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 François Laroche, CHSQ President, unveiling the logo for the 60th Anniversary of  
 the organisation during the volunteer recognition evening, held November 24, 2018.

For this special year, we are happy to 
present our new logo, adapted to highlight 
this important event. A lot has happened 
since the founding of the CHSQ in 1959.

Only six years after the creation of the 
Canadian Hemophilia Society in 1953, 
Quebec got its own provincial chapter.  
For almost 20 years, the work was done by 
people affected by a hereditary bleeding 
disorder, all working as volunteers. 

The first services offered were holding 
education sessions, recruiting volunteer 
blood donors in collaboration with the 
Red Cross and offering direct aid to 
hemophiliacs to help them pay medical 
bills (treatment, doctors’ fees and hospital 
stays). Back then, hemophiliacs often spent 
one week each month in hospital. Monthly 
CHSQ meetings were held in the offices of 
the Red Cross on Isabella Street, near  
St. Mary’s Hospital.

Little by little, activities were organised: 
summer camps (1970), annual meetings 
with workshops and fundraising activities 
(1980) and the CHSQ opened its first office 
with employees (1985). More activities were 
developed and projects evolved: the twinning 
project with Senegal (2000) strategic 
planning (2006), family weekends for people 

with inhibitors (2010), the first edition of 
the Red, White & You Walk (2013), etc. 

The CHSQ is already 60 years old and 
intends to continue to carry out its mission 
for its present and future members. So  
be part of the celebrations and join us  
for the festivities organised in 2019. 

The ChSQ CelebraTeS iTS 60Th aNNiVerSarY aNd iNViTeS You To The parTY 
by Nicole Vincelette
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Word FroM The 
ediTor-iN-ChieF 
by François Laroche

This year, the CHSQ is celebrating its  
60th anniversary…already! These last  
60 years included a variety of events, some 
happy, some sad. The creation of hemophilia 
treatment centres (HTC) in 1979 (oh yes, 
another anniversary to highlight this year, the 
40th of the HTCs) was definitely a highlight 
for all hemophiliacs, a memorable event 
that coincided with the arrival of factor 
concentrates across Quebec. Revolutionary 
at the time, these factor replacements 
constituted a major change towards quick and 
effective treatment and offered unparalleled 
freedom for hemophiliacs. A few years later 
however, we learned about the contamination 
of these products with HIV and HCV; this 
resulted in human drama and loss of life and 
led to the worst medical tragedy that Canada 
has ever seen. 

Incidentally, last January 9, the first of eight 
episodes of the miniseries Unspeakable, was 
presented on CBC, relating the highlights of 
this tragic saga in a fictional setting, through 
the lives of two families from the hemophilia 
community. The miniseries is only available 
in English for the moment, but I suggest you 
watch it all the same in order to understand 
everything that took place at that time and 
how things have improved since then. 

The CHSQ worked very hard during the 1990s 
so that victims would receive compensation. 
It also put pressure on authorities so that a 
commission of enquiry, the Commission of 
Inquiry on the Blood System in Canada (also 
known as the Krever Commission), would be 
instituted in order to shed light on the events 
and so that people living with a bleeding 
disorder would have access to safe and 
effective products from then on. Recombinant 

factor concentrates were made available to  
all type A hemophiliacs in 1993 and then in 
1999 for type B hemophiliacs. 

The creation of Héma-Québec in 1998 to 
replace the Red Cross Blood Transfusion 
Services, the creation of the Hemovigilance 
Committee (now the Biovigilance Committee) 
and a number of other authorities and 
committees mean that the blood system 
is safer than ever in Quebec. A number of 
our members sit on many of these various 
bodies and keep watch so that the tragedy of 
contaminated blood will never happen again. 

Extraordinary advances in research and the 
discovery of novel products for the treatment 
of hemophilia and other bleeding disorders 
these last few years, notably extended half-life 
factor concentrates, to name only a few, as 
well as the progress in gene therapy, are very 
promising. You can read an interesting article 
dealing with one of these novel products, 
Hemlibra, written by Claudine Amesse, which 
appears on pages 10 and 11 of this issue. 

The quality of life of people with bleeding 
disorders is continually improving. But we 
must represent the patient voice and defend 
our interests so that we can have access to 
these new products. 

The future is highly encouraging for people 
living with a bleeding disorder, but everyone 
needs to get involved to maintain what we 
have attained and advocate for our rights. 



3

Word FroM The exeCuTiVe direCTor 
by Nicole Vincelette

our 60th aNNiVerSarY: The ChSQ 
iS proud oF iTS aChieVeMeNTS      

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 
Toll-free: 1-877-870-0666 
Fax: 514-904-2253 
Email : info@schq.org 
Web: www.hemophilia.ca/quebec

direction@schq.org

While talking with my colleagues about 

the CHSQ 60th anniversary, a very simple 

question came up that I’d like to ask you: 

can you name three things that marked  

the sixty years of the CHSQ’s existence? 

The answer seems simple and evident, but I 

don’t think it is. First of all, the majority of 

you weren’t born in 1959 (meaning almost 

90% of our present members). Then, for 

almost 30% of severe hemophiliacs, the 

quality of life and treatments before the 

creation of treatment centres in 1970 was 

totally different than those today. And the 

CHSQ played an important role in these 

achievements. Unfortunately, there was the 

era of contaminated blood in the 1980s and 

1990s, which affected many families, and 

led to too many of our members leaving us 

prematurely. But the important progress in 

treatment, in both its safety and efficiency, 

has simplified daily life for the majority of 

people affected and this, in the areas of 

mobility, work and travel, to name just  

a few. 

And what about the reality of people with 

a rare condition, carriers (with or without 

symptoms), moderate or mild hemophiliacs 

or members of their immediate family? Is 

their perception of noteworthy events of the 

CHSQ the same?

“The science of your past is your 
passport to the future.”  
                        
— Kristina Vasa, Queen of Sweden 

I’m asking you to ask people in your family 

or your friends this question, and I’m certain 

that you’d find some interesting information. 

What’s more, if you share your answers with 

us, you could also contribute to one of our 

workshops during the family weekend, which 

will be an overview of 60 years of the CHSQ. 

All that’s left is to wish us another busy  

60 years. 

Happy anniversary!   
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reCeNT aCTiViTieS  
by Isabelle Velleman

 
Volunteer recognition evening      

programmes@schq.org

Last November 24, the CHSQ said thank you to its volunteers during its traditional 
recognition evening. This year, almost 30 volunteers gathered to mingle and have fun. 
Starting with a cocktail, the evening was filled with good humour around a delicious 
meal. Animated by Nicole Vincelette and Isabelle Velleman, supported by Anaîs Aghaby, 
the evening included games, which revealed the competitive nature of some people. Our 
President declared that “playing is serious!”.

The highlight of the evening was the presentation of the golden CHSQ pin to Mr. Razek 
Syriani in recognition of 15 years of volunteer involvement on various committees.   
Mr. Syriani is still active today on the International Projects Committee. This is a good 
example of commitment in the community of people living with a bleeding disorder. 

Laser-o-thon 

Building on the success of last year’s event, 
Denis Topping and Audrey Déry organised a 
second LASER-O-THON on September 30, 
to benefit the CHSQ. This year, the event 
was held in collaboration with Laser-Game-
Évolution in Brossard. Just over 40 people 
participated in the evening, and $2,436 
was raised. A great success! Thanks to all 
participants, but especially to Denis and 
Audrey for their dedication.  
See you next year!
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reporT oN The YouTh aCTiViTY held aT JouVeNCe  
SepTeMber 21-23, 2018 
by Coralie Aumais 

The youth activity is a weekend for young 
people aged 15 to 30 living with a bleeding 
disorder (or a sibling or friend). Each year, 
we meet to exchange information and 
find out more about hemophilia and Von 
Willebrand Disease. There’s a new theme 
each time and this year it was Hemophilia 
across the years. 

David Page came to our meeting to do a 
presentation about the history of hemophilia 
in Quebec. He told us about the pioneers of 
the Canadian Hemophilia Society — Quebec 
Chapter, and explained how the organisation 
became what it is today. We also discussed 
the evolution of treatment and care: from 
fresh-frozen plasma transfusions to today, 
without forgetting the tainted blood crisis 
and the creation of Héma-Québec, which 
manages all the products we receive 
today. He also spoke about pharmaceutical 

companies and about products presently 
being used, not only here, but elsewhere in 
Canada and the United States and upcoming 
innovations that will make highly efficient 
treatments possible. 

Following David Page’s presentation, we 
welcomed Claude Meilleur who has been a 
nurse at Sainte-Justine for many years. She 
told us about her vision and the experiences 
she went through in order to end up in this 
specialty. She explained what her work 
consists of and shared her passion and 
dedication for her profession. 

Other than the conferences, the youth 
activity allows us to connect and share our 
experiences, our trials and errors and our 
problems related to bleeding disorders. For 
example, each person can give their opinion 
concerning the rules about sports, physical 

education at school and also share how they 
live with it all. And then, for those who don’t 
have a bleeding disorder, it’s a chance to 
learn a lot, not only during the conference, 
but also during open discussions. And finally, 
the youth activity allows us to discuss our 
involvement at the heart of the CHSQ and 
what we want to do. It makes us want to get 
involved and do more.  
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I’d like to start this section by wishing you an amazing HAPPY ANNIVERSARY! The coming 
year will be festive and, we hope, punctuated with numerous moments of pleasure, a bit of 
introspection (because this is always helpful) and many projects for the future. 

Speaking about future projects, last November you received an email or letter with the CHSQ 
Annual Calendar of Activities for 2019. For those of you who are observant, you probably 
noticed that we’re going use the 60th Anniversary to jazz up a few activities, including the New 
Blood Campaign (see Nicole’s text on this subject) and the Red, White & You Walk, about which 
you will find more information below. I hope to get a chance to meet you during one or more of 
these activities. The calendar is also available on our website at  
http://bit.ly/2DaIunp.

2019 Family Weekend  

The next edition of the Family Weekend will take place March 22-24, at the Hôtel 
Chéribourg in Orford. While the program hasn’t been finalized as I write this, you’ll find  
the traditional formula with information workshops and activities to highlight our  
60th Anniversary. Moreover, there’s still time to send in your photos and other souvenir 
objects (T-shirts, programmes, pamphlets, colouring books, etc.). We need you to help us 
dive into the past. The deadline for sharing your treasures in February 11, 2019. 

During the Family Weekend, our Annual General Meeting will also be held. I’d like to take 
this opportunity to remind you that you can attend, even if you aren’t registered for the 
weekend, since the AGM is open to all members. Whether you live in the area or are passing 
through, you’re welcome to attend. Simply join us at the hotel on Saturday, March 23 at 
1PM. A number of positions for administrators will be available this year. (See other text for 
this purpose on page 9 of this issue.)

 
AGENDA

Family Weekend 
March 22-24, 2019

Red, White & You Walk 
May 18, 2019

The CHSQ team will need support during 
the Family Weekend, so we’re looking for 
volunteers to help us at the reception desk 
with registrations, etc.

As with each year, we also need people  
to help take care of the youngsters (6 to  
12 years of age). The tasks will mainly 
consist of assembling groups of kids, 
ensuring their presence and accompanying 
the youngsters during the activities 
offered. 

Are you interested? Send me an email 
before February 11 at programmes@schq.
org. It’s a good opportunity to work with a 
great team! 

VoluNTeerS 
Needed

upCoMiNG eVeNTS   
by Isabelle Velleman 
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Red, White & You Walk

Next May 18, the seventh edition of the 
Red, White & You Walk will take place in 
the Bois-de-Coulonge, in Quebec City. 
Changing the Walk to Quebec City was a 
difficult decision to make but necessary, 
since Maisonneuve Park in Montreal wasn’t 
available due to major renovations. Though 
we’re diving into the unknown, this will be 
a great opportunity to get closer to the 
members from the Quebec City area, who 
we don’t get to see very often. And who 
knows, maybe it will open our horizons to 
the possibility of making this a moveable 
event, which will travel to different 
regions in Quebec year after year. We are 
a provincial organisation after all, and the 
Walk has already been held in the Mauricie 
region in the past.    

So, whether or not you can be present 
on May 18, it’s important to continue to 
support each other and to donate or solicit 

your network for donations. Whether you’re  
a team captain, a participant, a sponsor 
or a fundraiser, it’s thanks to you that we 
collect a larger and larger amount each year. 
There’ll be a big challenge this year with a 
$27,000 objective. We can do it, because 
don’t forget: we’re all related by blood. 

So let’s walk together and make a 
difference!

  appel à TouS

upCoMiNG eVeNTS   
by Isabelle Velleman 

 In the photo, Julie Caron, Human 
Resources Business Partner at GL&V, 
Stéphane L’Écuyer, CHSQ member, and 
Priscilla Couture, Quality Manager  
at GL&V. 

Last May 10,  as part of the Red, White 
& You Walk, GL&V Canada Inc, a local 
company in Three Rivers, held an awareness 
day about hemophilia for its employees.  
At the end of the day, they collected $800, 
which was given to the CHSQ. 

Thank you to Stéphane L’Écuyer for having 
suggested our cause and thanks to the 
directors and employees at GL&V for  
their support.



8

ChSQ david pouliot Scholarships  
reCipieNTS For The 2018-2019 aCadeMiC Year  

To begin with, I’d like to 
thank the Scholarship 
Committee for having 
awarded me this financial 
aid. Thanks to this 
scholarship, the CHSQ 

encourages me to continue my studies in 
information technology, without me having 
have to worry about finances. Ever since I 
was little, the CHSQ has always supported 
me through summer camp, family weekends, 
its father/son weekend, as well as many 
other activities and, once again today, it 
has managed to offer me this scholarship 
in memory of David Pouliot. David was one 
of my role models throughout my childhood 
and I’ll never forget him. And finally, I 
highly recommend everyone who meets the 
admissibility criteria to apply in order to have 
a chance to receive this scholarship in memory 
of David Pouliot. 

Kevin Blanchette

 
A big thank you to the 
CHSQ and the David Pouliot 
Scholarship Program for this 
grant. Education represents 
a considerable investment 
in the life of an individual 

and grants of this type help us realize our 
projects and have a career that we enjoy, while 
respecting our health condition. I heartily 
encourage members of our association who 
qualify to apply to this program! 

Bruno-Gil Breton

I’m a physiotherapist, 
graduate of the Université 
de Montréal (Bachelor’s and 
Master’s) and also a second-
year student in medicine at 
McGill University, but above 

all, I have been a severe hemophiliac for  

24 years. Since I started in medicine at McGill, 
I’ve co-founded the first medical student 
association for rare diseases in Canada. This 
association is called RareDIG (Rare Disease 
Interest Group) and is now known not only 
in Canada, but also in the United States. 
Our association organises numerous events 
whose main goal is to raise awareness with 
medical students about rare diseases. Our club 
deals with a flagrant need in medicine, since 
students are not taught about hemophilia or 
other rare diseases because these pathologies 
are justly considered ‘too rare”. Through 
RareDIG, I organized an event about hemophilia 
in my student community where hemophilia 
patients, including myself, Claude Meilleur, a 
nurse specialising in hemostasis, and David 
Page, Nation Director of Health Policy with 
CHS, came to talk to students to inform them 
about hemophilia by offering them not only the 
perspective of the caretaker, but also that of 
the patient. 

I also presented a Student Initiative Project 
and won the Top 3 Poster Presentations in 
Washington, DC, during the international 
summit of rare disorders organised by NORD 
(National Organisation for Rare Disorders), in 
the hope of spreading the idea and the desire 
for other universities to form their own medical 
student associations for rare disorders. I’d like 
to continue presenting my Student Initiative 
Project and be successful in having a medical 
student association for rare disorders initiated 
in all medical schools, in order to have future 
generations of doctors properly trained to care 
for patients with a rare disorder. 

In brief, a big thank you to the CHSQ, since 
receiving this grant will help me considerably 
in my process, and I am truly touched by your 
support and your encouragement.

Cyril Boulila 

I want to thank the 
Canadian Hemophilia 
Society – Quebec Chapter 
for encouraging its 
members. I never would 
have thought that I would 

receive a student grant. I had a difficult time 
in school; I didn’t like school and studying was 
always arduous for me. Today, I’m proud to 
have persevered and finally found a field of 
study that I like. I’m presently at the l’École 
des Métiers et Occupations de l’Industrie de la 
Construction de Québec (ÉMOICQ), studying 
to become an electrician. I sincerely thank the 
David Pouliot Scholarship Selection Committee 
for this highly appreciated financial aid.

Gabriel Coulombe 

 
Thank you very much for 
offering me this generous 
amount from the David 
Pouliot Scholarship Fund. 
The grant will help pay for 
my transportation fees, 

allowing me to continue my studies in sales in 
Sainte-Julie. It takes a weight off my shoulders 
regarding school fees until the end of my 
studies in June. Finally, a big thank you once 
again for believing in me. I truly appreciate it. 

Samuel Raymond
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hoNorarY aWardS: To SaY ThaNK You!  

The NoMiNaTioN oF adMiNiSTraTorS 
iS For all MeMberS!   

CHSQ counts on a variety of resource people 
to carry out its mission and offer services, be 
it permanent staff, health care professionals 
or, especially, volunteer members. Their work 
is often done behind the scenes and their 
generosity is difficult to measure because 
few of them count all the hours they’ve 
invested in the organisation each year.

The presentation of honorary awards is a 
way to highlight the involvement of these 
people. To learn about the criteria for 
nominations or to submit a candidature, you 

can complete the form enclosed in  
this mailing or available on our website  
at http://bit.ly/2VTbiby.  The selection 
committee will present the award recipients 
on March 23 during the family weekend. 
You have until February 11 to complete and 
return the form to us. 

For further information, communicate  
with Nicole Vincelette at 514-848-0666  
or toll-free at 1-877-870-0666 or by  
email at direction@schq.org.

The CHSQ is a non-profit organisation  
that operates in a democratic manner,  
based on a strong associative life. To 
maintain healthy governance practices and 
have a true representation of our members, 
we need administrators from all walks 
who have a variety of skills, experience 
and interests. This is a fundamental 
responsibility of members attending the 
annual general meeting.

This year, four positions are available and 
the Board of Directors needs people with 
experience in communication, fundraising 
and public relations. If you or a person you 
know possesses these qualities and has 
time to give, we invite you to present the 
nomination by completing the form enclosed 
with this mailing, which is also available on 
our website http://bit.ly/2HhQuXZ. 

Whether or not you’re from the Montreal 
area, meetings can be held by teleconference. 
However, candidates must be present during 
the annual general meeting, which will 
take place on March 23, at 1:30 pm, at 
the Chéribourg Hotel in Magog . For more 
information, contact us at 514-878-0666 or 
toll-free at 1-877-870-0666 or by email at 
direction@schq.org. 

“When two forces unite, their 
efficiency doubles.” 

— Isaac Newton

A MOMENT TO REFLECT
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claudine.amesse.hsj@ssss.gouv.ca

hTC CorNer 
by Claudine Amesse, Clinic Pivot Nurse  
at CHU Sainte-Justine  

hemlibra:  
everybody’s talking about it!

What exactly is this drug, emicizumab 

(commercially known as Hemlibra), that we 

hear about more and more and how will it 

revolutionize the treatment of hemophilia? 

I’m sharing information that I recently learned 

while attending an excellent presentation by 

Dr. Jean St-Louis on this topic.

Here are a number of points showing the 

differences between this treatment and 

conventional factor replacement concentrates:    

•  This drug, which is destined to treat patients 

with factor VIII deficiency with or without an 

inhibitor, does not contain factor VIII. Which 

seems paradoxical in itself at first view. 

Remember that, in the coagulation chain 

reaction, factor VIII is linked to activated 

factor IX and factor X,  allowing coagulation 

to occur and a clot to form. With Hemlibra, 

factor VIII is replaced by an antibody that 

plays a similar role as factor VIII, this being  

to link the two factors. 

• Presently, the complication that is feared 

the most and is the most frequent with 

traditional treatment with infusions of 

factor VIII is the development of inhibitors or 

antibodies to the factor VIII, which interferes 

with it and prevents it from doing its job. 

Approximately 30% of subjects with severe 

factor VIII deficiency encounter this major 

problem after 10 or 20 exposure days to 

therapeutic preparations of factor VIII. With 

Hemlibra, only 1% or less of patients exposed 

to this product are expected to eventually 

develop antibodies to Hemlibra, which would 

make this drug inefficient as a substitute for 

factor VIII. 

• Half-life is the time it takes for the level 

of the factor VIII in the blood immediately 

following an infusion to  diminish by half. 

It’s a dozen hours for traditional factor VIII 

concentrates and can take up to 19 hours 

for extended half-life products, while the 

half-life of Hemlibra is 30 days! One infusion 

of Hemlibra per week would be sufficient 

to prevent bleeds, instead of a number of 

infusions with factor VIII concentrates.     

•  The first major challenge for parents is 

to learn how to master the intravenous 

claudine.amesse.hsj@ssss.gouv.ca
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infusion technique. Most children with 

severe hemophilia start needing preventive 

treatment  with regular infusions at around 

10 months of age. Children this age are 

usually chubby, their veins are tiny and often 

difficult to access. For bleeds or treatments, 

patients who have developed an inhibitor 

must use bypassing agents, such as activated 

recombinant FVII (Niastase) or activated 

complex prothrombic concentrates (FEIBA). 

FEIBA is often used as prophylaxis because 

its activity is longer than that of Niastase. 

To avoid serious complications, it must be 

administered slowly over 20 to 40 minutes, 

depending to the dose. Hemlibra is injected 

sub-cutaneously, meaning simply under the 

skin of the abdomen, arms or thighs. A one-

hour training session is sufficient to learn 

how to correctly infuse this drug, even with 

 a little baby, and it is administered within a 

few seconds. 

• Factor VIII factor concentrates and bypassing 

agents can be used both to prevent bleeds 

and to control them when they occur. As 

for Hemlibra, it can only be used to prevent 

bleeds. Hemophilia patients covered by 

Hemlibra must continue to keep factor VIII 

concentrates at home to  eventually be able 

to treat a bleed. According to the Haven 3 

study, the annual rate of bleeds of the  

152 patients without inhibitors on Hemlibra 

was 1.5 bleeds per year and 60% of these 

patients without inhibitors had no bleeds. For 

patients with inhibitors, the Haven 1 study 

demonstrated a 79% reduction in bleeds 

for those who had been on prophylaxis with 

bypassing agents, and 71% of these patients 

had no bleeds to treat. In children under  

12 years of age, the investigators responsible 

for the Haven 2 study observed a 99% 

reduction in treated bleeds in comparison  

to the bypassing agents and 54 of the  

57 children had no bleeds to treat.

•  The side effects of factor VIII concentrates 

are very rare, after the risk period for 

developing inhibitors, this being after the 

first 150 exposure-days. As for bypassing 

agents, they are known to be thrombogenic, 

so at risk for stimulating the development 

of thrombosis. As for Hemlibra, 22% of 

the patients declared a rash, irritation, 

small bruises and pain at the infusion site. 

In a more disturbing manner, five patients 

with inhibitors receiving FEIBA developed 

thrombosis or thrombotic microangiopathy 

(small clots in vessels, especially in the brain 

and kidneys). To avoid this serious side effect, 

it is recommended to stop all use of FEIBA as 

soon as treatment with Hemlibra is initiated 

or to only use it very carefully, even a few 

months after the use of Hemlibra has ceased. 

•  When you inject factor VIII, it is possible to 

measure the level of factor VIII in the blood  

with blood tests so as to adjust the dosage 

of factor VIII to ensure the prevention of 

bleeds. With Hemlibra, it is not possible to 

measure the level of antibodies injected in 

the blood. One can only go by the frequency 

and severity of bleeding episodes. 

For the moment, this drug has been approved 

by Health-Canada only for people with 

inhibitors to factor VIII. We foresee being 

able to administer it to patients who meet 

the criteria as soon as the l’Institut national 

d’excellence en santé et en services sociaux 

gives it the green light and Héma-Québec 

assures its distribution. 

As you can see, this medication is very 
different from what we’ve been using since 

factor concentrates were started to treat 

hemophiliacs almost forty years ago. 

Here are a few questions put forward by  

Dr. St-Louis at the end of his presentation 
that sparked a lot of discussion. 

For patients with inhibitors, should we:

♦ Interrupt prophylactic treatment with 

a bypassing agent that is effective in 

preventing bleeding?

♦ Cease immune tolerance treatment 

(regular infusions of factor VIII to eliminate 

inhibitors)?

♦ Try immune tolerance treatment in a patient 

who develops an inhibitor? 

We’ll get the answers to these questions with 

the very progressive and prudent introduction 

of a novel product, which promises a great 

increase in quality of life for hemophilia A 

patients. 

And finally, thank you to Dr. Jean St-Louis  

and Dr. Georges Rivard for having revised  

this article.  

References: 

St-Louis J. (2018). Émicizumab, Présentation 
aux CTH de Montréal, le 6 Décembre 2018.  

Page D. (2018). “Game changing” for patients 

with FVIII inhibitors. Hemophilia Today,  Vol 53, 
no 3, November 2018, p.11-13.



See you 
Soon!

The publication of this newsletter has been made possible thanks 
to the f inancial contribution of these pharmaceutical companies:

During the month of December, the CHSQ 
rolled out a new online donation and 
registration platform. User friendly, it  
allows you either to immediately pay for 
your registration for activities or to send us 
a change of address. All registration forms 
for activities will gradually be found here 

during the year. Some of you have already 
used it successfully to register for the Family 
Weekend. 

Accessible via the http://bit.ly/2LVFyOp  
site, the platform will eventually replace 
CanadaHelps. Have you recently made a 

donation with CanadaHelps? Don’t worry, it 
will get to us for a few more months. If you 
have any questions about this new platform 
or have any problems with it, don’t hesitate 
to contact us at info@schq.org or call us at 
514 848-0666 / 1-877-870-0666. 
                   — N.V.

The Novo Nordisk Canada Pharmaceutical 
Society invites people living with hemophilia 
A or B to a session entitled Hemophilia: Your 
personal experience. This session will take place 
Wednesday February 6, 2019, from 6 pm to 9 pm 
at the Hôtel Le Crystal, located at 1100 De la 
Montagne, in Montreal. A buffet supper will be 
served starting at 5:30 pm. The session will take 
place in French. 

These are the objectives of this session: 

• To understand your everyday experiences as a 
person with hemophilia. 

• To discuss the use of concentrates with a 
standard half-life or with an extended half-life 
for the treatment of hemophilia.

• To discuss the possibilities available to you to 
share your opinions and experiences through 
the process of collecting comments from 
patients by the l’Institut national d’excellence 
en santé et en services sociaux (INESSS) when 
l’INESSS is studying new treatment.

Novo Nordisk offers $300 in compensation 
for your participation in the Hemophilia: Your 
personal experience session. Your transportation 
costs will also be reimbursed.  

If you are interested in participating in  
the Hemophilia: Your personal experience  
session, please click on the following link 
http://bit.ly/2snBQ7m to register and indicate 
your needs in terms of transportation  
and lodgings. 

For any questions, please contact Genevieve 
Peeke, organiser of the event, at ANTIBODY 
Healthcare Communications, by phone at  
416-716-0369 or by email at  Genevieve.Peeke@
antibodycommunications.com. 
     — F.L.

iN brieF      

an invitation to people with hemophilia a or b   

New online platform: jedonneenligne .org


