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The launch of the 2013 Entraide 
campaign, under the theme 
Changeons la donne, took place last 
September 10 in Quebec City and 
September 17 in Montreal, with 
Fred Pellerin, a well-known Quebec 
storyteller, present. Provincial 
spokesperson for the campaign for 
the past eight years, he presented 
the 2013 promotional video, telling 
a story about caring for others as 
only he can, and encouraged 
Quebec public service employees 
to be generous! 
Under the co-presidency of Lucie 
Martineau, President of the Syndicat 
de la fonction publique du Québec, 
and Denys Jean, Executive Director 
of the Régie des rentes du Québec, 
the goal of the 2013 Entraide 
campaign is to raise 7.4 million 
dollars from Quebec public servants 
and this, to benefit three community 
organizations: Centraide, the 
Canadian Red Cross - Quebec 
Division and HealthPartners-
Quebec and its 16 members, 
including the CHSQ. 
At the request of the new Executive 
Director of HealthPartners-Quebec, 
Johanne Giguère, I had the 
opportunity to speak during the

LAUNCH OF THE 2013 ENTRAIDE CAMPAIGN
launch in Quebec City, relating a 
few anecdotes of my history of 
living with hemophilia. I also 
presented the CHSQ, as well as the 
activities and services it offers. 
Finally, I stressed the importance 
of supporting HealthPartners-
Quebec during this important 
fundraising campaign since the 
CHSQ receives a share of the 
donations that are given. If you 
know people in the public service 
sector, spread the word! 

For more information about the 
2013 Entraide campaign,

see the Web site:
www.entraide.gouv.qc.ca/
campagne-2013.

And finally, HealthPartners-Quebec 
is always looking for spokespeople 
willing to speak about their issues 
from all regions in Quebec, but in 
particular from Montreal and Quebec 
City. 
If you're interested, please contact 
Geneviève Chartré, CHSQ Public 
Relations and Development 
Manager at 514 848-0666, toll free 
at 1-877-870-0666, local 22 or by 
email: gchartre@schq.org. §

echodufacteur@schq.org

by
François Laroche

Michel Léveillé, Executive Director, Canadian Red Cross – Quebec Division;
Gabrielle Pharand-Rancourt, volunteer and recipient, Canadian Red Cross – Quebec Division;
Martin Munger, Executive Director, Kidney Foundation of Canada – Quebec Division;
François Laroche, President, Canadian Hemophilia Society – Quebec Chapter;
Jacques Dumont, volunteer and recipient, Café rencontre du Centre-Ville;
Pierre Métivier, CEO, Centraide, Quebec and Chaudières-Appalaches;
Fred Pellerin, Storyteller, 2013 Entraide Campaign Spokeperson.
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A WORD FROM THE 
EDITOR-IN-CHIEF

I was one of 150 participants at 
Rendez-vous 2013 held in Winnipeg, 
May 24, 25 and 26. Once again, this 
event was a huge success and the 
topics discussed in the medical and 
scientific symposium were extremely 
interesting. I particularly enjoyed the 
Friday morning session on medical 
perspectives with presentations on 
personalizing prophylaxis, longer 
half-life clotting factor concentrates 
(and the debate that followed) and 
gene therapy.
The presentation by Dr. Victor 
Blanchette entitled, Personalizing 
prophylaxis: pharmacokinetic vs. 
weight-based dosing, forced us to 
consider the tremendous costs of 
long-term prophylaxis and hence the 
importance of optimizing treatment 
regimens based on the patient's 
weight and the pharmacokinetics of 
the different antihemophilic products 
on the market. Given 
pharmacokinetics and recovery rate, 
for example, a factor VIII concentrate 
can have a half-life of 9 to 12 hours, 
whereas factor IX has a half-life of 
20 to 24 hours, factor VII a half-life 
of 2 to 4 hours and factor XIII a half-
life of 10 to 12 days. This suggests 
that every prophylactic protocol 
should be personalized. But what is 
the ideal dosing to prevent the 
inflammatory “storm” and, in the 
long term, arthropathy? Is higher 
factor dosing but less frequent 
infusions the best option? Or lower 
dosing but more frequent infusions? 
We must also keep in mind that the 
majority of subclinical bleeding, that 
is, bleeding that has not yet caused 
visible symptoms, occurs when the 
trough level drops below 1%. The 
issue is now on the table and the 
question is: Are we using our 
products optimally?

A presentation by Dr. Manuel Carcao 
entitled, Longer half-life clotting factor 
concentrates, followed. Because the 
molecule is smaller, better results 
have been obtained in clinical trials 
with factor IX than with factor VIII 
concentrates, regardless of the 
technology used to obtain the factor-
glycoPEGylation, albumin fusion or 
immunoglobulin fusion. In fact, these 
technologies have made it possible 
to multiply the half-life of factor IX 
by a factor of five, whereas the half-
life of factor VIII is improved at best 
by a factor of 1.6. In addition, clinical 
trials have not demonstrated any 
major adverse effects in patients to 
whom the new factor concentrates 
were administered. In practical terms, 
this means that a person with 
hemophilia B would require only one 
infusion a week, or even one every 
two weeks, and a person with 
hemophilia A could decrease his or 
her infusions from three times to 
twice a week. These products will be 
available very soon in Canada, 
probably within the next year.
In the debate that followed, 
referencing the arrival of longer half-
life products soon to be available on 
the market, Dr. Alfonso Iorio, 
Dr. Georges-Étienne Rivard, David 
Page of the CHS and Christine 
Keilback of the CHS Manitoba Chapter 
looked at two options: Less frequent 
infusions or higher trough levels? The 
panelists reached a consensus: 
probably the ideal solution for patients 
would be to slightly reduce infusion 
frequency while maintaining higher 
trough levels, the aim would be to 
maintain their trough levels above 
5%. In other words, turn severe 
hemophilia into mild hemophilia. 
Again, it's a question of personalizing 
the treatment regimen according to 
pharmacokinetics of the specific 
product concerned and 
pharmacodynamics in the individual 
patient.
I would like to congratulate all the 
organizers, health professionals, 
sponsors and participants who made 
Rendez-vous 2013 such a high-quality 
event. Special thanks to the 
volunteers of the Manitoba Chapter 
for their warm welcome and their 
availability throughout the three days 
of the event. §
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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 1102, 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

FUNDRAISING AND COMMUNICATIONS
Nearly 100 artists will take the stage 
on November 1st at the Corona 
Theatre to put on a great show! 
We want to offer them our heartfelt 
thanks for their precious volunteer 
collaboration: 
AMPLE•MAN Danse, Benoit and 
David Brière, Christina Bodie, Debra 
Brown, Destins croisés, François 
Gravel, Irina Naumenko, James 
Gregg, Quividanse, Stacey Maroske, 
Suite 19, Tina Desrochers, Tripoli 
Studios, Scream Dance Academy, 
Ballet Ouest Centre de danse, l'École 
de danse Cameron, l'École supérieure 
de ballet du Québec and l'Espace du 
Mouvement. 
General admission tickets are $30 
(show only) or VIP tickets at $100 
(cocktail dinner and show). Please 
join us! 
For additional information or to buy 
your tickets, consult the event's 
website at: www.dansezpourlavie.ca 
or contact us at 514-848-0666 or 
toll-free at 1-877-870-0666, local 
24.   

Christmas cards to benefit the 
CHSQ 
In order to diversify our revenues, 
you will soon receive information 
about our Christmas card project to 
benefit the CHSQ. This year, kill two 
birds with one stone! 
By buying your personalized 
Christmas cards through the CHSQ, 
you'll make your family and friends 
happy while contributing to this new 
fundraising activity for your 
organization. 
Check out your emails in October!

CHSQ promotional items
In the same vein, we're looking at 
the possibility of creating an inventory 
of promotional items with the CHSQ 
logo. These items could be sold at 
various events and during the

As you read these lines, I'll soon 
be celebrating my first anniversary 
as a member of the lovely CHSQ 
family. The year just flew by! From 
my point of view, it was incredibly 
enriching, both because of the people 
I've met and everything I've learnt. 
I still have a lot to learn about 
hemophilia, but I now understand 
the reality of your daily lives a bit 
more. Thanks to everyone who 
offered me information on both 
personal and professional level. 
This feeds me and helps me in my 
daily work. 
I'm looking forward to the year 2014 
with great enthusiasm and I hope I'll 
get the pleasure of seeing many of 
you again during our various 
fundraising activities. Your support 
is essential for the continuity of our 
organization and plays a critical role 
in the quality of the programs we 
offer you. 
Thank you for your generosity!

7th edition of the Dance for Life 
benefit evening
The 7th edition of our annual benefit 
evening will take place in a few days. 
This year, a dozen companies and 
professional artists, as well as five 
professional or semi-professional 
caliber dance schools have confirmed 
their presence.

organization's activities, as well as 
during benefit events organized by 
volunteers. 

If you know of any suppliers or have 
ideas for articles or objects that could 
be useful, please let me know by 
contacting me at 514-848-0666, toll-
free at 1-877-870-0666, local 22 or 
by email at gchartre@schq.org. Thanks 
for your precious collaboration! 

The Red, White and You Walk  
Last spring we announced that total 
revenues for the 1st edition of The Red, 
White and You Walk was $16,000. I'm 
happy to be able to announce today 
that we have a final total of $21,000, 
with half of this being from donations 
from the walkers... WOW!!! This is the 
only word I can think of...

Bravo to all who took part, from near 
and far, in the success of this first 
edition. 

Save the date on your agenda for 2014: 
Sunday, May 18, 2014, at the Parc 
Maisonneuve in Montreal (date subject 
to change).

L'Écho du facteur by email
In order to save money for our 
organization while also thinking about 
the environment, the CHSQ wants to 
remind you that you can now receive 
your newsletter, L'Écho du facteur by 
email. Just send us an email at 
info@schq.org indicating the address 
where you want to receive it. 

We encourage you to make this 
gesture that will be doubly beneficial...

Thanks in advance for your 
collaboration. §

gchartre@schq.org

by
Geneviève Chartré
Public Relations and 
Development
Manager
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volunteer assistant counselor from 
CHSQ, two certified animators and 
me, the youngsters got a chance to 
build a rocket with their own hands 
(a real one that they launched into 
the sky!), with the help of an 
animator from the Club scientifique 
Les Débrouillards. 

They also enjoyed other activities 
on the program including 
swimming, sailing, kayaking, 
games around the campfire and not 
to forget, our famous lipdub, a video 
that can be found on the CHSQ 
facebook. 

We can say without hesitation that 
this 2nd edition was a great success. 

Forty-second CHSQ 
Summer Camp 
As for the regular camp, 25 kids 
living with a hereditary bleeding 
disorder, along with their siblings, 
attended the 42nd edition of the 
CHSQ Summer Camp at Camp 
Trois-Saumons from August 4 to 9. 
This year, the group was 
accompanied by Claudine Amesse, 
nurse coordinator at the hemostasis 
centre in CHU Sainte-Justine, 
Hélène Néron, nurse coordinator 
at the Centre de l'hémophilie de

CHSQ ACTIVITIES

With back-to-school finished, 
autumn is here already! I hope you 
all had a lovely summer. We're back 
at work, busy planning our program 
activities for 2014. 

Here is a look at some activities 
from the past few months and a 
quick preview of activities to come. 
Looking forward to seeing you 
again soon!

Past activities
Rendez-vous 2013
Last May, I got the opportunity to 
participate in Rendez-vous 2013, in 
particular to attend the medical 
symposium organized by our 
National chapter, the CHS. It was 
a great way to get up-to-date 
information on treatment and care, 
as well as to hear about the past 
50 years of our organization. 
I want to thank the CHS for holding 
an event of this quality, which 
allows me to share a wide range 
of interesting and stimulating 
information with you through the 
activities that we offer.

Summer camp for kids living 
with inhibitors
For the second year in a row, 
children living with inhibitors got 
the opportunity to attend this 
independent summer camp for four 
days. From July 4 to 7, five 
youngsters, along with their 
siblings, were reunited and shared 
some great times together at the 
Centre de villégiature Jouvence.

Accompanied by Claude Meilleur, 
nurse coordinator at the Quebec 
Reference Centre for Inhibitors, and 
Louisette Baillargeon, nurse 
coordinator from the hemophilia 
treatment centre at CHUS de 
Fleurimont, Kevin Blanchette, a

gbeauregard@schq.org

l'Est du Québec in l'Hôpital de 
l'Enfant-Jésus, Kevin Blanchette, 
volunteer assistant counselor from 
CHSQ, Emily Blanchette, assistant 
to the CHSQ Program Manager and 
me. Five camp monitors led the 
group throughout their stay. 
This year, the older group got to 
experience something new: a day 
and a half of off-site wilderness 
camping. A great experience that 
all the kids want to do again! 
For our hemophilia rally, the 
youngsters divided up into five 
groups of mixed ages. Then they 
had to find clues hidden around the 
campsite that led them to a nurse 
who asked them a question. Once 
they found the right answer, they 
got another clue, and so on until 
the end of the trail. A great activity 
they all enjoyed! 
You'll soon be able to see the video 
clip made by our youngsters on the 
CHSQ Facebook page. Keep an eye 
open for it!
Thanks to all our financial partners, 
to our devoted nurses who are so 
ready to help, to Emily for her 
efficiency and dynamism and to 
Kevin for his smile and contagious 
good mood! His devotion to this 
group is highly appreciated: he's 
like a big brother for these 
youngsters. Without all of you, our 
camps would not be what they are 
today!

by
Geneviève Beauregard
Programs and 
Operations
Manager

Amongst activities on the summer camp program for 
youngsters affected by inhibitors: swimming, sailing, 
kayaking, games around the campfire and the 
traditional libdub. Campers attending had high 
hopes...to send their rocket into space, built with the 
help of an animator from the Club scientifique Les 
Débrouillards. Apparently, it was a success...
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For your enjoyment, here are a few 
words from the youngsters to 
describe their experiences. 

See you next year!

Various items needed!
If you have costumes, clothing or 
games that you don't want 
anymore, we'll take them! We can 
use them during our upcoming 
activities! 
Contact me in order to discuss 
picking them up. A great way to 
recycle and to help your 
organization!

Upcoming activities

Youth activity

There hasn't been an activity for 
our teens and young adults for two

CHSQ ACTIVITIES (cont’d)

years now. A few of them recently 
joined the Youth Committee and 
we are presently working to find 
an activity that will please the 
different age groups. There's still 
place for new members and creative 
ideas! 
If you'd like to get involved, join us! 
Call me at 514 848-0666 or toll 
free at 1-877-870-0666, 
local 21. 
You can also send me an email at 
gbeauregard@schq.org or else see 
my Facebook page: Genny 
Beauregard! 
See you soon! §

Left: The group of campers at the 
42nd edition of the CHSQ Summer Camp 
in front of beautiful Lac Trois-Saumons.
Above: During the wilderness camping 
trip, appropriate aseptic conditions still 
had to be found in order to continue 
scheduled prophylaxis treatment and 
this, even while in the woods. And they 
found them...

This year, the older group had a new experience: one and a half days of off-site wilderness camping.
 A great experience that all the youngsters want to relive!

“ The activities were all super! 
I liked the Aqua Glide and the 
Admiralty. The trip to the Bastille 
was FANTASTIC! ”

“ The rally was fun, it was different 
and original. Very well organized. ”

“ I'd like to come back next year 
because each year is cooler than the 
one before. We always have fun, the 
animators are nice and the site is 
super. ”

“ The nurses were very kind and 
I liked trying to do my own 
infusion! ”

“  I liked the rally; I learned what 
the word hemorrhage means and 
learned the difference between 
hemophilia and von Willebrand. ”

“  What I liked most about camp 
were the activities on the Lac Trois-
Saumons and the hemophilia rally 
organized by the nurses, Geneviève, 
Emily and Kevin. ”
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RARE BLEEDING DISORDERS’ CORNER
Living with Factor X deficiency

My second “hemo'folly”
My second adventure happened in 
1970 at the age of 15. On a beautiful 
day in early summer and school 
vacation, I'd helped gather up rocks, 
small, medium and large rocks, on our 
family farm, without really pushing 
myself too hard. 

After supper, I went over to a 
neighbour's where we listened to a 
record with stories by the comedy duo 
Ti-Gus and Ti-Mousse. I remember 
having laughed until my stomach hurt. 
I came home at about 9pm, by bike, 
and at that point I started to feel a bit 
weak and nauseous. So I went right 
to bed. Then at about midnight I woke 
up to go to the bathroom, because I 
was nauseous. I vomited an enormous 
amount of blood and lost 
consciousness for a few minutes. Once 
again, the whole household was in an 
uproar!

Things were a bit foggy, but I remember 
that I was taken out of the house on a 
stretcher telling the ambulance 
workers “not to put a sheet over my 
head because I wasn't dead yet...”. 
These words 'reassured' my mother a 
bit, who was in tears... So I left by 
ambulance for the hospital in 
Montmagny and was then transferred 
to the ER at l'Hôpital Saint-François 
d'Assise in Quebec City where I 
remained for a few days and received 
a few blood and plasma transfusions.

They did a few tests, but since, at the 
time, there was no camera that could 
investigate more in depth, it was 
decided that I had a stomach 
hemorrhage caused by physical effort. 
The only directions I got when leaving 
the hospital were to limit my physical 
activities and not to laugh too hard for 
two or three weeks. 

Following this 2nd misadventure, I 
continued to lead a very active and 
normal life, especially by working on 
the family farm and playing different 
sports like hockey, soccer or football, 
during which I sustained a number of 
hematomas on my legs, got black eyes 
and I even fractured my nose. But 
nothing to stop me from laughing like 
a madman whenever I got a chance 
to! 

You could say I lived a very worry-free 
life in relation to this disease, especially 
between the ages of 18 to 30, when I 
left home to study at the CEGEP in 
Lévis, then for a bachelors in rural

Factor X deficiency, also known as 
Stuart-Prowler in honour of the two 
first patients diagnosed with the 
disease in the 1950s, is a very rare 
disease and not well known. According 
to the Canadian Hemophilia Registry, 
37 people affected by this disease were 
living in Canada as of 2013, with 
various levels of severity. In the general 
population, about 1 in one million 
people are affected by this bleeding 
disorder. 

Through Claudine Amesse, nurse at 
the CHU Sainte-Justine, I met Mr. 
Gilbert Nicole who generously agreed 
to tell us about his life experience.

***
I was born in 1955 on a farm on Côteau 
road in Montmagny. My father was 
Léopold Nicole and my mother Noëlla 
Nicole. I'm the ninth in a family of ten 
children, made up of five boys and five 
girls. Of the ten children, three brothers 
are living with factor X deficiency, 
Pierre & Jacques, twins born in 1941, 
and me. 

Pierre took over the family farm and 
had a few injuries, notably a leg he 
fractured working in the woods. 
Jacques was a chartered accountant 
all his life (at 72, he still works with 
one of his sons). When he was young, 
he had a serious operation for 
appendicitis, where he lost a lot of 
blood.  Each in his own way, my two 
big brothers greatly inspired me with 
the way they dealt with hemophilia in 
their lives. 

This statistic (3 children out of 10) 
leaves us to presume that both my 
parents were carriers of the same 
defective gene, and also makes us 
suspect that there was some degree 
of consanguinity between Léopold and 
Noëlla. 

In fact, the histories of both my paternal 
and my maternal ancestors include a 
number of similar elements. Notably, 
they share the same family name 
(Nicole), the same country of origin

(France), are from the same region 
(Normandy) and the same number of 
generations living on Canadian soil (6 
generations on both Léopold and 
Noëlla's sides)...

My first “hemo'folly”
My first memories with hemophilia go 
back to the age of three or four. At this 
age, I got the brilliant idea to put the 
female section 
of the vacuum 
plug into my 
mouth. The 
vacuum wasn't 
plugged in, but 
the wire was 
plugged into the 
wall socket. The 
shock was 
immediate. My 
first reflex was 
to yell very loud 
and to pull with 
all my might on 
the wire, who's 
female side was 
stuck like two 
hungry suction 
cups to my 
tongue. I finally 
managed to get the end of the wire off 
my tongue, instead of pulling on the 
end that was in the wall socket! 

Then ensued an emergency trip to the 
hospital where I was put to sleep so 
that they could suture my tongue in 
order to close up the two holes 
perforated by the strength of the 
electric current that went through it. 
I was then hospitalized for a few days. 
I have two lovely scars in the form of 
stars on my tongue as a souvenir. Even 
though I don't remember it, I heard 
that the healing process was 
punctuated by a few bleeding episodes 
that no doubt revealed my hemophilia. 

When I returned home, I had to eat 
puréed food with a straw for two 
weeks. And they were lovely golden 
100% natural straws my father brought 
me straight from the bails of oat straw 
that we stored as bedding for the farm 
animals!

It's hard to say whether or not I have 
any physical or psychological scars 
from this incident. At times I have 
episodes of atrial fibrillation and this, 
ever since I was an adolescent. I 
sometimes wonder whether or not the 
electric shock that I had at a young 
age could be related to this type of 
cardio electrical problem.

by
Sébastien Bédard

echodufacteur@schq.org
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economy at L'Université Laval in 
Quebec City, followed by a 6-month 
apprenticeship on a sheep farm in 
Australia. Then I began my career at 
the Lanaudière Agricultural Producers 
Union (UPA) in Joliette.  

This is when I discovered different 
outdoor sports with my present wife, 
Claire Jodoin, who I've been married 
to since 1980. Amongst other things, 
we've travelled in Europe and the 
United States a few times, taking long 
walks in the mountains and biking, 
sometimes fairly far from any first aid. 

When I was 30, we started a family. 
Our son, Alexander, was born in 1986, 
and our daughter, Laurence, was born 
in 1989. Since then, we've continued 
to take part in active sports and leisure 
pursuits as a couple or as a family, but 
without going too far away from some 
kind of first aid, not because of my 
disease, but mainly for the children's 
safety. I always thought that my biggest 
risk was during car rides. 

My third “hemo'folly”
My third serious event took place in 
summer 2001, as I reached 46 years 
of age. One evening, I had indigestion 
which didn't last long and I went to 
bed. 

The next day was a Friday, my holidays 
were almost over and I had to return 
to work the following Monday. I did a 
bit of gardening and felt a bit tired, 
which I put down to my indigestion 
from the previous night. During the 
day, I had a bowel movement and I 
noticed that the stools were black. I 
didn't worry about it right away, telling 
myself that it would pass and 
everything would be fine after a good 
night's sleep. MISTAKE! 

The next morning, Saturday, when I 
awoke, I was extremely weak and felt 
as if I was going to faint. I asked Claire 
to call an ambulance. I got to the 
hospital where I was put under 
observation. A short time later, I began 
vomiting blood. I was immediately 
transferred to intensive care where I 
received a number of blood 
transfusions. I spent ten days at the 
hospital. A gastroscopy allowed the 
doctors to see a mild irritation in the 
sphincter between the stomach and 
the esophagus that was bleeding. It 
seems the irritation had been caused 
by the short bout of indigestion on 
Thursday evening. 

Since I had lost a large amount of 
blood and iron reserves (a third of my 
blood, according to the doctors), the 
hematologist, Dr. Victor Gobril,

prescribed a convalescence period of 
two months (September and October), 
after which I asked my employer for 
an additional month without pay. I 
went back to work in December 2001.

During my convalescence, I took a 
drug called Pantaloc whose purpose 
is to reduce the acidity in the stomach 
and facilitate healing of the irritated 
esophagus. 

After that, I was always worried about 
possible indigestion. I've only had one 
bout since then, of no consequence, 
when previously, it would happen once 
a year on average following the little 
'gifts' that children brought back from 
the day care or school. Considering 
the numerous bouts of indigestion I 
had as a child, I feel lucky not to have 
suffered other hemorrhages, but I 
remain a bit nervous about going too 
far from first aid care for outdoor 
activities. I don't say I'll never travel 
outside of Canada again, but I'll think 
twice about it and choose a safe place. 

My fourth “hemo'folly”
My fourth and last episode to date 
dates back to a morning in June 2008 
when I noticed I had black stools. 
Remembering my severe hemorrhage 
in 2001, I didn't wait and went to the 
ER at the hospital in Joliette where I 
was quickly taken in hand, given 
treatment with Bebulin and had a 
gastroscopy done. They found an 
irritation in the same place as in 2001, 
at the sphincter joining the stomach 
and the esophagus, a type of irritation 
called 'Barrett's esophagus'. That time, 
the hemorrhage was controlled 
rapidly. I only spent a brief time at the 
hospital (two days) and got back to 
my normal activities and work in the 
days following.    

Since Barrett's esophagus is due to a 
phenomena of gastric reflux (which 
wasn't really seen in 2001), the 
gastroenterologist prescribed Pantaloc 
for life to limit damage caused by 
gastric reflux and halt the progress of 
the phenomenon of Barrett's 
esophagus, which included a certain 
risk of developing esophageal cancer. 
The good news is that this recent start 
of a hemorrhage made it possible to 
diagnose and treat a gastric reflux 
problem for which I had never noticed 
any symptoms.   

And that's the story of my life in 
relation to factor X deficiency. Of all 
the adventures I lived through, the 
most striking for me was the one in 
2001. It's when a certain degree of 
reality caught up with me, when I truly

became more aware of the risks related 
to my condition.   

I happily admit that before 2001, I was 
vaguely, in fact not at all, worried by 
my hemophilia, despite the problems 
I'd had when I was 3, 4 and 15 years 
of age. 

Besides, as I mentioned before, I 
sometimes have atrial fibrillation 
episodes. Doctors prescribed a daily 
dose of Soalol five years ago. Because 
I have a bleeding disorder, I can't take 
Coumadin like most people living with 
atrial fibrillation problems.  

Despite it all, and being almost 58 years 
of age, I have a job that's fairly 
demanding, in management at the UPA 
Federation in Lanaudière where I began 
my career in 1979. Despite my office 
job, I try to keep active and in good 
shape by doing a number of activities 
such as gardening, crafts, biking, 
kayaking, cross-country skiing, alpine 
skiing, hiking — not to mention 
vacuuming — which all help give me 
a certain physical and mental balance. 

The episodes I lived through in 2001 
and 2008 made me appreciate the high 
quality of services from personnel at 
the Centre hospitalier régional de 
Lanaudière in Joliette and I also 
discovered that there was a team of 
famous specialists in bleeding disorders 
at Sainte-Justine Hospital, where I got 
the chance and the pleasure to meet 
and take advantage of the invaluable 
advice of Doctors Georges-Étienne 
Rivard and Jean St-Louis as well as the 
super and friendly nurse, Claudine 
Amesse. § Gilbert Nicole

RARE BLEEDING DISORDERS’ CORNER (cont’d)

Gilbert Nicole is part of a select group.   
He's one of the 37 people in Canada living with 
factor X deficiency.



8

their condition in mind. The first 
evening, camp counselors received 
training from the nurses, which 
made them more at ease with caring 
for children affected by a bleeding 
disorder. 
The volunteer counselors offered 
ongoing advice during the week, as 
did the CHSQ Manager of Programs 
and Operations, Geneviève 
Beauregard, as well as the nurses.  

Teaching self-infusion 
One of the special nurse/patient 
times are the morning visits to the 
infirmary for preventive factor 
concentrate infusions. The children 
take part in the preparation and 
infusion of their medicine, making 
a fine show of their motivation to 
learn or to improve their technique. 
Adolescents, who are used to self-
infusion, do a top-notch job meeting 
the challenge of self-infusing in the 
middle of the woods, after a night 
spent under the stars. What a golden 
opportunity to get them to think 
about the best way to prepare for a 
trip like this by asking them about:
• the number of vials to bring
• the minimum amount of material 
needed to ensure safety
• the way to go about preparing the 
concentrate and self-infuse while 
respecting the rules for asepsis! 

Close collaboration between 
nurses from the treatment 
centres and the CHSQ 
The presence of Geneviève 
Beauregard at camp for the fifth

Here are some highlights of this 
year's CHSQ 2013 summer camp 
from the nurses' point of view.

Transport 
The kids were quickly reassured and 
kept busy during the bus ride with, 
amongst other things, watching a 
film that was exciting for children of 
all ages, thanks to the volunteer 
counselors from the CHSQ. We saw 
new friendships being made during 
the trip and joyous reunions with 
previous camp friends. 

Animation 
The kids were welcomed by the 
dynamic camp counselors specifically 
attributed to the CHSQ group who 
welcomed them with a spirited song 
as they got off the bus. Our campers 
quickly learned to trust their 
counselors and had fun in their group 
all week, while discovering or else 
honing skills learned during activities 
offered by the camp and chosen with

HEMOPHILIA TREATMENT CENTRES’ CORNER
2013 Summer camp: the nurses' perspective

consecutive year has led to a 
continuous improvement in the 
consolidation between nursing care 
and the activities and this, through 
the great complicity that grows 
naturally between people who share 
the same objective: the well-being of 
the children. 
The youngsters show a great interest 
in the relay race organized by 
Geneviève, the assistant counselors 
and the participation of the nurses, 
the goal of which is to improve 
participants' knowledge about 
hemophilia and Von Willebrand 
Disease. 

Patient/nurse relationship  
It's so great to see the children evolve 
over the course of the week not only 
in relation to their involvement in 
their own hemophilia care, but also 
their growing self-confidence with 
friends and counselors. 
For the nurses from the bleeding 
disorders treatment centres, 
participation in this camp represents 
a unique experience to develop a 
relationship with the children outside 
the clinic context. It's a marvelous 
opportunity to get to know them 
better and, consequently, love them 
even more but above all, to be able 
to adjust nursing interventions on an 
individual basis in the years to 
come. §

by 
Claudine Amesse
Pivot Clinic Nurse 
Hemostasis Centre 
CHU Sainte-Justine
claudine_amesse@ssss.gouv.qc.ca

and Hélène Néron
Nurse Coordinator
Centre de l’hémophilie 
pour l’Est du Québec 
Hôpital de
l’Enfant-Jésus
helene.neron.cha@ssss.gouv.qc.ca

Participating 
in summer 
camp is a 

unique 
opportunity 
for nurses 
Claudine 

Amesse (on 
the left) and 

Hélène Néron 
(on the right) 

to see the 
youngsters in 

a different 
context. It lets 
them adjust 
their nursing 
interventions 

on an 
individual 

basis as time 
goes on.

For the youngsters, camp is a chance to participate 
in activities chosen to meet their needs...and to build 
great friendships.
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INHIBITORS’ CORNER
The Inhibitors Camp

by
Claude Meilleur 
Pivot Clinic Nurse
Quebec Reference Centre for Patients 
with Inhibitors
claude_meilleur@ssss.gouv.qc.ca

Last July, summer began with 
the inhibitors camp and believe 
me, I can tell you beyond the 
shadow of a doubt that no one 
was bored, since the pleasure of 
getting together again was a 
joyous event. 

Getting there

After winding our way through 
numerous roadblocks and crossing 
a busy bridge, we finally arrived, 
starving, at the Centre de 
villégiature Jouvence, amidst a 
cacophony of laughter and 
animated discussions. This was 
the reunion... 

At last!

We had the use of two chalets, one 
for the boys and the other for the 
girls, which made private group 
discussions easier. 

The dynamic Geneviève 
Beauregard had organized all 
kinds of surprise activities for us 
that you can see, in part, on our 
super lipdub. Thanks for your 
dedication, Geneviève!!! 

The presence of Kevin Blanchette 
was invaluable; we'd like to tell

you how much we appreciated all 
the little things you did for the 
guys, of course, but also for 
Louisette Baillargeon and I. 

Thank you!

Ah, the campers! It's too bad I 
can't name each of you, but suffice 
it to say that it's a privilege for me 
to see you again each year in a 
context outside of the hospital 
setting. In fact, my favourite 
memory of this experience is the 
pleasure of just being together with 
you. And on a more personal note, 
it's a chance to share in 
discussions, to take part in sporting 
and creative activities, and to have 
the impression of being someone 
other than just a nurse who 
teaches you and supervises 
infusions. Even though I do enjoy 
that part too...

These were unforgettable days for 
Louisette and me! 

Next year

The guys let us know that they 
want to stay longer next year. Well, 
I agree with them. Three days is 
really not long enough. One week 
would better meet the needs of 
these young boys and girls. 

What? You haven't seen our 
lipdub!?  

Run to your computer right away 
and visit the Facebook page: 
Société canadienne de 
l’hémophilie- Section Québec! §

KARTTIK SHAH 
YOUTH 

FELLOWSHIP

The CHS Karttik Shah Youth 
Fellowship was initiated in 
memory of Karttik Shah of 
Toronto, Ontario, in recognition 
of his commitment to 
hemophilia youth programming 
and, in particular, for his 
participation over many years 
on the CHS Board of Directors 
and the WFH Youth Committee. 

In order to promote the 
development of future leaders 
in the Society, the CHS will offer 
one or two fellowships to enable 
Canadian youth who are 
committed to long-term 
involvement with the CHS to 
attend the 2014 Hemophilia 
World Congress taking place in 
Melbourne, Australia, 
May 11-15, 2014. 

The fellowship programme is 
open to Canadian youths 
between the ages of 18 and 30 
affected with hemophilia, other 
rare factor deficiencies, von 
Willebrand disease, and carriers. 
Interested youth should 
complete the application form 
and forward it, along with the 
relevant documentation to the 
CHS by 5pm, November 8, 2013.

Application forms are available 
via the CHS Web site at:  
www.hemophilia.ca/en/
international-development/
karttik-shah-youth-fellowship 
or by contacting Michel Long, 
CHS National Program Manager, 
by email: mlong@hemophilia.ca 
or by phone: 514-848-0503, 
toll free, 1-800-668-2686, 
local 225.

Youngsters 
affected by 
inhibitors, 
accompanied by 
nurses Claude 
Meilleur and 
Louisette 
Baillargeon, 
participated in a 
four-day camp at 
the Centre de 
villégiature 
Jouvence.
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CHSQ - ANH HOT TWINNING

echodufacteur@schq.org

From April 13 to 18, 2013, 
Geneviève Beauregard and I 
travelled to Managua, Nicaragua 
to work with our new twinning 
partners, the Nicaraguan 
Hemophilia Association (ANH), on 
a number of activities that had been 
planned following the assessment 
visit in September 2012.  
We are faced with new challenges 
in this twinning project: one is the 
difference in a common language, 
the second is limited access to the 
internet by ANH volunteers, making 
it more difficult to keep in close 
communication with our twins, the 
third is the level of poverty in 
Nicaragua, and the fourth is the 
lack of a designated hematologist 
involved in hemophilia care to 
support our work. Luckily, we have 
two committee members who are 
fluent in Spanish, allowing us some 
ability to stay in direct contact with 
them mainly through Facebook and 
Skype.
Nicaragua is one of the poorest 
countries in Central America, with 
little or no access to care and 
treatment, apart from the Red Cross 
centre in Managua, the capital.  
Patients travel up to 12 hours on 
foot and by bus to reach the centre, 
fearing their fate at local hospitals 
where they know nothing about 
bleeding disorders. While there is 
no official hemostasis clinic in 
Managua, Dr. René Berrios, 
Director of the Nicaraguan Red 
Cross, sees patients in his office, 
when time permits. Treatment 
consists of fresh-frozen plasma or 
cryoprecipitate, with limited access 
to concentrates available only 
through WFH donations. 
We had a full program for our five-
day visit. Day one, Friday, was spent

preparing the workshops for the 
next two days and finishing the 
renovations on the Albergue, a 
small building located inside the 
Red Cross compound. The Red 
Cross centre is open on weekdays, 
but many patients from the regions 
arrive in Managua too late to see 
the doctor and have to stay 
overnight to wait for treatment. 
Most patients have no money for 
accommodations once in Managua, 
and this building is the only place 
they can stay. A major project in 
our 2013 twinning plan was to 
renovate the Albergue so that 
families waiting for treatment could 
have a safe and hygienic place to 
stay overnight. The Albergue houses 
two dormitories with 6 beds in each 
one, two toilets and one shower 
plus a room where they can eat and 
thaw the bags of cryo or plasma for 
infusion. A room in the Albergue 
will serve as an office for the 
association where patients can 
meet and thus break their isolation.
Over 80 patients and family 
members attended the information 
sessions on Saturday, many from 
outside Managua. Presentations 
dealt with basic coagulation and 
the inheritance of hemophilia. 
However, when question period 
came, the general lack of 
information about hemophilia and 
proper diagnosis soon became 
evident. There was a very emotional 
moment when the family of a young 
man who had recently died rose to 
talk about their experience. His 
death was due to a reaction to

plasma that wasn't properly dealt 
with in a hospital outside Managua. 
Others rose to tell about their bad 
experiences due to the lack of 
knowledge about hemophilia in 
other hospitals. The need for public 
and medical information and 
awareness was flagrant. 
After lunch, regulations for the use 
of the new Albergue were explained. 
One of the Board members, Don 
Pablo, would act as concierge to 
ensure the cleanliness, security and 
care of the building and its contents, 
and would report to the board 
regularly. 
When we asked members what they 
expect from their organisation, they 
simply requested help for treatment 
and care. There was a presentation 
on organisational structure and the 
creation of committees, with an 
emphasis put on volunteer 
involvement aimed at those present, 
encouraging them to get involved 
to help develop ANH and its work 
in advocacy and awareness about 
bleeding disorders. 
While not on the program, a lab 
technician from the Red Cross came 
to speak to participants about the 
care and use of plasma and 
cryoprecipitate. She stressed that 
plasma becomes ineffective once it's 
thawed and explained the proper 
method for transporting plasma and 
the importance of keeping it frozen 
until use.We had witnessed plasma 
and cryo drip infusions taking place 
under less than hygienic conditions

New Twinning Partners, New Challenges

ANH board 
members, 

along with 
CHSQ 

delegates:
 Javier Rivas, 

Eugenio 
Poveda, 

Denis 
Martinez, 

Justo Salinas, 
Geneviève 

Beauregard, 
Engels 
Reyes, 

Patricia 
Stewart et 

Pablo 
Poveda.

by
Patricia Stewart
Chair of the 
International 
Projects Committee
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CHSQ - ANH HOT TWINNING (cont’d)

outside the Albergue, where the 
bags were hung in the hot sun 
(32°C)!
However a common problem for 
patients is a lack of proper coolers 
and icepacks for long distance 
travel, and the frequent electricity 
blackouts. This showed us a lack 
of understanding by some patients 
about their treatment but also the 
challenges they all face living in a 
developing country. 
Twenty members returned Sunday 
morning to participate in sessions 
for active volunteers. Discussions 
dealt with having a structure for 
volunteers, including roles and 
responsibilities for various 
committees. Participants then 
completed a form, indicating time, 
skills and interests they could bring 
to ANH as volunteers to help share 
the work. We were extremely 
impressed with the cooperation of 
the members present, but most of 
the work still falls on the shoulders 
of a few volunteers.
Monday and Tuesday were spent 
cleaning and preparing for the 
official opening of the Albergue. 
We all pitched in to shop for 
furniture, hang doors and wash 
windows and floors. The plumbing 
and painting were completed. 
Volunteers staying in the Albergue 
did the final clean up around the 
building, while the Red Cross did

its part outside the area, knowing 
that the media would be present 
the next day.   
Wednesday April 17, International 
Hemophilia Day, started off with a 
6 a.m. call, and an unscheduled 
trip at the request of Dr. Berrios for 
a live interview at the national TV 
station, in consideration of the date. 
Genny and Javier Rivas, ANH 
President, each had a seven-minute 
interview with a knowledgeable 
host, and brought up our reasons 
for being in Nicaragua, the need 
for care and treatment for bleeding 
disorders and for awareness 
training throughout the country. 
Upon arriving at the Albergue, at 
least seven radio, newspaper and 
TV teams were present, 
interviewing patients and ANH 
volunteers. The President of the 
Red Cross, Sr. Clemente 
Balmaceda, and Dr. Berrios were 
present and the Albergue was 
officially opened with a ribbon 
cutting ceremony. Many members 
and their families showed up for 
the opening and a festive 
atmosphere reigned, including 
hope for the future.  
Along with the HOT (hemophilia 
organisation twinning) between 
Quebec and Nicaragua, the Red 
Cross centre in Nicaragua is 
twinned with the Kingston 
Hemophilia Centre.

To date, Kingston has trained lab 
technicians in Managua and basic 
hemostasis presentations for 
medical personnel were made.
We recently discussed how we could 
work together to improve care and 
treatment in Nicaragua with Dr. 
Silva and Sherry Purcell, R.N., from 
Kingston. We hope to hold a joint 
medical symposium in 2014. . 
Workshops would include medical 
presentations for both groups, as 
well as organisational workshops 
and hands-on sessions for medical 
personnel and patients. 
The Nicaraguan Association is 
pleased with this cooperative effort, 
and sees it as an opportunity to 
increase public and government 
awareness. Planning our 2014 visit 
is underway, and we all hope to be 
able to begin to bring some 
improvement to the lives of people 
living with a bleeding disorder in 
Nicaragua. 
Every bit helps when you have 
nothing, and we'll take it one step 
at a time, one challenge at a time. §

In Nicaragua, products to treat 
bleeding episodes consist mainly of 
f r e s h - f r o z e n  p l a s m a  a n d  
cryoprecipitate, as seen in this photo.

CHSQ delegates 
gave presentations on 
the basics of 
coagulation and 
heredity in relation 
to hemophilia as well 
as governance 
structures for a 
nonprofit 
organization.

Above: Cutting the ribbon during the official opening of 
the Albergue.
Below: Doctor René Berrios, Patricia Stewart, Geneviève 
Beauregard, Clemente Balmaceda and Javier Rivas.



IN A WORD

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

these pharmaceutical companies:

Employment insurance 
special benefits for parents 
of critically ill children is now 
available
The Minister of Human Resources 
and Social Development, Diane 
Finley, announced last June that a 
new measure of revenue support 
aimed at parents with critically ill 
children was now available through 
the Employment Insurance Plan. 
The goal of this measure is to help 
families in need. 
The new benefit for parents of 
critically ill children allows eligible 
parents to take a leave of absence 
from work to care for a critically ill 
or injured child under 18 years of 
age, and receive temporary revenue 
during a maximum of 35 weeks. 
This new employment insurance 
benefit is to recognize the financial 
and emotional difficulties parents 
go through with a child who's life 
is in danger because of a disease 
or injury, as well as the vital role 
parents play in the child's recovery. 
It is believed that the new benefit 
will help over 6000 families each 
year. Parents working in a field 
under federal regulation can benefit 
from employment protection if they 
must be absent from work to take 
care of their critically ill or injured 
child. 
For more information about this 
new benefit, visit this site:  
www.servicecanada.gc.ca/eng/sc/ 
ei/pcic/index.shtml.

- G.C.

Quebec volunteers honoured 
during the CHS national 
awards banquet
During the CHS awards banquet 
held in Winnipeg during Rendez-
vous 2013, two volunteers from the 
Quebec Chapter were given awards. 
François Laroche received the Frank 
Schnabel Award, honouring a 
volunteer who, over the years, has 
offered exceptional service and 
contributed largely to the mission 
and goals of the CHS, in particular 
for his contribution as Editor of 
Hemophilia Today for the past 
11 years.

For her part, Patricia Stewart 
received the International 
Contribution Award in recognition 
for her continuous efforts to help 
in the development of care and 
services for people living with a 
bleeding disorder on the 
international level.

CHSQ wishes to congratulate both 
recipients of these National awards 
and salutes their devotion as well 
as their remarkable contribution to 
the community of people living with 
an inherited bleeding disorder.

- G.B.

Patricia Stewart and François Laroche

François Laroche and David Page


