
OCTOBER 2015VOLUME 23, NUMBER 3

The ruling on the approval of the 
regulation includes the possibility 
that the Joint Committee and the 
governments may go before the 
Courts in regards to this surplus. 
The Courts have the discretion to 
make a decision concerning this 
surplus. 
They can 
also decide 
whether all 
or only a 
part of this 
surplus 
should be 
preserved in 
the Trust 
Fund or be 
used for 
other 
purposes.  
Thus the 
Joint 
Committee 
will deposit 
a claim 
before the 
Courts to 
demand that 
the whole or 
a part of the 
surplus be 
distributed 
to members of the class action 
and their family members. 
In preparation for this claim, over 
the past few months, the Joint 
Committee has held audiences in

250 MILLION DOLLAR SURPLUS IN THE 1986-1990 
HEPATITIS C CLASS ACTION SETTLEMENT AGREEMENT

In order to supervise the present 
administration of claims under 
the 1986-1990 Hepatitis C 
Settlement Agreement, a Joint 
Committee was created 
composed of lawyers from across 
Canada who, for the most part, 
were present fifteen years ago 
during the settlement of this class 
action suit. Every three years, the 
Committee also reviews the 
financial status of the Trust Fund 
to ensure that it is sufficient to 
meet the expected needs of class 
members and family class 
members. 
During the most recent 
assessment of the financial 
aspects of the Fund, the actuaries 
mandated by the Joint Committee 
and those mandated by the 
Federal government determined 
that the Trust Fund was sufficient 
to meet present and future needs 
of class action members and their 
families and that there is a surplus 
in the order of 250 million dollars.

a number of Canadian cities, 
including Montreal, in order to 
gather comments and 
observations from members and 
their families concerning the 
provisions of the settlement that 
did not meet their needs and on 
the manner in which the surplus 
should be used. Written and oral 
comments can also be sent directly 
to the Quebec representative of 
the Joint Committee, Mr. Michel 
Savonitto, by phone at 
514-843-3125 local 208 or by 
email to info@savonitto.com. The 
deadline for sending these 
comments is October 16, 2015. 
(See A Word from the Editor on 
page 2.) 

After that, following a number of 
legal procedures, the Joint 
Committee appeal and all other 
appeals from the Federal 
government concerning the 
surplus will be heard by the Courts 
during a joint hearing that will 
take place in Toronto, Ontario, on 
June 20, 21 and 22, 2016. To get 
regular updates or to consult the 
documents filed with the Courts, 
please consult this website: 
www.hepc8690.ca. 

The CHSQ will keep its members 
informed about the developments 
in this dossier. §
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A WORD FROM THE EDITOR

The Joint Committee that 
supervises the administration of 
claims for the 1986-1990 
Hepatitis C Settlement 
Agreement, which ensures on a 
tri-annual basis that finances in 
the Trust Fund are sufficient to 
meet all claims, recently 
announced that during the most 
recent actuarial evaluation it was 
determined that the Funds were 
sufficient to meet present and 
future claims of members and 
their families and, what's more, 
there is a surplus of 
approximately 250 million 
dollars. (See the front page 
article). So what is to be done 
with this surplus? The Joint 
Committee heard from members 
and their families during 
audiences held in a number of 
Canadian cities and asked them 
to send in their comments and 
suggestions. 
I attended the audience in 
Montreal and here are some 
suggestions that were presented 
to the Joint Committee. 
• Excess amounts from the Fund 
must continue to benefit 
members of the Settlement and 
must at no time be returned to 
federal or provincial 
governments.
• Part of the surplus should be 
used to increase benefits for class 
members, by proportionally 
increasing present benefits. 
• Part of the surplus should be 
used to create life insurance 
programs (life, illness, travel, etc.) 
and thus allow people who are

not presently admissible for life 
insurance to benefit from a certain 
degree of coverage. 
• Allow late claimants, who are 
admissible, to have access to the 
Funds. A certain number of people 
were infected by contaminated 
blood during the 1986-1990 
period, but for various reasons 
applied after the June 30, 2010 
deadline for claims. All these 
people (who meet acceptance 
criteria) should be included, 
regardless of the deadline.
• To access claims related to loss 
of income, the claimant should 
not have to wait until his tax claim 
for the relative year is produced 
and the notice of contributions is 
delivered by the Canada Revenue 
Agency. 
• Make admissibility criteria more 
flexible (based on the highest 
consecutive three years of 
income) to calculate loss of 
revenue. Take into account the 
three highest non-consecutive 
years of income or, if it is more 
advantageous for the claimant, 
refer to the average salary in the 
industry in Canada (like the 
calculation for loss of support). 
• Continue with benefits for loss 
of income after 65 years of age or 
deposit benefits for loss of support 
instead of loss of services in the 
home.
• In line with loss of income, and 
specifically for people co-infected 
with HIV, the manner in which 
the settlement from the Multi 
Provincial and Territorial 
Assistance Program (MPTAP) is 
presently used in the calculation 
of annual income is unfair and 
must be changed. The amount 
received from the MPTAP program 
should not be included in this 
calculation.

SUMMARY
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READER’S OPINION
A great life lesson!

Last August, I went to the Rogers 
Cup at Jarry Park to see the best 
tennis players in the world. I was 
accompanied by a truly 
exceptional young man, 13-year-
old Tommy Aumais, the son of a 
work colleague. 

Tommy would really like to play 
a lot of sports, but unfortunately 
he's limited; he has a disease that 
prevents him: he has hemophilia. 
He has to take an intravenous 
injection every day to supplement 
what's missing in his blood. 
Tommy has to make sure he 
doesn't bump into anything, 
something that could cause 
internal bleeding, which can be 
very painful and that, if repeated

too often, could affect his mobility 
in the long term. 

Tommy is a young man who's very 
mature for his age. He told me that 
he had a plan to give conferences 
on the topic to help other young 
people like himself better 
understand their limits. 

Despite it all, Tommy is a very 
happy young man; he swims, bikes 
and plays badminton, and he also 
plays the trumpet very well. He 
has learnt to know his physical 
limits. But he doesn't have any 
other limits. For him, life is a 
challenge every day, but he knows 
exactly where he's going...

The lessons we learn from pain will 
always make us stronger…
Tommy, I spent a great day with 
you, young man. I absolutely had

to let people know about your 
courage and determination. 

Daddy Yannick and Mommy 
Karine, congratulations, never give 
up...   

A great lesson in life and a great 
example of courage. §

Robert Labrie

will give up trying to request the 
benefits to which they are 
entitled. 
• Allow 
people who 
initially 
accepted 
the one-
time 
settlement 
of $50,000 
to have 
access to all 
the benefits 
of the 
Settlement. 
Due to 
advice they 
received at 
the time, 
some 
people 
decided 
that they 
did not 
have long 
to live and chose the $50,000 
settlement because they

A WORD FROM THE EDITOR (cont’d)

• The loss of a retirement plan 
or considerable social advantages 
(RRSP, collective insurance 
programs, etc.) related to the fact 
that the claimant could not work 
long enough, having been let go 
or having to leave his 
employment (in particular when 
in a managerial position) due to 
his HCV infection. 
• In the case of loss of services 
in the home, the treating doctor's 
form is complicated and difficult 
to understand for both patient 
and doctor. Due to a shortage of 
doctors and loss of institutional 
memory concerning 
contaminated blood and 
questions surrounding it, patients 
must constantly attempt to 
explain their right to submit a 
claim. Many claimants are 
frustrated (mainly because they 
no longer have access to a doctor 
who has their medical history or 
because their doctor does not 
understand the whole situation) 
and there is concern that some

presumed that they would not live 
long enough to take advantage 
of other sums from the Fund. 
• How does one ensure that 
hepatitis C directly or indirectly 
was the cause of death? No matter 
what the cause of death of a 
claimant, his compensation 
related to hepatitis C may have 
constituted the largest part of 
income for his family in the final 
years of his life. The fact that the 
Fund stipulates that hepatitis C 
did not appreciably contribute to 
the cause of death is unfair to 
surviving dependants.  

Other suggestions will also be 
proposed by members of the class 
in the rest of Canada. It remains 
to be seen which 
recommendations the Joint 
Committee will prioritize in its 
request before the courts in 
October ... and what decision will 
be made in June 2016. §
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Our 29 youngsters, aged 5 to 15, 
got to enjoy this magnificent week 
filled with activities. 
This year, we did it big: a sleep-out 
for all our groups. What a magical 
time! Everyone couldn't stop 
smiling, the older kids got a chance 
to go out in a rabaska — that giant 
canoe where everyone gets to row 
in unison — and canoeing over an 
hour's distance away along the 
riverbank, where they spent the 
night in a magnificent setting. 
For the middle group, they walked 
to a beautiful site where they built 
the campfire, listened to legends 
and slept together in one huge tent 
that protected them from a fine rain 
that fell during the night. 
The youngest group couldn't miss 
out and they got to stay in a 
"distant" spot to sleep, though it 
was actually nearby. The evening 
was spent by the fire, eating cakes 
made with orange peels and cooked 
on the coals. Then they had a good 
sleep in the little tents that had been 
set up beforehand... Three perfect 
evenings spent during our stay 
there. 
And so ended this great experience 
that we wouldn't hesitate to repeat! 
Below you'll find the texts written 
by our assistant monitors.  
I want to take this occasion to thank 
our financial partners, the team

CHSQ ACTIVITIES

With everyone back to school 
and new routines established, 
autumn arrives with its magnificent 
colours and the time to review past 
activities and look at those to come 
is here! I want to wish you a lovely 
autumn and hope to get a chance 
to see you at one of our next 
activities. 
Until then, happy reading.  

Past Activities

44th Summer Camp
Let's admit it: this year, we got the 
perfect week. Last August 2 to 7, 
we returned to camp Trois-
Saumons in the St-Jean-Port-Joli 
area for our 44th Summer Camp.

gbeauregard@schq.org

Our assistant counselors' experiences, in a few words...
This was my second year as an assistant counselor at the CHSQ summer camp, and once again, it was an unforgettable experience. 
The ambiance at camp Trois-Saumons and the enthusiasm of the counselors and accompanying people really allowed campers 
to have a great time, not to mention the expeditions for the three age groups, which made camp experience even better for all 
the youngsters. We had extraordinary counselors during the activities, the bivouacs and on the expeditions. With the sun shining 
down on us almost all week, everyone, kids and adults alike, had a great time around Lac Trois-Saumons. If the opportunity 
presents itself next summer, I wouldn't hesitate an instant to accompany this fantastic group again and spend another week 
with the extraordinary people at camp Trois-Saumons. Ke Lan Wu

I enjoyed being an assistant-counselor at camp Trois-Saumons because it was very instructive. I achieved a personal goal since 
I developed a team spirit with campers under my supervision and created a chemistry with them. I had a very participative and 
fun-loving group. We got a chance to do a lot of out-door activities in a magical place. I also liked sharing the pleasure of living 
with campers and others counselors. Thank you for having given me the opportunity to be an assistant-counselor this summer! 

Charles Laganière

I'd been waiting for a long time to be old enough to be an assistant at hemophilia camp! Camp Trois-Saumons is really the best 
camp I've ever known. I was with two other counsellors from camp and we had the youngest group. Being an assistant is 
exhausting, but I want to reassure you that this was the most rewarding week of my life. I went through all kinds of emotions 
during my stay. I was touched each day to see my young ones so happy and flourishing. I had to hold back my tears on the last 
day since I really didn't want to leave! The week had been wonderfully organized and the kids didn't want to leave either! It 
can be stressful for a young hemophiliac to leave his parents for a week. But the fact of being so well surrounded at Camp Trois-
Saumons by the nurses who accompanied us, the animators, the lifeguards and the counsellors took away the pressure of being 
far from home. Camp Trois-Saumons is a second home. We form a big family where everyone is welcome. My participation as 
an assistant counsellor confirmed for me the extent to which this camp is ideal to experience unforgettable memories with 
youngsters. Jeanne Montplaisir

from Camp Trois-Saumons, our 
dedicated nurses, Claude Meilleur 
and Hélène Néron, and of course, 
I can't forget our assistants: Emily 
Blanchette, Charles Laganière, 
Jeanne Montplaisir and Ke Lan Wu, 
who did a great job.

Upcoming Activities

The David Pouliot Student 
Scholarship Program 
Application forms are available! 
Every year, the CHSQ offers its 
scholarship program, the goal of 
which is to encourage young people 
with a bleeding disorder to continue 
their collegial, university or 
vocational studies or to return to 
their studies to follow a professional 
development course.

You'll find the application form on 
our website under the Programs 
section. The deadline for 
applications is midnight, 
October 31. Don't miss out!

2016 Family Weekend 
It's still early, but...mark it on 
your calendar. The next edition of 
the family weekend will take place 
March 18-20 at the Hotel 
Chéribourg. Stay tuned for our next 
communication for more details 
about this activity. §

by
Geneviève Beauregard
Programs and 
Operations 
Manager
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HEMOPHILIA TREATMENT CENTRES’ CORNER

Hello to the gang from our 
2015 summer camp! 
First of all, we want to remind 
you that last year the CHSQ 
integrated the camp for 
hemophiliacs with the camp for 
hemophiliacs with inhibitors. 
Well, we want to assure you that 
Camp Trois-Saumon met the 
needs of all of our campers when 
it came to safety...and bellies. 
As in past years, we (meaning 
Hélène and Claude) had teaching 
self-infusion on our agenda every 
morning and, as usual, the 
youngsters surprised us with their 
determination and their courage 
in achieving this task, which isn't

always easy, but which is 
important. Once again this year, 
we could count on the 'big 
brothers' to take on this 
challenge. This year, the camp 
schedule allowed the young ones 
to work towards more autonomy 
and share with each other. In fact, 
the cabins were divided up by age 
group and apart from the adults. 
This allowed the groups to bond 
and made creating friendships 
easier.  
The stay was even more 
agreeable since there were no 
incidents, small or large. We 
didn't have to give out any 
medication (TylenolTM, GravolTM 

or others). So what did we do? 
We missed our youngsters, since 
we didn't get to see them because 
they were too busy. So, we 
gathered up our courage and, one 
morning, we went to the "polar 
bear" activity, which consists of 
going for an early morning swim 
in the lake. BRRRRR! You really 
have to love them to do this! 
We'd like to highlight that every 
group got the opportunity to sleep 
outdoors under the stars and our 
older ones got to administer their

treatment under rudimentary 
conditions. The goal of this activity 
was to check whether they 
managed to bring all the materials 
needed and adapt the principles 
of sterility under unusual 
conditions. Mission accomplished: 
they were ready! 
The organizer, Geneviève 
Beauregard, and the assistant 
monitors, Emily, Jeanne, Ke Lan 
and Charles, took care of and 
entertained the young ones once 
again this year. 
See you soon, everyone. We 
already miss you! §

A word from the nurses present at summer camp
by
Claude Meilleur 
Pivot Clinic Nurse
Quebec Reference Centre for Patients with 
Inhibitors 
CHU Sainte-Justine
claude_meilleur@ssss.gouv.qc.ca
and
Hélène Néron 
Pivot Clinic Nurse
Centre de traitement de l’hémophilie  de 
l’est du Québec 
Hôpital de l’Enfant-Jésus
helene.neron.cha@ssss.gouv.qc.ca
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I liked the presentation during 
session 5 by Craig Walker, a 
33-year-old severe hemophiliac 
who spoke about the benefits of 
physical conditioning on his life. 
He mentioned that body-building 
and cardio exercises had 
improved his confidence in his 
joints in a positive way and got 
him in shape as never before. An 
experience that I, myself, live and 
can confirm!

The majority of severe 
hemophiliacs like me know how 
to identify a bleed easily. 
However, some mild 
hemophiliacs bleed only rarely 
and often have difficulty 
recognizing a bleed. In the 
last session, JoAnn Nilson, 
a physiotherapist from 
Saskatchewan, did a presentation 
for an application specifically 
designed to help properly identify 
a hemorrhage, be it muscular, 
joint or other. This little program, 
called HIRT? (Hemophilia Injury 
Recognition Tool?) can be installed 
on an Android or Apple device. 

One important moment for me 
was when a number of people, 
men and women of all ages, 
shared their life experiences with 
a bleeding disorder. Their 
touching stories reminded us that 
we're not alone in living with 
often difficult complications. Each 
person taught us how they have 
evolved with their disease in a 
positive way. They really gave me 
a good dose of energy! 

At the end of the day, I got to see 
Henderson, a 90 year-old 
hemophiliac, who looked in good 
shape, holding Tristan in his arms, 
a 7 month-old hemophiliac! While 
Tristan will probably get the 
chance to live a life with better 
care, Henderson is, for me, the 
proof that you can live a long life 
with a bleeding disorder.

Thanks to the CHSQ for allowing 
me to experience this highly 
enriching event.

Christian Pelletier

***

Rendez-vous 2015 took place 
under the theme Living with a 
bleeding disorder: changing 
perspectives.  Personally, I 
particularly appreciated the 
presentation on pain 
management since this session 
included testimonies by people 
explaining how they manage and 
live with pain. I also appreciated 
the session on psychosocial 
problems that explained how to 
encourage change in behaviour 
related to health: easier said than 
done. Instead of giving a detailed 
report about the sessions, and 
because the Canadian Hemophilia 
Society (CHS) has done a superb 
job making them available to you, 
I invite you to watch them online 
since they're available on the 
website www.hemophilia.ca 
under the tab 
webdiffusion/Rendez-vous 2015.  
On Saturday afternoon, the CHS 
held its Annual General Meeting 
where the Quebec Chapter was 
presented with the Chapter Award 
for its work in recruiting members 
over the past two years. I and a 
few volunteers who were present 
got the chance to accept the 
award on behalf of our chapter  
(see photo on the next page).
In the afternoon, the CHS held a 
strategic planning consultation 
where we got the opportunity to 
exchange and give our opinion 
on various topics including 
benefits for members, fundraising, 
volunteering, national versus 
provincial chapters. All this with 
the goal of adding to the content 
of the on-line survey, to interviews 
with various partners, etc.

Last May, the CHS held a Medical 
and Scientific Symposium during 
Rendez-vous 2015 in Halifax. 
Every two years, we get a chance 
to participate in this event that 
brings together health 
professionals, industry partners, 
CHS employees and volunteers 
from across Canada as well as 
many individual members. Here 
are impressions of the four CHSQ 
delegates at this event.

I’m delighted to have had the 
honour of participating in the 
Medical and Scientific 
Symposium held in Halifax last 
May. Apart from the excellent 
workshops held on Friday, this 
was a great opportunity for me 
to talk with other people living 
with a bleeding disorder. Sharing 
life experiences with people who 
have the same experiences as me 
was comforting and made me 
feel less alone with my disease. 
During the morning sessions, 
I was impressed with the 
presentation by the representative 
from Bangladesh, Mr. Nurul 
Islam. He mentioned that in his 
country, it costs between 10,000 
and 50,000 taka (about $170 to 
$850) per month to treat a 
hemophilia patient. This amount 
must be assumed by the patient, 
since the government doesn't 
support the Bangladeshi 
Hemophilia Association. And 
when they can obtain these 
treatments — of which 14% are 
factor concentrates  and 59% 
cryoprecipitate — most of the 
time they arrive too late. Mr. Islam 
also mentioned that blood 
donations usually come from 
family members or friends and 
approximately 680 people are 
diagnosed with a bleeding 
disorder in the capital. However, 
it's estimated that approximately 
16,000 are undiagnosed.

Impressions from the four CHSQ delegates
RENDEZ-VOUS 2015 IN HALIFAX
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The work of the CHS strategic 
planning with chapters is a long 
and necessary process in order 
to optimize the relationship and 
collaborative work of our lovely 
organization.  
Once again, I want to thank the 
CHS for organizing this weekend, 
rich in information and in 
emotions, and I want to invite 
you to participate. You can read 
more about Rendez-vous 2015 in 
the August 2015 issue of 
Hemophilia Today.

Geneviève Beauregard

***

During Rendez-vous 2015 in 
Halifax, a multitude of specialists 
shared their expertise, each in 
turn, with a public composed 
mainly of health care 
professionals as well as patients 
and their families. Among these 
presentations, two in particular 
caught my attention: one by Dr. 
Michael Vallis on changes in 
behaviour, and one by Dr. 
Rochelle Winikoff about von 
Willebrand Disease.  
Dr. Michael Vallis, from the 
Behaviour Change Institute (BCI), 
gave a presentation on how 
health care professionals can 
make their interventions more 
effective by eliminating the 
traditional expert-novice model, 
comparable to a teacher-student 
relationship. In this model, the 
expert adopts a dominant 
position, which increases the 
chance of resistance in the 
patient. 
According to Dr. Vallis, to remedy 
this problem, health professionals 
should try to understand the 
reasons why the patient is 
reticent to face change, and then 
to negotiate solutions that take 
his personal motivation into 
account. Dr. Vallis illustrated this 
concept in an eloquent manner

by giving the example of a 
smoker who is told that smoking 
is bad. In actual fact, for the 
smoker, smoking in good: it 
reduces stress, offers occasions 
to socialize and helps control 
weight. Telling him that his 
behaviour is bad is equivalent to 
judging him by saying he is 
wrong. So, according to Dr. Vallis, 
it's preferable to try and 
understand his reasons for 
smoking, in order to be able to 
propose alternatives and 
solutions adapted to him.  
The presentation by Dr. Rochelle 
Winikoff, from CHU Sainte-
Justine, was about pre and post-
partum hemorrhaging in women 
living with von Willibrand 
Disease. In short, it was 
essentially the resume of the 
results of a study on the effects 
of prophylaxis on hemorrhages 
related to pregnancy.  For the 
totally novice auditor that I am, 
this presentation caught my 
attention because of the fact that 
we still know very little about this 
condition. According to 
Dr. Winikoff, there seem to be

very few studies that have given 
conclusive results and the sources 
cited are often difficult to find, if 
not non-existent. In answer to the 
original question about the 
efficiency of prophylaxis, she 
concluded that a direct cause and 
effect between prophylaxis and 
the absence of bleeding can not 
be establish, even if it seems that 
patients who received prophylaxis 
were less likely to bleed. Once 
again, there are not enough 
studies on the topic. And yet, 25% 
of deaths during childbirth 
occurred following hemorrhages!
These two presentations illustrate 
how much work there is left to do 
in the field of bleeding disorders: 
present practices can always be 
improved, but a lot is still 
unknown.

Mathieu Jackson

***

Last May, I was one of the 
fortunate candidates who had an 
opportunity and privilege to attend 
 Rendez-Vous 2015 in Halifax. 
Attending this conference not only

cont’d on the next page

The CHSQ received the national Chapter Award for its work done recruiting new members over 
the last two years. Seen in the photo are (left to right):  Francis Mantha, Mylene D'Fana, Geneviève 
Beauregard, Christian Pelletier, Karen Fahey, Patricia Stewart, Kevin Blanchette and Mathieu 
Jackson.

RENDEZ-VOUS 2015 IN HALIFAX (cont’d)



8

RENDEZ-VOUS 2015 IN HALIFAX (cont’d)

exposed me to a variety of topics 
and information related to 
bleeding disorders and the overall 
well-being and direction of the 
Canadian Hemophilia Society,  it 
also offered the opportunity to 
network and connect with people 
across many disciplines and roles 
who support the bleeding disorder 
community. Through networking 
and sharing, a wealth of 
knowledge and information was 
transferred. I was open to 
receiving it so that I can better 
support and contribute to this 
community.
I took away two highlights from 
the event: the first related to the 
launch of the Canadian Bleeding 
Disorder Registry and the second 
is with regards to What's Next for 
the Canadian Bleeding Disorder 
Community, the next five-year 
plan.
I learned of issues and concerns 
regarding the logging and 
tracking of patient data and 
gained an understanding as to 
how critical it is to have a reliable 
system that's easily accessible to 
both patients and caregivers alike 
to ensure the highest level of care. 
The new system MyCBDR, that 
was introduced, does not replace 
the hospital system but rather is 
a tool otherwise known as an 
electronic diary. Hopefully it will 
address those concerns and offer 
a quick and easy way to record 
bleeds and treatments, which will 
be saved in a secure database for 
future reference and analysis. My 
own bleeding condition does not 
require regular treatment and, as 
such, I was unaware of how much 
data was collected and logged 
and how a new user-friendly 
system would lead to improved 
and clear data showing how often 
patients are being treated, what 
is happening during treatment, 
products used etc. In retrospect, 
the same data can be used for 
research that can improve

solutions for treatment and quicker 
access to patient information.
2015 is the year when the next 
five-year strategic plan is to be 
developed and put in place: What's 
Next for the Canadian Bleeding 
Disorder Community. This is an 
area of great interest. Discussions 
were profound and the workshops 
offered truly facilitated open, 
constructive dialogue around key 
priorities for the future. Time was 
spent reviewing past 
accomplishments related to the 
key priorities as were set out over 
the past five years and hard core 
questions were asked around 
where we want to go in the next 
five years. 
On the whole, I captured that our 
priorities for the next five years 
will remain quite similar to that of 
the last five, which read as follows:
Patient Priorities
• Care & Treatment
• Awareness
• Research
• Education & Support
• Safe and Secure Supply of 
Product
CHS Corporate (and Chapter) 
Priorities
• Cohesive organisation
• Increase in memberships
• Maintain culture 
Strategic planning is never an easy 
task and my observations at this 
event were that the CHS 
organization and the community 
are taking a very serious look at 
the future and understanding the 
real concerns that are surfacing, 
such as the need for succession 
planning, new fundraising 
initiatives, better communication 
with and from chapters, social 
media vehicles and the need to 
keep the focus on key priorities 
and not get distract from them. 
I've learned quite a bit in this area 
and hope to be able to do my part 
during the development process.

I endorsed the information that 
was shared. 
I truly believe it is important we 
encourage folks to attend Rendez-
vous to build upon their foundation 
of knowledge around living with 
or caring for people with bleeding 
disorders, to create new 
relationships by meeting people 
from the community and I would 
challenge those interested to step 
forward because we need them 
to gain insight and develop those 
who have an interest, as they are 
the next generation of leaders, 
supporters and fans of the 
organisation who"ll bring us into 
a new era, an era with different 
needs and demands. 

I thank the CHSQ who supported 
my attendance at the event and I 
look forward to transferring my 
new-found knowledge as 
opportunities arise in my current 
role as a member of the Board of 
the CHSQ, CODErouge Ambassador 
and community member. §

Karen Fahey
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FUNDRAISING AND COMMUNICATIONS

tools to allow Canadians to 
organize their own activities to 
gather funds in a secure way for 
the organization of their choice.
Are you looking for a personal 
fundraising challenge, a sports 
event or else to gather funds in 
honour of a dear one? I invite you 
to consult the section Hold a 
fundraiser in order to help you 
plan it. You can access the 
CanadaHelps page for our 
organization directly on our 
website: www.hemophilia.ca/en/
provincial-chapters/quebec.

An outsiders' event to 
benefit the CHSQ 
Last September, a family from the 
Shawinigan area organized a 
small activity to raise funds: a 
garage sale. In all, members of 
the family gathered $ 416 that 
they decided to give to the CHSQ!
They enjoyed their experience so 
much that they decided to repeat 
the activity next year and invite 
people from their area to donate 
articles they wish to get rid of to 
increase the level of sales. 
The CHSQ wishes to thank the 
L'Écuyer-Sergerie family for its 
initiative and invites anyone who 
would like to know about the 
possibilities of creating an event 
to benefit the CHSQ by contacting 
Geneviève Beauregard at the 
CHSQ office.

The CHSQ Bowl-a-thon
Would you like to organize an 
amusing fundraising activity? 
Bowl-a-thons are easy to prepare, 
great fun and most of all, 
beneficial for your organization. 
Contact us at the office so that 
we can help you set up your own 
activity.

CanadaHelps
A personal challenge...  
CanadaHelps is a fundraising 
website that the CHSQ uses. On 
this site, you can find interesting

Quebec. If you know someone 
who works in public service, offer 
to have a spokesperson from 
HealthPartners Quebec give a 
presentation, specifically from the 
CHSQ. This will have a direct effect 
on the donations that we receive 
during the campaign. 
Contact us for more 
information.

CHSQ INFOLETTER
Stay in contact with us by 
subscribing to our Infoletter. You 
can do it by going to our website 
or through our Facebook page!

L'Écho du facteur by email
In order to save money for our 
organization and to respect the 
environment, the CHSQ wants to 
remind you that you can receive 
our newsletter, L'Écho du facteur, 
by email. 
Simply send an email to 
info@schq.org and indicate the 
email address to which you want 
us to send the electronic copy. 
We encourage you to make this 
gesture that is doubly beneficial...a 
gesture for the environment and 
a gesture for your organization! §

gbeauregard@schq.org

by
Geneviève Beauregard
Programs and 
Operations 
Manager

2015 Entraide Campaign
The launch of the 2015 Entraide 
campaign begins quietly and, this 
year, there won't be a big launch, 
but rather virtual launches, which 
will allow more visibility for those 
who can't travel the day of the 
launch. 
The goal of this annual 
fundraising campaign through at-
source deductions from the 
paychecks of Quebec employees 
and retired public servants is 
$7,400,000 this year. Of this 
amount, on average every year 
the CHSQ receives the sum of 
$20,000, through HealthPartners
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A MOMENT TO REFLECT

“One must make life a dream and make dreams a 
reality.”

Pierre Curie

STUDY ON THE SWITCH IN RECOMBINANT FVIII

If you or your child is affected 
by hemophilia A and you or your 
child was treated with HelixateTM, 
then you or your child recently had 
to change recombinant factor VIII 
concentrate. Contracts with CSL 
Behring, the manufacturer of 
HelixateTM, having come to an end 
last March 31, the pharmaceutical 
company Pfizer, with its 
recombinant factor VIII 
concentrate XynthaTM, won the 
tender with Héma-Québec and 
thus received between 85 and 88% 
of the Quebec market for this type 
of product. (For more details, 
consult A Word from the Editor in 
the January 2015 issue of this 
newsletter, volume 23 no. 1)

This massive change in product 
occurred for the first time in 
Quebec and became an

opportunity for researchers to 
evaluate whether subjects treated 
in Quebec hemophilia treatment 
centres (HTCs) would be at risk for 
developing inhibitors to the factor 
VIII concentrate during this 
treatment transition. This is the 
main objective of the study 
Switching factor VIII concentrate in 
Quebec: Risk for developing 
inhibitors? whose principal 
investigator is Dr. Georges-Étienne 
Rivard from CHU Sainte-Justine.  

In addition, the secondary 
objectives of this study are 1) to 
measure the appearance of non-
neutralizing antibodies that may 
alter the pharmacokinetics of the 
new infused products; 2) to 
compare the sensitivity and 
specificity of two dosage methods 
of the factor VIII activity 
administered; 3) to evaluate the in-
vivo recovery of the factor VIII 
administered; 4) to evaluate the 
residual plasmatic level of factor 
VIII before the next factor VIII 
injection. All of these results will 
allow medical teams to offer the 
best possible treatment plans for 
their patients with hemophilia A1.

If you are affected by this study, 
I invite you to be part of it, if you

aren't already. It only requires three 
visits to your HTC — the first for 
the initial infusion with the product, 
the second about four months later 
and the third 12 months after that 
— during which you will have two 
blood samples taken, one before 
the infusion of Xyntha and the 
second 10 minutes after the 
infusion . 

The results of this study are vital 
to help your treatment team 
determine and better adapt your 
treatment plan, and it is also crucial 
for the next bid for recombinant 
factor VIII concentrates for Quebec, 
which will occur in two and half 
years (if Héma-Quebec doesn't 
exercise its option, as stated in the 
contract, for one or two 
supplemental years) and that of 
Canadian Blood Services, for the 
rest of Canada, which will occur a 
bit later this autumn. §

1. Dr. Georges-Étienne Rivard, CHU Sainte-
Justine, Dr. Jean St-Louis, CHU Sainte-Justine 
and Hôpital Maisonneuve-Rosemont, 
Dr. Molly Warner, Montreal Children Hospital, 
Dr. Christine Demers, CHU de Québec, 
Dr. Jean-François Castilloux, CHU de 
Sherbrooke, Arnaud Bonnefoy, Ph.D., CHU 
Sainte-Justine, Evemie Dubé, Ph.D., CHU 
Sainte-Justine: Switching factor VIII 
concentrate in Quebec: Risk for developing 
inhibitors?

echodufacteur@schq.org

by
François Laroche

The opinions expressed in various columns are those of the authors and do not necessarily represent the viewpoint of the CHSQ.
To let us know your comments or to give your opinion on any related topics,
send your text to the following address:

L'Écho du facteur, CHSQ, 2120 Sherbrooke Street East, 
Suite 514, Montreal (Quebec)  H2K 1C3

telephone:    514-848-0666  or toll-free:  1-877-870-0666 
fax:              514-904-2253
or by e-mail to the following address: info@schq.org
Web site: www.hemophilia.ca
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2015 SUMMER CAMP IN PICTURES



On-going research and 
market studies currently 
recruiting participants
In the past, the CHS has invited 
the bleeding disorder community 
to participate in research and 
market studies. Once again, we 
wish to reinforce the importance 
of these projects and the benefit 
for our community to participate. 
These studies, however, need our 
community to gather sufficient 
data to be relevant. Please take 
the time to see what is presently 
happening with regards to 
research and market studies and 
to see if you could take an active 
part in them.
Research Studies
• Invitation to families of children 
with bleeding disorders to 
participate in an interview-based 
research study 
The purpose of the study is to learn 
about the experiences and needs 
of families of children living with 
bleeding disorders, as they learn 
to live with and manage their 
disorder from diagnosis through 
other key care transitions.

• Do you have mild hemophilia?
Volunteers are still needed to 
review and evaluate a self-
assessment tool designed 
specifically for people with mild 
hemophilia.
For more informations on these 
research studies, please visit: 
www.hemophilia.ca/en/
research/opportunities-to-
participate-in-research. 

Market Study
• Online survey of patients and 
caregivers of patients with 
hemophilia A & B
HealthPulse, a Canadian market 
research and consultancy 
company, is currently looking for 
patients and caregivers of patients 
with hemophilia A or B for a 
market research study. 
At the completion of the study, you 
will be compensated for your time.

For more informations on this 
market study, go to:
www.hemophilia.ca/en/
research/opportunities-to-
participate-in-marketing-research-
studies.

Reference: e-liaison, An update of 
activities from the national office of 
the Canadian Hemophilia Society, 
September 2015.

-F.L.

CHSQ computer system 
update
In order to optimize our work and 
thus services to members, the 
CHSQ has decided to update its 
computer system by purchasing a 
whole new database. This tool will 
allow members, amongst other 
things, to register directly online 
for our activities, to make a 
donation and to automatically 
receive their charitable receipt, thus 
avoiding errors and redundancy. 
We want to thank our industry 
partners who contributed to 
financing this project. §

-G.B.

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

pharmaceutical companies:

IN A WORD


