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In the context of our assessment 
visit in preparation for the CHSQ -
ANH organizational twinning, we 
spent three extremely busy days, 
September 16, 17 and 18, visiting 
hospitals, the premises of the Red 
Cross, and attending meetings not 
only with the board of directors of 
the Asociaciòn Nicaragüense de 
Hemofilia (ANH) but also with 
patients and their families, the 
executive director and the 
president of the Red Cross and 
even the secretary general of the 
National Blood Authority of 
Nicaragua's Department of Health.
Here is what we learned:
• Nicaragua has a public health 
system and all citizens have access 
to free care in hospital. For the 
more affluent, there are several 
private hospitals with superior 
equipment and services.
• Care for hemophiliacs is provided 
by the Red Cross (a not-for-profit 
humanitarian organization funded 
mainly by donations from other 
countries), as this is where the 
expertise is — the Executive Director 
of the Red Cross is a hematologist 
specializing in hemostasis. Also,
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the Red Cross provides meals and 
accommodation on weekdays for 
hemophiliacs experiencing bleeds.
• Care is very rudimentary: 
normally fresh frozen plasma and 
cryoprecipitate. Small amounts of 
factor concentrates are occasionally 
available, when donations arrive 
from the WFH.
• There is no multidisciplinary team 
(not even a physiotherapist), but a 
dentist is available part time to 
provide dental care. 
• Hospital care for hemophiliacs is 
completely inadequate (lack of 
expertise in hemostasis).
• Diagnostic errors are numerous, 
due to lack of training but also 
sometimes due to the shortage of 
reagents needed to adequately 
perform and interpret tests. 
• Hemophiliacs, their families and 
the Executive Director of the Red 
Cross would like to set up a 
hemophilia treatment centre on the 
Red Cross premises.
• Our first impression is that the 
Minister of Health would prefer 
hemophiliacs be treated through 
the public system, that is, in 
hospitals.

• The Executive Director of the Red 
Cross is extremely sympathetic to 
the cause of hemophiliacs and 
wants to provide them the best 
possible care.
• The members of the board of 
directors of the ANH are very 
motivated to get things moving.
The main objective of the twinning 
partnership will be to help the NAH 
do the following:
• Build a solid organizational 
structure.
• Increase the association's ability 
to lobby Department of Health 
authorities.
• Organize educational workshops 
for association members.
• Advocate for better care for the 
country's hemophiliacs.

As these objectives seem realistic, 
we developed an appropriate action 
plan. We have high hopes that with 
the backing and financial support 
of the WFH, the CHSQ - ANH 
organizational twinning will 
generate many fine achievements 
and be crowned with success at 
the end of its four-year term.
In closing, I would like to thank 
Geneviève Beauregard and Luisa 
Durante for their commitment and 
their outstanding contributions 
throughout this assessment visit. 
And I also want to extend heartfelt 
thanks to Javier, Engels, Dr. Berrios, 
Jose (our chauffeur) and the entire 
ANH team for their warm welcome 
and their collaboration throughout 
our stay.
¡Hasta la proxima! §

echodufacteur@schq.org

by
François Laroche
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A WORD FROM THE 
EDITOR

With 2012 barely over, we've 
already been working on 
organizing the 2013 program 
during the past few weeks. All the 
activities organized last year will 
be back again this year along with 
a few new ones, including a family 
walk to fund the CHSQ, which will 
take place on Sunday, May 19, in 
Montreal. More information on this 
subject will be sent soon. In the 
meantime, I invite you to reserve 
this date in your agenda!

Following a recommendation by 
the Program Committee, the Board 
of Directors endorsed a resolution 
to slightly increase (in the order of 
10%) the contribution of members 
for its activities. Since the cost of 
organizing activities is more and 
more expensive and there hasn't 
been any adjustment to members' 
contributions since 2008, the 
portion of the cost covered by the 
CHSQ has greatly increased. This 
decision is part of the objective to 
offer you high-quality activities that 
meet your needs, while respecting 
our budget.

We are also revising the CHSQ 
membership renewal procedure, in 
order to simplify it. The CHS 
(National organization), in 
collaboration with its provincial 
chapters, launched a large 
recruitment campaign aimed at 
increasing membership in each 
chapter. A redefinition of 
membership categories was also 
foreseen. At the CHSQ Annual 
General Meeting its members will 
have to decide on this option; if the 
CHSQ decides to copy the model 
proposed by the CHS, this portion 
of our General Rules will have to 
be modified.  

I'd also like to welcome Geneviève 
Chartré, our new Public Relations 
and Development Manager, to the 
CHSQ team (yes, another 
Geneviève!). She has an impressive 
background, brilliant skills and a 
charming personality. We're very 
pleased to be able to count on her 
services, notably to develop 
financial autonomy for our 
organization. Good luck, 
Geneviève, in your new position 
and we hope for a long association 
with you. You can read her 
introductory text on page 3. 

And finally, I want to offer you my 
best wishes for 2013. May it be a 
source of happiness, success and, 
above all, health. §
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EDITORIAL

pleasure for me to work on 
organizing the main benefit event 
of the CHSQ, Dance for Life!

Today, I can admit that in the end, 
my back injury had a silver lining 
because without it, I'd be retired, 
since a career in dance doesn't 
last long. Luckily for me, my 
creative side was very developed 
so I was able to reorient myself 
to event planning, first with 
corporations then with for not-
for-profit organizations. After a 
number of years in the business, 
I felt the 
need to work 
for a cause, 
to come to 
the aid of 
people, to 
make a 
difference by 
working for 
something 
bigger and 
more 
important. 
So I began 
my first 
experience 
in 
philanthropy 
with the 
Quebec 
Cystic 
Fibrosis 
Association 
as Major Events Coordinator and 
then as the Regional Coordinator 
for Eastern Quebec. I was 
smitten! I could have been wrong 
and found philanthropic work 
difficult, but no. Making miracles

Dear Members and Friends 
of the CHSQ,
I was very excited when 
I joined the CHSQ team last 
November 5. Three months 
have passed since then and I 
already feel at home. Of course, 
as you can imagine by knowing 
her, my colleague, Geneviève 
Beauregard (Gen B), gave me a 
warm welcome, making things 
much easier for me!
During these past few weeks 
since my arrival I've had the 
opportunity to meet some of 
you on various occasions. 
Whether it be Dance for Life, the 
volunteer appreciation evening 
or meetings with the Board of 
Directors, I've come to realize 
how lucky the CHSQ is to have 
volunteers in its ranks who are 
so dynamic, dedicated and who 
believe in the cause. So I look 
forward to working with you on 
the projects that I’ve been 
entrusted to with. 
As for my background, in 
another life I received university 
training in contemporary dance. 
However, a back injury obliged 
me to change career. Yes, I have 
these things in common with 
my colleague: two beautiful 
children and a passion for 
dance. So it will be a great

happen with next to nothing, 
I liked it! 
After a year's maternity leave for 
my last little one, I had the 
opportunity to work for the 
Montreal Symphonic Orchestra 
as Special Events Project 
Manager for the OSM and its 
foundation. In this role, I had the 
pleasure and huge responsibility 
of organizing, amongst other 
things, the inaugural Grand Gala 
for the Maison Symphonique. 
What an enriching adventure! 
However, after two years with 
the OSM's super fundraising 
team, I missed the health 
services area more and more. 
Culture is essential and enriches 
our society, but I felt that I was 
straying from my original goal 
that led me to work for an NPO: 
contribute to lessening the 
suffering of people living with a 
specific and difficult condition 
by offering them quality care and 
services through financing 
research and the programs 
offered to them. 
Here I am back in this field and 
happy to work for the CHSQ...for 
you! You can be assured that I 
will do all I can to meet your 
expectations and contribute to 
the development of the Quebec 
Chapter of the CHS. 
Don't hesitate to contact me and 
let me know your ideas and 
comments. Collaborative work 
aimed at meeting the needs of 
members is always more 
efficient! Looking forward to 
meeting you. §
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by
Geneviève Chartré
Public Relations and 
Development
Manager

A word from our new Public Relations and 
Development Manager
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on Lake William. A perfect setting 
in which to relax. 
After a good breakfast on Saturday 
morning, the group gathered to 
meet a specialist in bleeding 
disorders in women, Dr. Rochelle 
Winikoff, hematologist responsible 
for the Hémostase au féminin clinic 
at the CHU Sainte-Justine. There 
was an overview of bleeding 
disorders in women, followed by a 
question period. After lunch, 
Patricia Stewart, one of the 
Ambassadors for the program in 
Quebec, presented CODErouge —
 a national program developed by 
the CHS, whose goal is to educate 
the public about the importance of 
proper diagnosis and care for 
women with a bleeding disorder. 
The rest of the afternoon was spent 
in discussions and then a time to 
relax, followed by a succulent 
supper where a lot of laughing and 
exchanges took place. After this 
lovely evening and a good night's 
sleep, Sunday morning was 
dedicated to a stress-management 
workshop using yoga techniques, 
highly appreciated by all 
participants. 
I'd like to thank Dr. Rochelle 
Winikoff for her availability as well 
as her precious collaboration that 
made this meeting a success. 
Thanks also to Patricia Stewart for 
her participation as a presenter as 
well as Nathalie Boudreault, yoga 
teacher and psycho-educational 
consultant, who reminded us all of

CHSQ ACTIVITIES

First of all, I want to take a moment 
to wish you a wonderful year filled 
with happiness, peace and health. 
I'm starting my tenth year with the 
CHSQ and I can assure you that 
following the changes made to the 
organization in 2012, I'm more 
confident than ever that once again 
this year, in collaboration with our 
volunteers, our partners and the 
hemophilia treatment centres, we'll 
be offering you high quality 
activities and services. 
I look forward to be seeing you 
soon. 

Past Activities
Women in Red weekend
Last October 12 to 14, the first 
Women in Red meeting was held at 
L’Auberge du Lac William in Saint-
Ferdinand. Right from the start, the 
chemistry began within the group 
of 15 women who, in large part, 
had an opportunity to participate 
in this activity for the first time. 
Located in a mountainous area, 
covered with a fine layer of snow 
when we arrived, the location was 
magnificent with a spectacular view

gbeauregard@schq.org

the importance of taking a deep 
breath. 
As a result of this activity, we truly 
believe in the importance of getting 
women living with a bleeding disorder 
together. So we plan on holding a 
workshop for girls and women who 
bleed too much during the family 
weekend in March! We hope to see 
you there!
CHSQ volunteer and staff 
recognition evening
Last December 1, the wonderful 
annual CHSQ recognition evening 
was held at the Paris Beurre 
restaurant in Outremont. This evening 
is a special moment for the 
organization to recognize the work 
and dedication of its volunteers and 
employees and to thank them, share 
a final evening with them before the 
holiday season begins and start the 
new year with renewed energy.

by
Geneviève Beauregard
Programs and 
Operations
Manager
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during the past year...and to have a bit of fun.
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The CHSQ also thanks everyone 
involved in a committee, in a 
working group or in one of the 
organization's activities and who 
couldn't be present for this evening. 
We hope you can join us in 2013!

2012-2013 Scholarships
The goal of the scholarship 
program is to encourage young 
people with a bleeding disorder to 
continue their collegial, university 
or vocational studies and also to

encourage people with a bleeding 
disorder to return to studies or take 
a professional training program. 
Last November, the scholarship 
committee met to evaluate the 
applications received. Four students 
were chosen. Here is what 
receiving a scholarship means to 
each of them.  The application for 
the 2013-2014 scholarships will be 
on our website in March 2013. 
Don't miss this opportunity!

Upcoming Activities
2013 Family Weekend
The next CHSQ key activity, the family 
weekend, will take place on March 
15 to 17. For a second consecutive 
year, we'll gather at the Centre de 
villégiature Jouvence in the Orford 
area. A weekend filled with activities 
and information for everyone living 
with a bleeding disorder. A not-to-
be-missed event!
On the program: 
• A workshop for women living with 
a bleeding disorder  
• A workshop for men or parents of 
a child with a bleeding disorder
• A relaxation workshop
• A one-hour private meeting for 
youngsters from 8 to 15 with none 
other than Dr. Georges-Étienne 
Rivard
• A café-rencontre for caretakers of 
people affected
• A variety of activities for young and 
old
• And a few surprises...
We are presently in the planning 
stages for this great event. More 
details will soon be available in the 
next CHSQ Infoletter, on our 
Facebook page as well as our 
website. The registration form is 
included in this mailing. Better hurry, 
places are limited!
CHSQ Summer Camp
Every year, we invite young people 
16 years of age and over to be part 
of our counselors' team during 
summer camp held for young 
hemophiliacs. 
Preparations are underway for two 
camps for the 2013 summer: the 
regular camp, which will take place 
August 4 to 9, at Camp Trois-
Saumons in the St-Jean-Port-Joli area, 
as well as, for the 2nd time, a camp 
for youngsters with inhibitors 
(location and date to be determined). 
We invite you to join us and live this 
summer experience as a camp 
counselor, which is also great fun! 
You'll find the application form on 
our website and our Facebook page. 
Don't hesitate to contact me 
with any questions at 
gbeauregard@schq.org or phone me 
at  515 848-0666, local 21 or, toll-
free, 1 877-870-0666 local 21. §

CHSQ ACTIVITIES (cont’d)

As a recipient of a 2012 
CHSQ scholarship, I'd 
like to thank the Canadian 
Hemophilia Society - 
Quebec Chapter, as well 
as its partners, for this 
generous financial aid. 
Thank you for making 
things easier through your 
encouragement. This 
scholarship will lighten 
the financial load of my 
studies and allow me to 
stay concentrated on my 
primary goal: to succeed 
in my studies and become 
a good nurse.

Thank you so very much.

2012-2013 Scholarship Recipients

I am presently studying in my final 
year in Natural Sciences, with 
concentrations in health and life 
sciences, at the CEGEP de Thetford. 
In the coming year, I hope to study 
medicine or possibly the 
pharmaceutical field. Besides having 
inspired my career choice by 
highlighting the importance of 
research during its activities, the 
CHSQ, through the support of a 
scholarship, offers me considerable 
financial support for my lengthy 
university studies to come. 

It will allow me to concentrate on 
scholastic achievement rather than 
on my financial needs. Thus I'll be 
better able to fully take part in my 
future university program. I want to 
thank the CHSQ, as well as its 
partners, for the support they offer 
to students living with a bleeding 
disorder.

Receiving a scholarship from 
the CHSQ is a very satisfying 
accomplishment. This 
scholarship will help and 
incite me to continue my 
university studies in Sports 
Nutrition. I would like to 
thank the CHSQ and its 
partners for their support and 
generosity to me, along with 
the other scholarship winners. 

I encourage all students 
living with a bleeding 
disorder to submit an 
application. As a student, you 
can't ask for more than this 
kind of support, in 
recognition of your efforts, 
to be encouraged to persevere 
in your studies.

I was very honoured to receive a scholarship from CHSQ. As a native of the 
Magdalen Islands, I had to leave my region last year to follow my studies in 
Legal Technician at the CEGEP Garneau in Quebec city. Obviously, this move 
incurred major expenses, which means I appreciate getting this scholarship. 
After my collegial studies, I intend on studying to be a notary at university. It's 
very motivating to get financial support from this organization. It allows me 
to spend more time concentrating on my studies. 

Having had to deal with many symptoms since my childhood, in particular 
nosebleeds and bruising, without knowing what was wrong, I was only diagnosed 
with a bleeding disorder last summer. It was a shock to learn this, but I was 
very reassured when I found out about the CHSQ. Your Internet site clearly 
explained what von Willebrand Disease was. It was also interesting to be able 
to read the personal stories. Shelley Mountain's touched me in particular, since 
people in my family have also had a tendency to be 'bleeders' for a few 
generations. 

I'd like to thank the CHSQ for having helped me better understand my disorder, 
but also for the help that you give hemophiliacs in their daily lives. The 
generosity of organizations like yours and your donors is very appreciated.

Sandra 
Syriani

Alex 
Paré

Anaïs 
Paré

Sara-Julie 
Turbide
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RARE BLEEDING DISORDERS’ CORNER
Living with a severe deficit in Factor I (fibrinogen)

hematomas and bleeds into 
certain joints. The treatment 
consisted of intravenous injections 
of fibrinogen in the form of 
concentrates or cryoprecipitate. 
I was just getting to know my 
brother when tragedy struck our 
family following an accidental fall 
from a swing that led to my 
brother's death at the age of three 
from an intracranial hemorrhage. 
It was horribly painful for our 
family and left many scars. From 
that moment on, my mother 
developed a severe phobia about 
losing her two remaining 
daughters, and became over-
protective. This tragedy was the 
first in a long series of grieving 
that this disease inflicted on me. 
Apart from the physical suffering 
that this disease caused, 
psychological suffering began to 
be a large part of my life as I aged. 
Since I couldn't take part in sports 
at school, I was a victim of 
rejection and ridicule by other 
students, which wasn't easy to 
accept and live with. So I had to 
learn to deal with my disease very 
early in my life and had a second 
period of grieving, that of not 
having a normal life like everyone 
else. In adolescence and the 
arrival of my first menstrual 
periods, which were accompanied 
by heavy bleeding, my doctor 
prescribed contraceptive  
hormones in order to lessen the 
bleeding. 
When I was 16, I visited Sainte-
Justine's Hospital in the big city 
of Montreal in order to meet 
Dr. Rivard and begin prophylactic 
treatment. During this stay, I had 
surgery for my appendix which 
ruptured during the operation, 
leading to 10 days of 
hospitalization. I was also 
informed that it would be 
impossible for me to have 
children, which was my third 
grieving period and, of course, the

Most rare bleeding disorders 
are autosomal recessive, meaning 
that the disease manifests in a 
person who carries both copies 
of the abnormal gene 
(homozygote), one of the genes 
being inherited from the father 
and the other from the mother. 
People who have one defective 
copy of the gene are called 
carriers or heterozygotes and are 
generally asymptomatic, their 
factor level often being 50%. Thus 
children where both parents are 
carriers have a 25% chance of 
being affected by the disease, a 
50% chance of being a carrier of 
the disease and a 25% chance of 
being perfectly normal. 
The defective genes in rare 
bleeding disorders are located on 
chromosomes that are not 
responsible for the sex of the 
child, contrary to hemophilia A 
and B. Consequently, girls and 
boys can be affected equally.
In general, rare bleeding disorders 
are fairly unheard of, these 
diseases affecting on average 1 
person in 1 million in the world. 
This said, in certain Muslim 
countries, like Saudi Arabia or 
Iran and more specifically, within 
certain tribes, rare bleeding 
disorders are more frequent with 
incidences that can attain up to 
100 people in 1million (or 1 
person in 10,000, if you prefer). 
Consanguineous marriages 
(between people from the same 
families) are the origin of this 
phenomena since in these

countries, over 50% of marriages 
are consanguineous. 
With the help of Claudine Amesse, 
pivot-nurse at the CHU Sainte-
Justine, I met Guylaine Proulx who 
generously agreed to share her 
story with us. 

***
Born in Rimouski in 1963, the first 
symptoms of my disease appeared 
soon after my birth with profuse 
bleeding from my navel. Since my 
brother suffered from 
afibrinogenemia, meaning a 
severe deficit in factor I 
(fibrinogen), the doctors didn't 
have to look 
too far and I 
was 
diagnosed 
with the 
same disease 
as my 
brother. My 
parents 
hadn't 
finished with 
this disease, 
since my 
younger 
sister was 
also born 
with it. Three 
for three, my 
parents were 
really unlucky... A few years later, 
genealogical and genetic studies 
showed that their union was 
consanguineous, which explained 
everything. 
At that time, prophylactic 
treatment didn't exist; my parents 
had to go to the hospital in 
Rimouski to meet Dr. Masson, the 
pediatrician, to treat every bleed 
for each one of us. My parents 
must have been some of the most 
recognized people there, since we 
were there about once a week for 
me or for my brother. The most 
frequent bleeds I had when I was 
a child were nosebleeds,

by
Sébastien Bédard

echodufacteur@schq.org
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A MOMENT TO REFLECT

"Experience is that wonder thing that allows you to recognize 
a mistake when you make it again."

F. P. Jones

most difficult to accept. This new 
reality was later the origin of 
many romantic breakups, 
because what man would want 
a woman who couldn't have 
children?
I completed my studies to become 
a teacher specialized in primary 
grade learning difficulties and, 
more recently, in profound 
deficiencies in secondary school 
aged children. At the age of 30, 
when I had just married the love 
of my life, I had a stroke whose 
origin was an intracranial bleed 
in the cerebellum zone, causing 
partial paralysis as well as the 
loss of sensitivity in certain limbs. 
My readaptation lasted almost a 
year, during which time I had to 
relearn how to do things that 
seemed so easy beforehand, like 
walking. This challenge made me 
fear that I'd lose the man I loved, 
would he agree to live with a 
handicapped woman?
A while after recuperating from 
this latest challenge, I learned 
I was infected with hepatitis C 
and that my liver was fragile, 
again, another time of grieving. 
All of this suffering led me in 1997 
to fall into a deep depression. In 
1999, I underwent a total 
hysterectomy and this time any 
hope of having children, no 
matter how minimal, 
disappeared. In 2000, Claudine 
Amesse convinced me to learn 
how to infuse myself at home, 
which I've been doing ever since.

Then in 2004, my husband and I 
adopted our son from Cambodia 
when he was only 7 months old. 
Finally, at the age of 41, my dream 
to be a mother came true... What 
joy! Unfortunately, this happiness 
was overshadowed when, 
10 months later, my husband 
learned that he had prostate 
cancer. From that moment on, a 
long combat ensued, one he lost 
in 2011.
My disease has left a number of 
physical and psychological scars 
that cause me suffering even 
today. The child I had so desired

brings so much to me. He is my 
hope, he's all I have... I want to 
thank the marvellous team at the 
HTC from CHU Sainte-Justine and 
in particular Claudine Amesse, 
Dr. Rivard and Dr. St-Louis for 
their support and excellent work 
throughout all these years. I also 
want to thank Dr. André 
Aboussafy from Amqui, since I 
was able to improve my quality of 
life thanks to his efforts. 
Today, thanks to my friends Nicole 
Gallant and Julie Plante, I can lead 
a normal life by doing home-
infusion. §

RARE BLEEDING DISORDERS’ CORNER (cont’d)

Guylaine Proulx has kept her smile despite 
the  obstacles  she's  encountered both 
during her childhood and as an adult.
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recommendations of the medical 
team in terms of their choice of 
sporting activities and the 
frequency of prophylactic infusions. 
Suzanne identified the main 
reasons for this risky behaviour. 
The lack of comprehension of the 
disease was 
one of the 
explanations 
that frequently 
occurred, 
particularly on 
the part of the 
patient. Nurses 
realized that 
their teaching 
was addressed 
mainly to 
parents when 
the diagnosis 
occurred and 
during the years 
that followed. 
The 
disappointment 
of not being 
able to practice 
a sporting 
activity for 
health reasons 
was certainly a 
cause for 
feelings of 
sadness or 
anger. Suzanne helped our 
youngsters understand the benefits 
they got from taking part in this 
'forbidden' sport, and then find an 
alternative that would allow them 
to get similar benefits (theatre, 
music groups, bike clubs, etc.).
The lack of adherence to the 
frequency of infusing 
recommended prophylactic factor 
concentrate and the practice of 
risky activities are often associated 
with denial, an unconscious 
defence mechanism used to avoid 
suffering. Suzanne worked hard to 
make patients realize that they 
were putting themselves in danger 
by denying their status. She helped 
them find a healthy way to integrate 
their bleeding disorder into their 
daily lives.

Our dear Suzanne Douesnard, 
licensed psychologist at the CHU 
Sainte-Justine Hemostasis Centre 
for over 30 years, left at the end of 
December 2012 for a well-earned 
retirement.  
Right from the start of her career, 
Suzanne stood out by integrating 
transparency into her relations with 
her patients and their families living 
with diseases whose prognosis was 
grim. She was one of the only 
professionals who had the courage 
to talk about this very delicate 
subject directly with the person 
concerned and his or her family. 
When the tainted blood crisis arose, 
many patients learned of their 
seropositive status with a virus that 
could lead to AIDS. Suzanne 
accepted the mandate of 
supporting these patients and their 
families by managing this horrible 
disease that added to their bleeding 
disorder. She accepted this 
challenge by encouraging patients 
and their families to talk openly 
amongst themselves about their 
status and, if possible, with 
important people in their lives in 
order to allow them to share this 
heavy load. 
Over the years, Suzanne has 
become the resource psychologist 
at the hemostasis centre. While the 
danger of contracting HIV 
progressively diminished, she still 
received many requests for 
consultations for patients living 
with a bleeding disorder. The most 
frequent motives were 
manifestations of sadness, anger, 
isolation and the fear of needles, a 
low tendency to adhere to the

HEMOPHILIA TREATMENT CENTRES’ CORNER
Suzanne Douesnard, hemophilia treatment centre psychologist 

for over 30 years: a model to be copied!
She was also enthusiastically 
involved in the development of the 
clinic education days for severe 
hemophiliacs. By regrouping 
medical appointments for 
adolescents with a severe bleeding 
disorder on the same day, we were 
able to meet the teens as a group, 
while continuing to see them 
individually. There was an 
educational workshop animated by 
the nurse and the physiotherapist 
and a discussion workshop led by 
the psychologist and the social 
worker. These educational days for 
teens with a severe bleeding 
disorder led to our team developing 
'dedicated days'. These days are 
designed on the same model with 
a few differences. They target 
children of all ages and then a 
workshop for parents, led by social 
workers, was added. The biggest 
innovation was to educate babies 
at the same time as their parents 
and offer them activities related to 
building their body image. Thus 
Suzanne contributed to establishing 
the clinic mode of functioning that 
allows various professionals to 
prevent psychological suffering in 
patients and their parents and this 
from childhood into adulthood. 

Suzanne also met the very specific 
needs of our clientele. Many young 
women receiving a diagnosis as a 
carrier of hemophilia were invited 
to meet with her the very day the 
doctor made the announcement in 
order to soften the shock of this 
news. 
She also met with couples living 
with the difficult decision of trying

As the pivot 

clinic nurse for 

over twenty 

years in a 

hemostasis 

centre, I simply 

can't imagine 

how I could 

bring full care to 

my patients 

without the 

constant 

support of the 

psychologist 

from our team.

by 
Claudine Amesse
Pivot Nurse
CHU Sainte-Justine
Hemostasis Centre

claudine_amesse@ssss.gouv.qc.ca

Suzanne 
Douesnard taking 
a well-earned 
retirement, after 
working for over 
30 years as a 
psychologist at 
CHU Sainte-
Justine.
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My big boy has reached an 
important stage in his life, starting 
secondary school. Benjamin has 
hemophilia with inhibitors. His 
target joints are, unfortunately, his 
ankles, which are very damaged 
because of numerous hemarthrosis. 
Following a bleed, he often has to 
use a wheelchair for a number of 
weeks. For this reason, the school 
that was best adapted to his needs 
was far from our home, which 
meant that his friends wouldn't be 
with him and so he wouldn't know 
any other students. 
We all remember our first day at 
secondary school, our emotions 
wavering between stress and joy. 
This is also what my son felt but, 
above all, he was worried about 
having to start school on his four 
wheels instead of his two legs...and 
so stand out in the crowd!
Luck smiled on him, and he didn't 
have a bleed before classes began. 
He could walk! The school was 
large. We visited it beforehand to 
develop a strategy in order to lessen 
his movements between 
classrooms and his locker. 
The school principal was aware of 
Benjamin's state and offered to 
help as much as possible. In 
primary school, Benjamin had a 
companion for his movements, but 
for secondary school, we wanted 
to end this in order to encourage 
his autonomy, his sense of 
responsibility and to increase his 
self-confidence. Benjamin 
demanded this. While this service 
was very helpful considering the 
frequency of his bleeds, he needed 
more freedom and was now at an 
age to better understand how to 
prevent and care for a bleed.

INHIBITORS CORNER
Starting Secondary School

During the first month, Benjamin 
adapted relatively well. Fairly 
solitary, it was difficult for him to 
mix with groups of students, but he 
seemed to enjoy his school. What's 
more, he was fortunate to be part 
of an enriched group, which meant 
that the students in his class were 
less boisterous.  
At the end of September, Benjamin 
had a light iliopsoas bleed, so he 
couldn't walk for a few days. I still 
wonder if walking around so much 
on a weak muscular frame could 
have provoked an iliopsoas bleed. 
I don't know. One thing for sure, he 
understood that day, he had to use 
his wheelchair in school. He didn't 
want to and I could see the concern 
in his eyes. He didn't want the others 
to see him as different. Benjamin 
hadn't yet explained his condition 
to the students in his class, which 
he'd been planning to do at the start 
of the year. So you can understand 
that his friends were wondering 
what was going on when they saw 
him, from one day to the next, 
getting around in a wheelchair. But 
he didn't have a choice and so he 
'rolled' into school that day. Thus 
in this way, he could explain 
hemophilia to the students in his 
class. The ice was now broken! He 
felt a lot better afterwards. 
Since then, Benjamin has had a few 
ankle bleeds. It's hard walking along 
those long hallways, however he 
gets there slowly but surely. I'm 
always impressed with his ability to 
adapt. Sometimes he forgets that 
he can walk when he progressively 
gets back to it. 
When needed, he can get help from 
special education technicians. 
What's more, he takes the adapted 
bus to school that picks him up and 
brings him back to the house, music 
and heat as a bonus! We really get 
good service from our school 
commission. 
Finally, I was apprehensive about 
this autumn, but Benjamin did his 
job well and, while he still doesn't 
like to do homework, he really likes 
his new school and his new 
friends! §

to get pregnant despite the risk of 
hemophilia. Women suffering 
from heavy menstrual bleeding 
have also been welcomed by 
Suzanne at a time when their lives 
were affected. 

Suzanne not only invested body 
and soul into all these clinical 
projects in order to improve the 
care offered to patients and their 
families by the interdisciplinary 
team at the hemostasis centre, 
she was also involved in the 
Canadian Hemophilia Society by 
agreeing to be a speaker during 
various events and participating 
in the revision of educational 
documents. She presented as co-
author, on two occasions, for 
poster presentations at the World 
Federation of Hemophilia 
Congress on educational days. 
Suzanne generously shared the 
knowledge she had acquired over 
her career with the other members 
of the team. She led our 
multidisciplinary team into 
becoming an interdisciplinary 
team by encouraging us to share 
a common objective for a patient 
and his/her family from each 
professional's individual 
viewpoint. 
All this, without forgetting that 
she managed to transmit her 
passion to the incoming 
psychologists at the CHU Sainte-
Justine for the hemostasis centre. 
As the pivot clinic nurse for over 
twenty years in a hemostasis 
centre, I simply can't imagine how 
I could bring full care to my 
patients without the constant 
support of the psychologist from 
our team. I was privileged for all 
these years, knowing that many 
teams working in hereditary 
bleeding disorder treatment 
centres don't have the chance to 
count on a psychologist.
She leaves us with the heritage 
of a model to be followed and 
applied in all hereditary bleeding 
disorder treatment centres around 
the world. §

HTC’s CORNER 
(cont’d)

by
Magalie Rinfret

echodufacteur@schq.org



10

Allow me to begin my column 
by taking this time to wish each 
of you a wonderful 2013 filled with 
health, happiness and peace! The 
start of a new year is the moment 
to make certain resolutions and 
I'm no different from anyone else. 
This year, my resolution is to be 
more Zen. To do this, a certain 
degree of organization is 
unquestionably needed. This is 
what gave me the idea for this 
column. 
I remember the many visits to the 
emergency room when I wasn't 
able to do home infusion with my 
children. Whether due to an injury 
or a spontaneous bleed, when you 
have to go, better to be prepared! 
So I thought I'd do a bit of research 
in order to find ways to make the 
visit easier for both parents and 
children.  

The first point I'd like to deal 
with is to BE PREPARED! 
Being prepared simply means to 
be ready since, as parents of a 
child with a bleeding disorder, 
you'll most likely be obliged to go 
there eventually. And most likely, 
this child will rarely get hurt 
between 8 am and 4 pm from 
Monday to Friday, so it's very 
useful to have a little surprise bag 
prepared that will be ready to go. 
I'm talking here about a bag 
containing a snack, change for the 
coffee machines (for Mom or Dad 
of course), little toys, a favourite 
toy or security blanket, in short, 
anything to help pass the time and 
keep the little one busy.  

Second point: STAY CALM!
Easy to say, I know! But I've 
learned with time that our kids are

PARENTS’ CORNER

by
Lisa-Marie Mathieu

echodufacteur@schq.org

Surviving a visit to the ER
emotional sponges. Imagine the 
scene: sonny is calmly playing in 
his room (jumping on the bed) and 
it happens: he falls and hits his 
head on the wood floor. Your heart 
skips a beat and you call the 
hematologist on-call who suggests 
you go to the emergency room 
since it's 8 pm and the hemophilia 
centre is closed. You run around 
trying to prepare a bag of diapers 
(here's where the prepared bag 
comes in handy), dress your little 
one and dress yourself. You drive 
as fast as possible to get to the 
hospital and once there, you're in 
worse shape than your child who 
you've brought for consultation. 
Your heart beats a mile a minute, 
you're out of breath and what's 
more, the person sitting beside you 
in the emergency waiting room 
decides that it would be the perfect 
time (without demanding your 
participation) to start a debate on 
the legalization of certain 
substances (true story!). 
You get through to triage and 
explain your situation to the nurse 
(very sympathetic) who tells you 
that there's a long wait time given 
the generally healthy state of your 
child. You understand that she 
doesn't know about hemophilia 
and its risks: so you take out your 
magic card: Factor First! They send 
you back to the waiting room to 
be immediately called to a room 
where another (pleasant) nurse 
awaits you. 
When the moment (finally) comes 
for the infusion, you're shivering 
like a leaf because you have a 
phobia of needles. You fix the 
nurse with a look that says if she 
misses, she'll have to deal with 
you... The child feels your stress 
about the infusion and risks getting 
the message that an infusion must 
be 'dangerous' or at least very 
unpleasant, since mommy (or 
daddy) is in such a state of 
agitation. 
Controlling your emotions certainly 
isn't easy when your child is 
suffering and needs an infusion.

However, in the long run, the child 
will have to live with these infusions 
for the rest of his life. Isn't it more 
beneficial for him not to fear them? 
You have to find the positive side 
in every situation and help the child 
see the good side of things. This 
infusion will help relieve his pain 
much more than it will hurt him! 

Third point: MAKE ALLIES in 
the emergency room!
Since you'll be obliged to go there 
fairly regularly (depending on your 
child's bleeding disorder and his 
recklessness), you might as well get 
used to the place and those who 
work there! In the case of our 
daughter, she's often treated by the 
same nurse: Renée! They've 
become partners to the point where 
our daughter looks forward to going 
to the ER because she misses her... 
In the same vein, remember that if 
you're pleasant with the personnel, 
it's rare that they won't return this. 
They're there to help us and 
sometimes they can't find a vein on 
the first try either. So, if we react 
well, our next visit to the same 
emergency room, and often with 
the same personnel, risks being 
much smoother than if we suggest 
they go back to relearn their 
technique! 
These tips aren't infallible, but they 
come from parents of children with 
bleeding disorders who've been 
through these situations. For those 
who aren't already doing home-
care, I sincerely hope that these tips 
will be useful. 
A visit to the emergency room 
certainly isn't your or your child's 
favourite activity, but since you can't 
avoid it, might as well make it as 
pleasant as possible! §

Editor’s Note : For more tips, see 
the CHS Passport to Well-being 
program Navigating the ER at:
www.hemophilia.ca/en/support-
and-education/passport-to-well-
being/navigating-the-er
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FUNDRAISING

First of all, your participation in 
our activities is essential and 
constitutes our reason for being. 
Secondly, your financial 
contribution, no matter how small, 
is important to ensure the 
continuity of our organization. 

At this start of 2013, we sincerely 
hope that you will take part in our 
annual New Blood campaign. 
Documentation was sent to you 
in late November. 

For any information, consult our 
website or contact us at 
514 848-0666, local 22 or, toll 
free, at 1 877 870-0666, local 
22. 

Your donation can make a 
difference!

Upcoming benefit 
activities calendar

Bowl-a-thon in Contrecoeur
The 3rd edition of the Contrecoeur 
Bowl-a-thon will be held 
February 9, 2013. This event is 
organized by the Bouchard family, 
and will take place at the 
Contrecoeur Bowling Alley located 
at 4865 Rue l'Heureux, in 
Contrecoeur. 

This year, considering the 
popularity of this event, two time 
slots are available, either from 1pm 
to 4pm or from 6pm to 9pm. 

Tickets are $15 each. All profits 
go to the CHSQ.

A revue of past and 
ongoing activities  

2012 Dance for life
The 6th edition of the annual CHSQ 
benefit show Dance for life was 
held last November 5, at Gesù Hall. 
With Martin Laroche acting as MC, 
the evening was a great success 
thanks, amongst other things, to 
the presence of some 200 
spectators. The volunteer 
participation of a number of 
dancers, as well as the singer 
Cavelle-Nell Romeo, was also part 
of this success.

The silent auction, new in 2012, 
helped raise hundreds of dollars. 
We'd like to thank our partners, 
sponsors, suppliers, dancers, 
singers and the volunteers for their 
generosity and availability. We 
couldn't do it without you!

A new and improved formula will 
be offered in 2013 for our 
7th edition, which will be held in 
November. See you there!

2012-2013 New Blood 
Campaign
The CHSQ counts on its public and 
private partners to pursue its 
mission, but also on the support 
of its members and friends. In 
order to be able to offer you quality 
programs and activities, we need 
your collaboration.

For information or reservations, 
please contact us at 
1 877 870-0666, local 22 
or by email at info@schq.org.

Casino and Dance Evening 
Do you have a talent for games or 
are dying to let loose on the dance 
floor? A casino and evening of 
dancing will take place on May 
31. This event, organized by the 
Aumais-Perrier family, will take 
place starting at 7 pm at the Centre 
Marcel-Dulude in Saint-Bruno. 

Tickets cost $50 for the whole 
evening (casino and dancing) or 
$20 for the dance only. All profits 
from this evening will go to the 
CHSQ. 

For information, please contact us 
at 1 877 870-0666, local 22 or 
by email at info@schq.org.

New Activity! The CHSQ 
Family Walk
On May 19, join us for the first 
edition of the CHSQ Family Walk, 
which will take place at Parc 
Maisonneuve in Montreal. 

We will send you the details shortly. 
In the meantime, do not hesitate 
to contact us with any questions. 
This is a not-to-be-missed event!

Get involved for a good 
cause!  
Would you like to get involved for 
a good cause? You too can 
organize a fundraising activity in 
profit of the CHSQ. Whether it be 
a Bowl-a-thon, a show, a casino 
evening, a golf tournament, or a 
garage sale, you can do it...and our 
team can help you!

Contact us to share your ideas and 
we can guide you through the 
process of organizing your activity. 

An easy way to gather your friends 
together, while supporting an 
organization that needs you to 
ensure its financial viability. 

For more information, contact 
Geneviève Chartré: 
514 848-0666 / 1 877 870-0666, 
local 22 or by email at 
gchartre@schq.org. §

gchartre@schq.org

by
Geneviève Chartré
Public Relations and 
Development
Manager



Biogen Idec seeks approval 
for hemophilia B drug

Biogen Idec Inc. has applied to the 
Food and Drug Administration for 
approval to market a new treatment 
for hemophilia B, the Weston 
biotechnology company said Friday.

Hemophilia B is a rare inherited 
disease that keeps patients' blood 
from clotting and can cause 
bleeding, joint damage and life-
threatening hemorrhages. Biogen 
Idec said it submitted its biologics 
license application to the FDA 
recently and expects a decision 
some time this year. It is the first 
product in a class of clotting 
therapies the company is 
developing.

Biogen Idec said it is on track to 
submit a similar application for a 
drug to treat another form of the 
disease, hemophilia A, in the first 
quarter of this year.

www.boston.com/businessupdates/
2013/01/04/biogen-idec-seeks-fda-
approval-for-new-therapy-that-treats-
hemophilia/TKYsVHdSyKRZ2pcAvnERrI/
story.html

IN A WORD
Editor’s Note: This product looks 
like it will be first on the market in 
the longer half-life class.

Source: Robert Weisman, Globe Staff  

- F.L.

CHSQ Psychological support 
service  

Following the needs assessment of 
members done in 2008, and to 
meet a request that was clearly 
expressed, the CHSQ set up a 
phone service — totally free of 
charge — to access psychological 
help.  While this service has existed 
for almost five years, it has seen 
very little use. 

Whether it be to discuss your 
concerns about hemophilia, 
inhibitors, rare bleeding disorders, 
your status as a carrier, your 
serological status (HIV, HBV, HCV), 
etc, don't hesitate to call on this 
service, which is totally 
confidential, and is offered by a 
certified psychologist. 

For more information about this 
psychological support service or to

make an appointment with the 
psychologist, contact Geneviève 
Beauregard at 514-848-0666, 
local 21 or, toll free, 
1-877-870-0666, local 21.  

- F.L.

Modifications to the Quebec 
Pension Plan

Starting January 1, 2013, a number 
of modifications to the Quebec 
Pension Plan will come into effect. 
Here is the link to the December 13 
issue of the magazine Liaison RRQ 
where you'll find all kinds of 
information that, while it may not 
concern all people with handicaps, 
is interesting to know: 
www.rrq.gouv.qc.ca/fr/services/
depeches/magazine/edition_49/
Pages/sommaire.aspx

To consult the website dealing with 
handicapped children: 
www.rrq.gouv.qc.ca/fr/services/
depeches/magazine/edition_47/
Pages/sommaire.aspx.

Source: L'Association du Québec pour 
l’intégration sociale

- G.C.

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

these pharmaceutical companies:


