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CHSQ  VOLUNTEER AWARDS

During the annual general meeting that took 
place in the afternoon of April 22, the CHSQ 
recognized three of its members whose 
involvement is exemplary. The awards and 
recipients are: 
• the Douglas Page Award (volunteer of the year) 
given to François Laroche for his contribution 
over the course of the year  
• the Award of Appreciation given to Christian 
Pelletier in recognition for his involvement and 
exceptional dedication

On the left: François Laroche, 
receiving the Douglas Page Award, 
from CHSQ Secretary, Mylene 
D'Fana. 
On the right: Christian Pelletier 
receiving the Award of Appreciation 
from CHSQ President, François 
Laroche.
Below-left: The Life Membership 
Award was given posthumously to 
David Pouliot. David's family accepted 
our invitation to receive the award in 
his name. In the photo we see François 
Laroche, Mylene D'Fana, Donald 
Pouliot, Ginette Pétrin, Catherine 
Pouliot and Alexandre Miron.

2013 Recipients
• the Life Membership Award given to David Pouliot 
(posthumous) for having made an exceptional 
contribution to the mission, goals and development 
of the organisation over the years.
The CHSQ also gave a plaque to Geneviève 
Beauregard, Programs and Operations Manager, 
in recognition of her ten years of service at the 
heart of the organization. 
Congratulations to all recipients! §

-F.L
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A WORD FROM THE 
EDITOR

The CHSQ Annual General 
Meeting (AGM), held on March 
22 during the family weekend, 
brought together fifty-six 
members who, amongst other 
things, approved an amendment 
to Article 57 of our Bylaws 
entitled: Signatures on business 
deals and contracts to make it 
conform to modalities established 
by the Policy for internal 
management and procedures to 
authorize signatories for the 
Corporation, a policy that was 
adopted by the Board of Directors 
last autumn. 
More importantly, also during the 
AGM, members who were 
present got to elect the 
administrators who make up the 
CHSQ Board of Directors for 
2014-2015.
They include: 
François Laroche, President
Pascal Mireault, Vice-president
Mylene D'Fana, Secretary
Michel Patte, Treasurer

Sébastien Bédard, Director
Sylvie Bouchard, Director
Karen Fahey, Director
Éric L'Hérault, Director
Francis Mageau, Director.
Congratulations to all newly 
elected members and good luck 
to all of you in your work!
We also took advantage of the 
AGM to present the 2013 Awards 
and a plaque highlighting 
Geneviève Beauregard's 10 years 
of service (see text on page 1), as 
well as pins representing the 
number of years active volunteers 
have served the organization. A 
copper pin (3 years) was given to 
Sylvie Bouchard, bronze pins 
(5 years) were given to Emily and 
Kevin Blanchette and a gold pin 
(15 years) was awarded to Nayla-
Marie Syriani. 
During the cocktail highlighting 
the 55th Anniversary of the CHSQ, 
we awarded the Life-membership 
Award, posthumously, to David 
Pouliot, in the presence of his 
family who agreed to join us to 
accept this award in his name. 
Photos of David in many CHSQ, 
CHS and WFH activities were 
shown. It was very emotional for 
those present. Thank you once 
again to the Pouliot family for 
having accepted our invitation to 
this event. It was part of the 
grieving process for many of us. 
Happy summer to you all! §
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The opinions expressed in the various columns are those of the authors and do not 
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send your text to the following address:
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              1-877-870-0666 
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CHSQ-ATH AND CHSQ-ANH TWINNINGS
March Mission in Tunis and April Mission in Managua

As part of the World Federation 
of Hemophilia's organisation 
twinning program, last spring the 
CHSQ participated in two missions 
with its partners, the Association 
tunisienne de l’hémophilie (ATH) 
and the Asociación Nicaragüense 
de Hemofilia (ANH). First, Mylene 
D'Fana and François Laroche set 
off for Tunisia for a five-day visit, 
then Geneviève Beauregard and 
François Laroche travelled to 
Managua, Nicaragua for a six-day 
stay. 
Here are résumés of the two 
delegation visits.

***

The final visit for the twinning 
project between the CHSQ and the 
Association tunisienne de 
l'hémophilie (ATH) took place from 
March 26-31, 2014. During our stay, 
we held a number of training 
workshops and did presentations 
on a variety of topics dealing with 
mothers of hemophiliacs, carriers 
and women living with bleeding 
disorders, a history and the 
inheritance of the disease, new 
products in development as well 
as work on a patient registry. 
Here are some comments from 
Mylene following the workshop she 
led with a group of women: 
“Friday March 28, I gave a 
presentation before a group of 
twenty women, including mothers 
of hemophiliacs, carriers and 
women living with a bleeding 
disorder. The presentation touched

on topics such as the heredity of 
bleeding disorders that affect 
women in particular. The workshop 
that followed brought up a lot of 
questions and lots of discussion 
among the women: while they 
were sometimes a bit shy, there 
was a lot of laughter. It's always 
gratifying for me to be able to help 
our Tunisian friends, in particular 
the women. They hold a special 
place in my heart and I hope I was 
able, through insisting on the 
importance of diagnosis and access 
to appropriate care for women of 
all ages, to have helped them know 
more about bleeding disorders.”
We also reviewed the 2011-2013 
triennial plan that had been 
developed during the strategic 
planning exercise in December 
2010, and started developing a new 
plan for 2014-2016. ATH now has

all the tools it needs to develop a 
strong and durable organisation. 
Congratulations once again to our 
Tunisian friends for the incredible 
work accomplished throughout this 
organization twinning. The future 
looks bright for the ATH!

-F.L.

***

From April 3 to 9, the second visit 
by a CHSQ delegation to Nicaragua 
took place. The action plan for this 
year consisted specifically in offering 
the Nicaraguan Association's board 
of directors suggestions to help 
improve their lobbying skills with 
government ministries. We also 
offered management tools for 
planning activities, offered 
information about the creation of a 
patient registry as well as holding 
a strategic planning exercise. These 
four aspects were presented and 
successfully accomplished during 
our visit. 
On a more social note, we got to 
meet many members and partners 
of the organization to inaugurate 
the new ANH office, which is located 
on the Red Cross grounds, while 
celebrating the upcoming 
International Hemophilia Day. 
We can say “Mission accomplished!” 
since the ANH now has a clear 
mission, a vision, and well-
established values, as well as 
practical tools to move forward and 
get stronger! §

-G.B.

The evaluation of the strategic plan developed in December 2010 and the 2014-2016 triennial 
strategic plan attracted about 20 people, including members of the ATH Board and health care 
professionals from Tunis, Sousse and Sfax.

All members 
of the ANH 
Board of 
Directors and 
some key 
volunteers 
actively 
participated in 
the 2014 
strategic 
reflection 
exercise, at the 
end of which a 
new vision and 
a clearer 
mission were 
formulated.
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Saturday afternoon, the annual 
general meeting took place, the 
best time to find out all about the 
organization's activities and its 
financial status. Members also 
elected new administrators to the 
organization for the 2014-2015 
year (see details in the Word from 
the Editor). 

Finally, during the Saturday 
evening banquet, we took 
advantage of the presence of the 
participants to honour an 
important member of the CHSQ, 
David Pouliot, who left us too 
soon last January, following a 
short and ferocious battle with 
cancer. He will live forever in our

CHSQ ACTIVITIES

Past Activities

Family weekend      
From March 21 to 23, the CHSQ 
family weekend took place with 
the theme being Life stages with 
a bleeding disorder. The activity 
was held at the Hôtel le Victorin 
in Victoriaville, halfway between 
Montreal and Quebec, where 
almost 150 people participated, 
a higher rate of participation than 
previous years! 

During the weekend, participants 
got a chance to take part in a 
number of workshops: a 
multigenerational Café-rencontre, 
a workshop on career choices for 
15 to 25 year-olds, an update on 
research and treatment, aging, 
relaxation and physical fitness for 
15 to 30 year-olds. We started 
getting positive feedback as soon 
as the workshops were over. 

 A young team of volunteers from 
the Groupe Solidarité Jeunesse, 
an organisation offering 
animation services in the 
Victoriaville area, were on site to 
care for young participants with 
a variety of activities, including 
swimming in the pool, which was 
very popular with all.

gbeauregard@schq.org

hearts. Despite the highly 
emotional presentation, the 
evening ended in laughter, 
pleasure and dancing, thanks to 
the fabulous work of the team 
from Productions Animuse. A real 
success story!

The CHSQ would like to thank all 
participants and collaborators, as 
well as everyone who participated 
in the success of this activity. The 
committee will meet soon in order 
to look at all the evaluations and 
begin work on our 2015 family 
weekend. We hope to see you 
there next year.

by
Geneviève Beauregard
Programs and 
Operations
Manager

Above: Fifty-six 

people attended the 

CHSQ 2014 AGM. 

On the left: The 

workshop on 

relaxation 

techniques was, for 

many, a first 

experience in 

practicing a few

yoga moves.

During the AGM, a copper pin (3 years) was given to Sylvie Bouchard, bronze pins (5 years) were given to Emily and 
Kevin Blanchette and a gold pin (15 years) was awarded to Nayla-Marie Syriani. Congratulations!
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development course in their field 
or who will be returning to their 
studies, at any level.  
To apply for a scholarship, simply 
complete the form that you can 
find on the CHSQ website or 
contact the office to get the form 
by mail.

43rd Edition of summer 
camp      
New concept, new location! 
This year, the 43rd edition of the 
CHSQ summer camp will be held 
from August 10 to 15 at Camp 
Cité-Joie  in Lac-Beauport, in the 
Quebec City area. A new concept 
this year: we're combining the 
two camps! All kids from 5 to 15 
years of age living with a bleeding 
disorder, including those affected 
by inhibitors, as well as their 
siblings, are invited to attend. 
A week filled with activities 
supervised by a dynamic group 
of counsellors, two nurses, 
assistant counsellors as well as 
the Programs and Operations 
Manager from CHSQ will be 
there!  
You can find the registration form 
enclosed in this mailing, as well 
as on the CHSQ website. Contact

Upcoming Activities

The CHSQ David Pouliot 
Scholarship Program      
In order to honour the memory 
of David Pouliot, a dedicated 
volunteer at the heart of the CHSQ 
for many years and who was a 
teacher, for whom education was 
very important, the CHSQ decided 
to rename its scholarship 
program the CHSQ David Pouliot 
Scholarship Program.  
The goals of the CHSQ David 
Pouliot Scholarship Program are: 
• to encourage young people with 
a bleeding disorder to continue 
collegial, university or 
professional studies
• to encourage people with a 
bleeding disorder to return to their 
studies or follow a professional 
development course.
Two categories of scholarships 
are offered:  
Academic scholarship  
This category of scholarship 
addresses members who have a 
bleeding disorder and who are 
studying at the collegial or 
university level or are registered 
in a professional teaching 
establishment.
Encouragement scholarship
This category of scholarship 
addresses members who have a 
bleeding disorder and who will 
be taking a professional

CHSQ ACTIVITIES (cont’d)

Geneviève Beauregard if you have 
any questions at 514-848-0666 / 
1-877-870-0666, ext. 21 or by 
email at gbeauregard@schq.org.

Recruiting assistant 
counsellors for summer 
camp
The CHSQ is presently looking for 
young people 16 years of age and 
older who'd like to have an 
enriching experience by 
participating in the annual 
summer camp as an assistant-
counsellor. If you'd like to take 
part in the weeklong summer 
camp, you can send in your 
application for one of the two 
positions to be filled. 
The application form is available 
on the CHSQ website, on 
Facebook or by calling the office. 

Just-the-guys weekend  
It's in the works! 
A Just-the-guys weekend will be 
held this autumn. A weekend 
where boys with a bleeding 
disorder from 6 to 17 years of age 
will get a chance to spend some 
quality time with their fathers. A 
workshop on home care will be 
offered by a specialized nurse, as 
well as a variety of other activities. 
Further information will be sent 
to you during the summer. Follow 
our e-newsletter or check out our 
website!

Youth activity  
Destination Toronto!
By popular request from the Youth 
Committee, the first trip for 15 to 
25 year-olds will take place 
August 29 to September 1!  
Three days of guaranteed pleasure 
to build ties and develop a feeling 
of belonging to our organisation. 
For more information about this 
activity, contact Geneviève 
Beauregard at the office. 
You can also join the group on 
the organization's Facebook page 
in order to chat with them and 
quickly get more details. §

During 
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RARE BLEEDING DISORDERS’ CORNER
Living with Factor V deficiency

persisted. Then, when I was in 
Grade 6, my parents decided to 
move to the big city, Montreal. 
What a change...I got on with my 
studies and my physical activities, 
without really having any other 
health problems. 
In the summer of 1976, when I 
was 15, we spent the summer at 
a campground where I had 
started working in the canteen. 
I worked very hard but then 
I suddenly started having violent 
stomach cramps. Initially, my 
mother thought it must have been 
related to my first periods, which 
was normal. After much pleading, 
we went to the hospital to consult 
a doctor. But it was in vain, 
because I didn't get a diagnosis, 
at least not during the first visit...
These stomach aches were very 
painful and they persisted. My 
mother decided to go back to the 
hospital and the doctor finally 
diagnosed me with acute 
peritonitis and proceeded to do 
emergency surgery. 
Once again, just like with the last 
surgery I had, the doctors lost 
control due to the severity of my 
hemorrhages. However, this time, 
a new element complicated my 
healing, because along with the 
bleeding, I also suffered from 
blood poisoning and my state of 
health prevented my transport to 
a specialized hospital. So the 
machine was brought to me to 
treat my blood and give me new 
blood to treat the poisoning. The 
treatment didn't work and 
doctors carried out another 
surgery, since my blood was still 
contaminated. 
Following that, my convalescence 
took a long time since my 
incisions didn't heal for over a 
year. So my life was limited to 
spending my days in bed or on 
the couch...but at least I was alive. 
When I was 16, since I'd missed 
a good part of my school year

Factor V deficiency, also known 
as parahemophilia or Owren's 
disease, is a rare bleeding 
disorder. According to the 
Canadian Hemophilia Registry, 
in 2013 there were 59 people in 
Canada living with this disorder, 
with various degrees of severity. 
In the general population, about 
one person in 1,000,000 is 
affected by this bleeding disorder. 
This disease was first identified 
in Norway in 1943, by Dr. Paul 
Owren. 
On rare occasions, a person with 
factor V deficiency can also have 
factor VIII, or hemophilia A, 
deficiency. 
Through Claudine Amesse, pivot 
nurse at CHU Sainte-Justine, I 
met Louise Lefebvre and her 
daughter, Marie-France Dubé, 
who generously agreed to write 
about their very interesting 
experiences. 
In this issue, we'll start with 
Mrs. Lefebvre's story and will 
continue in the October issue, 
with the story of her daughter 
Marie-France. 
Enjoy.

***

Born July 10, 1961 in Trois-
Rivières, to a mother from Sorel 
and an unknown father, I was 
placed in an orphanage shortly 
after my birth, with no knowledge 
of my genetic baggage. Time 
passed and, one fine day, an 
extraordinary family from Saint 
Tite came to pick me up because

they wanted to adopt me. They 
already had two sons, and we 
were very happy. It was a well-
educated family with good values. 
I enjoyed every moment of this 
new life and then, at the age of 
8 or 9, as with many children at 
that time, they proposed an 
operation to remove my tonsils, 
a simple operation without risk, 
according to the doctor. 
The operation took place as 
planned, under general 
anesthesia. I remember that 
when I woke up, I was lying on 
a thin, narrow table. I opened my 
eyes and my mother was stroking 
my hair saying "Don't leave, 
stay...". My 
father was 
there too, 
and said, 
"Come on, 
Sweety, you 
can't do this 
to us...". 
According to 
my parents, I 
was on the 
point of dying 
because 
during 
surgery, I'd 
had a 
massive 
hemorrhage 
and the 
doctors 
literally 
couldn't 
control my 
bleeding. 
I was 
hospitalized 
for a number 
of weeks 
during which 
doctors observed that I was 
anemic, but they couldn't really 
diagnose my problem. At that 
time, they often said: "We saved 
her...and life goes on". 
After this incident, my life went 
back to normal, but my anemia

by
Sébastien Bédard

echodufacteur@schq.org
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and I had finally healed from my 
last surgeries, I started working, 
because my parents wouldn't let 
me stay home and do nothing. 
Then, at 21 years of age, my life 
as a mother began with my first 
pregnancy. The start of this 
pregnancy was normal, but after 
a few weeks, complications 
appeared with bleeding, placenta 
previa, as well as gestational 
diabetes. I spent a large part of 
my pregnancy lying down, but I 
started to get used to it...My 
daughter Martine was born 
August 18, 1983. The birth was 
difficult with prolonged bleeding. 
A few years later, the same story 
repeated itself with my second 
pregnancy when my daughter, 
Marie-France, was born April 29, 
1985. A few months after her 
birth when Marie-France's health 
problems began, that was the 
beginning of the race to hospitals 
with my daughter (Marie-France 
will give you more details in the 
next issue). 
During this very stressful time in 
our family's life, I learned that I 
was pregnant with my third child. 
It was the worst of the three 
pregnancies, since during this 
one, I had two major 
hemorrhages that put my son's 
life in danger. Finally, on October 
26, 1988, this courageous boy 
came out of my belly, safe and 
sound. 
Two years later, following a fall 
that caused a broken kneecap,

I had to undergo two surgeries 
and, once again, the bleeding 
occurred, but this time a bit less 
serious. At that point, I realized 
that I had abnormal bleeding, but 
my disorder wasn't yet 
diagnosed. I was still living with 
a mystery. I had to wait a few 
more years until I was to finally 
understand the cause of all these 
problems. 
In 1997, when the dentist 
removed some of Marie-France's 
teeth for an orthodontic 
treatment, complications due to 
bleeding brought us to the 
hematology department at the

factor V deficiency. It explained 
all the bleeds and complications 
that had continually occurred 
since my childhood and that also 
affected my children's lives. 
Today, I manage to have a good 
life despite my bleeding disorder. 
However my periods continue to 
be abundant and unpleasant. 
I consider myself lucky today to 
be able to count on the incredible 
team at Sainte-Justine to 
accompany and guide me and my 
children through the challenges 
caused by this rare disease. §

Louise Lefebvre

RARE BLEEDING DISORDERS’ CORNER (cont’d)

Today, Louise Lefebvre manages

 to have a good life despite 

her factor V deficiency.  

She feels she's lucky to be able 

to count on the incredible team at 

CHU Sainte-Justine to accompany 

and guide her, and her children, 

through the challenges that this 

rare bleeding disorder causes.

A MOMENT TO REFLECT

“I like people who are dreamers ; it means they have ideas 
and they're good ; because bad people are always fully 
conscious in the moment.”

Charles-Joseph de Ligne

CHU Sainte-Justine where 
Claudine Amesse, that 
angel, welcomed us and 
guided us throughout this 
long investigation. After a 
number of tests and 
numerous meetings with 
doctors and nurses, the 
long-awaited diagnosis 
was finally made: the thing 
responsible for all these 
problems was a rare 
bleeding disorder called
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FUNDRAISING AND COMMUNICATIONS
We want to thank the organizers, 
participants, partners and sponsors 
and especially our precious 
volunteers for these successful 
events!

HealthPartners-Quebec  
25th Anniversary
HealthPartners-Quebec (HPQ) 
celebrated its 25th Anniversary at 
the Olympic Stadium, along with 
its 16 members, on March 18. 
HPQ highlighted and thanked its 
collaborators and corporate 
partners for their important 
contribution to the success of its 
mission. 
Remember that the mission of HPQ 
is to raise funds in work places to 
benefit a group of well known non-
profit organizations in the health 
sector (including CHSQ), which 
support research and ensure the 
continuation of programs and 
health services.

Dear members and friends of 
the CHSQ. After this hard and 
endless winter, here we are again, 
back in your homes with the 
spring edition of L'Écho du facteur. 
With the lovely weather comes 
all kinds of activities...

Fundraising
Past Activities

Contrecoeur and Sorel-
Tracy Bowl-a-thons
Last April 5, two annual CHSQ 
Bowl-a-thons were held. The one 
in Sorel-Tracy, organized by 
Isabelle Blette, raised $3000, 
while the one in Contrecoeur, 
organized by Sylvie Bouchard, 
brought in $2000. Over 150 
people took part to support our 
cause.

and Mr. Denys Jean, President-
Executive Director of the Régie 
des rentes du Québec, the Comité 
Entraide announced a final result 
of $7,534,839, thus surpassing the 
target amount. 
It was with pleasure that 
Mr. Martin Munger, Vice-president 
of HealthPartners-Quebec, 
accepted a donation of $2,351,580, 
which will be distributed among 
the 16 members of HPQ, of which 
CHSQ is a member. Bravo and 
thank you to all the campaign 
organizers!

gchartre@schq.org

by
Geneviève Chartré
Public Relations and 
Development
Manager

During the presentation of a plaque to the Comité 
Entraide, we see (from left to right): Eileen 
Dooley, CEO of HealthPartners - National; 
Johanne Giguère, Executive Director of 
HealthPartners - Quebec; Lucie Martineau, Co-
president of the Comité Entraide and President 
of the Public and Parapublic Union; Pierre-Paul 
Côté, member of the Comité Entraide and  
President of l'Association des retraitées et retraités 
de l'éducation et des autres services publics du 
Québec (AREQ); Louis Adam, President of 
HealthPartners - Quebec and Executive Director 
of the Canadian Multiple Sclerosis Society- 
Quebec Division.

2013 Entraide Campaign 
The 2013 Entraide campaign, 
who's theme was Let's change 
things, ended February 26 at the 
Maison Théâtre de Montréal. 
Under the co-Presidency of 
Ms. Lucie Martineau, President of 
the Quebec Public Service Union,

Upcoming Activities
2014 Timeraiser Montreal  
On May 8, the CHSQ will 
participate in the 3rd edition of 
Timeraiser Montreal, an evening 
of auctions for works of art for 
which participants, young 
professionals looking for a cause 
to get involved in, offer volunteer 
hours instead of money, to help

Lucie Martineau, Co-president of the Comité 
Entraide and President of the Quebec Public 
and Parapublic Union;  Agnès Maltais, Minister 
of Employment and Social Solidarity, Minister 
of Work, Minister responsible for the Condition 
of Women, Minister responsible for the Capitale-
Nationale and the Chaudière-Appalaches region 
and Minister responsible for the HealthPartners 
campaign; Louis Adam, President of 
HealthPartners-Quebec and Executive Director 
of the Canadian Multiple Sclerosis Society-
Quebec Division; Rachel Larabie-LeSieur, 
President of  l'Assemblée des Centraide du 
Québec; Marie-Renée Roy, Executive Vice-
president of the Comité Entraide and Assistant 
Deputy Minister of  Employment and Social 
Solidarity; Pascale Despins, Director of 
Secrétariat Entraide; Michel Léveillé, Executive 
Director of the Canadian Red Cross - Quebec 
Division.
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Bonbonmania.com      
A fundraising activity that's 
gaining popularity over the past 
few years—everyone loves candy!
Young and old find something 
they like and can't resist it...You 
want to organize a fundraising 
activity for the CHSQ? It's simple! 
Contact us to find out how to 
organize a candy bar or the 
possibility of buying 
multicoloured candy cones that 
will please everyone!
A new agreement with 
Bonbonmania.com allows us to 
purchase candies at a preferential 
rate. For more information, 
contact us at 514-848-0666 or 
toll-free at 1-877-870-0666, 
ext. 22.

Communications
L'Écho du facteur by email
With our organization's finances 
and the environment in mind, the 
CHSQ wishes to remind you that 
you can now receive your 
newsletter, L'Écho du facteur, by 
email. You just need to send us a 
message at info@schq.org, 
indicating the email address 
where you'd like to receive your 
newsletter. 
We encourage you to make this 
gesture that gives twice...to the 
environment and to your 
organization!

A woman at the head of the 
FMSQ       
Delegates to the Annual meeting 
of the decisional chapter of the 
Fédération des médecins 
spécialistes du Québec (FMSQ), 
recently nominated new 
candidates to the positions of 
president and vice-president of 
its Board of Directors. For the first 
time in its history, a woman was

some 35 non-profit organisations 
that will be present.
For more information, contact us 
at 514-848-0666 or toll-free at 
1-877-870-0666, ext. 22. You 
can also consult the event's 
website and buy your tickets: 
www.timeraiser.ca/montreal.
Come see us during this 
interesting networking evening. 
The event will take place in the 
Belvédère room at the Montreal 
Science Centre, starting at 6pm. 
A unique opportunity to kill two 
birds with one stone. 

Dance for life annual benefit 
evening - 8th Edition   
It's time to make a note for 
CHSQ's Dance for life in your 
paper, virtual or intellectual 
agenda. The 8th Edition of this 
colourful benefit evening will take 
place on Saturday November 
15, 2014. 
You can mark off this date on 
your agenda and watch for further 
details in upcoming messages. 

CHSQ promotional items 
During the family weekend, 
promotional items were 
presented for the first time to our 
members. The reaction was very 
good and some of you 
questioned... Why are they blue 
instead of red? The reason is 
simple: we wanted to distinguish 
ourselves from Héma-Québec 
and the Red Cross, who both use 
red for their items and logos.  
You can now purchase items with 
the CHSQ logo. Just call us or get 
the order form from our website. 
You'll also find it in this mailing. 
It's a good way to show your 
colours, raise public awareness 
and funds for programs and 
services for your organization, 
since all profits go to the CHSQ.

FUNDRAISING AND COMMUNICATIONS (cont’d)
named as President of the FMSQ, 
Dr. Diane Francœur. 
Thus Dr. Francœur, a gynecologist 
at CHU Sainte-Justine, whom 
many of you know, becomes the 
seventh president of the FMSQ. 
Delegates also nominated 
Dr. Raynald Ferland, ortho-rhino-
laryngologist at the Centre 
hospitalier de l'Université Laval 
(CHUL), to the position of Vice-
president.
The Fédération des médecins 
spécialistes du Québec regroups 
close to 10,000 specialists holding 
a certificate in one of 53 
recognized medical specialties.

Guide des handi-voyageurs
Le Petit Futé has published the 
second edition of its Guide des 
handi-voyageurs, offering tips to 
people with handicaps (motor, 
auditive, visual or intellectual) to 
find a destination and enjoy a 
holiday with one common 
denominator: accessibility. 
Available in book stores, in French 
only. §
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Aging with grace...
Editor’s Note: The following 
text, by an anonymous author, 
was presented to participants 
at the aging workshop held 
during the last family weekend. 
They wanted to share it with 
our readers through L'Écho du 
facteur.  

Aging with grace, means aging 
with heart
With no guilt, no regrets. 
Move forward, stop being afraid, 
because
Each age holds its own 
wonders.

Aging with beauty, means aging 
with heart.
Keep it healthy inside, beautiful 
outside.
Never give up in the face of 
adversity. 
Age has nothing to do with 
death. 

Aging gracefully means giving 
a hand
To those who feel lost in the 
woods,
Who no longer feel life can be 
gentle,
That there's always someone 
there to help you. 

Aging with beauty is aging with 
a positive outlook.
Don't cry about memories from 
the past.
Be proud of those grey hairs,  
For there's still time to be happy.

Aging with beauty is to age with 
love.
Giving without expecting 
something in return.
For no matter where you are, 
at the end of the day,
There's someone to say 
hello to.

Aging with beauty is to age with 
hope.
To be happy with yourself when 
you go to sleep at night.
And when the moment of no 
return arrives,
To know, after all, that we'll 
meet again sometime. §

As you know, the 2nd Edition 
of The Red White & You Walk 
will take place Sunday, 
May 18 at Maisonneuve park 
in Montreal. If you're not 
registered yet, you'll find a 
registration form included in 
this issue. 
The Walker's Guide can be 
found on our website.

THE RED, WHITE & YOU WALK

This family fundraising and 
awareness event is important 
for our organization...We 
hope to see many of you 
there!
For more information, contact 
me at 514-848-0666, toll free 
1-877-870-0666, ext. 22 or 
by email gchartre@schq.org 
or consult our website. §

-G.C.

The 2nd Edition of The Red White & You Walk will take place Sunday, May 18, at Parc 
Maisonneuve in Montreal. We hope to do even better than last year both in terms of 
participation—almost 150 people walked with us during the first edition—as well as in 
terms of revenue—approximately $21,000 was raised in 2013. It's a date!
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Editor’s Note: The Parents' Corner is 
a column created for and by families, 
in order to share life's moments, 
stories or everyday or unusual 
situations that might help or interest 
other families. 
The L'Écho du facteur team is always 
looking for interesting topics, but 
who's better placed than you, the 
parents, to choose themes that can 
touch you and help you better 
understand everyday family life living 
with hemophilia or another bleeding 
disorder. 
Plus CHSQ is looking for someone 
who'd like to be part of L’Écho du 
facteur editorial team to take charge 
of this column. 
It you're interested, contact us at 
514 848-0666 or toll-free at 
1-877-870-0666, ext. 22 or by email 
at: gchartre@schq.org.
In the meantime, while waiting for 
your suggestions, here's a text that 
appeared in this column in the 
October 2011 issue that makes you 
think about the cost of coagulation 
factor concentrates and the 
importance of using them 
responsibly. 

***

As I've already mentioned in a 
previous column, I'm part of two 
great groups on Facebook that 
allow me to keep in touch with 
other hemophilia families around 
the world, but in particular in the 
United States. 
Recently, I did a little survey with 
my contacts in the States to find 
out what their situation is in 
relation to hemophilia and the costs 
associated with factor 
concentrates, since they aren't 
covered by a special program like

PARENTS’ CORNER

by
Lisa-Marie Mathieu

echodufacteur@schq.org

How lucky we are to live in Canada for 
the availibility of factor concentrates

in Canada (Editor’s note: where 
factor is distributed free of charge 
via Héma-Québec or Canadian 
Blood Services).  
I was very surprised by the number 
of replies I got, as well as by the 
diversity of answers.
It seems that each person has a 
different situation, depending on a 
number of factors such as their 
employer, their marital situation, 
their age, etc. 
So I decided to share some of these 
answers, and believe me, I realized 
how lucky we are in Canada... 
Here's the story of one family who’s 
mother doesn't work and who is 
eligible for Medicaid, the program 
that covers expenses for low-
income families. 
“ Our income is low enough so we 
can get Medicaid for our son.  
Money is so tight right now, and I 
am so thankful for Medicaid.  We 
do not pay for anything, they cover 
everything.  Our son is on 
prophylaxis 3 times a week and we 
have no problems getting all we 
need from our pharmacy. I know 
that the time will come when we 
will have to be covered by private 
insurance, and I hope it's as easy 
to get factor as it is now. ”
And finally, a mother who kindly 
resumed a number of different 
situations that can happen and that 
she personally experienced:
“ It is very complicated to discuss 
insurance because it's always 
different, depending on your 
situation. Customarily, if you have 
a job that offers insurance, you 
choose your plan from about 3 or 
4 choices.  There is a deductible 
that you must meet before full 
coverage begins.  Usually, the 
deductible is around $1,000 to 
$3,000 per person and $4,000 to 
$5,000 for a family, per year. This 
means that once you've attained 
that amount, it's an 80% / 20% 
share between you and the 
insurance company. As for co-pays, 
some insurances don't charge any 
and some charge up to $10 to $20

for regular doctor's visits and $50 
to $75 per visit for emergency room 
visits or visits with a specialist. 
Medication like factor also has a co-
pay, usually the same 80% / 20% 
split as mentioned earlier. (Note that 
the cost of factor, even when paying 
only 20%, is still very elevated). 
People who 
work for the 
military or the 
government 
pay nothing 
for medical 
care, but are 
directed to 
the nearest 
military base 
for treatment 
and if there is 
no military 
base within a 
certain 
amount of 
kilometers, 
they may go 
anywhere for 
treatment. 
This is my 
experience, it 
may be 
different for 
others but this is what a typical 
situation resembles. ”
In the end, these stories made my 
blood run cold. I wondered what 
we'd do if we ever lost our 
government program that supplies 
the factor that we give our children. 
Now I understand the importance 
of using product in an intelligent 
and responsible way and teaching 
our children to do the same thing. 
We must never rest on our laurels 
and take them as a given. We must 
continually be vigilant  so that our 
children can benefit from treatment, 
without having to face financial ruin, 
like many families experience south 
of the border. 
I only chose two of the answers 
among all those I received, but 
believe me, many situations brought 
tears to your eyes. It's a touching 
topic, that makes you think. §
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laurels and take 

them as a given.



IN A WORD
Introduction of factor XIII 
concentrate Corifact®

Following the recommendation by 
the Comité consultatif national et 
médecine transfusionnel (CCNMT), 
the head of the biovigilance and 
medical biologics of the Minister 
of Health and Social Services made 
the decision to add factor XIII 
plasma derived concentrate, 
Corifact®, to the list of products 
covered by the Quebec health 
system beginning April 9, 2014.

In comparison to CSL Behring's 
previous plasma derived factor XIII 
Fibrogammin®, which it will replace, 
Corifact will be available without 
having to make a request to the 
Special Access Program (SAP) of 
Health Canada, but patients 
needing this product will still have 
to be registered in a hemophilia 
treatment centre. 

It is important to note that once 
the remaining inventory of 
Fibrogammin is depleted, it will no 
longer be available.

The product monograph can be 
found at:
www.cslbehring.ca/docs/153/
22/2013-12-24_E_Corifact_PM.pdf

For more information, consult the 
Héma-Québec circulars available 
at www.hema-quebec.qc.ca.
Source : Circulaire HQ-14-013 of Héma-Québec

-F.L.

Alprolix®, the first longer half-
life factor IX concentrate, has 
been approved by Health 
Canada
Biogen Idec announced on March 
24, 2014, that its recombinant 
longer half-life factor IX 
concentrate is indicated in Canada 
for the treatment and prevention 
of bleeding episodes in adults and 
children with hemophilia B.

According to the phase III B-Long 
clinical trial, Alprolix, characterized 
by a recombinant factor IX 
molecule combined with an Fc 
fusion protein, will allow 
hemophilia B patients to extend

prophylactic infusions to every 
seven days, and possibly even every 
10 to 14 days, depending on the 
dose. This is the first significant 
advance in treatment products for 
hemophilia B since the arrival of 
recombinant products 17 years ago. 

Alprolix now has to be approved by 
CCNMT and the MSSS to be added 
to the list of products covered by 
the Quebec blood system. 

On April 19, Biogen Idec announced 
that the price per international unit 
(IU) of Alprolix on the American 
market will be 2.85USD, compared 
to 1.19USD for one IU of BenefIX®, 
one of the main competitors, 
commercialized by Pfizer. 

The argument that Biogen Idec 
offers to justify this price, which is 
more than twice as high per IU, 
resides in the fact that its product 
can be infused less often because 
of its prolonged action. 

The pricing strategy for the 
Canadian market is not known. § 

-F.L.

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

these pharmaceutical companies:


