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CHSQ SCHOLARSHIPS

Last December, through its 
Scholarship Program, the CHSQ 
encouraged two young girls living 
with a bleeding disorder to pursue 
their studies.

Here are their testimonials: 

— Receiving a scholarship from the 
CHSQ is a great honour for me. The 
considerable financial support that it 
offers will help me concentrate a bit 
more on my pharmaceutical studies 
instead of my financial expenses. 

I would like to thank the CHSQ from 
the bottom of my heart, as well as its 
partners for believing in the 
importance of scholastic studies for 
youth living with a bleeding disorder. 
Their generosity really makes a 
difference in our daily lives. Thank 
you for believing in us, for recognizing 
our efforts and for helping us to 
succeed!

— A great big thank you to the CHSQ 
for this great help. A scholarship like 
this makes financing my scholastic year 
a lot easier. As a student, this scholarship 
represents over seventy hours of work, 
hours I can completely dedicate to my 
studies. 

I'm truly thankful to the CHSQ and its 
partners. Thank you so much for your 
support and generosity.

Anaïs Paré

The goal of the scholarship program 
is to encourage young people to 
continue their collegial, university or 
professional studies or else to 
encourage someone living with a 
bleeding disorder to return to their 
studies or to follow a professional 
perfection course. You can find the 
form on our Web site. Don't miss your 
chance next year! §

G.B.

Alex Paré

Prizewinners for the 2013-2014 academic year
David Pouliot

1983-2014
It's with 
great 
sadness 
that we 
heard 
about the 
death of 
David 
Pouliot on 
January 14. 
David 
succumbed 
to an 
aggressive 
cancer, but not without a courageous 
fight, a pernicious enemy that had 
nothing to do with either the 
hemophilia or HCV that affected him. 
He was only 30 years old. 
It is a great tragedy to lose a loved 
one so quickly, someone who was so 
special, so talented, mature beyond 
his years, so kind, such an exceptional 
soul whose involvement in the 
community was a model for us all. In 
fact, he had already received 
numerous awards in recognition of 
his work. 
David joined the CHSQ as a committee 
member in 1999. He then became a 
director in March 2005 and went on 
to become secretary in 2007, then 
vice-president in 2008. He was also 
involved at the national and 
international levels, participating in 
numerous WFH congresses and in the 
CHSQ International Committee, 
notably with Tunisia. He had a large 
group of friends here, but also around 
the world.
The CHSQ wishes to offer its sincere 
condolences to his mother, Ginette, 
his father, Donald, his sister, 
Catherine, and those close to David. 
We will miss him terribly. §        -F.L.
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A WORD FROM THE
EDITOR

Over the past few months, the 
CHSQ has been updating its 
internal policies so that they better 
reflect the reality of an organization 
like ours that is constantly 
changing. Without doubt, the policy 
that has undergone the biggest 
changes is the direct aid policy. 

The goal of this program is to 
improve the quality of life of those 
people affected by an inherited 
bleeding disorder, who meet the 
eligibility criteria, by offering 
financial support in specific 
circumstances. 

Here are a few examples of items, 
services or expenses that may be 
authorized:
• Active or passive mobility 
assistance devices such as canes, 
crutches, wheelchairs, walkers, 
motorized wheelchairs, access 
ramps, orthotic inserts, orthotic 
supports, splints, etc. 
• Medical identification devices 
such as MedicAlert (wrist or ankle 
bracelet, necklace, etc.)  
• Protective devices (helmets, knee 
protectors, elbow protectors...)
• Certain hospital expenses 
(accommodations, meals, 
parking...)
• Transportation costs (gas, taxi, 
bus, ambulance)
• Psychological aid (telephone or 
personal consultations)  
• Financial support to participate 
in certain CHSQ activities 
(registration, transportation, 
accommodations).  

The policy provides for the 
reimbursement in whole or in part 
of the costs for a variety of items,

services or expenses, up to a 
maximum annual amount. 
Since this is considered a last-resort 
for financial aid, all other sources 
of financial aid, whether from 
government, collective or private 
insurance plans or any other 
reimbursement program, must be 
ruled out before an application will 
be accepted. 
For more information about the 
direct aid policy, you can contact 
Geneviève Beauregard, Programs 
and Operations Manager at 
514 848-0666 or toll-free at 
1 877 870-0666, ext. 21. You can 
also consult the full policy by 
downloading the application form 
from our website: 
www.hemophilia.ca/fr/sections-
provinciales/quebec/nos-
services/#c1247.
Meanwhile, the CSL Behring Society 
will be putting a new updated 
version of the HeliTrax Canada 
electronic data transmission system 
online, if it's not already done. This 
version includes a number of 
improvements compared to the 
previous version for doctors, nurses 
and data managers as well as 
patients. To learn more, I invite you 
to read the text on pages 8 and 9 in 
this issue. 
On another topic, we were 
saddened to hear of the death of 
Douglas Page, father of David Page, 
which occurred last October 20. 
Douglas Page was one of the 
cofounders of the CHS and was the 
first president of the CHSQ, a 
position he occupied from 1959 to 
1966. I am proud to be one of his 
successors. 
In order to honour his memory, the 
CHSQ has renamed the Volunteer 
of the Year award, presented each 
year to a volunteer who has done 
outstanding work, to the Douglas- 
Page Award.  
In closing, I wish you all the best 
for the year 2014 that's just started. 
May it be a source of health, 
happiness and success for each of 
you. §
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FUNDRAISING AND COMMUNICATIONS
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, l'Académie de danse 
Scream, Ballet Ouest Centre de 
danse, l'École de danse Cameron, 
l'École supérieure de ballet du 
Québec and l'Espace du Mouvement. 
We'd also like to thank our Masters 
of ceremony, Martin Laroche, Sylvie 
Lussier and Jason Rockman, who 
each, in his or her own way, brought 
a sympathetic and humorous touch 
to this event that's so important for 
our organization. 
Finally, this event could not have 
taken place without our precious 
supporters and partners, as well as 
our precious donors. We salute them 
and thank them from the bottom or 
our hearts for their loyal 
collaboration!
See you again next year for the 
8th edition of Dance for life!
CHSQ promotional items
As promised, the new CHSQ 
promotional items will soon be 
available. Whether it's for yourself 
or to sell during fundraising events 
for the CHSQ, they'll soon be 
available. Keep an eye out for our 
next communication for more 
details.

Christmas cards to support 
the CHSQ 
As mentioned in the last newsletter, 
the new CHSQ holiday card 
campaign began a few weeks before 
Christmas. For reasons beyond our 
control, it began later than planned, 
but nevertheless we're pleased with 
initial results.  
You can be sure we'll begin 
much earlier next year and we're

After happy times with family and 
friends, it's back to reality for 
everyone. Everyone slowly gets back 
into the old routine, but with new 
energy. This energy that gets us 
going, after all that good food and 
wonderful times, helps us face the 
cold of winter that's settling in for a 
while and also helps us meet the 
new year head-on in a positive and 
constructive way!  So it's with the 
wind under our wings that we're 
starting 2014 and, before telling you 
about what's in store, we'll remind 
you of some of last year's activities. 
Happy 2014 to you all!

Seventh edition of the Dance 
for life benefit evening
The 7th edition of the annual Dance 
for Life benefit evening was held last 
November 1. In retrospective, and 
after hearing many positive 
comments from the over 200 
participants, we can assure you that 
it was a great success all around. A 
new location, new concept, new 
winning formula that allowed us to 
raise over $25,000! 
Under the artistic direction of Cathryn 
Croft, the hundred-plus talented 
artists who were on stage at the 
Théâtre Corona offered us a 
spectacular show! Once again, we 
wish to offer our heartfelt thanks for 
their precious volunteer 
collaboration:

convinced it will be successful once 
again! 
Thanks to all who encouraged us with 
this new fundraising activity. Make a 
note in your agenda to order your 
cards next autumn. We'll be sure to 
keep you up to date. 

Contrecoeur Bowl-a-thon
For the 4th consecutive year, the 
Contrecoeur Bowl-a-thon will be held 
with a few new surprises! This family 
activity will take place February 8, 
at the reasonable cost of $15 per ticket 
per person for three hours of fun and 
enjoyment. 
Get your tickets from the organizer, 
Sylvie Bouchard, or from the CHSQ 
office. For information and 
reservations contact us at 
info@schq.org or call 514 848-0666 
or the toll-free line at 
1 877-870-0666, ext. 22.

Sorel Bowl-a-thon
In the same vein, the 5th edition of 
the Sorel Bowl-a-thon will be held 
Saturday April 5 at the  Salle de 
quilles Le 300 in Sorel, from 6pm to 
9pm. Tickets will soon be on sale 
from the organizer, Isabelle Blette, or 
from the CHSQ. It's $20 well invested 
for a few hours of fun with family and 
friends and to support a good cause!
Information and reservations: Isabelle 
Blette: 450-473-1820 or the CHSQ 
514-848-0666 or toll-free at 
1-877- 870-0666, ext. 22. 

