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to continue to work hard and 
persevere to attain my objectives. 
Thank you once again for believing 
in our scholastic success.

CHSQ DAVID POULIOT SCHOLARSHIPS

Through the David Pouliot 
Scholarship program, the CHSQ 
offered financial encouragement to 
four students living with a bleeding 
disorder to help them pursue their 
post-secondary studies for the 2015-
2016 school year. The four 
recipients, Sara-Julie Turbide, Kevin 
Blanchette, Mathieu Jackson and 
Ke Lan Wu, shared the scholarships 
for a total value of $7500. 
Here are replies from three of 
them… F.L.

— First of all, as a recipient of the 
David Pouliot Scholarship, I want to 
thank the CHSQ and its partners for 
their generosity. Their tireless 
devotion to helping people with a 
bleeding disorder is remarkable. 
Know that you make a real difference 
in people's lives.  
Finishing my Bachelor's degree in 
business administration, your 
financial support at the end of this 
academic journey is highly 
appreciated and will allow me to 
spend more time on my university 
studies.  Receiving a gesture of 
support such as this is a great source 
of motivation and encouragement. 
Getting this scholarship pushes me

— To start, I'd like to thank the 
Scholarship Committee for having 
awarded me this financial support. 
Thanks to this scholarship, the CHSQ 
has encouraged me to continue my 
studies in information technology 
without me having to worry about 
finances. It is with great pleasure 
that I will continue my work at the 
heart of the bleeding disorders 
community, as a hemophiliac, to 
represent the youth group of the 
CHSQ, as well of that of the CHS on 
the National level. Ever since I was 
little, the CHSQ has supported me 
for summer camps, family weekends 
and the father-son weekend as well 
as many other activities and, today, 
it manages to offer me this 
scholarship in memory of David 
Pouliot. David was one of my models 
throughout my childhood and I will 
never forget him. Finally, I highly 
recommend that everyone who 
meets the admission criteria should 
apply to have a chance to receive 
this scholarship in memory of David 
Pouliot.

Sara-Julie 
Turbide

Kevin 
Blanchette

Recipients for the 2015-2016 school year

— Ever since I started getting involved 
in the CHSQ in 2014, I've had the 
chance to discover a passionate world 
that gravitates around bleeding 
disorders. Up until that time, I had 
lived my life with hemophilia in 
solitude. Today, thanks to the CHSQ, 
I meet with people like me regularly 
and I hear incredible stories, like 
people who have suffered because of 
the contaminated blood scandal, a 
tragedy that I barely avoided (I was 
born less than one year after). 
In my eyes, the support that the CHSQ 
offers me by giving me the David 
Pouliot Scholarship is of inestimable 
value. In effect, it will help me 
complete my Master's degree, since 
I am following an academic career 
that allows me to develop 
intellectually, without being limited 
by physical limitations related to 
hemophilia. 
I am very grateful to my community, 
and I plan on getting involved for life 
so that the CHSQ can continue to offer 
this kind of support to future 
generations of this marvellous family 
that is the bleeding disorders 
community. §

Mathieu 
Jackson
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A WORD FROM THE EDITOR

The CHSQ strategic planning 
exercise, which began a year ago, 
finally came to term with the 
strategic planning day on January 
30, 2016. 
Over these past twelve months, 
we asked you to complete 
questionnaires and we consulted 
you via surveys and telephone 
interviews; then an analysis of 
this data, though fragmented, 
was done and recommendations 
offered. 
In parallel with this reflexion by 
the Quebec Chapter, the National 
was also doing a vast 
consultation on the national level 
in this country. This exercise, 
which also took place over the 
year, came to term last January 
17th , when members of the CHS 
Board of Directors and the 
presidents of each chapter 
adopted a national strategic plan 
for the 2016-2020 period. 
The CHSQ now has the tools on 
hand needed to establish, in turn, 
its three-year plan. It will 
determine our orientations, 
strategies and objectives for the 
next three years, along with the 
internal structure, to attain our 
goals. This is always done with 
the view to better serving our 
clientele and to being vigilant 
that people with a hereditary 
bleeding disorder have access to 
optimal care while contributing 
to improving their quality of life. 
The details of this action plan 
will be available over the coming

weeks via our various 
communication tools. 

***

Moreover, with the departure of 
our Programs and Operations 
Manager, Geneviève Beauregard 
last November 2015, the CHSQ 
has lost a dedicated employee 
who gave almost 12 years of 
service. Geneviève accepted a 
position as Executive Director 
with the foundation of a private 
school in Montreal and I wish her 
all the best in her new function. 
I invite you to read the departure 
message from Geneviève on 
page 3.

Also in this issue, you can read 
the impressions of CHSQ 
delegates to the 9th World Forum 
of the World Federation of 
Hemophilia that took place in 
Montreal in late October 2015. A 
conference rich in information 
about the latest developments in 
the supply of products and on 
research into hereditary bleeding 
disorders. 

Other articles that I'd like to bring 
your attention to are: update on 
the CBDR/MyCBDR systems on 
page 5 and the clarification of the 
availability of the extended half-
life products EloctateTM and 
AlprolixTM on page 11. 

Enjoy this issue, and looking 
forward to meeting you during 
the family weekend, which will 
take place March 18-20. §
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APPRECIATION EVENING FOR VOLUNTEERS AND EMPLOYEES

A DEPARTURE MESSAGE FROM OUR 
FORMER PROGRAMS AND OPERATIONS MANAGER

Two thousand sixteen... 
a year of change

The world hates change, yet it is the 
only thing that has brought 
progress...

Charles F. Kettering 

Dear members, partners, 
colleagues and friends,
For almost 12 years, I've had the 
chance to work with incredible 
people with whom I've grown and 
with whom I've been able to share 
some magical moments. I also 
got to meet families who trusted 
me, who believed in me. It's all

these connections that have 
allowed me to become the person 
I am today and, for this, I want to 
thank each and every one of you 
for having contributed in one way 
or another. 

So it's with a great deal of 
emotion that I announced my 
departure last November by 
accepting the position of 
Executive Director with a private 
school foundation in Montreal. 
My mandate, amongst other 
things, will be to restructure the 
foundation, develop a scholarship 
program and fundraising 
activities.

I leave the CHSQ with a feeling of 
accomplishment and I'm 
persuaded that with the strategic 
planning work begun in 2015, 
including at the National level, the 
organisation will be able to define 
its axes of intervention, its 
structure and can bring the 
support needed to its members as 
it has always done. 
I'll certainly get a chance to meet 
some of you during your next 
activities. Until then, I wish you a 
wonderful 2016 and much success 
in all your endeavours! §

Geneviève Beauregard

Last November 28, the CHSQ held its evening of 
appreciation for volunteers and employees, an annual 
activity during which the organisation thanks its employees 
and volunteers for their involvement over the past year. 

The evening corresponded with the final workday of our 
Program and Operations Manager, Geneviève Beauregard, 
after almost twelve years of service at the heart of the 
CHSQ. We took advantage of this evening to thank her 
for her incredible loyalty and unfailing dedication on 
behalf of all members of the CHSQ. 

After a little speech, we offered her a gift to thank her for 
the excellent work she accomplished with our organisation 
over the last twelve years. We also wished her the best 
of luck in her new position, which she recently accepted. 

Geneviève remains a member of the CHSQ and we'll get 
a chance to see her again during one of our next 
activities. § - F.L.

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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The Red, White and You Walk
The fourth edition of the  Red, White and You Walk 
will be held at Maisonneuve Park in Montreal on 
Saturday May 21, 2016. 

Details will be sent to you soon, but start recruiting 
members for your team right away. New this year 
is the possibility of registering and also compiling 
your sponsors online through Canadon. 

It’s a date!

CHSQ Infoletter
Keep in touch with us by subscribing to our 
Infoletter. You can do this by going to our website 
or through the link on our Facebook page.  

- F.L.

PROGRAM AND FUNDRAISING ACTIVITIES

Upcoming Activity
2016 Family weekend
Our 2016 family weekend will take place 
March 18-20 at the Hôtel Chéribourg in the 
beautiful area of Mount Orford. 
The registration form is included with this newsletter. 
It's also available online at: 
www.hemophilia.ca/files/Registration_FDSF_SCHQ_
2016.pdf

Preparations for this weekend's program are in full 
swing. Some of the topics included will be: new 
therapeutic products, career choices, managing pain, 
day-care in schools and of course, support for product 
infusion with nurse Claude Meilleur who will be on 
hand all weekend. 
Looking forward to seeing you all. 

Fundraising Activities 

The New Blood Campaign
I'd like to remind you that our 2015-2016  New Blood 
Campaign is ongoing. This campaign ends on 
January 31, 2016. Up to this point, we've raised one 
third of our $5,000 objective. 
Remember that your contribution to this campaign 
will determine the scope of what we will be able to 
accomplish together, because together we can help 
the CHSQ achieve its mission and fully satisfy the 
needs of everyone in our community. Thank you for 
your generosity!

WFH 2016 WORLD CONGRESS, IN ORLANDO

The XXXII World Federation of Hemophilia (WFH) 
International Congress will take place July 24-28, 2016, 
in Orlando, Florida. 
This meeting is definitely the most important one for 
the community of patients and caretakers dealing with 
hereditary bleeding disorders.  
The WFH predicts a record number of attendees for 
this event, during which over 6 000 participants from 
over 125 countries are expected. 
The CHSQ will be sending four delegates to this event 
to be your eyes and ears during this educational week, 
to share and make contacts with people dealing with 
bleeding disorders from around the world. After a call 
for candidates, the four following delegates were

chosen: Mylene D'Fana, Mathieu Jackson, Michel 
Patte and François Laroche. They will share their 
impressions afterwards in the October 2016 edition 
of this newsletter.

- F.L.

Sorel-Tracy Bowl-a-thon
The 7th Sorel-Tracy Bowl-a-thon will be held on 
April 2, 2016. Isabelle Blette and Patrick Raymond 
invite all of you to register for this activity in 
support of the CHSQ. 
For more information, contact Judith Desharnais 
at the CHSQ office at 514-848-870-0666, local 24. 
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Hello everyone,

As you probably know, CBDR 
and MyCBDOR have been in use 
since this summer, with the 
exception of the Montreal 
Children's Hospital, which is 
presently undertaking steps to 
implant these systems. 

We'd like to give you a bit of an 
update on the progress for the 
use of MyCBDR/CBDR. We  also 
want to remind you that these 
systems are provided by the 
Minister of Health and Social 
Services (MSSS) in partnership 
with the Canadian Association 
of Hemophilia Clinic Directors.

We're happy to have 
spontaneously received your 
positive comments concerning 
this new tool that is MyCBDR. 
In general, you find it a lot easier 
and faster than HeliTrax to enter 
treatments. What's more, many 
of you noted that it's great to be 
able to modify your own data 
entry mistakes and be 
autonomous managing your 
passwords. You also get the 
opportunity to make changes to 
your address yourself or modify 
personal information via 
MyCBDR (phone number, email 
address, etc.). In order to 
facilitate your data entry, a 
mobile version will be available 
within a few weeks.

For patients who do not use a 
computer or who don't have an 
email address, you can still  use 
paper calendars. However, we 
strongly encourage you to use 
the MyCBDR tool in order to 
better evaluate prescribed 
treatments. Moreover, the use 
of MyCBDR makes it faster to 
enter your data than by writing 
it on paper. In fact, you can start 
with a treatment or an existing 
bleed to enter new data. If you 
have a problem using it, don't 
hesitate to contact us at your 
Hemophilia Treatment Centre 
(HTC). 

We remind you that there is a 
training video available in 
English and in French. In order 
to access it, you simply click on 
one of the following links (or 
include it on your bookmarks): 

https://vimeo.com/140703283 
(English);

https://player.vimeo.com/
video/130767964 (French).

We want to announce that there 
will also be a training website 
where you'll find all the 
documentation needed 
concerning MyCBDR as well as 
videos. We'll let you know when 
the site will be launched. 

For your information, data from 
the CHARMS database will be 
transferred to the CBDR system 
over the winter. 

We were pleasantly surprised to 
note the constant increase in 
your treatment data. We 
encourage you to continue to be 
consistent with your data entry 
so as not to lose important 
information about your 
treatment. 

Thank you very much for your 
collaboration! 

The HTC team wishes you a 
happy new year.

by
Claude Meilleur 
Pivot Clinic Nurse
Quebec Reference Centre for Patients 
with Inhibitors
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

Update on CBDR and MyCBDR Systems

“We were pleasantly 

surprised to note the 

constant increase in your 

treatment data. We 

encourage you to continue 

to be consistent with your 

data entry so as not to lose 

important information 

about your treatment.”

HEMOPHILIA TREATMENT CENTRES’ CORNER
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THE 9th WFH GLOBAL FORUM
on Research and Treatment Products 

for Bleeding Disorders

WFH epidemiological research 
program and updates from WFH 
clinical research grant recipients 
were presented.
Since only 25% of the global 
hemophilia population today has 
access to some form of therapy, 
there are still 70% of people around 
the world who have access to little 
or no factor concentrates at all.  
The WFH is working very hard to 
help resolve this problem since the 
launch of Project Recovery in 2013 
and the expansion of the 
Humanitarian Aid Program.  
Through its mission, the World 
Federation of Hemophilia improves 
and sustains care for people with 
inherited bleeding disorders 
around the world.  The reality is 
that lack of access to treatment 
presents an urgent need and is an 
important public health challenge. 
 The WFH strategy is to improve 
access to safe and effective 
products through advocacy and 
product donations.  All of this is 
to address the need of 
TREATMENT FOR ALL !
The Global Forum ended after two 
days of meetings covering the 
latest developments on Safety, 
Supply and Access to Treatment 
Products and Research; the WFH 
is back to prepare now for the 
largest international meeting for 
the global bleeding disorders 
community, the WFH 2016 World 
Congress to be held in Orlando, 
Florida July 24-28, where once 
again we will all meet to listen to 
the experts present on hemophilia 
and all bleeding disorders.  
If you would like more information 
about the Global Forum and its 
topics, don't hesitate to contact 
one of the delegates who 
participated or you can find copies 
of the presentations on the WFH 
website: www.wfh.org.

Mylene D’Fana

Last October, the 9th Edition of 
the WFH Global Forum was held. 
For the first time, WFH combined 
its two forums, the research forum 
and the update on products. Two 
busy and enriching days for 
participants. The Forum is also a 
great opportunity to meet other 
partners from around the globe. 
Breaks and meals always seem 
short during these events. 

The first day dealt with safety and 
access to treatment and was very 
interesting. I particularly 
appreciated the presentation by 
Dr. Assad Haffar who presented 
the growth of the WFH 
humanitarian aid program. Did you 
know that since its creation in 
1996, the WFH has distributed over 
266 million units of factor to 87 
countries, helping over 90,000 
people with a bleeding disorder? 
But the challenges are still great. 
Moreover WFH strategies consist 
notably of improving access to safe 
and efficient treatment, carrying 
out effective lobbying and 
promoting the donation of factor 
concentrates. 

During his presentation, Dr. Haffar 
showed us images of youngsters 
with bleeding disorders he had the 
opportunity to meet in various 
countries. We got to hear a bit of 
the history of each one. It's not 
easy living in a country where 
there is little or no access to 
optimal care, but in each story, the 
smiles showed that the hope for a 
better future is present. One of the 
mandates of the humanitarian aid 
program is to increase donations 
of factors VIII and IX to meet the 
growing demand in developing 
countries. The more products there 
are available, the easier it will be 
to negotiate agreements with the 
governments in these countries so 
that patients will receive proper

OOnce again, Montreal was 
host to the World Federation of 
Hemophilia Global Forum on 
Research and Treatment Products 
for Bleeding Disorders, which 
took place October 22-23, 2015, 
at the Marriott Montreal Chateau 
Champlain.  Over 179 experts, 
volunteers, pharmaceuticals and 
staff from more than 37 countries 
were present for this 9th Edition. 
Here are the reports from CHSQ 
delegates.

The Forum consisted of two full 
days of plenary sessions. The first 
day was dedicated to Safety, 
Supply and Access to Treatment 
Products where speakers 
presented on the following topics: 
blood safety and availability, the 
impact of MSM (men having sex 
with men) and inhibitor 
development, updates on 
surveillance data and analysis, 
barriers to access in the 
developing world, EMA guidelines 
on transparency for clinical trials, 
tenders and procurement 
challenges and opportunities, the 
expansion of the WFH 
Humanitarian Aid Program, how 
to measure progress in the 
provision of care for hemophilia, 
the inclusion of DDAVP on the 
WHO Essential Medicines List and 
implications for access and the 
outcomes of low-dose prophylaxis 
in children.
The second day was all about 
research and manufacturing 
updates.  Leading researchers 
presented on novel developments 
in the treatment of bleeding 
disorders, gene therapy updates, 
including the therapy for 
hemophilia, future scenarios for 
cost, capacity and the impact on 
FVIII therapy, panel discussions 
on outcomes and future directions 
of the WFH Research Program, the

Reports from CHSQ delegates
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The 9th WFH GLOBAL FORUM (cont’d)

care for the treatment of their 
disease.  The objective is to help, 
through factor donations, up to 65 
countries.  
Dr. Haffar also presented three 
major actions that will eventually 
be measurable. 
The first will be that with the 
guidelines proposed for optimal 
international standards, health 
care professionals will be better 
able to care for patients. The 
second will allow health care 
professionals to carry out 
corrective surgery. And finally, the 
third will be to establish 
prophylactic care for children three 
years of age and under. This 
presentation ended with a spirit 
of hope for a better future. 
Treatment for all: this is the vision 
of the WFH as well as that of many 
of us. They hope, one day, to 
achieve this and we can all 
contribute.  
Would you like to learn more? I 
invite you to visit the WFH website 
under Global Forum. You can find 
most of the presentations that we 
saw during this event at: 
www.wfh.org/en/news--events/
events/global-forum-2015-
presentations.

Geneviève Beauregard

***

I joined the CHSQ delegates for 
the WFH World Forum that was 
held last October 22-23 in 
Montreal. 
It's always impressive to realize 
the work that is taking place 
throughout this country and 
around the world. A number of 
research teams took turns sharing 
the results of their research. It's 
no secret that here, in Quebec and 
Canada, our specialists do an 
extraordinary job offering safe and 
efficient blood products.

The prophylaxis that we are lucky 
to give to our children gives 
impressive results. They have a 
lot more freedom and the 
possibility to live a good life. 
Injuries are less serious than 
before and physical limits are rare. 
I was surprised to realize that 
prophylaxis wasn't used 
everywhere in the world. Here, in 
Quebec, preventive treatment has 
become the norm for the past 
20 years and gives excellent 
results. Unfortunately, this isn't 
the case for everyone and this, for 
reasons such as a lack of the 
availability of products, a lack of 
knowledge, a lack of treatment 
centres, a lack of accessibility to 
a treatment centre, etc.
Seeing the images once again of 
young hemophiliacs who don't 
have access to prophylactic 
treatment is disturbing. Working 
in the health care field, I've seen 
a lot of suffering, but those 
presented at the forum greatly 
touched me. The 'Mother Teresa' 
in me wanted to go and hold them 
and care for them in order to 
lessen their suffering. 
Luckily, in Quebec, we are able to 
get quality care for our children. 
The growth of our children, 
surrounded by a competent 
multidisciplinary team, allows 
them to blossom and to lead a full 
life all the while controlling their 
health. 
I thank everyone involved, 
whether employees or volunteers; 
you're doing an extraordinary job 
and the hemophilia community 
needs people like you. It's a 
generous act that is priceless; it's 
what I call a vocation.

Roxane Nadeau

***

Last October, I got to participate 
in the World Federation of

Hemophilia (WFH) Global Forum 
for the first time. During this event, 
a number of challenges about 
hemophilia around the world were 
brought forward. What I found 
most interesting was the difficulty 
in collecting convincing data. 
As you probably know if you're 
reading this article, hereditary 
bleeding disorders can be difficult 
to identify, especially when they 
are mild or moderate. In many 
cases, such as mine, diagnosis 
occurs when a child is seriously 
injured and when they realize that 
'something's not right' when the 
bleeding doesn't stop. 
Unfortunately, in many countries, 
no one is there to sound the alarm. 
Dr. Assad Haffar, Director of 
Humanitarian Aid at the WFH, 
presented a number of examples 
of young  hemophiliacs who have 
been saved by the WFH. These 
youngsters were often located in 
areas that are difficult to reach, 
sometimes in a war zone, where 
there is no health care system for 
hemophiliacs. In these regions, 
hemophiliacs often die very young 
or live with great suffering without 
knowing the reason for it. 
So it is challenging to produce 
convincing statistics about 
hemophilia around the world. 
During the Global Forum, Dr. 
Alfonso Iorio, from McMaster 
University in Ontario, presented 
the methods developed by his 
research team to try and measure 
the progress of care provided to 
hemophiliacs. 
Dr. Iorio demonstrated a number 
of obstacles to producing an 
evaluation system for the efficiency 
and quality of care supplied. For 
example, in comparing the age of 
hemophiliacs in a census in each 
country, you must have a good idea 
of the quality of care supplied. So 
a country where there are as many 
old as young hemophiliacs

cont’d on the next page
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THE 9th WFH GLOBAL FORUM (cont’d)

indicates that services are of good 
quality, since hemophiliacs seem 
to live longer. However, this 
doesn't take into consideration 
either the difficulty of diagnosis, 
sometimes nonexistent in certain 
contexts, nor mild hemophiliacs 
who, in general, are more difficult 
to detect. A lesser number of older 
hemophiliacs can also reflect 
losses due to the contaminated 
blood scandal. 
The nature of these problems 
means that it is very difficult to 
imagine a scientific way in which 
to overcome them, and it seems 
that the work to be done is more 
on a political level. In fact, the 
adoption of policies that take into 
account rare diseases, such as 
hemophilia, would help 
researchers produce a more 
realistic portrait of the world 
situation. So it is important to 
speak about hemophilia with the 
general public, if only to put a bit 
of pressure on politicians and, one 
day, recognize the existence of 
those who suffer without knowing 
why.

Mathieu Jackson

***

Last October 22-23 in Montreal, 
I got to attend the ninth WFH 
Global Forum. This year, for the 
first time, the field of research and 
blood products were combined, 
making for an even more varied 
and interesting meeting. Many 
high-calibre presenters from 
around the world each, in turn, 
discussed current topics 
concerning bleeding disorders. 
Representatives of pharmaceutical 
companies who came to speak to 
us about their new products, 
techniques and developments in 
treatment, occupied part of the 
second day.

One speaker in particular 
interested me. Albert Farrugia is 
a doctor, an expert in politics and

public health. Notably, he was an 
advisor to the WFH during the early 
2000s, dealing with blood safety. 
Concerning the safety of products 
in general, and speaking a bit 
philosophically, he reminded us that 
it would never be perfect. Stating 
examples that have happened in 
the past, he showed how an 
unknown pathogen can find its way 
into humans in an unforeseeable 
manner. He emphasized the use 
and the necessity of rapidly 
developing techniques to maximize 
the reduction of new pathogenic 
agents within blood products.   
Techniques to destroy known 
viruses in our products are very 
efficient, but will they be so for 
those that are unknown?
During another presentation, 
various obstacles for access to 
treatment in our country and in the 
rest of the world were discussed. 
Using India as an example, different 
points were highlighted that 
demonstrated the problem. In that 
country, only one person in 40,000 
receives a diagnosis with 
hemophilia, instead of one in 10,000 
like industrial countries. 
Too many people have hemophilia 
without knowing it. Too little blood 
is collected to produce the various 
products used to treat the disorder. 
Thus patients are more at risk for 
complications due to a lack of 
treatment. Not having access to 
treatment that provides safe 
products brings a higher risk of 
contamination. For example, in the 
United States, in the short term, a 
person has one chance in 545,100 
to receive a product contaminated 
with HIV while a person living in 
Venezuela has one chance in 
21,200. And finally, to Doctor 
Farrugia, it's evident that to have 
better access to treatment, health 
care must be a social priority. But 
the economic aspect will always be 
a barrier. 
I'd like to end by saying that it was 
very enriching for me to meet these 
people who have state-of-the-art

knowledge about bleeding 
disorders. Research and the quality 
of products are constantly 
improving. While the economic 
reality is always an obstacle, it's 
good to see that so many people 
are working to advance our 
cause! §

Concerning the safety of 

products in general, and 

speaking a bit 

philosophically, 

Dr. Farrugia reminded us 

that it would never be 

perfect. Stating examples 

that have happened in the 

past, he showed how an 

unknown pathogen can 

find its way into humans in 

an unforeseeable manner. 

He emphasized the use and 

the necessity of rapidly 

developing techniques to 

maximize the reduction of 

new pathogenic agents 

within blood products.   

Techniques to destroy 

known viruses in our 

products are very efficient, 

but will they be so for those 

that are unknown?
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ELECTIONS 2016

by
Patricia Stewart
Chair of the
Nomination 
Committee

echodufacteur@schq.org

waiting for care and treatment 
to arrive, having to go to the 
hospital and sitting in an 
emergency room every time you 
or your child has a bleed. This 
was the reality for many years.  

Care and treatment in Canada 
is amongst the best in the world. 
On-demand prophylaxis & 
home care are the reality for 
most families living with a 
bleeding disorder. There is no 
doubt that part of this high-
quality care came about fifty 
years ago because of the 
involvement of patients in their 
own care, working alongside 
their health care professionals. 
But we must not take this care 
and treatment for granted today. 

The Quebec Chapter is in the 
process of changing. A recent 
strategic planning exercise 
shows that the future of the 
organization is in need of 
change to its structure and that 
choices will eventually have to 
be made concerning priorities 
to its goals and to services 
offered to its members.  This 
will require more involvement 
by volunteers. The more 
volunteers who get involved, 
the more the work is shared, 
avoiding burnout in those 
already involved and the 
possible loss of support and 
services the CHSQ can offer to 
its members. 

Getting involved on the Board 
of Directors, or even just on a 
committee, is one way to ensure 
the continuity of the CHSQ.  It 
can be an interesting way to 
learn more about your or your 
family member's care, learn 
administrative and organizing

Home, family, work, 
relationships, pastimes, rest… 
in our fast-paced lives today, it 
is difficult to find time to do it 
all. Add the demands of living 
with a bleeding disorder, and 
free time is even more precious. 
However, just imagine having 
to spend even more time

skills and meet some incredible 
people in the bleeding disorders 
family. If you already have some 
of these skills, you can put them 
to work and share your 
experience with others to 
improve the workings of the 
CHSQ. Everyone has something 
to give be it experience, 
knowledge or time. 

Elections for the board of 
directors will take place during 
the Annual General Meeting to 
be held March 19, 2016. If you 
or someone you know is willing 
to get involved in maintaining 
the support, care and treatment 
that the CHSQ works to 
maintain, please contact us. We 
can give you details about the 
time requirements for various 
volunteer positions. This is your 
organization. If you don't get 
involved in this cause, your 
cause, who will? §

Many hands make light work

Once again, this is 

your organization. 

If you don't get 

involved in this 

cause, your cause, 

who will?

Care and treatment in 

Canada is amongst the best 

in the world. On-demand 

prophylaxis & home care 

are the reality for most 

families living with a 

bleeding disorder. There is 

no doubt that part of this 

high-quality care came 

about fifty years ago 

because of the involvement 

of patients in their own 

care, working alongside 

their health care 

professionals. But we must 

not take this care and 

treatment for granted 

today.
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OCTOBER 27 - COMMEMORATION DAY FOR VICTIMS 
OF THE TAINTED BLOOD TRAGEDY

Last October 27, the 
Commemoration Day for victims 
of the tainted blood tragedy, the 
CHSQ planted a tree in front of its 
head office in Montreal to honour 
the memory of victims who have 
died and to highlight the courage 
and determination of those who 
have survived. 

Here is the speech that I gave on 
this occasion as president. 

Ladies and Gentlemen, dear friends, 

First of all, I want to thank all for 
coming out for this special 
occasion. We are gathered here 
today, on this October 27, 2015, to 
honour the victims of the tainted 
blood tragedy that happened in the 
1980s and 1990s, one of the 
saddest periods in medical history 
in Canada. 

This commemoration happens 18 
years after the deposition of the 
final report by the Commission of 
Inquiry into the blood supply 
system in Canada. 

By planting this 'tree of life', the 
Canadian Hemophilia Society - 
Quebec Chapter poses a concrete 
gesture aiming to ensure that we 
will never forget the people who 
have died after contracting the HIV 
virus or the hepatitis C virus. The 
gesture is also to salute the courage 
and determination of people living 
with one of these viruses, or both 
at the same time, in some cases 
for over 30 years. 

The tree is a powerful symbol: with 
its roots that push deeply into the

soil, it hangs on to this earth with 
strength. Its branches rise up 
towards the sky in a gesture of hope 
and is a sign of longevity, eternity…

As you know, blood products 
administered to hemophiliacs 
during these critical years to stop 
their suffering were supposed to 
improve their quality of life but, in 
many cases, it worsened things by 
transmitting potentially deadly 
infectious agents: HIV and HCV. 

Hemophiliacs felt betrayed by those 
managing the blood supply system, 
in which they had placed their trust, 
to supply them with safe and 
effective products. 

We have lost many dear friends 
over these two decades: children, 
parents, brothers, members of our 
community, friends and family… 
a loss of lives that could have been 
avoided. 

At the heart of our bleeding 
disorders community, we all have 
someone in mind, good friends, 
volunteers active in our Quebec 
organisation, who have died over 
these past decades. 

Thankfully, the various partners in 
the blood supply system have 
learned from past mistakes so that 
this will never happen again.

The result today is that we can count 
on an improved blood system and 
on a supply of products that are 
much safer.

The creation of Héma-Québec and 
its various committees, the 
installation of a Hemovigilance 
Committee, today known as the 
Biovigilance Committee, the 
creation of a no-fault benefit 
program for users of products 
distributed by Héma-Québec, as 
well as the arrival of many other 
partners in transfusion medicine, 
have made it so that all users of 
blood products can now count on 
one of the best blood systems in the 
world. A number of members from 
the Canadian Hemophilia Society -
 Quebec Chapter are part of certain 
committees in order to bring their 
contribution to the system. All 
Quebecers can once again trust it. 

I ask you now to observe a minute 
of silence in memory of the 
victims…Thank you. 

May their memory be honoured 
from now on through this 'tree of 
life', and may the courage and 
determination of people living with 
HIV and HCV be acknowledged. 

Thank you for your presence and 
your solidarity. §

echodufacteur@schq.org

by
François Laroche

The CHSQ plants a 'tree of life' in front of its head office
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CLARIFICATION ON THE AVAILABILITY OF THE 
EXTENDED HALF-LIFE FACTOR CONCENTRATES 

ELOCTATETM AND ALPROLIXTM

protocols by virtue of less frequent 
infusions; or
6- Be likely to have a higher 
quality of life thanks to these 
products.

The Canadian Blood Society 
(CBS) announced on February 2, 
2016 that the extended half-life 
factor concentrates, EloctateTM to 
treat hemophilia A and AlprolixTM 

 to treat hemophilia B,  are now 
approved for reimbursement and 
are distributed by CBS in all 
provinces and territories (other 
than Quebec). These two 
products are manufactured by 
Biogen. 

Criteria for access to these 
products (different from those of 
Quebec) to treat hemophilia A 
and B, moderate or severe, and 
those 12 years of age and older, 
elaborated by the National 
Advisory Committee for Blood 
and Blood Products in Canada 
are:

1- Be presently under 
prophylactic treatment; or
2- Have frequent bleeding 
episodes under prophylactic 
treatment or on-demand 
treatment; or
3- Have difficult access to veins 
and, consequently, thanks to the 
use of these less frequent infusion 
products, be able to avoid the 
installation of a central venous 
access line; or
4- Have a lower than normal half-
life; or
5- Be susceptible to improving 
adherence to prophylactic

recombinant factor concentrate 
RFPs (requests for proposals) were 
made public, limited access and 
distribution via Héma-Québec. 
The following are the more 
restrictive criteria:
1- Evidence of the impossibility of 
it being reasonably easy to inject 
the factor concentrate by 
peripheral means, which would 
imply the insertion of a central 
venous access line; or
2- An abnormally short half-life 
to a 'standard action duration' 
product presently used by the 
patient, in the absence of evidence 
of a factor VIII or factor IX 
inhibitor; or
3- For any reason other than the 
previous two above, a written 
request justifying the need for an 
extended half-life concentrate is 
mandatory and will be sent and 
evaluated by one of the experts in 
the field recommended by the 
CCNMT, who will rapidly give their 
opinion. 
The CHS and the CHSQ are 
presently working together to 
widen the scope of the third 
criteria so that it can include 
certain criteria adopted by CBS, 
which are less restrictive, to make 
these extended half-life products 
more accessible to Quebec 
hemophiliacs. § 

-D.P. & F.L.

The prescription criteria for 

Eloctate and Alprolix are 

more restrictive in Quebec 

than the rest of Canada, 

where these products are now 

available. The CHS and the 

CHSQ are presently working 

together to make these 

extended half-life products 

more easily available to 

Quebec hemophiliacs.

A MOMENT TO REFLECT

“ The species that survive aren't the strongest ones, nor 
the most intelligent, but those who adapt best to 
change.  ”

Charles Darwin

You will remember that in 
Quebec these two products were 
approved for reimbursement by 
the Ministry of Health and Social 
Services (MSSS) in August 2014. 
However, the criteria for 
prescribing these products, 
established in April 2015 by the 
National Advisory Committee for 
Transfusion Medicine (CCNMT) 
in Quebec after the results of the



IN A WORD

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

pharmaceutical companies:

A new extended half-life 
product to treat 
hemophilia A approved 
by the American FDA

On November 13, Baxalta 
announced the launch of 
AdynovateTM, a recombinant 
factor VIII concentrate, after 
having received approval from 
the American Food and Drug 
Administration (FDA). For now, 
this approval is only for the use 
of this product in adults and 
children over the age of 12 for 
on-demand treatment as well as 
for prophylaxis. 
Adynovate consists of a full-
length factor VIII molecule that 
uses a glycopegylation 
technology. This means that the 
FVIII is linked to a molecule of 
polyethylene glycol in order to 
protect the FVIII and prolong its 
therapeutic effect. 
Studies have demonstrated that 
Adynovate has, on average, a 1.4 
times increase in its half-life in

comparison to the ten-hour mean 
half-life of AdvateTM, a third-
generation antihemophilic factor, 
also manufactured by Baxalta. 
The pharmaceutical company has 
submitted a request to Health 
Canada for approval of this new 
product. A response is expected 
in 2016.

-F.L.

The first von Willebrand 
recombinant factor 
concentrate approved 
by the American FDA 

On December 8, Baxalta 
announced the launch of 
VonvendiTM, a recombinant von 
Willebrand factor concentrate, 
after having received approval 
from the American Food and 
Drug Administration (FDA). For 
the moment, this approval is for 
the use of this product in adults 
over 18 years of age for the on-
demand treatment of von 
Willebrand disease.

Vonvendi is the first recombinant 
von Willebrand factor concentrate 
to be marketed. It consists of a 
recombinant protein that includes 
a physiological distribution of 
proteins called multimers, 
including high molecular weight 
multimers. These large multimers 
play a crucial role in the formation 
of a blood clot. 
Amongst other things, the product 
contains only trace amounts of 
factor VIII. This feature offers the 
flexibility of administering FVIII 
only when absolutely necessary.
The company will soon submit a 
request for approval to Health 
Canada for this new product. §

-F.L.


