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CHSQ DAVID POULIOT SCHOLARSHIPS

Through the David Pouliot 
Scholarships, the CHSQ financially 
encourages three students living 
with a bleeding disorder to 
continue their post-secondary 
studies for the 2016-2017 school 
year. 
The three recipients, Alex Paré, 
Cyril Boulila and Ke Lan Wu, shared 
the scholarship funds worth a total 
of $7,500. Here are a few words 
from each of them… 

F.L.

— I wish to thank the CHSQ and its 
partners. By offering me this 
scholarship, you have lightened my 
financial burden, which will allow 
me to concentrate more fully on my 
university studies in nursing science. 
I hope that one day I will be able to 
help students with hemophilia reach 
their goals, as you have done for 
me. Thanks once again to the CHSQ 
and its partners for your generosity 
and your support!

— I am studying for my masters in 
physiotherapy at the Univerité de 
Montréal, and I have had severe 
hemophilia for 22 years. I am very 
grateful for having received the 
David Pouliot Scholarship, since I 
plan on redirecting my studies to 
medicine and I need this help to 
achieve my greatest dream: to 
become a hematologist and help 
advance research in hemophilia. 
This scholarship represents a source 
of extra motivation and support for 
me from the CHSQ. 
Thanks go to the CHSQ. 
I won't disappoint you.

Alex 
Paré

Cyril 
Boulila

2016-2017 Recipients

 — Having been diagnosed with 
hemophilia at the start of my 
school years, living with this 
condition had an important impact 
on my education. However, the 
CHSQ has always helped me 
through difficult times. 
Today, I see this medical condition 
as an integral part of my identity 
and not as a disease. 
I hope to continue my studies in 
the field of medicine and this 
scholarship, which means so 
much, motivates me to pursue my 
dream and continue to work to 
eliminate the marginalisation 
associated with hemophilia in my 
milieu. 
I wish to thank the CHSQ for its 
support for my studies as well as 
the confidence it has shown for 
my future projects. §

Ke Lan 
Wu
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A WORD FROM THE EDITOR

More coagulation product 
transitions will be occurring in the 
next few months. After a call for 
tenders that took place during the 
seond half of 2016, Héma-Québec 
announced last November 15 the 
new contracts had been allocated 
for recombinant factor IX 
concentrates and for plasma-
derived complex factor VIII/Von 
Willebrand factor.
Thus Rixubis™, a recombinant 
factor IX with a standard half-life 
manufactured by Baxalta (Shire), 
will replace BeneFIX®, 
manufactured by Pfizer, beginning 
on April 1, 2017, for the treatment 
and prevention of hemorrhages in 
people with hemophilia B. 
However, given the lack of clinical 
data for the use of Rixubis in 
previously untreated patients 
(PUPs), they would likely be treated 
with BeneFIX for the first year. The 
contract for Rixubis will be valid 
for five years, until March 31, 2022. 
The extended half-life recombinant 
factor IX concentrates, Alprolix™, 
manufactured by Biogen, and 
Idelvion™, manufactured by CSL 
Behring, will be available for certain 
patients with particular needs (for 
example, an abnormally short half-
life or difficult venous access). 
In addition, Immunine™, a plasma-
derived factor IX concentrate 
manufactured by Baxalta (Shire), 
will remain available. 
The plasma-derived factor VIII/von 
Willebrand factor concentrate, 
Humate P®, manufactured by 
CSL Behring, won the tender 
contract. As of April 1, 2017, it will 
become the only one of its class on 
the Quebec market as stocks of 
Wilate®, manufactured by 
Octapharma, will have been

used up. The Humate P contract 
runs until March 31, 2019. 
Look for news from your HTC to 
find out when and how the 
transitions will take place. 
The call for tender process initiated 
by Héma-Québec excluded 
recombinant factor VIII products. 
Existing contracts for these products 
will continue until March 31, 2018. 
Thus Xyntha®, manufactured by 
Pfizer and Advate™, manufactured 
by Baxalta (Shire), both coagulation 
products with traditional half-lives, 
will continue to be distributed 
regularly for the treatment and 
prevention of bleeding in 
hemophilia A patients. 
Eloctate™, an extended half-life 
factor VIII manufactured by Biogen, 
is available for certain patients with 
specific needs. 
The 2016 Héma-Québec tender 
included a number of other 
plasma-derived products, such as 
immunoglobulins, albumin and 
fibrinogen, to name a few. These 
products represent a large portion 
of the infused products used in 
Quebec — for example, 
immunoglobulines account for half 
of the budget for plasma-derived 
products distributed by Héma-
Québec while coagulation factors 
constitute approximately thirty 
percent of this budget. 
According to Héma-Québec, 
depending on the terms chosen for 
each of these products, a savings 
of approximately 200 million dollars 
including more than 20 million for 
factor IX concentrates only, will be 
realized by the Quebec health 
system over the next two to five 
years. §
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A WORD FROM THE EXECUTIVE DIRECTOR

It wouldn't be surprising if many 
of you think that with a whole 
new team at the office, there will 
be changes in the CHSQ. Changes 
in the way things are done, to the 
traditional roles of committees, 
to activities and even to the 
services offered. 
So why not take advantage of this 
new wave of change to create 
opportunities: opportunities to

review our way of doing things, 
to consolidate our strengths and 
reinforce our weak points, to 
review our priorities and choose 
new challenges.  
It's with this vision that I'll lead 
the CHSQ team in 2017 and 2018, 
using each change — voluntary 
or necessary — as a good 
opportunity to do better, for and 
with members of the 
organization. 
However, we need to clarify that 
the first source of change comes 
from you, as members. This is 
why it's important for the team 
to be informed about these 
changes and take your comments 
and needs into consideration. 
Because change, even when 
positive, can bring a lot of 
unexpected things.

direction@schq.org

by
Nicole Vincelette

What if Change was synonymous with Opportunity!

To start the year, the Board of 
Directors will adopt a triennial 
action plan in the coming weeks. 
Certain changes are already 
planned while others will follow 
later, depending on the choices 
made. New activities and services 
are also planned to meet the new 
realities you live with.   
We also need to recruit new 
members to our committees. 
These people will surely bring new 
ideas with them and changes in 
the way we work. This is how the 
CHSQ will continue to evolve and 
move forward. 
I hope that 2017 will bring 
numerous opportunities, 
successful projects and greater 
involvement by members of the 
CHSQ. §

A WORD FROM OUR NEW ADMINISTRATIVE ASSISTANT

I was very pleased to join the 
CHSQ team as administrative 
assistant in September 2016.

I've had the opportunity to work 
for a number of years with not-
for-profit organizations in various 
roles. This experience will be very 
useful in my position here. 
Since my arrival, I've been part 
of the changes that are going on 
at the heart of the organization, 
notably by working on the new 
database Prodon. All information 
about our members will gradually 
be transferred as well as 
specifically requested 
modifications. Your 
understanding will be greatly

info@schq.org

by
Jo-Ann Grenier

appreciated during this transition, 
which will no doubt need a few 
adjustments. 
To this effect, we ask you to 
complete the membership form  
enclosed in this mailing to confirm 
your status as a member and to 
return it to us by fax at 
514-904-2253 or by email to 
info@schq.org. 
I am looking forward to talking 
with you by email, telephone at 
514-848-0666, ext. 24, toll free 
1-8777-870-0666, ext. 24, or 
during annual events. §

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/en/provincial-chapters/quebec
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It was a lively evening that included 
a delicious meal, a few games and 
lots of laughter.    
Once again, thanks go to all our 
volunteers!

PROGRAM ACTIVITIES 
AND FUNDRAISING

Are you ready? I am!    
Who am I? The latest arrival on the 
CHSQ team, on the job since mid-
October. 
As a recreation technician, I have 
over 30 years of experience in 
animation, coordination, 
management and coaching, which 
I'll put to use to develop our 
activities. 
During my 'long' career, I've 
organised all types of events, from 
day camps in a small recreation 
centre, to neighbourhood festivals 
and even an international congress. 
I was also a mascot (oops, I don't 
think that will help me serve the 
CHSQ much, but who knows…)
You can find me amongst you on 
committees and during activities. 
I will be involved in a pro-active 
manner, perhaps at times pesky, 
but always with a positive outlook 
to help make things happen.  
I'm looking forward to meeting you. 
Don't hesitate to contact me: 
programmes@schq.org or
514-848-0666, ext. 22, toll-free 
1-877-870-0666, ext. 22.

Past Activities

Volunteer recognition 
evening
Last November 26, our volunteer 
recognition evening was held at 
the Hôtel Rive Gauche in Beloeil. 
This is an important annual event 
for the CHSQ. We recognize the 
essential work of our volunteers. 
Over twenty volunteers participated 
and got a chance to meet the new 
employees.

World Hemophilia Day
April 17, 2017
We are in the process of planning 
activities for World Hemophilia Day, 
so there's still time to send us your 
ideas.  
If you are available and/or have 
suggestions, don’t hesitate to 
contact me. 

Red, White and You Walk
Maisonneuve Park, Montreal
May 20, 2017
An awareness activity for inherited 
bleeding disorders and, at the same 
time, a fundraising activity…why 
not take advantage of this 
opportunity to stick to your 2017 
resolution to exercise more!
Create your own group of walkers. 
Invite family, friends and your 
colleagues while you're at it! Give 
yourself a challenge. The objective 
this year is $12,000. Are you ready 
to help us reach it? 
We have another challenge for you. 
Last year a team of marchers, the 
Petit Coquin group, raised $5,125.
The challenge for 2017: be the team 
that beats them!
We'll also need volunteers to make 
this great day happen. Let us know 
if you're interested and if you have 
time to help us.

Women’s Committee
The Women's Committee is looking 
for women of all ages for this 
committee to help develop public 
awareness activities and to offer 
support and information for girls 
and women living with a bleeding 
disorder. We also need help with 
kiosks for public awareness 
activities.   
If you're interested, contact Marie-
Josée Royer at the CHSQ office or 
by email: programmes@schq.org. 
Information will be available during 
the family weekend. §

by
Marie-Josée Royer
Program and 
Services
Coordinator

programmes@schq.org

Upcoming Activities
Family week-end
Living with a bleeding disorder on 
a day-to-day basis
Hôtel Chéribourg, Magog-Orford
March 24, 25 and 26, 2017
The Committee has dreamt up a 
varied program with workshops and 
activities for everyone: arts, care, 
support, discussions and few 
surprises. 
Something new has been added this 
year, a little bit of country, but not 
obligatory or overwhelming. We 
suggest you add a western accessory 
to your normal outfits for the 
weekend; there'll be a participation 
prize for those of you who dare to 
join in. 
Complete your registration as soon 
as possible because places are 
limited! 
The deadline for registration is 
February 27, 2017. There will be a 
supplementary fee after this date. 
The registration form is included in 
this mailing and also available on 
our website at 
www.hemophilia.ca/files/
inscription_fdsf_schq_2017-en-vf.pdf.
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CHSQ 2017 ELECTIONS

by
Patricia Stewart
Chair of the 
Nomination 
Committee

echodufacteur@schq.org

can join meetings by Skype or 
teleconference. 

Here is a sample of the time 
required for an administrator 
annually:
• Board meetings: 5-6 face-to-
face meetings, plus 
teleconference calls as needed
• Executive Committee: 1-2 
teleconference calls, plus an 
active responsibility for or 
participation in one main 
committee
• Committee member: 2-3 
teleconference calls, depending 
on the committee
• CHS delegate: 1 face-to-face 
meeting, plus 5 bi-monthly 
teleconference calls and the 
possibility of joining a National 
committee. 

While there are specific skills 
useful to the administrative team, 
such as marketing, human 
resources, business 
administration, planning or legal 
knowledge, there are many 
factors that are also important.  
Anyone who is willing to learn, 
to get involved in a committee 
and share the work and has the 
time to attend meetings is eligible. 
It can be an excellent learning 
experience and offers 
opportunities to meet other 
people from the bleeding 
disorders community.  

You'll find the nomination form 
included in this mailing or you

Every year, members of the 
CHSQ vote for the administrators 
of their Board of Directors during 
the Annual General Meeting. 
Participating in the CHSQ 
elections is one of your rights as 
a member, and also one of your 
responsibilities. There is no better 
way to stay informed about the 
latest in research and treatment 
in the world of bleeding disorders 
than to get involved at the heart 
of the organization.  

Nominations for a position on 
the CHSQ Board of Directors can 
be submitted by the candidate 
him/herself or by someone else. 
Please check with the person to 
make sure he/she is willing to 
being nominated. 

While having direct experience 
with a bleeding disorder is an 
asset, candidates can be 
nominated from outside the 
bleeding disorders community if 
they have specific skills to offer. 

Living outside of the Montreal 
area isn't a problem, since you

can download it from the website 
(www.hemophilie.ca/sections-
provinciales/quebec). All 
candidates must be or become 
members of the CHSQ. 

The deadline for nominations is 
noon on Thursday, March 23, 
2017. §

Your right and your responsibility

A MOMENT TO REFLECT

“ The secret to consistent change is to concentrate your 
energy on creating something new and not fighting the 
past. ”

Dan Millman
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HEPATITIS C SETTLEMENT AGREEMENT

echodufacteur@schq.org

by
François Laroche

File Update

In unanimous decisions last 
fall regarding the Hepatitis C 
(HCV) January 1, 1986-July 1, 1990 
Class Action Settlement, the 
superior courts of Quebec, 
Ontario and British Columbia 
ruled in favour of allocating a 
portion of the Compensation 
Fund's excess capital of over $207 
million to class action members, 
as reported in the last issue of 
L'Écho du facteur (October 2016, 
Volume 24, Number 3). The 
federal government subsequently 
advised the Joint Committee, 
which oversees administration of 
the Fund, that it would not appeal 
the rulings. Furthermore, details 
on how the payments would be 
distributed were agreed upon. 
The Joint Committee considered 
it feasible for the decisions to be 
signed into order (i.e., in Ontario 
and British Columbia, whereas in 
Quebec the ruling has been 
binding since the expiration of 
the 30-day appeal period) and for 
some payments to be made to 
members starting December 
2016.
However, on December 22, the 
governments of Alberta, 
Saskatchewan, Manitoba, Prince 
Edward Island, Nova Scotia, New 
Brunswick, Newfoundland and 
Labrador, Yukon, Northwest 
Territories, and Nunavut 
submitted a request to include 
some terms in the Ontario order 
that are not actually in the Ontario 
Superior Court's decision, which 
the Joint Committee therefore 
contended were not appropriate

for inclusion. This legal challenge 
held up finalization of the orders 
and therefore payments could not 
be initiated by year's end. 
An agreement has since been 
reached by the parties involved 
and the rulings were finally signed 
into order in British Columbia 
(January 20, 2017) and Ontario 
(January 23, 2017). This has 
enabled the Fund Manager to 
make the necessary transfers and 
the Administrator to begin 
distribution of payments, starting 
as of February 2017, in 
accordance with the rulings made 
in August 2016.
For full details on the rulings and 
the latest developments on the 
HCV Settlement Agreement, visit 
the Web site 
www.hepc8690.ca/home-e.shtml. 
Please make sure that the 
Administrator has your current 
contact information, including an 
e-mail address if you have one. 
The best way to ensure that your 
contact information is current is 
to e-mail the Administrator at 
info@hepc8690.ca with your claim 
number in the subject line. 

***

Regarding the Pre-1986/Post-
1990 Hepatitis C Settlement 
Agreement, following the legal 
challenge filed jointly December 
15-16, 2016 in Quebec, Ontario, 
Alberta and British Columbia, a 
ruling was rendered on 
December 21. 
In unanimous decisions, Justice 
Chantal Corriveau of the Superior 
Court of Quebec, Justice Paul 
Perrell of the Ontario Superior 
Court, Justice Vital Ouellette of 
the Alberta Superior Court, and 
Chief Justice Christopher Hinkson 
of the British Columbia Supreme 
Court concluded that the 
Compensation Fund is sufficient 
and that once outstanding claims 
are all paid, there will remain $15 
million.

The courts deemed that the 
surplus in the Compensation Fund 
consequently be transferred to the 
Past Economic Losses and 
Dependants Fund, which has been 
fully expended, so that eligible 
members can be partially 
compensated, according to a 
formula yet to be established. 
Pending delineation of this 
formula, compensations under the 
Past Economic Losses and 
Dependants Fund will continue to 
be suspended. 
Meanwhile, please make sure that 
the Administrator has your current 
contact information, along with 
your claim application and the 
documents required by the Past 
Economic Losses and Dependants 
Fund, including an e-mail address 
if you have one. The best way to 
ensure that your contact 
information is current, and your 
file is complete, is to contact the 
Administrator by e-mail at 
preposthepc@craco.ca or by 
telephone at 1-866-334-3361. 
For information on the rulings in 
each of the four provinces in 
which legal challenges were filed, 
or for other information on the 
Pre-1986/Post-1990 Hepatitis C 
Settlement Agreement, please visit 
the Web site: 
www.pre86post90settlement.ca. §
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HEMOPHILIA TREATMENT CENTRES’ CORNER

Hello to all of you, dedicated 
users of MyCBDR!

You have been using the new 
MyCBDR database for almost 
two years now and you've been 
able to get to know the various 
options that accelerate your 
treatment data entry. Many of 
you have shared your 
satisfaction, which translates as 
an increase in your diligence in 
entering your data. 

We want to take advantage of 
this article to remind you of 
certain actions that you must do 
when ordering your products in 
order to ensure a minimum of 
error in your inventory. 

When you pick up your products 
at the blood bank, the first thing 
to do is to verify that you have 
actually received the right 
product in your name, the 
number of units per vial and the 
number of vials that were 
ordered. 

If an error occurs!
Tell the personnel at the blood 
bank right away and it will be 
dealt with immediately. Once 
you return home, you should 
validate the data entry in your 
inventory in the MyCBDR 
database.

Does it match?
YES
You can proceed with entering 
your treatments. 

NO
If an error has occurred, you 
must immediately advise the 
system administrator and your 
clinic nurse so that the error can 
be rectified immediately. In fact, 
you cannot enter your 
treatments 
into 
MyCBDR 
with this 
new order, 
since you 
must delete 
the 
treatments 
so that we 
can correct 
the error in 
your 
inventory. 
This said, all 
problems 
related to 
your 
inventory 
must be sent 
to your 
treatment 
team as 
soon as 
possible. 

However, all 
problems or bugs that occur 
related to the entry of your 
treatments must be addressed 
to MyCBDR Support at the 
following number: 
905-525-9140, ext. 27595 or 
by email at help@mycbdr.ca. 
You can find these coordinates 
at the bottom of all pages in the 
MyCBDR database. 

It's with great pleasure that we 
announce that MyCBDR Support

will have a French-speaking 
resource person to offer better 
service starting in February or 
March 2017. 

All problems not solved by one 
or the other of the two teams 
after one week (5 working days) 
should be notified to the system 
administrator and the clinic nurse 
at your treatment centre in order 
to ensure a follow-up. 

We'd also like to talk to you about 
other possible problems that can 
occur, notably when you change 
your password. In fact, a number 
of people have contacted us 
because they didn't think they 
had received their password in 
their email. 

Here is a simple procedure to help 
you when renewing your 
temporary password. 
1. Registering with MyCBDR must 
be done with a personal email 
address, and please take note of 
it to remind you. 
2. Aide-Help is what appears 
during your communications with 
MyCBDR Support. 
3. Check that you have the same 
email address you registered 
with.
4. Check whether or not you have 
received your password in your 
email junk or spam mailbox.

If the problem persists, please 
contact MyCBDR Support Aide-
Help.

We hope this information is useful 
and we thank you for your 
precious collaboration! §

by
Claude Meilleur 
Clinic Pivot Nurse
Quebec Reference Centre for 
Patients with Inhibitors
CHU Sainte-Justine
claude_meilleur@ssss.gouv.qc.ca
and
Hélène Néron 
Nurse Coordinator
Centre de traitement de l’hémophilie 
de l’Est du Québec
Hôpital de l’Enfant-Jésus
helene.neron@chudequebec.ca

MyCBDR : A few troubleshooting tips

All problems 
related to your 

inventory must be 
sent to your 

treatment team as 
soon as possible. 

However, all 
problems or bugs 
that occur related 

to the entry of 
your treatments 

must be 
addressed to 

MyCBDR 
Support at the 

following 
number: 

905-525-9140, 
ext. 27595 or by 

email at 
help@mycbdr.ca.



IN A WORD
AfstylaTM licenced by 
Health Canada

CSL Behring announced on 
December 16, 2016, that its new 
product, Afstyla™, for the 
treatment of hemophilia A, 
received its notice of conformity 
from Health Canada. 

Afstyla is the first single-chain 
B-domain-deleted recombinant 
factor VIII. It uses a covalent link 
that forms a single structural 
entity, a unique polypeptide chain, 
which improves the stability of 
factor VIII and offers the option 
of infusing the product twice a 
week. 

Afstyla is indicated in adults and 
children with hemophilia A: 

• for treatment and prevention of 
bleeding episodes

• for prophylaxis to prevent 
bleeding episodes or reduce their 
frequency

• for treatment and for prevention 
during perioperative 
hemorrhages.

During clinical trials, an annual 
median bleeding rate of zero was 
reported in patients treated 
prophylactically with Afstyla. 
Moreover, no inhibitor was 
observed in patients who were 
previously treated with another 
type of coagulation product.

-F.L.

A video for 20 years of 
BeneFIX®

In March 2017, BeneFIX® will 
celebrate its 20th year. To 
highlight this anniversary, the 
product's manufacturer, Pfizer, 
would like to create a short video 
on how BeneFIX has played a role 
in the life of its patients. This 
video will be shared only with 
health care providers working in

hemophilia treatment centres in 
Canada.  

If you are interested, please 
communicate with Nicole 
Vincelette, CHSQ Executive 
Director, at 514 848-0666, 
ext. 21, toll-free at 
1 877 870-0666, ext. 21, or by 
email at direction@schq.org. 

Note that the video will be done 
on Facetime and by cell phone 
and so there is no need for 
participants to travel.  §

-F.L.

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

pharmaceutical companies:


