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THE 2007 CHSQ STRATEGIC PLANNING EXERCISE

I had the honour of being invited to a
strategic planning meeting with the
CHSQ. I'm very glad that I attended
because it was an excellent opportunity
to discuss and exchange viewpoints and
it was personally and collectively
enriching.
We could also have called this day the
day of big questions! What are the vision,
the mission, and the values of the CHSQ?
What are the objectives and how will we
reach them? How do you measure
output, efficiency, impact, and the cost
of various activities that the CHSQ offers?
These questions provoked enjoyable and
lively discussions, adroitly led by the
facilitator for the day who was obviously
an expert in this field. Mr. Bergeron was
able to share his skills on how to achieve
good strategic planning and showed us
the rules to follow in order to allow us
to work together in an agreeable
atmosphere.
Thank you to the organizers of this day
for having shown openness and flexibility
by inviting professionals from the
hemophilia treatment centres to take part
in this meeting.

Claudine Amesse
Nurse Coordinator
Hemophilia Centre
CHU Sainte-Justine

First of all, I'd like to thank you for
the invitation to this strategic planning
exercise. I was agreeably surprised that
parents were asked to get involved, so
that they could give their opinion on the
objectives that the CHSQ should target
over the next few years.
A study, such as the one requested by
the CHSQ of its organisation, shows that
it's open to self-criticism and thus is in
good health.

On May 12, the CHSQ held a
strategic planning day at the
Estrimont Suites and Spa in Orford.
Mr. Jean-Marie Bergeron facilitated
the meeting. His experience with
community organisations and
expertise with this type of exercise
was put to good use.
About fifteen people with a
connection to the world of bleeding
disorders were present, both
members of the CHSQ and partners.
At the end of the day, a common
vision was put forward: that of a
world without pain and the
suffering caused by hereditary
coagulation disorders.
What's more, the mission of the
CHSQ was reviewed. From now on,
it will read thusly: improve the
health and quality of life of people
affected by a hereditary bleeding
disorder, as well as those people
affected by the consequences of a
contaminated blood transfusion.
Seven objectives were targeted to
guide our actions over the next three
years:
1. Assure accessibility to optimal
treatment and care for all people
affected by a bleeding disorder.
2. Support research.
3. Defend the interests of affected
people through constant vigilance.
4. Assure the support and education
of members and health care
professionals, as well as make the
general public aware of our cause.
5. Collaborate with the Canadian
Hemophilia Society.
6. Develop partnerships with the

international hemophilia community
in order to share our expertise,
improve health care in these
countries and learn from their
experiences.
7. Collaborate with other
organisations devoted to rare blood
disorders.
Here are a few comments from some
of the participants:

***
On behalf of the Canadian Hemophilia
Society I'd like to thank the CHSQ for
having invited two representatives of the
National office to take part in its strategic
planning process. This exercise has
allowed us to better understand the
needs of the Quebec Chapter and will
permit us, in turn, to adjust our own
action plan in order to better respond to
the needs of our clientele.
During the national strategic planning
exercise, we decided to work together,
as one organisation at all levels (national,
provincial and regional) in order to reach
our common objectives. This session
has shown us that we can achieve this.
We've defined a common vision and
objectives that are complementary.
I'd like to congratulate the Quebec
Chapter for having initiated this step and
would like to invite all members of the
CHSQ to take part in the next phase of
the process. The Canadian Hemophilia
Society is your organisation and it's your
duty to take part in identifying priorities.
We need you in order to remain a strong
organisation that serves its members.
It's important to remember that none of
the programs and services offered by the
organisation could exist without the
implication of volunteers.

Hélène Bourgaize
Director of Volunteer Services
Canadian Hemophilia Society

Seven Objectives to Guide our Actions

cont’d on page 12 >
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A WORD FROM THE EDITOR

In order to clarify our vision
and our mission, not to mention
to better orient the present
tendency to favour direct services
to members instead of research
and advocacy issues, the CHSQ
undertook a strategic planning
exercise.

An important step in this exercise
was the planning day that took
place on May 12 (see text on page
1 and 12), but a large part of the
work was done beforehand and in
fact, the actual implementation of
this strategic plan begins now.

With the help of a consultant who
was hired to lead us through the
process, Mr. Jean-Marie Bergeron,
we established an organisational
diagnosis of the CHSQ. This
included our strengths, points to
improve and present constraints
that we have to face.

Amongst our principle strengths
was our structure based on the
accountability of those elected, the
high level of  participation of these
people, good strategic leadership,
devoted and competent employees
and good financial management.

The main points to improve were
on the level of defining roles and
responsibilities of different players,
the creation of measures for
encouraging personnel and
volunteers, as well as the pertinence
and evaluation of our programs.

As for the constraints, the difficulty
in finding new volunteers and a lack
of interest by members were noted.

Putting our strategic plan into action
involves carrying out our mission
according to the seven measures
we decided on (see text on page 1)
related to the means, schedules and
precise performance indicators that,
for the most part, are already
established. This way, we'll be able
to measure to what extent we'll
have attained our objectives.

A large part of the work is done,
but we'll need the involvement of
our key volunteers and then of our
members. This way we'll all be able
to count on an even more solid
organisation that will better meet
the needs of its clientele, and which
will be able to work in a concerted
and efficient way faced with any
eventuality.

In order to learn more about the
strategic development plan of the
CHSQ and/or to obtain a copy, you
can communicate with our office
at the usual addresses. (See
below). §
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L'Écho du facteur, CHSQ, 10138, Lajeunesse, Suite 401,
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EDITORIAL

Héma-Québec is another important
partner for CHSQ.
Two members are nominated by our
organisation to sit on the Héma-Québec
Recipient Representatives' Consultation
Committee.
On page 11, you can get more details
about the various Héma-Québec
committees on which we have active
representatives. As well, in terms of
fundraising, Héma-Québec has been
open to our solicitation and contributes
to our cause twice a year. Each year we
are invited to take part in regional days
that they organise, always an informative
experience.
The national level of our organisation,
the Canadian Hemophilia Society (CHS)
is one of our essential partners.
Representing the rights and interests of
people living with a bleeding disorder
across Canada, the CHS develops,
amongst other things, educational,
research, fundraising and support
programs for members of the provincial
chapters. What's more, they support the
chapters financially in a very significant
manner. Our missions are similar and
we share the same vision. Leafing
through Hemophilia Today, you can get
a good idea of all the work the CHS
undertakes for the benefit of our
community.
The Quebec Ministry of Health and Social
Services is also an important partner. In
fact, besides having supplied funding for
many years, we are also privileged to
have a representative from our
organisation sit on the Hemovigilence
Committee. Its mandate is to advise the
Minister of Health and Social Services
on the risks related to blood transfusions,
infections transmitted by blood and any
new and pertinent information on blood
products.

The strategic planning exercise
that began a few months ago reminds
us of the importance of maintaining
and developing productive
collaborative contacts with our
partners. Their viewpoint brings
elements essential for the evaluation
of our organisation and allows us to
reflect in a broader context and open
our community to the outside. These
partners play an important role on a
daily basis in the workings of the CHSQ
and constitute part of our identity.
Amongst the important CHSQ partners
stand the health care professionals
who work in the Hemophilia Treatment
Centres (HTC). These people are
involved at a number of levels on a
permanent basis. As members, you
get to meet some of them during
activities organised for you, such as
the family weekend or summer camp,
and you can read articles written by
them in the newsletter. A number of
them are also involved in task forces
in our organisation, notably
international projects. Throughout the
year, we work together with personnel
from the HTCs, who refer new families
to us, answer our various questions,
consult us when necessary and work
with us on specific files and also
participate in our fundraising activities.
What's more, the CHSQ is invited to
take part in the annual meeting of the
HTCs and present a report.

Companies that faithfully support our
activities, which are primarily from the
pharmaceutical industry, are also
stimulating partners for our
organisation. The interest they bring to
the development of our services
motivates us to act for the well-being
of our community and our relationship
allows us to obtain pertinent
information for our members, while
also informing people within these
companies about the daily reality of
our members' lives.
The CHSQ, along with 15 other
organisations that are active in the
health network, are part of Quebec
Health Partners whose mission, through
its campaigns in the work place, is to
improve the health and quality of life
of its citizens by offering support and
services to people affected by one or
more health problems related to the
Quebec Health Partners organisation.
Our organisation's involvement at the
heart of this group, apart from
generating profits, is an excellent source
of information, exchange, and
stimulation, and also encourages us to
work with others.
In conclusion, all the individuals and
organisations, companies or
foundations that work from near or far
in collaboration with the CHSQ are, in
fact, important partners and contribute
to keeping our organisation in good
health, helping its members to benefit
from this state as much and as often
as possible. §

“The only way to offer someone hope for
a better future for all humanity is through
cooperation and partnership.”

Kofi Annan

READER’S OPINION

Congratulations to the team at
L'Écho du facteur… I always look
forward to reading it with interest.
In the last edition, I really appreciated
the article on desmopressin that
appeared in the Nurse's Corner.
Thanks to Mrs. Ginette Lupien for all
the information about DDAVP.

I'm one of those who occasionally
take desmopressin and this is the
first time that it's been explained so
clearly and precisely.
Thanks to the whole team and Mrs.
Lupien in particular. §

Louisette B. L’Hérault
Charny

aostrowski@schq.org

by
Aline Ostrowski

THE IMPORTANCE OF PARTNERSHIPS
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RENDEZ-VOUS QUÉBEC

RENDEZ-VOUS QUEBEC, the
Canadian Hemophilia Society's
medical symposium, took place May
25-27 at the Delta Hotel on René-
Lévesque Boulevard in Quebec City.
Thanks to the CHS, I was able to
attend, and I'd like to give you my
impressions of this activity, which
I found very informative.
The medical symposium dealing
with standards of treatment for
hemophilia as well as other
coagulation disorders was a
goldmine of information explaining
the importance of having treatment
standards for hemophilia treatment
centres. It was reassuring to see all
these people (including a number
of specialists in hemostasis) working
together so that our hemophiliacs
can have the best care and
treatment possible.

Amongst other workshops
organised during the weekend, I
had the chance to take part in one
destined for hemophilia carriers
facilitated by Patricia Stewart. This
workshop was particularly
interesting since it dealt with the
problems that hemophilia carriers
often deal with. The different people
who were there to explain carriers'
problems were captivating and we
left with a feeling of finally under-
standing some of our symptoms
that had been ignored before.
After the workshop, we were able
to get a copy of the new tool for
carriers: All About Carriers. This book
will be of great help for women who
have just learned that they are
carriers of hemophilia since it covers
many topics on both the physical
and psychological levels.
The last workshop I attended
was a hands-on workshop for
fundraising. Those of you who know
me know that I enjoy fundraising.
This workshop was a goldmine of
information with tips on how to
make our next fundraising efforts a

resounding success by using tools
that the CHS has to offer, such as
the 'toolbox for fundraising” kit. The
new National fundraising initiatives
were explained, including the
colouring book campaign as well as
the Dare to Dream for Hemophilia
program (I suggest you visit the CHS
website www.hemophilia.ca to find
out more about this innovative
program).
And finally, I mustn't forget the
banquet Saturday evening. Everyone
was there to talk and celebrate
together. There was a very emotional
moment during the evening when
the new DVD documentary about
hemophilia was shown. The various
stories that were presented were
very touching and I must admit, I
shed a few tears (and I know from
good sources that I wasn't the only
one).
I'd like to take this occasion to thank
the CHS for having allowed me to
attend this enriching weekend. I'll
always remember the information I
learned and the people I met. Thank
you very much! §

CHS Medical Symposium and Consumer Workshops

by
Lisa-Marie Mathieu

IN A WORD
Ginette Lupien retires
The nurse coordinator at the
Hemophilia Centre for Eastern
Quebec at the Hôpital de l'Enfant-
Jésus, Ginette Lupien, recently
announced her retirement. She plans
on leaving her position on July 20.
Considered as their second mother
by many hemophiliacs in the Quebec
City area (by the younger ones at
least!), Ginette will be hanging up
her tourniquet after twelve years of
service at the hemophilia centre and
many other years at l'Hôpital du
Saint-Sacrement, where the centre
was previously located.
Ginette collaborated on a number of
CHSQ activities including summer
camp, the family weekend and she
also sat on the Comprehensive Care
Committee for a number of years.
A few of her patients organised a
farewell supper for her on May 31.
She was given a bouquet of flowers
on behalf of the CHSQ and her
patients to show their appreciation.

The CHSQ wishes Ginette Lupien a
happy retirement with good health
and good times.

Claude Meilleur, new nurse
coordinator at the Inhibitors
Centre
The Quebec Reference Centre for
People with Inhibitors to Coagulation
at CHU Sainte-Justine now has a new
nurse-coordinator.
Her name is Claude Meilleur, and
she's taking over from Sylvie Lacroix
who retired last autumn.

Claude is well known to hemophiliacs
in the Montreal area since she was
part of the Hemophilia Treatment
Centre team at CHU Sainte-Justine.
The CHSQ wants to wish Claude
Meilleur the best of luck in her new
position.

New CHSQ Board
During the Annual General Meeting
that was held during the 2007 family
weekend, members of the CHSQ were
elected to the new Board of Directors
for the present year. (See photo). § 

 2007-2008 Board of Directors.
Seated : Nayla-Marie Syriani,

Martin Kulczyk (2nd Vice-
president) and Roxanne Nadeau.

Standing : Luc Topping, David
Pouliot (Secretary), Marius Foltea,
Mylene D’Fana (1st  Vice-president

et Past-president),
François Laroche (President),

Aline Ostrowski (Executive
Director), Pascal Mireault and

Denis Durocher (Treasurer).
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PARENTS’ CORNER
Glanzmann Thrombasthenia: Another Bleeding Disorder

left with a variety of different
treatments and medications to
administer at various intervals. I felt
overwhelmed. I even had to make
a list to make sure I didn't forget
anything! Today, most of these
treatments are part of our daily
routine.
Since we're a fairly active family and
like outdoor sports and travel, we've
chosen not to limit our girls'
activities too much. Coralie has
known for a long time that she has
to be more careful than other
children, that she can participate in
most activities, but must be prudent
and not push the limits. It's not
always easy for her, but she's usually
pretty reasonable.
Coralie goes swimming, does ballet,
snowshoeing, skating and hiking.
She even goes alpine skiing, a sport
that's quickly become one of her
passions! Her little sister can't wait
to go too! We've also gone on two
plane trips where everything went
well, one to Disney World in 2006
and another recently to Cuba.
Finally, I want to say that we really
enjoyed taking part in our first family
weekend and especially the warm
and friendly atmosphere we found
there. We met parents—and even
grandparents—totally dedicated to
the well-being of their children. This
experience was very enriching for
each of us. We're overjoyed to have
found the CHSQ, something I'd
describe as a big, friendly family. I'd
also like to mention the remarkable
work of Geneviève Beauregard, who
offers exceptionally personal service
and, most of all, a well-appreciated
warm presence.
Looking forward to seeing you! §

Nathalie Gagnon
Bromont

Hello everyone,
I hope you'll all have a great summer.
As usual, we're always on the
lookout for new stories, topics or
anecdotes for L’Écho du facteur, so
don't hesitate to contact us if you've
got any ideas or suggestions.
You may remember that a while ago
I told you about the Step-by-Step
site on the Canadian Hemophilia
Society Web site. Don't forget that
this site includes a forum where you
can contact other parents with boys
or girls who have a bleeding disorder.
For more details, check out the site
at www.hemophilia.ca.
I'd also like to tell you about the
mother of a hemophiliac in the
Quebec City area who's very talented
when it comes to fundraising and
who has agreed to take over the
Parent's Corner column for L’Écho
du facteur.
Ah, yes! I'm taking a little break but
I'll be leaving you in good hands
with Lisa-Marie Mathieu. Don't
hesitate to get in touch with her if
you have any ideas for the Parents'
Corner. Here is her e-mail:
yanliz@ccapcable.com.
I mentioned a new family in the last
edition who joined us for the first
time during the recent family
weekend in Matawinie. Nathalie
Gagnon agreed to talk to us about
her two beautiful little girls and their
bleeding disorder. Here's their
story!!!

Glanzmann
Thrombasthenia

I’m the happy mother of two little
treasures, Coralie (5 years old) and
Ève-Marie (2 years old). We've only
been members of the CHSQ for one
year. During the annual meeting at
Matawinie last March, I got to meet
a lot of inspiring people, Chantal
Roy among them, who asked me to

tell you about our family's
experience.
In fact, we're one of the rare families
that have to deal with a bleeding
problem on a daily basis with girls!
Our two girls have a very rare
coagulation problem called
Glanzmann Thrombasthenia. This
is a platelet disorder where there is
an absence of platelet aggregation
in the coagulation process.
In fact, the hematological disorder
that affects our family is fairly rare,
just like the research about it,
unfortunately. The most common
symptoms of Thrombasthenia are
bruising, and epistaxis as well as
bleeding gums, heavy bleeding after
any kind of injury and even internal
hemorrhages, such as we
experienced just over a year ago
with our oldest, Coralie.
The initial symptoms of the disorder
occurred when Coralie was born.
Her head was covered with tiny red
lesions on her skin and she had a
hemorrhage after a vitamin K
injection (this injection is routine
and is given to stimulate coagulation
in newborns).
So a battery of tests began in the
hours following her birth, and
continued with a series of medical
visits and blood tests as soon as we
left the hospital. Since no doctor
was able to identify the problem
that was causing her many bruises,
Coralie was finally refered to the
Hematology Department at Ste-
Justine's Hospital when she was 8
months old. From that point on, ten
long months went by before we got
a precise diagnosis that could only
be arrived at through a process of
elimination.
When Ève-Marie was born, it was
clear that she had also inherited
thrombasthenia. Confirmation of
the diagnosis was fairly quick in her
case.
Over the next few months, we
learned to live with the little daily
problems, the heightened
surveillance and the limits
associated with a coagulation
disorder.
I remember the first time Coralie
was hospitalized, when she was 13
months old, for severe epistaxis. We

lescanonniers@sympatico.ca

by
Chantal Roy
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CHSQ ACTIVITIES

Just the Gals Weekend
A few days before our activity, we
learned that the Estrimont Suites
& Spa had been ravaged by a fire
that completely destroyed the main
building, so we had to find another
location for the activity. Thus the
Just the Gals Weekend took place
at another enchanting well-known
site called Le Manoir des Sables.
Our 15 mothers got a chance to
share some great moments: a
relaxation workshop, good food,
time to relax, and just plain fun!
What more could you ask for?
In looking at the evaluations that
were completed to know the
participants' level of satisfaction,
it's obvious that the weekend was
appreciated by all.
We'd like to thank Nayla-Marie
Syriani who helped put this activity
together, with the help of Mylene
D'Fana.

Youth camping activity
This camping activity had to be
cancelled due to a lack of sufficient
registrations. However, the Youth
Group is presently working on
organising a new activity that will
take place during the summer.
Young people will be contacted in
July and there'll be more
information given at that point.
Summer camp
Once again, the counsellors at the
Porneuf summer camp are
preparing a great and varied
program that everyone will enjoy.
There are 29 campers, including
14 hemophiliacs, who'll get the
chance to attend this year and
those with a bleeding disorder will
be supervised by two nurses,
Ginette Lupien and Claudine
Amesse, who have agreed to work
with the CHSQ once again this year.
We'd like to thank them for having
accepted our request and for having
overcome a number of problems
to do this. This camp will certainly
be a success once again!
Amongst the young people
registered is a youngster from the
Ontario Chapter of the Canadian
Hemophilia Society who'll be taking
part in camp as part of our summer
exchange program. We'll be
welcoming him and wish him an
unforgettable stay.

What's more, one of our youngsters
will be attending the New
Brunswick chapter's camp. He'll be
going to this chapter's summer
camp, which will take place from
August 25 to 31 at the Scotian
Glenn Salvation Army Campground
in Nova Scotia. We wish him Bon
voyage; it will undoubtedly be an
incredible experience!

Family weekend for families
with inhibitors
The task force held its first meeting
to begin planning for this activity
that will take place during the
month of October. The weekend is
very promising!
You'll find more information about
it in the next issue of L’Écho du
facteur.
Student Scholarship Program
Our annual student scholarship
program, held in collaboration with
Bayer, Baxter, CSL Behring, Novo
Nordisk and Wyeth, offers the
opportunity for students at the
collegial, university or professional
training levels or for people
returning to school to receive
financial support for their academic
endeavours.
The deadline for submissions is
September 15, 2007.
Candidates who are interested are
asked to communicate with our
offices so that we can send them
the admission criteria as well an
application form, by telephone:
(514) 848-0666 or toll free:
1-877-870-0666, or by e-mail :
info@schq.org.
Scholarships will be awarded to
successful candidates during the
month of October 2007. §

S C H Q

The 15 participants in the Just
the Gals weekend seemed to
appreciate their stay at the
magnificent Manoir des Sables
in the Eastern Townships.

gbeauregard@schq.org

by
Geneviève
Beauregard
Administrative
Services and
Program
Coordinator
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by
David Pouliot

david.pouliot@gmail.com

YOUTH CORNER

boy friends are also invited to take
part if they are old enough.

Holland
For the past few years, the Dutch
association has organised a sailing
weekend for youth between the ages
of 18 and 30. Participants have a
meeting on the Friday.
During the day on Saturday, people
are on the boats and after supper
someone is invited to lead a
discussion on a specific topic (sports,
hepatitis, travel, etc.) in relation to
hemophilia. Towards the end of the
evening, people can get off the boat,
visit a small town where they're
moored and even have a drink.
On Sunday, the men and women are
divided into two discussion groups.
During the afternoon on the final
day, everyone returns to his or her
point of departure.

Peru
Like Quebec, the association has had
a youth group for the past three years.
However, the group has a problem
with participation; there are only
about 5 people who come to the
meetings. They're working to
improve the situation.

Germany
Their organisation has had a youth
group for 2 years. As with the youth
group in Canada, members of the
German youth group sit as
representatives of their own region.
This national committee plans
meetings for youth all over the
country.
At these meetings, the first half of
the meeting is very educational and
the second is recreational.
Sometimes this can simply be to visit
the city where the youth are meeting.
And of course they always take the
evening to relax.

That's it for this little trip around the
world. §

This column is often used to
promote and report on the Youth
Committee's recent news and
activities.
We'll do the same again this time,
but the news will be about what
youth from around the world are
doing. Of course, we can't
participate, but it's always inspiring
and educational to know what's
happening elsewhere.
To be honest, all the information
you'll find here comes from
presentations made by users of the
www.los-bleedos.net website,
whose official launch was held
during the last world congress. It's
destined for anyone affected by a
hereditary bleeding disorder. So I
just trusted the authenticity of the
information as listed. I'd invite
anyone who's done more research
to let me know if there are any
mistakes or if anything's missing
from this article.
Here are a few highlights that I
remember for the following nine
countries.

Denmark
The Danish association has a
surprising group of over 50 youth
(15 to 30 years of age) who meet on
a regular basis. They're most popular
activity is a musical outing. Oddly,
the ski trip that the youth committee
organised this year was cancelled
due to a lack of registrations. Their
committee still works in an ad hoc

way for the moment, but the
association wants to create a more
formal and structured system, such
as we have in Quebec and Canada.

Nepal
The Nepalese association has an
active youth group made up of very
devoted young people. Members
meet religiously every second
Sunday of the month. These
meetings allow them to share their
feelings and opinions on all types of
subjects.When I was gathering this
information, the members of the
committee were in the process of
organising a day camp for youth that
will take place this summer.
Sweden
Sweden has a youth group. As far I
as know, they organise a ski trip
every year.

United Kingdom
The organisation has a monthly
newsletter specifically aimed at
youth. It's a very professional
publication, and even has a little
cartoon inside. The theme of the
issue I saw on the web dealt with
soccer.

Australia
Their youth group is responsible for
writing an information bulletin every
two months aimed at youth. They
also organise a leadership
development program, and have
organised their second one. A small
youth contingency from New
Zealand was invited to take part in
their workshops.

Malaysia
The Malaysian association organises
two summer camps: one junior and
one senior. The senior camp is for
youth who are older and who are
interested in discussions about youth
in general and the development of
the organisation. Note that the family
of the young people and their girl or

How Youth Groups around the World Work

A MOMENT TO REFLECT

“An intellectual is someone who doesn't have enough words to explain
what he doesn't know.”

Dwight Eisenhower



8

by
Ricardo Lamour

FUNDRAISING

Hello everyone,
I'm pleased to be able to tell you
what a great privilege it is for me to
work for a cause related to life. I've
been at the job for almost three
months now, doing fundraising, and
let me tell you that each of the jobs
I undertake brings me expertise that
allows me to grow as a young adult
while letting me be in contact with
the CHSQ’s reason for being, you.
So I've got big shoes to fill with those
who came before me in one way or
another, in the context of fundraising
(Aline Ostrowski, Serge Séguin,
Mylene D'Fana and others) to meet
the needs of the CHSQ in both
quantity and quality! Ouf!!!

The CHSQ Bowl-a-thon, a
Sure Strike
We're very proud and encouraged by
the success of the third edition of the
CHSQ Bowl-a-thon that took place
last May 5 at the Quillorama Billard
L'exclusif in Val Bélair and on May
6 at Champion Lanes in Greenfield
Park.
This third edition of the CHSQ Bowl-
a-thon was a success in both Quebec
and Montreal. A self-financing
success that generated net revenues
of $ 7000 (Quebec and Montreal
combined). It was also a success in
terms of support by our members,
their families and their friends.

A success to be shared

We'd like to thank everyone who
made the Quebec Bowl-a-thon a
success through their presence and
their participation, and in particular,
Chantal Roy and Lisa-Marie Mathieu
who, despite some unexpected last-
minute problems, managed to
mobilize the troops for the gathering.
In fact, an agreement had to be
concluded with the Quillorama
Billard L'Exculsif in Val Bélair, since
the Salle de quilles Saint-Pascal, with
whom we've dealt for the past two
years, couldn't offer us winning
conditions for the third edition of the
Quebec Bowl-a-thon.
So the bowling alley in Val Belair
welcomed almost 80 players spread
out over 14 lanes. The Quebec
version of this third Bowl-a-thon
raised the net sum of $ 3300,
including $ 2100 in donations.
In Montreal, we'd like to thank
everyone who contributed by buying
tickets and by volunteering to
organize the activity. We'd especially
like to thank the following people for
the large number of tickets they sold:
Nayla-Marie Syriani, David Pouliot
and Nathalie Martel.
There were 179 players spread over
29 lanes at the Champion Lanes. The
Montreal Bowl-a-thon raised $ 3860
in profits, which is $ 110 more than
the first edition, and $ 900 more than
last year.
The bowling alley was extremely
generous by allowing us to pay only
for the alleys that were used and not
according to the number of tickets
sold, which worked in our favour
since we used 29 alleys.
We must not forget to mention the
great job Razek Syriani did. He
collected $ 285 for the CHSQ through

the sale of half-and-half tickets. An
additional donation of $ 100 was
generously offered by the happy
winner of the half-and-half draw.
Successful sponsorship
Our sponsors mustn't be forgotten,
since they're part of this success.
That's why we'd like to mention the
contribution of our partners, Bayer,
Baxter, Héma-Québec and Novo
Nordisk.
What's more, players in both Quebec
City and Montreal were spoiled with
the number and quality of door prizes
that were drawn. These prizes
included tickets for a museum, the
cinema, the biosphere and the theatre
as well as coupons for bookstores,
gifts and a large number of compact
discs.
Thank you all for your involvement
in the success of this 2007 edition of
the Bowl-a-thon!

A Fourth Edition of the
Bowl-a-thon in 2008
Spurred on by the success of this third
edition of the CHSQ Bowl-a-thon, it's
clear that we'll continue next year by
holding the fourth edition of this self-
financing event, which is one of our
annual fundraising activities. And
we'll make sure to keep the family
aspect that is so appreciated by
participants.

An event to follow
The fourth edition of the CHSQ Bowl-
a-thon will be announced in the 2007
winter edition of L'Écho du facteur.
We'll tell you the best way to get your
tickets while giving you documents
about fundraising related to this
activity.
We all look forward to taking part in
this annual event! §

rlamour@schq.org

The lanes
at the
Quillorama
Billard
L’Exclusif
de Val
Bélair
thundered
under the
throws by
Quebec City
area
members.

Participants
from the

Montreal area
got to meet

Ricardo
Lamour,
our new

fundraising
agent, who

greeted them
at Champion

Lanes in
Greenfield

Park.
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FOCUS ON HEPATITIS C

miniscule quantity of viral particles
in your blood.

Is it safe to take Tylenol
(acetaminophen) if I have
hepatitis C?

Acetaminophen, the active
ingredient in Tylenol, can damage
the liver if it is taken in large
quantities.
Carriers of the hepatitis C virus
should limit the quantity of
acetaminophen to a maximum of
2 grams per day, i.e. 4 X 500 mg
or 6 X 325 mg tablets.

Can the mix of  interferon and
ribavarin have an effect on
weight?

It's true that this mixed treatment
can affect weight. This is usually
a loss of weight and occurs in
about one out of ten subjects. The
principle offender is interferon,
because it diminishes appetite
with accompanying nausea or
abdominal cramps.
One can gain weight if the person
tends to eat more to lessen the
nausea or dry mouth that is
sometimes experienced with
interferon. But any change in body
weight during treatment, whether
a loss or gain, will return to normal
once the medication is stopped. §

Complying with treatment
can be defined as the
consistency with which a person
follows treatment that's been
prescribed.
For example, a doctor asks you to
take an antibiotic three times a
day for ten days. This is what you
do for the first three days, but as
soon as the symptoms of your
infection diminish, you decide to
skip doses. On the seventh day,
you feel fine, so you stop your
treatment even though the doctor
and the pharmacist told you to
continue it for ten days. This is an
example of poor compliance to
treatment.
A study1 done in the field of
cardiology showed that people
who faithfully follow the treatment
they've been prescribed lower
their risk of death. This may seem
to be logical: medication is given
to improve his health, the patient
takes the medication regularly, his
health improves and he lives
longer.
But this study is surprising because
it showed that even patients who
were regularly given a placebo
also saw their longevity improve
compared to those who were less
faithful to their treatment!
In this study, medication to help
people suffering from congestive
heart failure, candesartan, were
compared to a placebo (a pill
similar to candesartan but which
doesn't contain the active
ingredient). This was a double-
blind study, meaning that neither
the doctor nor the subject knew
if the pill was candesartan or the
placebo.

The study showed that
candesartan worked better than
the placebo to improve survival
rates for people with congestive
heart failure. A secondary study
perfected this data by showing
that compliance to treatment,
even a placebo, can in itself lead
to a better rate of survival.
Those who followed their
treatment to the letter were often
men, while smokers, and
especially women who smoked,
were less likely to respect the
required dose.
The authors of the study believe
that compliance is an indication
that, in general, differenciates
people who are less non-
conformist and who, therefore,
tend to listen to their doctor's
advice and put it into practice!
Other studies undertaken also in
cardiology, but for other
pathologies, have shown the
beneficial effects of treatment
compliance. Unfortunately, there
are no similar data in the field of
hepatitis C, a pathology that
necessitates a treatment that is
long and difficult to undergo.
But if this hypothesis of 'good
compliance' is relevant, one could
presume that respecting the
doctor's advice may have a
positive overall effect with
treatment for hepatitis C.
1- The Lancet, vol. 366, December 10,
2005 : www.thelancet.com.

*****

A FEW QUESTIONS AND A
FEW ANSWERS
(inspired by the Hepatitis C
Resource Centers Web Sites
www.hepatitis.va.gov/vahep?page=pt-home)

Hepatitis C treatment has
eliminated the virus from my
body. Can I give blood or think
about organ donation?

No. Though the successful
hepatitis C treatment shows that
the virus can no longer damage
your liver, there may still be a

Proper Treatment Compliance Helps the Healing Process

The Focus on Hepatitis C

column has been made possible

thanks to the financial

contribution of

Schering Canada.

by
Suzanne Champoux
Special Contribution
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Be Prepared!
NURSES’ CORNER

Today's hemophiliacs are active!
Thanks to the availability and
safety of factor concentrates,
nothing stops them from taking
part in their favourite activities...
except maybe injuries and bleeds.
Are you ready to take care of
them? I'd advise you to recheck
the contents of your first aid kit
because after all, summer's made
for playing!

Basic Items
First of all, I suggest you get a kit
that's filled with first aid items,
which you can find in a pharmacy
or in a store. They contain all kinds
of bandages, sterile gauze, tape,
scissors, etc.
In order to clean surface cuts, it's
recommended that they be rinsed
under running water and cleaned
with a mild soap. Apply antibiotic
ointment and they'll heal well.
There's no need for disinfectants
that burn like peroxide or rubbing
alcohol. After all, they sting!
Dirty cuts benefit from being
soaked 4 to 5 times a day in
lukewarm water with a few drops
of bleach.
Deep cuts and/or large scrapes
should be rinsed with a sterile
solution (also available at the drug
store) and should be seen by a
doctor.

Where to keep the first-aid kit?
Personally, I keep my kit in my car.
This way, it follows me everywhere
I go and is there when I need it. But
be careful! Never leave your
concentrates in the car even if
they're in a cooler bag. The extreme
temperatures they could undergo
would make the factor unable to be
used for consumption and
potentially dangerous.

First aid classes and CPR
Why take first aid classes? For the
love of your family and those around
you.
The Canadian Red Cross
(www.redcross.ca) and St-John's
Ambulance (www.sja.ca) offer
comprehensive, high quality classes
given by qualified instructors and
this, for reasonable prices. Ask
about them. They also offer training
for teens.
After these classes, you may want
to add other items to your kit,
including a mask to do CPR (cardio-
pulmonary resuscitation) and an
oral airway device or Guedal pattern
airway.

I hope I managed to teach you about
the need to have a well-stocked first
aid kit, ready for any eventuality.
But nothing can replace careful and
safe actions.
The best way to avoid injury and
many bleeds is to use the best tool
you have, the one between your
two ears! And with that, I wish you
a pleasant summer! §

Triangular bandages are used to
immobilize an injured arm and to
make a sling. They can be bought
at stores, but I suggest you make
them from sheets. They'll be more
resistant.
Finally, all kits should have elastic
bandages and an instant cold pack
to reduce inflammation and relieve
the pain from bleeds, sprains and
bruising.

Additional items
Other items can be added to your
first aid kit depending on the
activities that you practice. For
example, a person who goes on
long hikes in the woods would
want to include the following items:
matches, a thermal cover, snacks
rich in calories, distress flares, map,
compass, GPS, cell phone…

Splints
To immobilise an injured
appendage, it's easy to make a
'home-made' splint. You can use
Popsicle sticks for fingers. For
wrists, you roll up a few magazines
and tie them with sticky tape. You
can do the same thing for arms and
legs, but with cardboard.
Ski or hiking poles can immobilize
a leg. All you need to do is attach
them with a triangular bandage
folded into a band. In short, use
your imagination! However there
is a very useful product called Sam
Splint. It moulds to the shape of
the body and is reusable. (Photo)

Essentials for hemophiliacs
Many hemophiliacs infuse factor
concentrate before taking part in
any physical activity. While this
may help to avoid a lot of bleeds,
an injury can still occur during the
activity.
Prophylaxis may not be enough to
stop the hemorrhage. So it would
be wise to carry your factor with
you. Prepare a 100% dose, the
infusion materials and a clean
surface (ex. a towel or cloth). Keep
it in a cooler bag if your concentrate
has to be kept cold. And you might
as well add a few cyklokapron pills
while you're at it. They could be
useful if a mucus bleed occurs.

by Catherine Sabourin
Hemophilia Nurse at the
Montreal Children’s Hospital

Sam Splint moulds to the shape of the body and
is reusable.
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Since I joined the Héma-Québec
Liaison Committee, I've been
nominated as a representative on
the Safety Committee and the
Medical and Scientific Committee. I
count myself lucky to be exposed to
so many different problems related
to blood products.
The last meetings of both
committees were held
simultaneously in Toronto on March
28, 2007. I only attended the Safety
Committee meeting, because it was
my first experience with this group.
The Safety Committee is composed
of specialists from various fields -
such as infectious disease,
epidemiology, public health,
transfusion medicine —as well as
consumer representatives. This
Committee is responsible for
advising the Héma-Québec Board of
Directors on matters pertaining to
the safety of blood and blood
products, especially concerning
existing or emerging blood
pathogens. It also has to assist the
Board in the process of evaluating
risks. There are members of this
Committee from abroad, including
Brazil, France the United Kingdom,
the Netherlands and the United
States.
The main topics we discussed were:
• Transfusion Related Acute Lung
Injury (TRALI), which consists of a
rare complication that can be fatal
following the transfusion of blood
components containing plasma, in
particular red blood cells, platelets,
granulocytes and cryoprecipitate.
TRALI usually occurs 1 or 2 hours
following the start of the transfusion
and is characterized by acute
respiratory distress.
The symptoms from TRALI provoke
a number of health problems, such
as pulmonary oedema. A number of
measures were presented to lessen
the incidence of TRALI and were
approved by the Committee.

• The test to detect Chagas, which
causes different heart problems,
lesions to the digestive tube or
neurological problems, is now

licensed in the U.S. Héma-Québec is
in the process of evaluating and
collecting data to better understand
this disease before carrying out
screening tests as other blood banks
do.

• There have been two cases of vCJD
in people who have lived or who live
in Saudi Arabia. It's known that vCJD
is a variation of Creutzfeldt-Jakob
Disease, which causes a
neurodegerative state in humans.
According to various data, the most
probable cause for the contamination
of individuals is the consumption of
imported British beef. Thus, the
Committee voted to add a question
to the form completed by blood
donors to find out whether they lived
for more than 6 months in Saudi
Arabia between 1980 and 1996, in
order to exclude them.

• We then discussed various topics
informally such as prions, filters,
influenza and platelet cultures.

Since I was in Toronto already,
Héma-Québec invited me to a
consensus conference on pathogen
inactivation that took place
immediately afterwards on March
29 and 30.
Different groups were present such
as regulatory agencies,
pharmaceutical companies, recipient
representatives and specialists from
various fields. The consensus panel
made recommendations to inform
future decisions on the introduction
of pathogen inactivation techniques
for fresh blood components such as
platelets to reduce the potential risks
of blood transfusions.
Thus, we thought about the following
questions during the conference: the
technique's implementation criteria,
the need, the impact on blood
transfusion services, the level of risk,
the cost and research required.
Here are some of the topics dealt
with during the conference:
- Microbiological reasons to consider
pathogen inactivation in transfusion
- Biochemical and biological
mechanisms
- Toxicological problems
- The efficiency of pathogen
inactivation
- Clinical trials of pathogen
inactivation on platelets

- Risk/benefit ratio
- Regulations (FDA, European and
Canadian)
- Aspects of public health
- Economic aspects
- New technologies
There were also posters by different
groups that showed results from
research on various topics related
to pathogen inactivation. I learned
a lot. I'd like to thank Héma-Quebec
for having invited me to this
conference.

***

The Liaison Committee met on June
2, 2007. We discussed a number of
topics brought forward by the Safety
Committee, including TRALI and
vCJD. The Committee signaled its
approval of decisions made by the
Safety Committee.
We also discussed the level of lead
in blood that can potentially be
dangerous, especially in new-borns,
but at present there is a lack of data
to reach a conclusion. And we
discussed reactions to Gamunex®
and the difficulty in recruiting
members for this committee.
What's more, we decided to change
the name of the committee which
will become the Recipient
Representatives Consultation
Committee (RRCC). Perhaps this
name will help give people a better
understanding of the purpose of this
committee and will attract new
members from other consumer
associations.
Mr. Pascal Mireault (a member of
the CHSQ Board of Directors) was
chosen to replace Mr. Daniel
Baribeau. Mr. Baribeau sat on the
committee for eight years as a
representative of the CHSQ and I'd
like to thank him for his dedication,
his time and for having represented
us so well.

The CHSQ must continue to play a
role as the watchdog of the blood
system, even if this becomes more
and more difficult.
We have the same problems as other
organisations in recruiting and
involving our members and
volunteers because they can now
count on products that are more and
more efficacious and safe. §

 VARIOUS HÉMA-QUÉBEC COMMITTEES

by
Marius Foltea



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

pharmaceutical companies:

Saskatchewan indexes MPTAP
payments

On May 8, the government of
Saskatchewan announced that it
was going to index the Multi-
Provincial and Territorial
Assistance Plan (MPTAP) payments
given to victims infected with HIV
through a blood transfusion or
blood products to the cost of living
and this, beginning with the
present year.
This prairie province joins Ontario,
Manitoba, Prince Edward Island
and Newfoundland and Labrador
to become the fifth province to
adjust the MPTAP payments to
meet inflation so that the victims
(or their families) are no longer
affected by a loss, which increases
each year, of their buying power.
There are only four provinces that
are holding out on indexation,
including Quebec, New Brunswick,
Alberta and British Columbia. Nova
Scotia had already put a financial
program for HIV victims into place
before the MPTAP was created.
Let's hope that the decision by
Saskatchewan will incite the
recalcitrant provinces to make a
move. §

F.L.

that we're really a class apart and that
maybe the CHSQ doesn't know much
about our needs.
At the end of the day, there was a
consensus to the effect that support for
research would be in the field of
inhibitors; this reassured me. I hope that
the organisation will continue to be
interested in families living with inhibitors.
Thank you for allowing us to speak.

Magalie Rinfret
Mother of a son with inhibitors

I'm very satisfied in the results of this
strategic planning exercise. It's also an
action plan that we've developed for the
next few years, and that's very motivating,
even more since we now have a better
vision of our strengths and weaknesses.
I hope that the conclusions of this exercise
will be welcomed by everyone.

David Pouliot
Hemophiliac, CHSQ Board member

The CHSQ would like to thank Mr.
Jean-Marie Bergeron, as well as all
those who took part in this strategic
planning exercise.  §

F.L.

STRATEGIC PLANNING (cont’d)
front page cont’d >

ELSEWHERE IN CANADA

Being the parents of a little boy with
hemophilia and inhibitors, our reality is
a lot different from the majority of the
members of this organisation. So it was
very important for me that this reality
be understood.
Hemophiliacs with inhibitors are rare
and the disease has a major impact on
their quality of life and this, in a much
more intense way than hemophiliacs
without inhibitors. The cost of health
care associated with it is very high. The
physical, psychological and social
difficulties are major and can't be
ignored.
Since there are very few parents in this
situation, we often have the impression

On May 12, CHSQ members,
employees and partners
gathered together for the
strategic planning day at the
Estrimont Suites et Spa in
Orford.
People with bleeding disorders,
parents, families with inhibitors,
Board and Committee members,
people infected with HIV by
blood transfusion and CHSQ
partners (CHS, Hemophilia
Treatment Centres, Héma-
Québec and pharmaceutical
companies) were present.


