world of the young adult.

Parents guide
and help their
children to get
through each
one of these
stages.
Sometimes, they
feel very alone
and/or don’t
know how to
make their
child’s
integration into
school easier.
There are
resource
materials that
may help you, if
this is your
situation.

First of all,
there’s the nurse
coordinator at
the hemophilia
clinic. She’ll
listen to you,
advise you and
finally, offer any
support you
need. You’ll have all kinds of
questions such as what kind of
information should I give so that
my child isn’t ostracized or
neglected? How do I establish an
emergency plan? What should this
plan include? No matter what, don’t
make any hasty decisions and
share your concerns with your
nurse.

8
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2- Von Willebrand Disease: What
school personnel should know

This little booklet is six pages long
and helps explain Von Willebrand
Disease, common bleeds, those
that are more dangerous and
emergency measures required. The
emotional needs of the student are
discussed, as well as some of the
reasons that justify the absence
from school of adolescents who
have abundant menstrual bleeding.

Also written by the hemophilia
nurses from the Atlantic provinces
(Canadian Hemophilia Nurses
Association), supported by the
Canadian Hemophilia Society and
Aventis Behring Canada, this is an

appropriate resource for students
with this condition. It can also be
obtained from the Canadian
Hemophilia Society (National) or
1-800-668-2686 or from your
Hemophilia Treatment Centre.

3- Nous vous confions notre
enfant

This booklet is twenty pages long
and was designed by parents of
children with inhibitors. This is the
ideal discussion tool to help deal
with specific needs which also
offers possible solutions for children
with inhibitors, for both day care
personnel and those in a school
setting.

It’s an extraordinary resource
because it’s written by parents who
live with this situation. It’s worth
using. Copies can be obtained by
contacting the Inhibitors Centre at
514-345-2360.

We hope this offers you extra
information to help  you better
manage your child’s return to
classes. We’d like to take advantage
of this occasion to wish you a lovely
autumn filled with beautiful colours
and new challenges for you to
meet.  ∆

>  page 8 cont'd

CHSQ Camp in
St-Raymond-de-Portneuf

ne month ago, I was at Camp
Porneuf in Saint-Raymond where
I did the following things: canoed,
kayaked, swam, went camping,
played games and rode the banana
boat.
I also learned how to do my own
infusion. The camp councillors
were very nice, it was a great
experience.

Julien Veillette

uite a challenge to try new
activities with new friends!
But don’t worry; the activities in
Camp Portneuf were both fun and
interesting. The camp councillors
were great. And very good. There
wasn’t any time to be bored.  The
week sped by like lightning. What’s
more, the weather was perfect.
What more can you ask? It’s a great
experience I’ll always remember.

Louis-Charles Martin

udrey Ann and I were really
looking forward to going back to
camp because we always come
home with all kinds of memories.
This year, our little sister, Justine,
came with us. It was her first
experience. All three of us had a
lot of fun but, unfortunately, one
week just goes by too fast!!!
The activities were all very
interesting and well organized and
we really enjoyed horseback riding
and the banana boat. The dorms
were nice, big and clean!!! The
monitors super cool and even the
meals were great…
Camp Portneuf was one of the most
fun for us and we hope we’ll be
able to go back next year. On my
behalf, and for my sisters, thanks
very much to those who made it
possible for us to have a great week
in a camp like this!
Thank you!

Antoine, Audrey Ann
and Justine Page-Lacasse

Camp Exchange with Ontario

loved Camp Wanakita because
everyone was friendly and
respectful. We had a good time
taking part activities that were well
organized by the camp counsellors
and that were a lot of fun.
Since this was my second year
there, I met friends that I’d made
the first time I went.
The days are full and there’s no
time to get bored. All campers go
on a short canoe trip for 2, 5 or 7
days (depending on what they
choose). The place where we sleep
is very clean. We can become great
friends with our cabin mates and
all the others because we often
have activities involving all cabins
during the evening. Going to Camp
Wanakita is a great way to get away
from the yearly routine.

Thanks to the Canadian Hemophilia
Society – Quebec Chapter, for
making it possible for me to live
this unforgettable experience.  ∆

Keith Hunter



chosen by the provincial boards,
on a pro rata basis. There are a
total of 23 positions on this Board.
Quebec has the right to hold 3
positions on the CHS Board of
Directors, as well as to nominate
people for the positions of directors-
at-large. The responsibility of the
National Board members is to make
decisions that will benefit all
Canadians living with a bleeding
disorder, not only those in their
individual provinces.

Right from the start, the National
organization worked to develop
standards for the care and
treatment of hemophilia. Many of
the comprehensive care services
you enjoy were set out in a
document produced in 1978 at a
national conference organized by
the CHS in Winnipeg.
Representatives from each
province, including people with
hemophilia as well as the medical
personnel who cared for them,
gathered to discuss how to improve
hemophilia care across the country.

Over the years, the CHS has also
developed educational materials
for families living with bleeding
disorders. Most of the documents
you received when you or your
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child was diagnosed with a bleeding
disorder were designed, written and
printed by the CHS - National.

The National is also highly involved
in advocacy efforts. A great deal of
the work that goes into lobbying for
better treatment standards and for
the safety and availability of
products as well as compensation
for infections through the blood
system is done at the National level,
along with support given to
Provincial chapters when requested.
The CHS was the first organization
in Canadian history to achieve
financial compensation for its
members for a medical
misadventure.

By sitting as members of a CHS
committee, the hemophilia
community from across Canada
brings the needs of the community
to the National staff and offers ideas
to help respond to these needs. The
National staff is responsible for the
overall planning, organization and
implementation of ideas and
decisions made by the various
committees and the Board of
Directors. However, it is the
involvement and cooperation of
volunteers from all provinces on
various committees that make this
possible.

Provincial chapters generally deal
with more specific, direct services,
such as summer camps, family
weekends, and newsletters with
information on provincial items and
local activities. Until 2002, only
Quebec, Ontario and Manitoba had
full-time staff to help volunteers
organize activities and fundraising
efforts. Since then, the CHS has
hired a staff person for
Saskatchewan and one person for
three of the Maritime provinces (NB,
NS and PEI) to help these provinces
have access to the same type of
quality services that the other
chapters with staff enjoy.

Future articles will inform you about
specific programs, advocacy efforts,
comprehensive care and fundraising
over the years. They will also
explain the role that the National
or provincial chapters play in each
of these areas.  ∆

ou may have seen or heard
a reference to the CHS “National”
and wondered what the difference
was between the National and the
provincial chapter. This column
will try and clarify the roles of each
of these organizations, including
their responsibilities and
relationship.

But first, a quick history. The
Canadian Hemophilia Society
officially started in Montreal in 1953
under the leadership of Frank
Schnabel, a young man with
hemophilia, working with Dr. Cecil
Harris and other families in the
area. Based in Montreal, the
purpose of this group was to help
families across the country living
with hemophilia have access to
better care. Other people had the
same sort of idea in other
provinces, but worked on a more
provincial/local level.

In 1959, the CHS officially became
a cross-country organization (thus
the term the “National”) with
representatives from a number of
provinces sitting on the board of
directors. By 1968, a provincial
chapter existed in every province
in Canada.

With the creation of the National
organization, Quebec needed to
become a chapter in its own right
and so, in 1959, Douglas Page took
over as the first President. The
organization was officially
recognized as the Quebec Chapter
of the CHS.

Each province has a charter and
charity number independent of the
CHS-National, with it’s own board
of directors and financial
responsibility. The National Board
of Directors is made up of delegates



Jean-Sébastien Gravel took advantage of his stay
at camp to do a bit of canoeing.

A few of our young hemophiliacs who attended summer camp this year. From
left to right: Antoine Page-Lacasse, Luis Enrique Rodriguez, Kevin Blanchette,
Guillaume Leduc, Julien Veillette and Etienne Montplaisir.

Julien Veillette was able to learn to self-infusion at camp this year,
thanks to the supervision of Ginette Lupien, the nurse coordinator
from the Quebec treatment centre.

Camp Portneuf is located in an enchanting spot on the shore of
Lake Sept-Iles in St-Raymond-de-Portneuf.

Banana boat rides were very popular during camp; just ask Kevin
Blanchette.
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See you 
soon!

receive a scholarship for $1000, and
David, considering the excellent
quality of his application, will receive
two $1000 scholarships. We’d like
to thank all candidates who
submitted their application and we
encourage them to reapply next year.

Bravo, David and Mathieu, and all
the best in the pursuit of your
studies.   ∆

A.O.

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

pharmaceutical companies:
Novo Nordisk and Baxter

Mathieu Montreuil
(photo on the left) and
David Pouliot (photo on
the right) were awarded
student scholarships for
$1000 from Bayer. We
also see Patricia Stewart,
President of the CHSQ in
both photos, and Alain
Vaugeois, Strategic
Partners Director for
Quebec from Bayer
HealthCare Canada.

Because of the quality of his academic
record, David Pouliot was also
awarded a $1000 scholarship from
Baxter. David is seen with Patricia
Stewart, President of the CHSQ, and
Jeff Bakker, Biopharmaceutical
Technical Specialist for Quebec and
the Atlantic with Baxter Bioscience.

CHSQ Scholarships in
Collaboration with Bayer and
Baxter

e’re pleased to announce the
names of the winners of the CHSQ
scholarships offered in collaboration
with Bayer and Baxter.
The committee responsible for
selecting the winners chose two
candidates, David Pouliot and
Mathieu Montreuil. Mathieu will