The Red, White and You Walk 
The 2nd edition of The Red, White and 
You Walk will take place Sunday May 
18, 2014 at the Park Maisonneuve in 
Montreal. The formula will be the 
same as last year, with a few 
improvements and surprises. Details 
will follow shortly, but you can start 
getting your team together now. It's 
a date! §

gchartre@schq.org

by
Geneviève Chartré
Public Relations and 
Development 
Manager

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



4

A cocktail dinner, gift exchange 
and lots of laughter were the 
order of the day.

We wish to thank everyone 
involved in a committee or 
activity who wasn't able to join 
us for this evening.

Upcoming Acitivities

2014 Family weekend
Stages of life with a 
bleeding disorder 

This year, after evaluating your 
comments and changing needs, 
we decided to move the activity 
to the Hôtel Le Victorin, located 
in Victoriaville. It's a 
multifunctional site, with many 
rooms, an interior pool,  a dining 
room and all rooms under the 
same roof.  

For this edition, which will take 
place March 21 to 23, the 
following theme was chosen by 
the organizing committee: Stages 
of life with a bleeding disorder.

CHSQ ACTIVITIES

Hello everyone. As you read 
these lines, I'll be a few days from 
celebrating my tenth year working 
with the CHSQ. 

When I look back on these years, 
I can truly say that I'm very happy 
I got to work for you, always trying 
to improve the quality of services 
that we offer. I want to take 
advantage of this occasion to 
thank you for the confidence 
you've shown me right from the 
beginning. 

It will be a pleasure to see you 
again during one of our next 
activities and, until then, I wish 
you a great 2014!

Programming 2014
A new CHSQ annual program 
starts in 2014. You'll find this new 
activity program in this mailing. 
You'll also see a few changes to 
our activities, always keeping 
improved services in mind. In 
particular, I want to announce 
that the CHSQ has reviewed its 
policy on the direct aid program 
for members. 

It was updated to reflect the reality 
of today's needs. You can find the 
details of these changes on our 
website. Don't hesitate to check 
them out. 

Past Activities

Volunteer and employee 
recognition evening 
Last November 30, the CHSQ 
volunteer recognition evening 
took place, a special evening to 
thank everyone who contributed 
to the success of our 2013 year.

gbeauregard@schq.org

Here's a look at workshops and 
activities that will be offered:
 • Multi-generational 
café-rencontre
A meeting with members of 
different age groups who will talk 
about their life experience and 
share with you. 
• Career choice workshop for 15 
to 25 year olds  
A workshop to help you determine 
which job categories are the most 
realistic when you have a bleeding 
disorder.
• Update on treatment
Always highly appreciated, this 
workshop covers research and 
new treatment for bleeding 
disorders.
• Aging
A workshop whose theme is: 
Aging with a bleeding disorder.

by
Geneviève Beauregard
Programs and 
Operations 
Manager

A cocktail dinner, gift exchange and lots of laughter 

and fun was on the menu during the recognition 

evening for volunteers and staff held November 30, 

2013.
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• Relaxation

Always very popular and open to 
all, a workshop offering relaxation 
techniques.  

• Physical training for 
15 to 30 year olds

Long awaited! Safe training 
techniques for the gym when you 
have a bleeding disorder.

• Young journalists

For youngsters 8 to 15 years of 
age, a journalistic activity allowing 
them to experience being a 
journalist. Their interviews might 
be published in the next issue of 
L'Écho du facteur!  

• Animation for children

A dynamic animation team will 
take the children in hand during 
workshops and on Saturday 
evening. A discussion will also be 
proposed by the CHSQ Youth 
Committee! 

• Workshops for spouses and 
grandparents

A surprise activity will be offered, 
allowing you to discuss 
experiences amongst yourselves.

• Annual General Meeting

The best place to find out what 
the organization has been doing 
during 2013, to take part in the 
election of your board of directors, 
as well as to find out the winners 
of the honorary awards! 

As is the case every year, we'll be 
offering an animated theme 
evening for young and old! 

A number of information kiosks 
will be available to you, including 
Héma-Québec, the CHSQ with all 
its programs along with a number 
of our partners. 

We hope many of you will attend, 
so reserve March 21 to 23 on your 
agenda right now!  You'll find the 
registration form included in this 
mailing, plus it's also available on 
our website.

Just the guys weekend  
The last CHSQ Just the guys 
weekend was held in 2006. So 
putting this activity back into the 
program was overdue. However, 
every new activity requires extra 
funding. We managed to find it!  

So this year, we'll be offering a 
weekend for boys from 6 to 17 
years of age living with a bleeding 
disorder, along with their fathers. 

More details about the dates and 
location will be included in future 
communications.

CHSQ ACTIVITIES (cont’d)

43rd annual CHSQ summer 
camp
Something new this year — we'll 
be holding a combined camp!  

We're inviting all youngsters living 
with a bleeding disorder from 5 to 
15, including those with inhibitors, 
as well as their siblings, to take 
part in our summer camp. A week 
filled with activities organized by 
a team of specialized counsellors, 
two nurses and a team from the 
CHSQ will attend in order to 
ensure the care and safety of all. 
For you parents, this means a well-
earned week of respite. Stay tuned 
for more details. 

For youth 16 and over who want 
the experience of being a camp 
counsellor, we have two places to 
fill for assistant counsellors to join 
the CHSQ team and participate in 
our 2014 summer camp. It's an 
enriching volunteer experience for 
you, and for your organization! §

We have two  

vacant positions 

for assistant-

counsellors to 

join the CHSQ 

team and take 

part in the 2014 

summer camp. 

It's an enriching 

volunteer 

experience, as 

Kevin 

Blanchette 

(on the right in 

the photo) 

will testify after 

being part of 

this program for 

a number of 

years.
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RARE BLEEDING DISORDERS’ CORNER
Living with Factor II deficiency (prothrombin deficiency)

Doing any kind of physical activity, 
and also any activity that took place 
outside my home, became 
extremely difficult. I had to go to 
the bathroom almost every hour. 
So swimming was risky and visits 
with my friends embarrassing. I 
didn't want to sleep over for fear 
of making a mess or staining my 
clothes. I tried as much as possible 
to hide my condition. 

Along with these challenges, I was 
constantly in a state of anemia. We 
could never manage to get an 
acceptable iron level and I didn't 
have any reserves. I was always 
tired and when I had my periods, I 
often missed school. So I began to 
meet gynecologists in order to 
regulate my cycle, or at least to 
shorten it. We tried oral 
contraceptives and Provera, with 
no success. Finally, Dr. Nacia Faure, 
in Quebec City, proposed Depo 
Provera. This was in 1990, I was 15 
years old, and this drug could stunt 
my growth. But I was fed up with 
complications and felt I was 
physically advanced enough for my 
age. So along with my parents, we 
decided this was the best solution 
that had been offered to date. 

At this time, Depo Provera wasn't 
yet authorized in Canada. It was 
used in developing countries to 
control conception. So we began 
injections and it was, it seems, what 
allowed me to get my life back to 
normal. It was almost a miracle, 
since my menstrual flow stopped 
and my health returned. The drug 
worked well and I didn't visit a 
doctor for seven years...until 1997. 

I was in Europe at this time and, 
despite the continued use of Depo 
Provera, I began to have abundant 
periods that went on forever. One 
of the side effects of Depo Provera 
is irregular bleeding. After four 
weeks of bleeding, I returned to 
Quebec and immediately had a 
blood transfusion. My hemoglobin 
was less than 80 and I was still 
bleeding. I left home with a ton of 
drugs to take, especially hormones, 
since my abundant bleeding 
couldn't be controlled.

Factor II deficiency, also known 
as prothrombin deficiency, is one 
of the rarest of the rare bleeding 
disorders. According to the 
Canadian Hemophilia Registry, in 
2013, only 13 people were affected 
by this disorder, all severities 
included. In the general 
population, approximately one in 
2,000,000 have this bleeding 
disorder. 
This disease is generally 
hereditary, however it can also be 
caused by severe liver infections, 
a lack of vitamin K or even by 
taking certain anticoagulants. 
Through Ms. Claudine Amesse, 
nurse at the CHU Sainte-Justine, 
I met Mrs. Kathy Boucher who 
generously agreed to tell us her 
story. 

***

I was diagnosed with factor II 
deficiency when I was nine years 
old. I had been complaining for a 
while about pain in my calf and my 
family doctor, after investigating, 
decided to refer my case to 
specialists at CHUL, in Quebec City, 
for further testing. The first idea 
was a thrombophlebitis. My right 
calf was much larger than the left 
and this was worrisome. 

After a 3-week stay at the hospital, 
there still was no precise cause for 
this swelling, however things 
seemed to point to a bleed in the 
calf since, a bit later, blood tests 
showed that I had a deficiency in 
factor II. This was in 1985 and I 
was the first case that the 
hematologist, Louis Desjardins, had 
seen.

During this investigation, my 
mother was tested, and this 
showed that she was a carrier. 
However, no other members of the 
family were tested but, logically, 
my father should also be a carrier 
since this is an autosomal recessive 
disease. 

Until now, nothing had pointed to 
the fact that I had a bleeding 
disorder. I was a little girl, just like 
all the others, who got bruises while 
playing! From then on, I became a 
child who had to be strictly 
watched. 

At that point, 
hematologists 
couldn't 
answer my 
parents' 
questions: my 
case was very 
rare, we'd 
wait and see 
what 
happened... 
What would 
happen when 
she got her 
periods? Can 
she have 
children? At 
that time, we 
also learned 
that the 
biggest 
problem with 
this bleeding 
disorder was 
the danger of 
internal hemorrhaging. This is what 
worried my parents most. A blow 
to the head or stomach could be 
fatal. Sports and extreme activities 
were then limited, if not forbidden. 
So my parents began to overprotect 
me to avoid the worst, and 
consequently, cut me off from a 
normal active childhood. 

A few years later, when I was 11 
years old, I got my first period and 
the disease took a larger place in 
my life. I didn't have any major 
accidents during my childhood, but 
now, my life as a woman was going 
to have restrictions. Besides having 
heavy bleeding, my period lasted 
for about 10 days.

by
Sébastien Bédard

echodufacteur@schq.org

We also learned 

that the biggest 

problem with this 

bleeding disorder 

was the danger of 

internal 

hemorrhaging. 

This is what 

worried my 

parents most. A 

blow to the head 

or stomach could 

be fatal.
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It took me a while to get back on 
my feet and the drugs caused 
severe nausea. 

This is when I questioned taking 
drugs and the fact that I couldn't 
ovulate each month. In my mind, 
even though my periods were a 
nightmare, I found it abnormal not 
to have any and began to worry 
about the long-term effects of Depo 
Provera. So I decided to stop 
everything and consult a 
homeopath. 

The hemorrhaging started again 
and I continued like this for another 
seven years, without seeing a 
hematologist. It wasn't until after 
a very difficult summer that I began 
to be followed for hemostasis at 
CHU Saint-Justine. I didn't want to 
go back to Depo Provera and the 
doctors looked for other options. I 
opted for Cyklokapron, taken only 
during my periods. It's efficiency 
wasn't constant, but my cycle was 
regular. Iron levels were a bit 
difficult to control, but weren't 
alarming. 

At 39 years of age, I don't have 
children, but the possibility is still 
there and, above all, we now know 
that the dangers of childbirth are 
much less than before. Despite 
complications that my factor 
deficiency caused me, I was able 
to stay in shape and I feel that the 
impact on my life wasn't that 
negative.

My time with major fatigue and my 
limited childhood haven't made 
me a victim of my disease. I don't 
think about it much now and I have 
the impression that I'm like 
everyone else. It's those around 
me who remind me and watch 
over me to make sure I don't get 
injured. §

Kathy Boucher

RARE BLEEDING DISORDERS’ CORNER (cont’d)

IN MEMORIAM

It is with sadness that we learned the 
death of Douglas Page, father of David 
Page, Executive Director of the CHS. 
Mr. Page passed away October 20, 2013, 
two days before celebrating his 
96th birthday. 

He co-founded the CHS, along with 
Frank Schnabel, and was also the first 
president of the Quebec Chapter 
(CHSQ), serving from 1959 to 1966. 

He was one of the CHSQ pioneers and 
we can be proud of his 
accomplishments.

We will always remember his devotion 
to the bleeding disorders community. 

In order to honour his memory, the CHSQ 
has renamed the Volunteer of the Year 
Award, presented each year to a 
volunteer who has shown outstanding 
work and dedication, changing its name 
to the Douglas Page Award.

The CHSQ wishes to express its sincere 
condolences to David, his mother Enid, 
as well as the family and friends of 
Douglas-Page. §

-F.L.

Despite the fact that her deficiency in factor II caused 
her heavy menstrual bleeding, amongst other things, 
which led to serious problems with anaemia, Kathy 
Boucher considers the impact that this disorder had 
on her life wasn't all bad.  She doesn't feel that long 
periods of fatigue and her restricted life made her a 
victim of her disease.
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Nurse's perspective
Properly completed electronic 
treatment calendars have been, to 
date, the best tool for the care team 
to evaluate a patient's treatment 
plan and adjust it on an individual 
basis. 

The new version calculates the 
number of: 
• exposure 
days to 
concentrates 
for a specific 
period
This allows 
us to quickly 
see if the 
recommended 
frequency of 
infusions is 
respected.
• per kilo 
units per 
year for a 
specific 
period 
This allows a 
comparison 
of the 
consumption 
of factor 
between years and patients using 
an equivalence scale model.  
• units per kilo per year used 
for prophylaxis and for episodic 
bleeding 
This allows for a readjustment of 
the frequency of prophylactic 
infusions and the number of units 
infused in order to reduce bleeding 
episodes.  

• total exposure days to factor 
since the first infusion
This allows evaluation of the risk 
level for developing inhibitors and 
for the most judicious choice of 
factor concentrate. For patients with 
a high risk for developing inhibitors 
during the first infusions, the choice 
of factor is directly linked to the 
number of exposure days.

• total units used for:
- a specific period
- bleeds and follow-ups to 
bleeds (all treatment

Since April 2008, hemophilia 
patients followed in a hemophilia 
treatment centre in Quebec have 
been using the HeliTrax Canada 
system to enter data related to their 
factor concentrate infusions. CSL 
Behring Canada, supplier of this 
useful data transfer tool, had 
consulted professionals from the 
four treatment centres as well as 
members of the CHSQ before 
launching their system. Since then 
it has been used by patients, nurses 
and data managers in the four 
Quebec centres. 
Over the years, we've seen its 
strong points and some things that 
needed improvement. After once 
again consulting professionals at 
the treatment centres as well as 
CHSQ members, CSL Behring is 
now launching the new and 
improved version!
In this article, the data manager at 
CHU Sainte-Justine, Élaine 
Gloutnez, the president of the 
CHSQ, François Laroche, and I, 
Claudine Amesse, pivot clinic nurse 
at CHU Sainte-Justine, will attempt 
to summarize the modifications 
made to the system. 
We'll also take this opportunity to 
remind patients about the 
treatment logs required of all 
patients who infuse factor 
concentrates, as well as the details 
around ordering factor 
concentrates and materials from 
your hemophilia treatment centre.

HEMOPHILIA TREATMENT CENTRES’ CORNER
Launch of the new version of HeliTrax

administered related to a 
bleeding episode)
- prophylaxis
- immune tolerance 
(treatment used to help 
patients who have developed 
inhibitors to clear them)

This allows the treatment team to 
quickly access comparison points 
useful for evaluating the efficiency 
of the treatment plan.  

To ensure that the site or exact 
cause of a bleed is documented and 
thus, to prevent omitting significant 
data, the new version will oblige 
patients to add a comment when 
they click on the scroll down menu: 
• the cause of a bleed:  
“injury or other”   
• the site of the bleed: 
“Other”. 
We would like to remind you never 
to leave your inventory at home go 
below the number of units needed 
to treat yourself in the case of a 
major bleed or injury that could 
be life-threatening and also that 
an annual visit to the treatment 
centre is obligatory in order to 
renew your prescription for factor 
concentrate. 

Data manager's perspective
The new improved Helitrax is a real 
treat for a data manager. First of 
all, the layout of the patient list is 
much clearer; it allows one to avoid 
errors when it's time to enter 
products in the inventory. I can also 
enter a larger number of products 
and remove more at one time. 
Moreover, once bleeds are 
registered, we'll know more 
precisely who listed the bleed and 
the exact location affected. Finally, 
when you send me a message, 
entering a topic for the message 
will be obligatory.   
It's very important for patients to 
complete their calendars as 
faithfully as possible. They are used 
to control the inventory of 
coagulation factors. These are 
extremely expensive products and 
it's imperative for the manager or

We would like 

to remind you 

never to leave 

your inventory 

at home go 

below the 

number of units 

needed to treat 

yourself in the 

case of a major 

bleed or injury 

that could be 

life-threatening.

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

Élaine Gloutnez
Data Manager
Hemostasis Centre 
CHU Sainte-Justine

and
François Laroche
CHSQ President
echodufacteur@schq.org

elaine.gloutnez.hsj@ssss.gouv.qc.ca
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HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)

the nurse who works as the 
manager to be able to match 
entries and exits of product. Data 
is then registered in the CHARMS 
program, which is a tool used by 
all hemophilia centres in Canada. 
Filling in your calendar on a weekly 
basis is a good habit to get into and 
is especially important so that data 
will not be forgotten. When you 
wait too long, the temptation is to 
write in a number of prophylactic 
infusions, since it's difficult to 
remember bleeds and their results. 
The consequence: the next 
treatment plan will be based on 
false data. 
The following are directives 
concerning the distribution of 
products to patients and are 
applicable in the four hemophilia 
treatment centres in Quebec:

• Provide a sufficient quantity 
of factor to cover:

- one month of treatment for 
a patient whose calendars are 
up to date   
- one treatment for a major 
life-threatening bleed, this 
being enough units to 
increase the blood factor 
levels to 100% for hemophilia 
A & B patients.

Since we are faced with a problem 
of lack of space in the blood bank 
refrigerators, we ask you to call 2 
to 3 days in advance when you are 
ordering concentrates and 
materials and to avoid waiting 
more than 3 days after the delivery 
date of the concentrates at the 
hospital to pick them up.

For those who get their products 
outside a treatment centre, it's 
useful to find out the regular 
delivery days for factor 
concentrates from Héma-Québec 
in order to adjust when you order 
products to coincide with these 
regular deliveries and thus, avoid 
supplemental delivery costs for 
Héma-Québec.

Patient's perspective
While the main improvements to 
the HeliTrax system were made to 
facilitate the work of nurses and 
data managers, there are also 
certain interface improvements for 
patients that should be recognized. 
First of all, when someone wants 
to get data related to an infusion, 
the person will have to identify 
him/herself. You will have to 
choose from the five following 
options: patient, mother/father, 
spouse, other, nurse/data manager. 
This will allow the hemophilia 
treatment centre (HTC) to 
communicate with the person who 
entered the data in the case of a 
major or repetitive bleed, or in the 
case of a problem with data input. 
When a bleed is reported, as 
mentioned above, a comment must 
be added if, in the scroll down 
menu “Cause”, “Injury - Other” is 
noted, or if, in the “Type of bleed” 
scroll down menu, ”Other” is 
chosen. In this same menu, a new 
distinction “Head trauma” has also 
been added, a title that was under 
“Other” in the old version, in order 
to make it clearer. 
Also, when you want to send a 
message, the subject has become 
an obligatory field to complete so 
that the message will be sent to 
the HTC.  
Entering data into HeliTrax on a 
regular basis (or carefully recording 
it all on a paper calendar) is the 
best way to take an active role in 
the management of our care. When 
I'm at home, my routine consists 
of entering every dose of 
concentrate and this, after having 
reconstituted the product, but 
before I inject it. When I'm away,

I make a note of the dates of my 
infusions and I enter my data as 
soon as I have 
access to a 
local WiFi 
network or as 
soon as I get 
home. In this 
way, it's much 
easier and 
quicker for the 
HTC to react in 
order to adjust 
the treatment 
plan, if need 
be. In fact, it's 
a service we 
provide 
ourselves as 
patients.
And finally, in 
the process of 
implementing 
the new 
HeliTrax 
system, HTC 
health care 
professionals 
and members 
of the CHSQ 
appreciate 
having been 
consulted and 
that their 
advice and 
comments about the improvements 
to the system were taken into 
account by CSL Behring Canada. 
We believe that this collaboration 
is part of the values of transparency, 
communication and integrity that 
the CHSQ and the HTCs maintain 
with their partners in the 
pharmaceutical industry, of which 
CSL Behring Canada is one. 
These are values that must be 
maintained in the future in order to 
improve the quality of life for all 
people living with an inherited 
bleeding disorder. §
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HeliTrax Canada System 

Help Desk Line:

1-800-608-9059
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CHSQ AWARDS

The involvement of volunteers 
constitutes the strength of the 
CHSQ and, each year, the 
organization considers that it's 
important to highlight the work 
and dedication of members and 
partners who have distinguished 
themselves through their 
volunteer work. To this end, the 
CHSQ proposes four awards:  
Douglas-Page (Volunteer of 
the year) Award
This award is presented to a 
volunteer member of the 
bleeding disorders community 
who has made a particular 
contribution to the mission 
and/or various mandates of the 
CHSQ during the past year.

Award of appreciation 
This award is presented to an 
individual, whether or not the 
person is a member of the CHSQ, 
who has made a significant 
contribution to the development 
of specific projects within the 
organization.

Honorary Member
This award is presented to an 
individual who is not a member 
of the CHSQ but who has made 
a significant contribution to the 
goals of the organization. 

Life Member 
This award is the highest 
category of Chapter Awards 
presented to a CHSQ volunteer 
to recognize an exceptional 
contribution to the development 
of the organization over many 
years.  

We invite you to submit the 
nomination of members or 
partners who, according to you, 
have significantly contributed to 
the realization of the CHSQ 
mission by completing the form 
included in this mailing. Honorary 
awards are presented during the 
CHSQ Annual Meeting.
Deadline for submitting a 
nomination is February 28, 
2014. §

A MOMENT TO REFLECT

“ The law of happiness is simply to realize 
the luck one has to be witness to the 
life that pulses around us. Happiness is 
being with others.”

Christian Tétreault

The Haemophilia Foundation 
Australia (HFA), in 
collaboration with 
Octapharma, has decided to 
open its annual children's 
drawing contest to the world 
in conjunction with the 
upcoming 2014 World 
Federation of Hemophilia 
World Congress. 

The title of the competition is 
What's YOUR Dream and the 
drawings will be divided into 
three categories:
• Category 1: children under 4 
years old
• Category 2: children aged 5 
to 8 years old
• Category 3: children aged 9 
to 11 years old

The drawings must be sent 
directly to the HFA in Australia. 
(Editor’s Note : Melbourne, 
Australia, will be hosting the 
next WFH World Congress.) 

Deadline to participate is 
April 1, 2014. The winners 
will be announced on the last 
day of the WFH Congress in 
Melbourne, May 15.

You can download the 
registration form and terms

DRAWING CONTEST FROM THE HFA 
NOW OPEN TO THE WORLD

and conditions to find out all 
about the competition and the 
great prizes to be won from the 
CHS Web site home page: 
www.hemophilia.ca. 
Good luck to all! §

-G.C.
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DANCE FOR LIFE BENEFIT EVENING IN PICTURES

The seventh edition of our benefit evening, 
Dance for Life, which was held November 1, 
2013, was an entertaining evening for the 
some 200 people present at the Corona 
Theatre. The variety and high quality of the 
performances were a hit.

Under the artistic direction of Cathryn Croft, over a hundred talented 
artists took the stage at the Corona Theatre.

Thank you all for your involvement!



IN A WORD
Call for nominations for the 
2014 CHSQ Board of 
Directors Elections

The election of the new members 
of the Board of Directors will take 
place on Saturday, March 22, 2014, 
during the Annual General Meeting 
to be held at the Hôtel Le Victorin 
in Victoriaville. If you would like to 
participate in the governance of your 
organization, or if you know 
someone in the organization or 
from outside who would be able to 
help us accomplish our work, don't 
hesitate to let us know.   

We need skills in administration, 
accounting, legal issues, sales, 
human resources, planning as well 
as other skills and, at the same time, 
the person must be willing and able 
to give of their time. Along with 
board meetings, and in order to 
share the volunteer work, an 
administrator should sit on at least 
one committee or working group.  

Meetings are usually held in 
Montreal, but some may also be 
held by teleconference.

Here is an idea of the time required 
per year for various committees: 

• Board of Directors: 5-6 face-to-
face meetings + 1 teleconference 
call    

• Executive: 1-2 meetings (both 
face to face and teleconferences) + 
active responsibility for or 
participation in one main committee 

• Committees: 2-3 teleconference 
calls + 1 face-to-face meeting 
(depending on the committee):

• CHS Board of Directors 
delegates: 5 meetings (1 face-to-
face meeting and 4 conference calls 
+ possibility of being part of a 
National committee or working 
group. 

Nominations for a position on the 
CHSQ Board of Directors can be 
submitted by the candidate 
him/herself or by someone else. 
Please check with the person to 
make sure he/she is interested 
in being nominated. 

Simply complete the nomination 
form included in this mailing and 
return it to our offices by e-mail, fax

or snail mail as soon as possible. All 
directors must be members of the 
CHSQ. 

According to our rules and 
regulations, the deadline for 
nominations is noon Thursday, 
March 20, 2014.

-P.S.

Calling all parents!

The Parents Corner is a column 
created for and by families to share 
daily life, personal stories or 
uncommon situations that may be 
of help or interest to other families. 

The editorial team at L'Écho du 
facteur is always open to interesting 
topics, and who better than you, the 
parents, to chose themes that affect 
you and that can help you better 
understand the daily life of a family 
living with a child with hemophilia 
or another bleeding disorder? 

No need to be Shakespeare for you 
to send us a story! Just supply us 
with your text and our team will be 
pleased to help you with the writing, 
if needed, to include it in your 
newsletter. 

The CHSQ is also looking for 
someone who'd like to be part of 
the L'Écho du facteur Editorial 
Committee to take responsibility for 
this column. 

Put your pen to paper, we need 
you!

If you're interested, contact us at 
514 848-0666, toll-free at 
1 877-870-0666 ext. 22 or by email 
at: gchartre@schq.org. §

-G.C.

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

these pharmaceutical companies:


