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CHSQ DAVID POULIOT SCHOLARSHIPS PROGRAM

Last December, the CHSQ 
encouraged three young people 
living with a bleeding disorder to 
pursue their studies by awarding 
them grants worth a total of $ 7,500, 
through the David Pouliot 
Scholarship Program. Here are their 
stories...

Prizewinners for the 2014-2015 academic year
that I could bring as a hemophiliac 
and student in the field of education. 
To this end, I began the necessary 
process to join the CHSQ as a 
volunteer, hoping that my skills could 
be put to good use for this cause, 
one that is dear to my heart. For me, 
this application represented the 
completion of a process of 
acceptation of self that was long and 
difficult and I'm sure other 
hemophiliacs face the same 
challenges as mine. This said, today 
I realize that being born with a 
bleeding disorder doesn't necessarily 
represent a disadvantage since, by 
accepting our limits, we become 
better able to build on our strengths. 
This scholarship will allow me 
accomplish my educational projects 
so that one day, I can help young 
hemophiliacs who need to know that 
they can become successful.

time to concentrate on my university 
studies. Receiving a gesture of support 
like this motivates me to continue to 
work hard and finish this session and 
to persevere to attain my objectives. 
Please know that your help is greatly 
appreciated.

gbeauregard@schq.org

by
Geneviève Beauregard
Programs and 
Operations
Manager

— As a recipient of a scholarship, I'd 
like to thank the CHSQ and its 
partners for your generosity, but also 
for your continued dedication. Your 
financial support will give me more

 — I'd like to thank the CHSQ for 
giving me a David Pouliot 
scholarship. This generous grant will 
allow me to pay for part of my studies 
and has already contributed to 
completing my Masters degree. The 
application process for this 
scholarship gave me the opportunity 
to reflect on the social contribution

— First of all, I'd like to thank the 
selection committee for having 
awarded me this scholarship. Thanks 
to this, I can continue my studies in 
computer science. I highly recommend 
that everyone who meets the 
admissibility requirements apply to 
have a chance to receive this 
scholarship in memory of David 
Pouliot.

The goal of the scholarship program 
is to encourage young people to 
continue their collegial, university 
or vocational studies and also to 
encourage people with a bleeding 
disorder to return to their studies 
or follow a perfection course. You'll 
find the form on our website. Don't 
miss your chance for next year! §

Sara-Julie 
Turbide

Mathieu 
Jackson

Kevin 
Blanchette
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A WORD FROM THE EDITOR

As you are aware, the contracts 
for factor VIII and IX recombinant 
concentrates distributed in Quebec 
will end on March 31. Over the past 
few months Héma-Québec 
undertook a call for tenders in order 
to solicit proposals for the supply 
of these coagulation products for 
the next few years. When the call 
for tenders was sent out, ten 
products manufactured or 
distributed by seven pharma-
ceutical companies were targeted. 
A selection committee, composed 
of representatives from Héma-
Québec, hemostasis specialists 
from hemophilia treatment centres 
(HTC) in Quebec as well as 
representatives from the CHS and 
the CHSQ, were trained to examine 
submissions that were received. 
During a rigorous examination of 
documents that were submitted, 
an analysis of data on the quality 
of the products, their reliability for 
supply and their client service, as 
well as meetings with the various 
suppliers, the selection committee 
made their choices and the terms 
for the contracts that emerged as 
those that constituted the best 
quality/price ratio. 
For factor VIII recombinant 
concentrates, Xyntha®, 
manufactured by Pfizer, won the 
primary contract, this being 85-88% 
of some 36 million international 
units required annually. The 
secondary contract for 12 to 15% 
remaining was given to Advate®, 
manufactured by Baxter. In 
addition, Eloctate®, an extended 
half-life FVIII, manufactured by 
Biogen, will be made available on 
a limited basis to patients with 
specific and demonstrated medical 
needs. The term of the contract 
extends from April 1, 2015 to

March 30, 2018, with two options 
for a one-year renewal each at the 
sole discretion of Héma-Québec. 
This agreement, targeting factor VIII 
concentrates, should save in and of 
itself, over three years, almost 45 
million dollars for the Quebec health 
system! 
As for factor IX concentrates, it was 
BeneFIX®, manufactured by Pfizer, 
which got the entire, or almost, 
contract for some 9 million 
international units required 
annually. Alprolix®, the extended 
half-life factor IX concentrate 
manufactured by Biogen Idec and 
approved by Health Canada in 
March 2014, will also be available 
on demand depending on certain 
medical conditions. The term for 
this contract extends from April 1, 
2015 until March 30, 2017, also with 
two options each for a one-year 
renewal at the sole discretion of 
Héma-Québec. Important savings 
will also result from this agreement. 
Note that Immunine®, the plasma-
derived factor IX concentrate 
manufactured by Baxter, will 
continue to be available.  
Consequently, it seems that patients 
presently using Helixate® FS, 
distributed by CSL Behring, will have 
to change to Xyntha. This transition 
will take place in April and could 
spread out for a few months, 
depending on inventory at Héma-
Québec and in the HTCs.  
What's more, the HeliTrax electronic 
data transmission system will be 
terminated to be replaced with a 
new system, which will combine 
the characteristics of CHARMS, the 
Canadian Hemophilia Registry, and 
the electronic home infusion data 
reporting to HTCs (see pages 10 & 
11). 
The CHSQ and HTCs will offer 
information and support sessions 
so that these transitions will occur 
with a minimum of inconvenience 
for you and your family. §

N.B. The publication of this January 2015 
issue was delayed until the week of 
February 9, at which time Héma-Québec 
administrators will have approved the 
decision by the Selection Committee and 
tenderers notified of the contract winners.
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We need skills in administration, 
accounting, legal issues, sales, 
human resources, planning as well 
as other skills and, at the same 
time, the person must be willing 
and able to give of their time. Along 
with board meetings, and in order 
to share the volunteer work, an 
administrator should sit on at least 
one committee or working group. 
Meetings are usually held in 
Montreal, but may also be held by 
teleconference.

Here is an idea of the time required 
for various committees each year: 

• Board of Directors: 5 face-to-face 
meetings + 1 teleconference call 
and as needed    

• Executive: 2 meetings (both face 
to face and teleconferences) + 
active responsibility for or 
participation in one main 
committee  

• Committees: 2 teleconference 
calls

CALL FOR NOMINATIONS ON THE 
CHSQ BOARD OF DIRECTORS

On Saturday, March 14, 2015, 
during the CHSQ Annual General 
Meeting to be held at the Hôtel 
Chéribourg near Orford, elections 
will be held for positions on the 
CHSQ Board of Directors.  
Becoming a member of the Board 
means that you become an active 
participant in your own or your 
child's health care and services.  
Getting involved in your volunteer 
organization offers the possibility 
of learning new skills or sharing 
skills you have to improve and/or 
maintain the quality of care and 
services you presently enjoy.

by
Patricia Stewart
Chair of the 
Nominations
Committee

echodufacteur@schq.org

Get involved in your own care
• CHS delegate: 1 face-to-face 
meeting + 1 teleconference + 
possibility of being part of a National 
committee or working group  

Nominations for a position on the 
CHSQ Board of Directors can be 
submitted by the candidate or by 
someone else. Please check with 
the person to make sure he/she is 
interested in being nominated.  
Candidates can be nominated from 
outside the bleeding disorders 
community if they have skills to 
offer. 

Complete the nomination form 
included in this mailing and return 
it to our offices as soon as possible. 
All directors must be or become 
members of the CHSQ.  According 
to our rules and regulations, the 
deadline for nominations is 1 p.m. 
Thursday, March 12, 2015. §

A MOMENT TO REFLECT

“You must demand from each person that which they can 
give. ”

Antoine de Saint-Exupéry

The opinions expressed in various columns are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address:

L'Écho du facteur, CHSQ, 2120 Sherbrooke Street East, 
Suite 514, Montreal (Quebec)  H2K 1C3

telephone:    514-848-0666  or toll-free:  1-877-870-0666 
fax:              514-904-2253
or by e-mail to the following address: info@schq.org
Web site: www.hemophilia.ca
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• Relaxation: Always popular and 
offered for all, a relaxation 
technique workshop
• CHSQ youth group workshop: The 
ideal place to meet and share on 
topics that interest you!
• Café-rencontre for women with 
a bleeding disorder & mothers of 
girls with a bleeding disorder
• Annual general meeting for 
members (March 14 at 1:30 pm): 
The best place to learn about the 
organization's work during 2014, 
participate in the election of your 
board of directors administrators 
as well as meet the recipients of 
our awards!
And as usual, there'll be an evening 
with animation to please kids and 
adults! A number of information 
kiosks will also be available, 
including the CHSQ program kiosk 
and a number of partners.   
We hope to see you in large 
numbers. Reserve these dates on 
your agenda right now: March 13 
to 15.

44th Edition of the CHSQ 
summer camp 
We're keeping the combined camp 
format!  
We invite all youngsters between 
5 and 15 years of age living with a 
bleeding disorder, including those 
living with inhibitors, as well as 
their siblings, to take part in the 
CHSQ 2015 summer camp. Summer 
camp is an activity-filled week, held 
under the supervision of trained 
counsellors and two nurses as well 
as a team from the CHSQ, in order 
to ensure care and safety for all. 
It's also a well-earned break for 
you, the parents. Stay tuned for 
more details. 
For young people 16 and over 
who'd like to have experience as a 
counsellor, we have two places to 
fill for assistant-monitors who'll 
join the CHSQ team and take part 
in our 2015 summer camp. It's an 
enriching volunteer experience for 
you and for your organization.

CHSQ ACTIVITIES

After great holidays spent with 
family and friends, it's back to 
reality for everyone with new 
challenges that we approach with 
excitement. I'm happy to present 
this little overview of past activities 
and those to come. I also want to 
take this opportunity to wish 
everyone a happy 2015!  Looking 
forward to seeing you soon. 

Past Activities

Volunteer recognition evening 
On November 29, the CHSQ 
volunteer recognition evening took 
place, a special time to thank 
everyone who contributed to our 
achievements in 2014. This year, 
about thirty volunteers enjoyed a 
great meal in a relaxed atmosphere; 
there was lots of laughter and 
everyone had a good time.  
We'd also like to thank everyone 
involved in a committee or activity 
who couldn't join us for this 
evening. 

Upcoming Activities

2015 Family weekend
The 2015 family weekend will take 
place March 13 to 15, at the Hôtel 
Chéribourg in the lovely region of 
Orford. You'll find the registration 
form in this mailing and on our 
website.
Here's a brief overview of 
workshops and activities that will 
be offered:
• Navigating the ER: a workshop 
that will deal with many situations, 
including back-to-school and day-
care
• Café-rencontre for grandparents: 
a lovely moment to share!
• Update on treatment
• Workshop on the new CHARMS 
system

gbeauregard@schq.org

CHSQ Awards
The implication of volunteers has 
always been the strength of our 
organization. Even though they 
don't do it to earn praise, the CHSQ 
considers it is important to highlight 
their work and dedication. 
There are four recognition awards: 
• Douglas Page Award (Volunteer 
of the year)
• Award of Appreciation
• Honorary Member
• Life-Member
During the 2015 Annual General 
Meeting, the CHSQ will hold the 
official awards ceremony for one 
or a number of these categories.
If you think someone deserves to 
be recognized for the work they 
accomplish in service to the CHSQ, 
I invite you to complete the form 
that you will find on our website 
and return it to us by email or else 
print and mail it to the CHSQ office 
before February 10, 2015. §

Volunteers: the strength of the CHSQ!

by
Geneviève Beauregard
Programs and 
Operations
Manager
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READER’S OPINION
Letter to my brother David

- Don't shake me, I'm filled with 
tears (Henri Calet) 

It's already a year since cancer 
took your life. A day out of time, 
which reminds me that sometimes 
life decides and, sometimes, it leads 
us astray. On January 14, 2014, I 
understood who I lost but I hadn't 
yet understood the magnitude of 
this loss. I still remember our last 
moments together. The sounds, 
medical personnel and words: it's 
seems so clear today. 
Accompanying you, at your side day 
and night, was no doubt a privilege. 
Being in the right place at the right 
time. The family united right to the 
end. A reality that showed me that 
aging is luck and a privilege. Our 
worries don't have the same 
proportion and a simple moment 
can become a source of joy. 
The year since your death has 
passed incredibly quickly. 
Nonetheless, your memory soothes 
my spirit every day. I read a great 
deal about mourning. I had to find 
the words that would allow me to 
explain this strange phenomenon 
that is emptiness and pain. I learned 
that it was a traumatic death: too 
young, too quickly and with too 
much suffering. I learned that 
mourning never has a tangible 
ending. The loss will always be 
there. 
What I remember about you brings 
me back to the time when you were 
my big brother, all-powerful and 
invincible. I often think of the times 
that life stole from us: going to the 
movies, spending a few days at the 
cottage, discovering a new 
restaurant, tasting a good wine, 
chatting around a delicious family 
meal, watching you play 
videogames, etc. 
I've composed this text on the pages 
of my grief. Of course, I'm also 
speaking for our parents and for 
Alexandre. 
To better express the moment when 
illness becomes a wall between 
suffering and hope, here's a text by 
Daniellea Meneghini whose father 
died of cancer. I adapted it to my 
situation to make it more readable.

Bring it on, Grim Reaper 
(Daniella Meneghini)

He's everywhere. He's sitting at the 
head of the bed where my brother's 
lying. He's standing up, beside him. 
He's floating over him. He's all 
around this damned room where 
I've been living for the last few days. 
He's watching us, he's mocking us. 
He's putting us to the ultimate test, 
the hardest one: agony. 
We were waiting for him, of course. 
But we thought he'd knock on the 
door, come and take what was due 
him, and leave in silence. Or that 
he'd come in the back door, without 
notice, like a thief. No, it's not like 
that. Death has settled in our midst 
and he's taking his time. 
I was told it would be hard to go 
through, that cancer is a horrible 
creature, that it would be disgusting. 
No one told me that cancer invades 
its host, takes possession of his 
body. No one told me that the 
suffering would drive him crazy. 
No one said that the battlefield that 
the body becomes would be visible 
to the naked eye, with jerks, spasms 
and shivering. No one told me that 
the moment would come when 
nothing else was possible. No one 
told me that cancer always wins. 
I was prepared, as much as is 
possible, to lose my brother to this 
horrible disease. I wasn't prepared 
to try and find any way possible to 
erase his cries for help from my 
head, his tears of pain, his cries of 
agony. I wasn't prepared to sit by 
his side for 36 consecutive hours 
waiting for him to open an eye, to 
say a word. I wasn't prepared for 
the smells that arose as his body 
abandoned him. I wasn't prepared 
to have this territorial feeling, super-
protective of my brother, ready to 
jump at any small slip-up by a nurse.
I wasn't ready to become one of 
those people who meticulously 
watch every detail of the work of 
the medical corps with impatience. 
I wasn't prepared to have to make 
the distinction between the moment 
when it was my brother with me 
and the moment that cancer took 
his place. I wasn't prepared to live 
with so much rage in the face of the 
helplessness that we all have to

confront. I wasn't prepared not to 
recognize it. 
I would have liked it to happen like 
it does in films, when the person 
says their goodbyes, quietly falls 
into a deep sleep, and leaves us 
quietly and peacefully. I would have 
liked it to be quick and efficient, 
without any more suffering, without 
complications. Insidious, death 
frightens the most courageous of 
us. 
Paradoxically, death brings up 
questions that we've never asked 
ourselves. And it seriously 
challenges those surrounding the 
person it's come for, pitilessly. It 
proves that to be human is to have 
very different reactions not only 
from others but even from our very 
own only a few hours previously. It 
reminds us that to be human is the 
unknown, and that the mystery of 
life isn't solved, even at the final 
moment. It makes sure it challenges 
our patience, our resilience, our 
courage, our love. 
Death reveals who's really close to 
us, our family, our friends and those 
around us. Death generates an 
immediate feeling of empathy and 
compassion, even in a perfect 
stranger. Death brings out the best 
in us and strips us of all falseness, 
making way for the greatest honesty 
that we are able to feel towards our 
self. And that is priceless. 
So bring it on, Grim Reaper. Because 
the fight my brother lost to cancer, 
you, you can win it. I'm on your side. 
Come and get my brother, I give him 
to you. But bring him to the serenity 
and peace he deserves, more than 
anyone. Don't worry about me, I'm 
fine, I'm ready, I'm better surrounded 
than you think. I'm waiting for you. §

Catherine Pouliot

Catherine Pouliot, along with her brother, David.



6

RARE BLEEDING DISORDERS’ CORNER
Living with Glanzmann's thrombasthenia

had a number of questions for the 
doctors: they were a great help to 
my parents so they could 
understand this disorder that was 
now part of me. 

At two years of age, my parents 
brought me to the hospital in Saint-
Jérôme for stomach pains. I was 
vomiting and couldn't keep 
anything down. They told my 
parents it was just gastroenteritis 
and sent me home, saying that it 
would pass. A few days later, my 
mother called Sainte-Justine and 
they asked her to bring me in for 
further investigation. I was 
hospitalized, finally, with acute 
appendicitis. They had to wait 
almost two weeks to find a 
compatible blood donor. They 
wanted the freshest blood possible 
in case of the need for an eventual 
transfusion. With this disease, there 
was a possibility that my body 
would reject the transfusion, so it 
was preferable to limit the number 
of risks. The operation went well, 
but despite precautions, I still lost 
a lot of blood. So the doctors had 
to give me a transfusion, but only 
of washed white globules. In 
making this choice, they ensured 
that they wouldn't harm my 
chances of receiving a whole blood 
transfusion in the future if it ever 
proved necessary. 

All in all, I had a pretty happy 
childhood despite the fact that I 
was unable to play contact sports, 
which were too risky for injuries or 
fractures. My parents overprotected 
me, and rightly so. At that time, 
even when I simply fell, blood 
vessels would rupture, sometimes 
causing me to have severe 
nosebleeds that could last two or 
three days. I had bruises all over 
my body. We had to replace hockey 
and skiing with cycling and 
swimming. Obviously, I was a lot 
less active in the winter. The nurses 
responsible for my file at Sainte-
Justine over the years were always 
available to answer my parents' 
questions and concerns. 

For other youngsters around me, it 
was harder to understand. Some

Glanzmann's thrombasthenia 
is a rare bleeding disorder that 
belongs to the 'family' of platelet 
dysfunctions. The origin of the 
name is Swiss where, in 1918, a 
pediatrician named Glanzmann 
was the first to describe this 
disorder. According to the 
Canadian Hemophilia Registry, 
there were only 55 people in 
Canada living with this disorder in 
2013. This disorder is characterized 
by a deficiency or the improper 
functioning of the glycoprotein 
IIb/IIIa receptor (also called 
fibrinogen receptor). This problem 
causes poor platelet aggregation 
leading to bleeding problems after 
injury. 

Through Claude Meilleur, Pivot 
Clinic Nurse at CHU Sainte-Justine, 
I met Jean-François Meilleur who 
generously agreed to share his story 
with us. 

***

When I was very young, my 
parents noticed that when I cried, 
little petechiae (small red dots) 
appeared on my face. When they 
took me in their arms, their fingers 
left marks on my skin (bruises). 
They quickly realized that this 
wasn't normal and decided to 
consult a doctor. The first doctor 
they met was Dr. Laroque, who 
wanted to investigate further. 
However, despite a number of 
attempts, the nursing personal 
wasn't able to draw any blood to 
do analysis. So Dr. Laroque decided 
to transfer my case to Sainte-
Justine.

The wait for a blood test wasn't 
long, since two days later they got 
me to meet a doctor at Sainte-
Justine. This first doctor did an 
initial test that indicated I had 
hemophilia. So I was hospitalized 
and my file was transferred to Dr. 
Georges-Étienne Rivard. I was 
hospitalized for a few days, time 
to do a battery of tests in order to 
determine the exact cause of my 
problems. When the results were 
clear, Dr. Rivard was able to 
announce to my parents that he 
had identified the disorder I had to 
learn to live with: Glanzmann's 
thrombasthenia, which can be 
resumed by a defect in the function 
of platelets in the blood. 

At that time, and still today, this 
disease was not well known, since 
there were very few of us affected. 
It's an autosomal recessive disease, 
which means that both my parents 
had to be carriers of the gene. They

by
Sébastien Bédard

echodufacteur@schq.org

Glanzmann's 
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functioning of the 
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IIb/IIIa receptor 
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fibrinogen receptor). 
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poor platelet 
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to bleeding problems 

after injury.
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of them teased me, but others tried 
to help me feel 'normal'. As a little 
boy, I didn't understand what I had 
either, but I did understand that it 
could be dangerous. Later on, in 
secondary school, I rebelled a bit 
faced with my situation. I almost 
even managed to forget it. I played 
cosom hockey without any real 
problems. As I grew older, while I 
still had some bleeds, they were 
shorter and shorter. But I still 
collected bruises. 

After secondary school, I entered 
the workplace. I worked as a 
security agent for a few years, 
which worried my parents. They 
were afraid of altercations, attacks 
and injuries that could occur. In 
early 2014, I had to have an 
operation for an umbilical hernia, 
following a number of years with 
pain. Dr. Jean St-Louis, the 
hematologist who followed me, 
wanted to wait until I had no choice 
before operating considering the 
risks related to my disorder. The 
surgeon, Dr. Michel Morin, 
operated on January 31. I remained 
in hospital for eighteen days, with 
a number of doctors caring for me, 
accompanied by a nurse who's 
been following me for a number 
of years, Claude Meilleur. It all went 
well and, at this point, the pain is 
almost gone. 

Today, at 32, I've finally learned to 
accept and live with my disease. 
I've adapted my actions and leisure 
activities in order to minimize 
unnecessary risks. This summer, I 
opened a residence for people with 
intellectual disabilities and I care 
for young adults who are ill. 

I wanted to write this in order to 
show you that, despite having a 
rare bleeding disorder, one can live 
a life that is fairly normal and this, 
by taking certain precautions. It 
wasn't always easy, but my family, 
my friends, my wife and I have all 
learned to live with this disorder. §

Jean-François Meilleur

RARE BLEEDING DISORDERS’ CORNER (cont’d)

According to Jean-François Meilleur, 
despite having a rare bleeding 
disorder, you can have a fairly normal 
life by taking certain precautions.
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FUNDRAISING AND COMMUNICATIONS

next year for 
the 9th edition of Dance for Life!

2015 New Blood campaign 
In February, we'll be launching our 
annual New Blood campaign. Once 
again, we'll be counting on your 
generosity to help us achieve our 
mission. Look for our Infoletter 
where you'll find all the details.  

CHSQ Bowl-a-thons 
This fundraising activity is, without 
a doubt, one of the favourites for 
many of us since it mobilizes and 
raises awareness, as well as being 
a lot of fun. Last year, three 
volunteers developed one or two 
Bowl-a-thons in their respective 
regions, which generated over 
$14,000 for the benefit of the CHSQ! 
Again, we thank those responsible 
for their magnificent team work: 
Isabelle Blette and her family (Sorel-
Tracy), Sylvie Bouchard and her 
family (Contrecoeur) as well as 
Nathalie Martel and her family 
(Victoriaville)!
This year, it's already time to start 
preparing the next Bowl-a-thons. 
The first will take place in the Sorel-
Tracy region on March 28 from 
6 p.m. to 9 p.m. If you'd like to 
participate, contact the office to get 
your tickets. You'll also find all the 
information on our Facebook page. 
Will there be any others? 
By multiplying the number of 
regions, we can inform more people 
about our cause. It's easy to 
organize this activity and the office 
will help you with the process. If 
you're interested in organizing an 
activity in your region or would like 
to learn more about preparations 
for this activity, contact Geneviève 
Beauregard at the CHSQ office at 
514-848-0666 or toll-free at

Annual benefit show Dance 
for Life - 8th edition 
The 8th edition of our annual benefit 
show, Dance for Life, took place last 
November 15. A magical show for 
its second year at the Corona 
Theatre, we're happy to say that it 
was a great success once again!
Under the artistic direction of 
Cathryn Croft, some fifty highly 
talented artists took to the stage at 
the Corona Theatre, offering us a 
prestigious show! Once again, we'd 
like to give our heartfelt thanks for 
their precious volunteer 
collaboration to Ballet Ouest, 
Sandra Beaulieu and l'Académie 
de danse Scream, Lila-Mae Talbot, 
Tripoli Studios Agency, Noel 
Strazza and Pable Pugliese for 
Extempore danse, Zack Tang and 
Andrew Skeels.

1 877 870-0666, local 21. I'll be 
happy to answer your questions. 
The Red, White and You Walk 
The 3rd edition of the Red, White and 
You Walk will take place Sunday 
May 17, 2015 at Maisonneuve Park 
in Montreal. Details will be available 
in the near future, but start recruiting 
your team members right away...It's 
a rendezvous you can't miss.

Promotional articles with the 
CHSQ logo 
CHSQ promotional articles are still 
available. Whether it's for personal 
use or to sell during CHSQ 
fundraising activities, you can still 
get some. The order form is on our 
website. 

Communications
L'Écho du facteur by e-mail
In order to save funds for our 
organization and for the 
environment, the CHSQ wants to 
remind you that you can get your 
newsletter, L'Écho du facteur, by e-
mail. Just send us an e-mail at 
info@schq.org and indicate the 
address where you'd like to receive 
it. 
We encourage you to make this 
gesture that is doubly beneficial. 
Thank you in advance for your 
collaboration!  §

-G.B.

We'd also like to thank our MC, 
Martin Laroche, who skilfully 
presented this colourful evening 
and our precious volunteers who 
helped with all the logistics, without 
whom the event would not have 
been a success.

Finally, from the 
bottom of our 
hearts, we want 
to thank our 
precious 
sponsors and 
partners as well 
as our generous 
donors for their 
faithful 
collaboration. 
See you there
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DANCE FOR LIFE  IN PICTURES

Thanks to all the artists for their precious volunteer contribution to the success of the 
2014 edition of Dance for Life:  Ballet Ouest, Sandra Beaulieu and l'Académie de danse 
Scream, Lila-Mae Talbot, Tripoli Studios Agency, Noel Strazza and Pable Pugliese for 
Extempore danse and Zack Tang and Andrew Skeels. A special thank-you goes to the 
show's artistic director, Cathryn Croft.
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following paragraphs explain how 
this transition will take place. 

CHARMS and HeliTrax: 
existing systems
For the past few years, hemophilia 
treatment centres (HTC) have been 
using a pan-Canadian database 
system, CHARMS (Canadian 
Hemophilia Assessment and 
Research Management System), 
which belongs to the Association 
of Hemophilia Clinic Directors of 
Canada (AHCDC). This database 
system allows certain information 
(name, diagnosis, treatment plan, 
lab results, etc.) about patients with 
a bleeding disorder to be collected 
in order to improve care offered. 
Over time, however, this system 
has become outdated.  
HeliTrax, another system used by 
hemophilia treatment centres (CTH), 
assures follow-up of the inventory 
for factor concentrates supplied by 
blood banks. This system is used 
by patients at home. We benefit

We wish a happy and healthy 
2015 to all our L’Écho du facteur 
readers! 
We're in the age of progress where 
technology abounds and where 
digital tools can greatly improve 
the quality of life, be it for patients 
or for health care professionals. In 
integrating the management of 
product inventory and patient files, 
many health institutions are 
working together to offer an 
ingenious new system for everyone 
involved in hemophilia. The

HEMOPHILIA TREATMENT CENTRES’ CORNER
Update on CHARMS

from this system thanks to a 
contract between CSL Behring and 
Héma-Québec, which will expire 
March 31, 2015.
So while these two systems are 
considered essential elements in 
patient treatment, these programs 
remain unconnected and work 
completely separately (with no 
interface between the two). Because 
of this, the Minister of Health and 
Social Services (MSSS) wishes to 
offer a new integrated management 
system for factor concentrate 
inventory by including a patient 
portal. This is why AHCDC is 
presently preparing a major update 
of these programs in order to have 
a more complete system whereby 
a single interface will combine all 
useful elements both for you and 
for the treatment team. 

The mandate: why change?
The MSSS in partnership with the 
AHCDC is happy to offer you this 
new system that will better meet

by
Claude Meilleur 
Pivot Clinic Nurse
Quebec Reference Centre for Patients 
with Inhibitors at CHU Sainte-Justine
claude_meilleur@ssss.gouv.qc.ca

and
Marie-Ève Chevrette 
Project Coordinator 
CHU Sainte-Justine
marie-eve.chevrette.hsj@ssss.gouv.qc.ca

Proposed timeline

Go Live
Configuration of new system

Tests

Translation of new system

Exporting 
Helitrax 

and 
CHARMS 

data

Trial run 
and final 

adjustments

Product 
launch

Legal process

November	        December	          January	      February        March	       April	 May

Training 
CHUSJ 
system 
pilots

Training 
patients

Training 
system pilots
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In integrating the 

management of product 

inventory and patient 

files, many health 

institutions are working 

together to offer an 

ingenious new system for 

everyone involved in 

hemophilia

HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)

your needs by being more efficient 
and user-friendly at all levels. To 
do this, a provincial working group, 
including numerous professionals, 
will oversee the implantation in 
the various HTCs. 
While a project structure was 
quickly set up, this is nonetheless 
an important change requiring the 
creation of new IT system 
architecture within a short time 
span.  This said, as with all projects, 
the unexpected can happen. In this 
situation (though very unlikely), 
we'll keep you informed of 
temporary solutions to meet your 
needs during this transition period. 
Be assured that the HTCs will 
ensure good communication with 
you in order to keep you informed 
about the progress of the project. 
Training will eventually be offered 
to users.

 A unifying project
The MSSS, in collaboration with 
AHCDC and McMaster University, 
is working full-time to ensure a 
smooth implementation. We hope 
this project will be a great success 
by including your opinion! In fact, 
patients presently using HeliTrax 
will eventually be solicited to 
complete a satisfaction 
questionnaire. We are presently 
evaluating the means to distribute 
the questionnaire. §

IN MEMORIAM

We were very saddened to learn 
of the death of Lorraine Bernier, 
which occurred July 23, 2014. 
Lorraine was the nurse-coordinator 
at the Hemophilia Centre for 
Eastern Quebec right from the 
creation of these centres in 1979, 
up until she retired in 1996.  
The devotion and passion she 
showed to her patients and their 
families from the Quebec City area 
and all of eastern Quebec 
throughout these years of service 
was recognized by the CHSQ who 
presented her with the Award of 
Appreciation in 1995. 
The CHSQ wishes to extend its 
sincere condolences to the family 
and loved ones of Lorraine Bernier, 
as well as to all those who had the 
privilege of knowing her. § 

-F.L.



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

pharmaceutical companies:

IN A WORD
ZonovateTM approved by 
Health Canada 
Novo Nordisk Canada announced 
last December 8 that its 3rd-
generation factor VIII concentrate, 
called ZonovateTM, received a Notice 
of Compliance from Health Canada 
for treatment for bleeding episodes 
and prophylaxis in patients with 
hemophilia A. 
Zonovate is a B-domain-deleted 
recombinant antihemophilic factor 
and is produced from a genetically 
modified Chinese hamster ovary 
cell line culture. 
Zonovate has a standard half-life 
and is one of the products presently 
in the call for tenders submitted by 
Héma-Québec to various 
pharmaceuticals in order to renew 
contracts for factor VIII and IX 
concentrates that will be available 
on the Quebec market beginning 
in April 2015; existing contracts 
will expire on March 31.

-F.L.

NuwiqTM approved by Health 
Canada
Octapharma Canada announced 
on November 6, 2014 that Health 
Canada had approved its 3rd 
generation recombinant factor VIII 
concentrate called NuwiqTM, for the 
treatment of bleeding episodes and 
prophylaxis in patients with 
hemophilia A.
Nuwiq is a B-domain-deleted 
recombinant factor VIII produced 
in a human cell line culture, without 
additives of human or animal origin 
and without exposure to human 
blood or plasma.
Nuwiq has a standard half-life and 
is one of the products presently in 
the call for tenders submitted by 
Héma-Québec to various 
pharmaceuticals in order to renew 
contracts for factor VIII and IX 
concentrates that will be available 
on the Quebec market beginning 
in April 2015; existing contracts 
will expire on March 31. 

-F.L.

HarvoniTM approved by Health 
Canada
Gilead Sciences Inc. announced on 
October 17, 2014, that Health 
Canada had issued a Notice of 
Compliance for HarvoniTM (ledipasvir 
90 mg/sofosbuvir 400 mg), the first 
once-daily single tablet regimen for 
the treatment of genotype 1 chronic 
hepatitis C in adults. Harvoni 
combines the NS5A inhibitor 
ledipasvir with the nucleotide 
analog polymerase inhibitor 
sofosbuvir, granted marketing 
authorization under the trade name 
Sovaldi® in December 2013.
The efficacy of Harvoni has been 
established in patients with chronic 
hepatitis C virus (HCV) genotype 1 
infection, with a treatment duration 
of eight, 12 or 24 weeks depending 
on prior treatment history, cirrhosis 
status and baseline viral load. Eight 
weeks of treatment with Harvoni 
can be considered for treatment-
naïve patients without cirrhosis who 
have baseline HCV viral loads below 
6 million IU/ml. 
For more details visit: 
www.businesswire.com/news/
home/20141016006163/en/
Health-Canada-Issues-Notice-
Compliance-Gilead's-
Harvoni™#.VMFmk1q3AqY.

-F.L.


