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2015 CHSQ ANNUAL AWARDS
During the Annual General 
Meeting, held during the family 
weekend, the CHSQ gave out its 
awards for the year 2015. 
Michel Patte, CHSQ treasurer for 
the past two years, was 
presented with the Douglas Page 
Award for his involvement in 
numerous projects during the 
year 2015. Amongst other things, 
he proposed an investment 
Policy that the Board of Directors 
adopted and carried out the 
revision of other internal 
documents, notably the Policy 
on reimbursement of expenses 
and the Policy on the internal 
management and authorization 
procedure for CHSQ signatories. 
His rigor during the 
establishment of the CHSQ 
operations budget and the 
revision of the present year's, 
allowed for significant surpluses 
in 2014 and 2015. He is always 
available for the elaboration of

the financial statements, in 
collaboration with our 
accountant, and for the annual 
audit. In addition, his 
analytical spirit, his 
composure and good 
judgement make him a highly 
respected administrator within 
our Board of Directors. 
Congratulations Michel!
The Award of Appreciation 
was given to Marie-Ève 
Chevrette. Marie-Ève is the 
coordinator of the 
implementation project in the 
hemophilia treatment centres 
(HTC) in Quebec for the 
Canadian Bleeding Disorders 
Registry (CBDR) as well as 
MyCBDR, the home infusion 
data compilation system. 
Throughout the year, she 
acted as the link between 
McMaster University in 
Kingston, Ontario, where the 
register is housed, and the four Quebec HTCs, to ensure that judicial, 

ethical and confidentiality issues of the 
process were respected. Moreover, she 
coordinated the training done with HTC 
pivot nurses and with patients for these 
new systems.
She led weekly teleconferences for the 
follow-up of the implementation of 
these systems with the main partners. 
She also wrote articles to inform 
members of the CHSQ in L’Écho du 
facteur. She was always available to 
help and was highly efficient in all 
stages of the implementation process. 
Congratulations Marie-Ève! §

-F.L.

Michel Patte 
(left) received 
the Douglas 
Page Award 
for his 
involvement 
as an 
exemplary 
volunteer 
during the 
year 2015.

Marie-Ève Chevrette is the winner of the 2015 Award of 
Appreciation. Not able to be present during the 2016 AGM, 
she received her award at the offices of the CHSQ last 
May 4.
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A WORD FROM THE EDITOR

The submission before the courts 
recommending that the entire 
surplus in the Trust Fund for the 
1986-1990 Hepatitis C Settlement 
Agreement be allocated to claimants 
and their families will be heard on 
June 20, 21 and 22 in Toronto. 
Following the most recent financial 
sufficiency review of the Trust Fund 
by the actuaries mandated by the 
Joint Committee, which supervises 
the administration of this Fund, and 
those mandated by the federal 
government determined that the 
Fund is sufficient to meet present 
and future needs of members of the 
class action (claimants) as well as 
their families. There is an estimated 
surplus of approximately $250 
million. (See L'Écho du facteur, 
Vol. 23, no. 3, October 2015, page 1). 
Hearings dealing with this 
submission will be held in Toronto 
June 20-22. It will also be possible 
to join the hearings live by 
videoconference in Vancouver and 
in Montreal, in order to allow 
claimants to participate from a 
distance. In Montreal, the 
videoconference will be held at the 
Palais de Justice, suite 15.04, 
located at 1 Notre-Dame East, 
from 11:30 am to 5:30 pm.

We encourage all members of this 
class action to be present in large 
numbers during these hearings to 
demonstrate our interest in these 
funds being redistributed to 
claimants. 
To get more information on the 
subject of these hearing and to 
access documents submitted to the 
Courts, please consult this website: 
www.hepc8690.ca/home-e.shtml.
The CHSQ will keep its members 
informed on the developments in 
this file.  

***

On a different note, it's with a great 
deal of enthusiasm that the CHSQ 
welcomes Nicole Vincelette to its 
ranks as Executive Director. Nicole 
has an impressive background with 
experience at the head of not-for 
profit organisations over many 
years. She has good leadership 
qualities, excellent skills in volunteer 
relations as well as a good 
knowledge of event organizing and 
philanthropy, and has an engaging 
personality. 
Nicole Vincelette began putting her 
talents to work for the CHSQ on 
May 25, 2016. You can contact her 
at this address: direction@schq.org. 
You can also contact her at 
514-848-0666, extension 21. 
I'm convinced that Nicole will be 
more than able to help us attain our 
objectives and pursue our mission. 
To this end, I wish her much success 
in her new position. §
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by the Quebec Chapter of the Canadian 
Hemophilia Society and is distributed three 
times a year to its members.
Circulation: 425 in French, 100 in English
Legal deposit: Bibliothèque nationale du 
Québec, 2016.
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CHSQ 2016-2018 STRATEGIC PLAN

As you know, in 2015, the 
Canadian Hemophilia Society - 
Quebec Chapter began a process 
in order to elaborate its 2016-2018 
strategic plan. It called on a 
consultant, Claude Bourque, in 
order to carry out a diagnosis of 
the organisation during the spring 
and summer of 2015.  It also called 
on a consultant, Evelyne Joncas, in 
January 2016, in order to facilitate 
a reflexion around challenges and 
strategic objectives. 
Here are the four axes of 
intervention, the goals, the 
objectives and the strategies that 
were identified in the CHSQ 2016-
2018 strategic plan.

Axis 1: Care and treatment
Goal: Respect standards and 
guarantee access to comprehensive 
care based on the conclusive data 
for everyone living with a hereditary 
bleeding disorder and this, 
throughout their lives. 
Objective 1.1: Ensure that the HTCs 
are able to obtain optimal care and 
treatment for people suffering from 
a bleeding disorder.
Strategies: 
• Standardize care and services at 
HTCs, to meet Canadian standards;
• Inform HTCs about Canadian 
Standards;
• Encourage access to new 
products
Objective 1.2: Ensure that service 
providers can refer women to 
appropriate resources for their 
needs and conditions.
Strategy:
• Inform and educate people about 
rare bleeding disorders and VWD. 
Objectif 1.3 : Promote and support 
the use of MyCBDR by patients.
Strategies:
• Optimize the use of MyCBDR;
• Inform and train users.

Axis 2: Research 
Goal: Promote, finance and 
facilitate basic and clinical research, 
as well as research into quality of

life, for the purpose of improving 
health, quality of life and eventually 
for finding a cure for hereditary 
anomalies in hemostasis.
Objective 2.1: Contribute a 
minimum of 5% of our annual 
revenue to research. This 
percentage can be adjusted 
annually according to our annual 
capacity.
Strategy: 
• Budget this percentage annually 
according to financial capacity.

Axis 3 : Support and education
Goal: Supply information based on 
conclusive data and support to 
patients and their families, to health 
care professionals and to the 
general public throughout Canada 
and this, in both official languages, 
French and English.  
Objective 3.1: Inform people about 
the CHSQ and its services both in 
cities and in the regions.
Strategies: 
• Inform patients about the 
existence of the CHSQ and its 
services through treatment centres;
• Adapt communication materials 
and strategies according to whether 
those targeted are in the city or in 
the regions;
• Regularly send flyers, information 
letters and all other communication 
tools to the Hemophilia Centres to 
keep patients informed.
Objective 3.2: Allow patients, their 
families, the public and health care 
personnel to understand concerns 
about health and quality of life in 
relation to bleeding disorders. 
Strategies: 
• Give access to pertinent, adequate 
and up-to-date information on 
topics related to health and quality 
of life for patients and their families 
through our communication tools;
• Review educational materials and 
keep them up to date;
• Determine the best 
communication and information 
strategies to reach the targeted

audience,  differentiating those in 
urban or regional areas.
Objective 3.3: Ensure patients and 
their families are supported 
throughout their care and treatment
Strategy: 
• Create an support program to deal 
with the disease.

Axis 4 : A united organization
Objective 4.1: Ensure that the 
organization is efficient and 
sustainable, through a strong and 
structured team
Strategies: 
• Establish clear roles, 
responsibilities and jobs (RRJ) for 
all members of the TEAM 
(administrators, volunteers, 
employees);
• Appoint members with 
multidisciplinary skills in order 
to cover all professional and 
administrative needs of the 
organization;
• Establish a structured team of 
volunteers, under the responsibility 
of one person.
• Establish a volunteer bank.
Objective 4.2: Improve the financial 
autonomy of the CHSQ
Strategies: 
• Reduce the cost of management 
and regroup services and structures;
• Have members at the heart of the 
TEAM who have skills in social 
marketing in order to reach potential 
donors;
• Identify a representative on the 
National Fundraising Committee;
• Identify fundraising opportunities.
Objective 4.3: Increase membership
Strategies:
• Have members of the TEAM who 
have skills in social marketing;
• Modernize and energize our ways 
of reaching and interacting with our 
members, notably young people;
• Feed social networks with 
pertinent and interesting material 
that stimulates and sparks interest. §

-F.L.
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CHSQ ACTIVITIES
Past Activities

Family weekend
The 2016 CHSQ family weekend, which was held 
March 18 to 20 at the Hôtel Chéribourg in the 
beautiful area near Orford, was a great success 
with 163 participants, compared to 147 in 2015. 
The workshop giving an update on treatment, led 
by David Page and François Laroche, was a great 
success. As happens every year, it has the largest 
number of participants during the weekend! 
The café rencontres are also highly appreciated. 
They allow people to share realities and practices 
with others living with the same problems, to learn 
new things and also to gain confidence and, 
especially, to not feel isolated with their difficulties. 
The workshop on relaxation techniques was a hit. 
Participants really understood the fact that they 
could easily reproduce the techniques they learned 
at home. They also appreciated the presenter, who 
was attentive to each participant's needs. 
During the AGM on Saturday, the 2015 Volunteer 
Awards were presented (see page 1) and active 
volunteers received pins to highlight a milestone 
they had reached, corresponding to the number 
of years they'd been involved in the organisation. 
And finally, those who took part in the board 
games activity on Saturday evening really enjoyed 
the concept, because they were able to talk to 
other people with whom they had never had the 
chance to speak before. The room was full at the 
end of the evening; everyone had a great time!

- C.P.

�Upcoming activities
Summer camp
This year, the CHSQ summer camp will take place 
from July 25-30, and we'll be returning to Camp Trois-
Saumons located near Saint Jean Port-Joli.

All youngsters from 5 to 15 years of age affected by 
a bleeding disorder, including those living with 
inhibitors, as well as their siblings, are invited to 
attend. It's a week filled with activities supervised by 
a dynamic team of counsellors, two nurses, three 
volunteer assistants as well as a CHSQ employee.

You can find all the details on our website, but for any 
questions about this activity, you can contact Judith 
Desharnais at 514-848-0666 or toll-free at 
1-877-870-0666, extension 24, or by email at 
info@schq.org. - J.D.

Preparations for a youth activity underway
A weekend for the Youth Group will take place at the 
Centre du Villégiature Jouvence from October 14-16, 
2016. During this weekend, members between the 
ages of 15 and 25 will get the opportunity to network 
with other people living with a hereditary bleeding 
disorder. Leadership workshops as well as a variety 
of activities of all sorts are planned. In short, three 
days of pleasure are guaranteed for members of the 
youth group who participate. 

More details will be sent out during the summer. Also, 
I invite you to join the SCHQ Groupe jeunesse Facebook 
page, in order to share with other members of the 
group and get immediate updates. For any questions 
about this activity, you can write us at the following 
email address: groupejeunesse@schq.ca. §

- K.B.

Here is the 2016-2017 Board of Directors. (Front row): Mylene D'Fana, 
Administrator, Roxanne Nadeau, Administrator, Karen Fahey, 
Administrator, Jessyca Bernard, Secretary, and Nathalie Lévesque, 
Administrator. (Back row): Éric L'Hérault, Administrator, François 
Laroche, President, Bruno-Gil Breton, Vice-president, Kevin Blanchette, 
Administrator, and Michel Patte, Treasurer.

Audrey Déry (copper - 3 years), 
Bruno-Gil Breton (copper - 
3 years), Sylvie Bouchard 
(silver - 5 years) and Claude 
Meilleur (gold - ten years (not in 
the photos) were presented with 
a pin to recognize the number of 
years that they have been involved 
at the heart of the organisation.
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HEMOPHILIA TREATMENT CENTRES’ CORNER

Hello everyone,
Last March 18, 19 and 20, the 
Canadian Hemophilia Society - 
Quebec Chapter family weekend 
was held. And as they do every 
year, the CHSQ asked for the 
collaboration of a nurse in order 
to ensure care and to consolidate 
teaching for patients and their 
families.  So it was with pleasure 
that I took part in this very special 
event. 
Friday night, Mathieu Jackson 
skillfully led an icebreaker with a 
simple game in order to loosen 
up the group. Then, more formal 
information was given by the 
organizers, which helped orient 
members about the weekend's 
schedule. After supper on 
Saturday, some members took 
part in board games. 
Many workshops were planned 
during the weekend. I got to 
participate in a café-rencontre for 
parents dealing with, amongst 
other things, problems that

parents encounter daily and 
solutions they've found to better 
manage the challenges that 
hemophilia adds to certain 
transitions these families go 
through. Led by Sylvie Bouchard, 
this exchange impressed me with 
the courage of the participants, 
their level of observation, their 
compassion, their introspection 
and, in the end, their capacity to 
solve their specific problems. This 
exchange seems to me to be a 
precious support for suggesting 
tools to other members living with 
their questions and helps the 
thinking process. 
This invitation was, for me, an 
important learning moment in 
order to better understand the 
difficulties that certain families 
have to face and the role that we 
can and must play in order to help 
them better manage transitions. 
Children are all different and it's 
important to understand how 
their personality helps or slows 
down the integration of this 
chronic disease. They learn in 
different ways and confront life's 
hazards sometimes in a way that 
seems incompatible with the 
chronic disease that is 
hemophilia. Parents have to deal 
with letting go and constraints, 
which can become a headache

and generate a lot of anxiety and 
tension between them. Autonomy 
is a long process that ends at 
around 25 years of age. And the 
autonomy of an individual can be, 
for some, more perilous than for 
others. I think that over the next 
few years, the different HTC teams 
need to question the part they play 
and their involvement in this area. 
It's definitely something to think 
about.
I also attended a presentation on 
managing pain. Roxanne Nadeau 
managed to clearly transmit very 
pertinent information that some 
patients deal with. 
I'll end by mentioning that the 
CHSQ is involved at different levels 
in order to help patients and their 
family, and I sincerely believe that 
the meetings during these family 
weekends offer an invaluable 
support for all families. Thus, I 
invite them to take part in these 
magnificent weekends. §

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

My first experience as a nurse at the family weekend

The café-rencontre, 
whose goal was to 
discuss the various 
stages in the life of a 
child living with a 
bleeding disorder, 
was  very popular. 
Animated by Sylvie 
Bouchard, this 
exchange was 
notable for the sense 
of observation of 
participants, their 
compassion, their 
introspection and, 
finally, their ability 
to resolve specific 
problems.
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NACCHO: NORTH AMERICAN CAMPING CONFERENCE 
FOR HEMOPHILIA ORGANISATIONS

Last February, I got to be part 
of the CHSQ delegation to the North 
American Camping Conference for 
Hemophilia Organizations 
(NACCHO), which is the North 
American conference that deals 
with summer camps for hemophilia 
organisations. The conference took 
place in Tempe, a suburb of 
Phoenix, Arizona, on a magnificent 
sunny site. 

I must admit that I went more from 
curiosity than by conviction. To be 
truthful, from the start, I was fairly 
sceptical about the idea of a 
conference about summer camps 
and I wondered what the plus-
value of participating in an event 
like this could be for CHSQ. 
However, I was agreeably surprised 
by the content of the conferences, 
the exchanges and the 
brainstorming that I witnessed. 

Amongst other things, I got to take 
part in a discussion-conference 
with healthcare professionals about 
the standard of care that needs to 
be ensured during summer camps 
for children with bleeding disorders. 
In particular, there was the question 
of the minimal training required,

as well as the distance of the camp 
(certain summer camps go on 
excursions far from a treatment 
centre). I found it very interesting 
and positive that these 
conversations took place with the 
participation not only of the 
healthcare professionals, but also 
with patients, parents and camp 
counsellors. 

On a more playful note, I also 
attended a conference on outdoor 
role-playing games. I was very 
impressed by the extent of the work 
done in certain camps to favour 
the integration of kids in these 
fictional worlds. In the examples 
they gave us, the counsellors had 
worked on developing an extensive 
story with numerous roles, a 
narrative plot and sophisticated 
disguises.

Apart from the conferences, 
NACCHO is also an exceptional 
place to network and exchange 
ideas. Over these two days, I got a 
chance to meet and share with 
representatives from organisations 
from New York, Texas, Ontario, 
Mexico and even Romania.  These 
exchanges show the great diversity 
of hemophilia organisations and 
the challenges each one faces. For 
example, in Mexico, there is great 
disparity between conditions in 
rural and urban areas, due 
principally to differences in 
education and services offered. In 
the long term, it's through this type 
of exchange and discussion that 
partnerships can form and new 
ideas can emerge in order to help 
improve the conditions of 
hemophiliacs in North America and 
in the rest of the world. §

echodufacteur@schq.org

by
Mathieu Jackson

A MOMENT TO REFLECT

“The more we are tempted by the comfort of 
meditation, the more we should jump into action.”

— Albert Jacquard

The advantage of 
these games, which 
can go on for many 
days, is that every 
child can participate. 
For example, in a 
fictional village, for 
kids a bit less athletic 
or adventurous, there 
can be craft stores or 
merchants. For kids 
who so desire, they 
can also get involved 
in the preparation of 
the activities, such as 
creating costumes 
and building sets, 
allowing them to 
develop different 
skills they can use 
throughout life, while 
having fun.
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FUNDRAISING

The Red, White and You 
Walk
Over 125 walkers participated in 
the fourth edition of the Red, White 
and You Walk, which was held 
Saturday May 21, 2016 under a 
sunny sky, at Maisonneuve Park 
in Montreal.
During this event,  $27,661 was 
raised to benefit the CHSQ, which 
constitutes a great success once 
again this year. Bravo to all! 
We want to thank our walkers and 
their sponsors, as well as our 
pharmaceutical industry partners 
who supported the 2016 Red, White 
and You Walk: Pfizer, the main 
event sponsor, Bayer, who 
sponsored the picnic, and 
Octapharma. We also want to 
thank our other event partners: 
L'Hôtel Cheribourg, member of the 
Villégia group; the Sport-Experts 
store in the Galeries d'Anjou; PEP 
Concept; Subway; the City of

Sorel-Tracy 
Bowl-a-thon
Last April 2, the Sorel-Tracy 
Bowl-a-thon was held. This 
year, $ 2074.50 was raised to 
benefit the CHSQ. 
A huge thank-you goes out to 
Isabelle Blette and Patrick 
Raymond for organising this 
event, as well as to their faithful 
bowlers.

Beauharnois 
Bowl-a-thon
The very first Beauharnois 
Bowl-a-thon was held on May 
14. A total of $408.75 was 
raised for the CHSQ by the 
organiser of this event, Denis 
Topping. 
Thank you, Denis, and all the 
participants for this first edition 
of the Beauharnois Bowl-a-
thon.

Garage sale
Once again this year, on May 
14-15, Sonia Sergerie and 
Stéphane L'Écuyer organised 
a garage sale in support of the 
CHSQ. The sum of $1020 was 
given to our organisation. 
Our thanks and congratulations 
go out to the Sergerie-L'Écuyer 
family for their initiative, and 
we invite other families to 
follow their lead.

Montreal / Rosemont-La-Petite-
Patrie Area; and the dynamic 
animation team from Productions 
Animuse. 
We'd also like to highlight the work 
of our Administrative Assistance, 
Judith Desharnais, and our team 
of volunteers led by Roxanne 
Nadeau and Kevin Blanchette, for 
their precious collaboration in 
organizing this event and without 
whom this activity, as with so 
many others, could not have taken 
place. 
Finally, we want to highlight the 
remarkable work of the Le petit 
coquin team, led by their captain, 
Manon Lemire. This team placed 
first in terms of donations and 
sponsors with a total of $5 190. 
A major achievement! 
Congratulations! 
We'll see you again in May 2017 
for the fifth edition of the Red, 
White and You Walk! - F.L.



IN A WORD
Public awareness kiosk at 
the National Assembly

The CHSQ was present in the 
entrance hall of the National 
Assembly in Quebec City last

April 14, to highlight World 
Hemophilia Day (April 17). Eric 
L'Hérault and François Laroche 
(photo) were present on this 
occasion to give out information 
and distribute promotional items.

A number of parliamentarians, 
including Prime Minister Philippe 
Couillard, stopped by our table to 
talk with us and learn more about 
hereditary coagulation disorders. 
This event has become a tradition 
and allows the CHSQ to inform 
members of the government 
about our services to members.

-F.L.

Research projects and 
market studies are 
presently underway
The CHS invites the bleeding 
disorders community to 
participate in research projects 
and marketing studies. We want 
to reinforce the importance of 
these studies and the advantages 
gained from this participation for 
our community. These studies are 
essential for our community in 
order to gather enough data to 
obtain a true portrait of care and 
treatment. 
Please take a few minutes to see 
if you'd be interested in 
participating in one or another of 
these studies presently underway 
by visiting the home page of the 
CHS website: 
www.hemophilia.ca/en/
research/opportunities-to-
participate-in-marketing-
research-studies/. §

-F.L.

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

pharmaceutical companies:


