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The CHSQ Annual Awards are presented during 
the family weekend to recognize the dedication 
and hard work of volunteers that enables the 
organization to achieve its goals. This year, two 
awards were presented.

The Douglas Page Volunteer of the Year Award 
is presented to a volunteer who contributed in 
a specific manner to the success of one of the 
CHSQ mandates in the preceding year. 

Karen Fahey received the Douglas Page Award 
for her work on the implementation of the new 
action plan. She shared her skills and experience 
in administration and planning, including 
designating specific deadlines and their follow-
through. She supported the process throughout 
the year, despite her demanding career, which 
requires frequent travel. When she can’t be at 
a meeting in person, she’ll call in from a hotel 
room in Toronto or from the airport in Halifax. 
She takes her responsibility as an elected board 
member seriously. She challenges people, asks a 
lot of questions, and offers constructive solutions 
to problems.

During the year, she also raised the issue of 
the need to reach out to the Anglophones in 
the bleeding disorders community by having all 
communications and announcements in both 
languages. The number of first-time Anglophone 
participants at the 2018 family weekend proved 
that this is a real need. 

The Award of Appreciation is presented to 
a member or non-member of the CHSQ who 

has made a significant contribution to the 
development of specific projects within the 
organization. Geneviève Beauregard received 
the Award of Appreciation to recognize her 
extraordinary work as the principal contact 
person to ensure that the Quebec-Nicaragua 
twinning project was successfully completed, 
despite numerous challenges. Geneviève spent 
many evenings and weekends over the five years 
of this project communicating with Nicaraguan 
volunteers, trying to clarify a complicated 
medical situation and a changeover in leadership. 
Travelling to Nicaragua each year as the key 
contact person, she helped develop the skills and 
procedures needed to strengthen their patient 
group. Geneviève offered the emerging twins 
guidance in all areas of administration and 
planning, ensuring them they were on the right 
track. She took on the responsibility of keeping 
communication lines open and travelled on her 

own to complete the final training session in 
2017, a job usually done by two or three people. 
Her language and administrative skills opened 
the door for the young Nicaraguan volunteers 
to develop a final long-term plan. She has a 
special place in the heart of the Nicaraguans 
for her warmth, genuine respect for people 
and generosity of spirit. Thanks to Geneviève’s 
dedication and skills, this twinning project 
ended on a high note, when it could have 
been otherwise. She made it possible for the 
Nicaraguan association to continue its work  
to improve the lives of their members and for  
CHSQ to work towards its vision of a world  
free from the pain and suffering of inherited 
bleeding disorders.                         
                                            — Patricia Stewart

CHSQ 2017 Volunteer AwArdS

 Karen Fahey (right) received the 2017 Douglas Page Award from Patricia Stewart.  
 Mylene D’Fana had the pleasure of giving the 2017 Award of Appreciation to  

 Geneviève Beauregard (right). 
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At our last Annual General Assembly on 
March 24 2018, the 50 or so members who 
were present have elected the following 
persons to represent them as board 
members for the year 2018-2019:

• François Laroche, President
• Bruno-Gil Breton, Vice-President
• Jessyca Bernard, Treasurer
• Karen Fahey, Secretary
• Mathieu Jackson, Administrator
• Éric L’Hérault, Administrator
• Nathalie Lévesque, Administrator
• Francis Mantha, Administrator
• Anaïs Paré, Administrator and Youth 

Representative
• Michel Patte, Administrator

Congratulations to the newly elected board 
members and to those already committed to 

a two-year term, and special thanks to Kelan 
Wu who stepped down after serving for one 
year as Youth Representative.

In this edition, you will find (on page 4 
onwards) a summary of the activities that 
took place during the last Family Weekend, 
with a record number of participants, as 
well as an overview of recent and upcoming 
CHSQ’s activities. Our first page is dedicated 
to the recipients of the 2017 Honorary 
Awards. In the Treatment Center section, 
physiotherapist Josie Pilon has come up 
with a list of activities to enjoy during the 
summer months. And on page 10, Yves 
Benoît, a CHSQ member, relates his fights 
against the Hepatitis C virus. Enjoy the 
reading and have a good summer!

 Front row, from left to right: François Laroche, President, Bruno-Gil Breton, Vice-President, 
Jessyca Bernard, Treasurer, Karen Fahey, Secretary. Back row, from left to right: Anaïs Paré, 
Youth Representative, and administrators Éric L’Hérault, Nathalie Lévesque, Mathieu Jackson, 
Michel Patte and Francis Mantha. 

word FroM tHe 
edItor-In-CHIeF 
by François Laroche
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A word FroM tHe exeCutIVe dIreCtor 
by Nicole Vincelette

the CHSQ needs some new blood    

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 
Toll-free: 1-877-870-0666 
Fax: 514-904-2253 
Email : info@schq.org 
Web: www.hemophilia.ca/en/provincial-chapters/quebec

direction@schq.org

Last March, we held our family weekend in 
Orford. One of the main activities during this 
weekend was, of course, the Annual General 
Meeting and the election of new members 
to the Board of Directors. The arrival of 
young people on the Board these last two 
years reminded me of the importance of 
succession planning in our organization  
at all levels, but in particular, in the  
working committees. 

In fact, the working committees are the 
strength of the CHSQ, whether it be to 
carry out regular activities (Program 
Committee) or fundraising activities (Red, 
White and You Walk), to develop the files 
on specific decisional items (Advocacy 
Committee), to manage specific programs 
(Scholarship Committee) or to ensure 
that the organization is well administered 
(Governance Committee).

Some committee members work behind 
the scenes (the Biovigilance Committee, 
for example). With other groups, those 
responsible have been there for over 10 
years (notably the International Projects 
Committee). All these committees have one 
thing in common: they need ideas and new 

blood to continue to reach the objectives  
of the CHSQ and to meet the needs of  
its members. 

Last March, the CHSQ staff team was 
finally completed with the addition of 
an administrative assistant, a program 
coordinator and a communications manager. 
These three women, who you’ll hear from 
in this newsletter, now have four months 
of experience at the heart of the bleeding 
disorders community. It is imperative that 
members share their knowledge  

and expertise with them so that, together, 
we can move forward with our work. 

This is why the CHSQ needs some new 
blood, whether it be type A, B, AB or O. So, 
don’t be surprised if you get a call during the 
coming weeks asking you to join us to share 
in the work. Or better yet, if you have spare 
time and some good ideas, don’t hesitate to 
contact us to discuss your interests.  
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reCent ACtIVItIeS  
by Isabelle Velleman

Family weekend  

programmes@schq.org

The Family Weekend was held from March 
23-25 at the Hotel Chéribourg in the lovely 
Magog area. This year, we welcomed 
200 people (67 families) to this special 
gathering where members got to meet 
and share experiences. Once again, the 
organizing committee, composed of Lina 
Bissonnette, Audrey Déry, Mathieu Jackson, 
Mylène D’Fana, Francine Bernier and Nicole 
Vincelette, planned activities that were 
pertinent to all participants, touching on 
patient rights, health and the daily lives of 
our members. 

Starting at 9 a.m. on Saturday morning, the 
hotel was buzzing with energy as youngsters 
and adults took advantage of the workshops 
and activities that were offered. Amongst 
the most popular during the weekend was 
the workshop given by Dr. Jean St-Louis 
on coagulation disorders. Over 50 people 
attended this presentation during which Dr. 
St-Louis offered a simplified description with 
illustrations of the various types of bleeding 
disorders. Also popular was the presentation 
on the future of treatment by David Page 
and François Laroche, which captivated 
an audience of 50 people. According to 
some comments from those present, this 
conference was “pertinent, interesting and 
enlightening”. Add to this the workshops on 
hemophilia and dental treatments, advocacy 
and women with bleeding disorders. 

Diving into my new position on Saturday, 
I had the privilege of participating in the 
Women with bleeding disorders workshop, 
led by Karen Fahey, CODErouge ambassador, 
and Audrey Déry, assisted by the person 
responsible for the Women in Red 
committee, Patricia Stewart. The goal of 

this workshop was to offer information and 
to hold a discussion among participants in 
order to find out their needs. This was an 
opportunity for me to learn more about the 
National CODErouge program, dedicated 
exclusively to bleeding disorders in women, 
as well as the numerous and various 
consequences that these disorders entail 
and related challenges. 

On a lighter note, the yoga workshop on 
Sunday morning allowed participants to 
discover or review relaxation techniques  
and different breathing exercises. Once 
again, those present had only positive 
comments about this workshop. 

And a final word about the banquet on 
Saturday night that participants always 
enjoy. This year, the theme of the evening 
was a masked ball, where we got to see 
members’ creativity and originality. During 
the evening, the 2017 Volunteer Awards 
were presented to two of our highly 
dedicated members, Karen Fahey and 
Geneviève Beauregard. 

Once again, thanks go to the organizing 
committee for their time, their ideas and 
their collaboration. Thanks also go to both 
young and older volunteers who contributed 
to making this weekend a success. Thank you 
for everything, and see you next year!

 Dr. Jean St-Louis during his workshop  
 on bleeding disorders.
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Sorel-Tracy Bowl-a-thon 
by Isabelle Velleman

On Saturday, April 11th, the 9th Edition of the 
Sorel-Tracy Bowl-a-thon was held, organized 
under the masterful leadership of Isabelle 
Blette and Patrick Raymond. Once again, all 
the alleys were full and the event took place 
in a familial and festive atmosphere. Thanks 
to everyone’s collaboration, a total of 
$2,226.30$ was raised and will be donated 
to the CHSQ. An enormous thank you goes 
to Isabelle and Patrick for their dedication 
and efforts, along with all those present 
who contributed to the success of the event.

reCent ACtIVItIeS  
by François Laroche

world Hemophilia day    

On April 17, in honour of World Hemophilia 
Day, a variety of activities took place around 
Quebec to highlight the event. 

Amongst other things, the Town Hall in 
Victoriaville and the Montreal Olympic 
Stadium Tower were illuminated in  
red for the occasion. 

CHSQ employees held a public awareness 
and information stand in the building that 
lodges the head office in Montreal.

And finally, two CHSQ volunteers set up an 
awareness and information table in the hall 
of the Quebec Parliament.

Our members participated in other 
initiatives, by wearing red clothes or red 
accessories for the day. Don’t hesitate to  
do the same thing next year and send us 
photos of your events and initiatives. 
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Red, White and You Walk  

The 6th Edition of the Red, White and You Walk will take place on Saturday, May 19, at the 
Parc Maisonneuve in Montreal. As the largest CHSQ fundraising event, the Walk brings 
everyone together. The goal this year is to raise $20,000, which will help CHSQ maintain its 
activities and services. 

We invite you to join us as a walker, alone or with a team. If you can’t be there, you can still 
raise funds that will help us to achieving our goal. 

Registrations are taking place right now and you can get more details and the registration 
form at:   https://goo.gl/auyBRD or by contacting the CHSQ team at 514-848-0666 or 
toll-free at 1-877-870-0666 extension 22, or by email at programmes@schq.org. 

Summer Camp  

The 47th Edition of the CHSQ summer camp will take place August 5 to 10 at Camp Trois-
Saumons in Saint-Aubert, in the Saint-Jean-Port-Joli area. The camp is for youngsters from 
5 to 15 years of age living with a bleeding disorder (including those living with inhibitors), 
as well as their siblings.  Once again, participants will get to enjoy a week of activities under 
the supervision of a team of dynamic counselors and the watchful eyes of two nurses. 

Registrations have already started and you have until Saturday, June 1 to reserve a  
place and benefit from a reduced rate. The registration form is available at this address:  
https://goo.gl/auyBRD. You can also contact the CHSQ by phone or email  
programmes@schq.org. Don’t wait, places are limited!   

uPCoMIng eVentS   
by Isabelle Velleman 

Youth activity

From September 21 to 23, The CHSQ  
Youth activity will take place at the Centre 
de villégiature Jouvence, in Orford. The goal 
of this weekend is to allow young members, 
aged 15 to 30, to meet, exchange and to 
connect with other people living with an 
inherited bleeding disorder. To date, the 
Committee is organizing this activity under 
the theme of treatments and the impact 
of bleeding disorders through the different 
stages of life. The weekend will also 
bring some playful moments, focusing on 
discussions and pleasure. More details about 
the program will be sent during the summer, 
notably concerning registration. 

 
AGENDA

Red, White and You Walk 
May 19, 2018

Summer camp 2018 
August 5 to 10, 2018

Youth activity 
September 21 to 23, 2018 
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The Canadian Hemophilia Society – 
Quebec Chapter (CHSQ) is looking for 
young, dynamic and motivated members 
to fill three positions as assistant camp 
counsellors during its summer camp, which 
will take place August 5-10, 2018, at  
Camp Trois-Saumons in the Saint- 
Jean-Port-Joli area. 

The CHSQ will welcome a group with 
a maximum of 30 children, composed 
of youngsters with a bleeding disorder 
and their siblings. The young volunteer 
assistant counsellors will get an 
opportunity to help the on-site  
counsellors and contribute to making  
this week an unforgettable experience  
for many youngsters.

What’s on the menu? Activities that are 
fun, entertaining and educational aimed 
at the children’s well-being, with a good 
time for all guaranteed!  And besides, 
your participation will be a concrete 
gesture to increasing the awareness of 
healthy physical activities for the future 
generation. Don’t wait too long, there are 
only three places available!  

Tasks and responsibilities:   
(Under the supervision of the CHSQ  
camp coordinator)  

• Help realize various entertainment 
activities for youngsters from 5 to  
15 years of age

• Help counselors to ensure the security 
and well-being of participants

• Ensure that the rules of security and the 
code for camp life are respected.

Requirements:

• Be at least 16 years of age

• Be motivated to participate in a 
counselling experience   

• Be responsible and have a good  
team spirit

• Enjoy children and be at ease in a group

• Be available in June or July to attend  
an evening training session. 

 

Benefits:

• Transportation, lodging and meals during 
the stay are covered by CHSQ   

• An extremely enriching youth-leadership 
experience for your personal and 
professional development 

• An opportunity to forge links within the 
Quebec bleeding disorders community. 

Documents required:

• Your Curriculum Vitae (CV) 

• A letter of motivation (maximum  
500 words) explaining the reasons  
that motivate you to participate in  
this experience.

If you’re interested in adventure, send  
your documents to programmes@schq.org 
before June 1, 2018, indicating ˝CHSQ 
assistant camp counsellor˝ in the subject 
line of your email.   
                                                       — I. V.

WANTED
ASSIStAnt CounSellorS For SuMMer CAMP
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A session for women with bleeding disorders 
was held during the family weekend. The 
goal was to get a better idea of the daily 
reality and the needs of women with 
bleeding disorders in Quebec. Over 15 people 
attended the workshop, some directly 
affected by a bleeding disorder, others were 
parents of girls with a bleeding disorder. 
Participants spoke about their personal 
experiences during a round-table discussion.

Karen Fahey began by explained the 
CODErouge program, developed by the 
Canadian Hemophilia Society in 2012, to 
raise public awareness about women with 
bleeding disorders, and documents dealing 
with women’s issues were presented.  

While hemophilia treatment centres in 
Quebec offer medical services for girls and 
women, some women still feel they are not 
really being heard, and have to continually 
advocate for their care, causing feelings 
of frustration and isolation. The potential 
problems with personal insurance that may 
occur with an official diagnosis was brought 
up, as well as patients’ rights and preparing 
girls for a diagnosis as adolescents.      

Some expressed the need for educational 
materials that would help them explain their 
or their child’s situation to teachers and 
other health care professionals outside the 
treatment centres. Many participants were 
unaware of the range of documents already 
developed by the CHS for women’s issues, 
most of which can be downloaded from the 
CHS website. 

A number of the women present expressed 
an interest in getting involved in projects to 
work on increasing public awareness about 
girls and women with bleeding disorders.

Working with the observations and 
comments gathered during this session, the 
Women’s Committee will work to develop a 
plan for public awareness, to offer advocacy 
skills for patients and to build a support 
network for women within the Quebec 
bleeding disorders community. A second 
wind for CODErouge.                                      

                                       — Patricia Stewart

Coderouge – PHASe II        
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Hello,

I was born August 4, 1959 in Montreal.  
I looked like any other ‘normal’ child, but 
when I was two years old, after I had my 
tonsils removed, the first symptoms of 
hemophilia appeared: a huge loss of blood, 
with large clots. I returned to the hospital 
and they found I had Factor VIII deficiency. 
My parents were in shock!

At the start of the 1960s, there wasn’t a 
lot of knowledge about hemophilia. A timid 
child, I had many trips to the hospital, which 
I called my second home, and numerous 
transfusions of blood products were needed 
to control my hemorrhages. In 1999, I found 
out that I had hepatitis C virus. I followed a 
first treatment that was very difficult and 
unsuccessful in 2000, then a second one in 
2015, which worked. However, a rigorous 
follow-up was necessary. 

After a break for a year, 2017 arrives and 
I learn that I have a cancerous mass in my 
liver. It required a chemical embolization, 
portal embolization and a major hepatic 
resection. It was a difficult year…Luckily, I 
was closely followed by the hematologists, 
Stéphane Doucet, from CHUM, and Georges-
Étienne Rivard, from CHU Sainte-Justine. 
However, I had a specific Factor VIII 
genotype test that made it possible to carry 
out the final procedure while ensuring that 
I did not develop inhibitors. Finally, thanks 

to advances in medicine and an excellent 
surgeon at CHUM, I’m able to write this text 
for you today. Thank you to the whole team!

I’d also like to thank everyone who, from 
near or far, worked very hard so that we can 
count on the Pre-1986/Post-1990 Hepatitis 
C Class Action Settlement Agreement. This 
makes it possible for us, amongst other 
things, to get compensation for various 
levels of the disease, the loss of domestic 
services and other expenses for care.

Don’t lose hope…                             
  — Yves Benoit

P.S. For more information about my 
story and the steps that I took with the 
Hepatitis C Class Action Settlement Claims 
Centre, don’t hesitate to contact me at:  
514 972-4640 

teStIMonIAl FroM  
YVeS Benoît

  
echodufacteur@schq.org
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HtC Corner 
by Josie Pilon, Physiotherapist, CHU Sainte-Justine 

outdoor activities  
during the summer

Whatever you might be thinking, summer is 
really upon us ... It’s not because your winter 
coat is still handy that you should be doubting 
this. For many people, summer helps us include 
more physical activities into our routines, and 
the younger ones can stay continuously active 
in the company of peers. 

The key variable in the equation is of course to 
stay active, but in a way that is safe for you, 
your joints and your muscles.  Physical activity 
offers the advantage of boosting self-esteem 
and camaraderie among peers, and has oft-
quoted metabolic benefits:  improved blood 
pressure, balance, stamina, etc.   

We suggest you engage in physical activity 
near your treatment period, to reduce the 
risk of bleeding. This tip may seem obvious, 
but summer routines often change at the last 
minute, with new activities coming up all the 
time.  

Moreover, the summer season also brings 
with it many sports invitations associated 
with a risk of injury, such as impacts (running, 
volleyball), collisions (soccer, street hockey, 
football), repetitive movements (tennis, golf, 
badminton) and unstable walking surfaces 
(mountain hiking, beach). Note that golf, 
hiking and biking are not forbidden, but as 
there is no such thing as zero risk, I thought 
it would be helpful to remind you of this. 
Hiking remains an excellent choice, but as it 
can be extended at will, make sure you have 

the proper equipment in case of an incident 
(treatment, pressure bandage, walking sticks, 
emergency numbers, etc.).

I encourage you to read the workbook  
In the Driver’s Seat, available on the site  
https://goo.gl/JGEpFC. It’s a good tool to 
make decisions about physical activities and 
determine where you’re at with your overall 
health condition. I would like to add one 
caveat:  always consult your medical team to 
discuss this, as you or your children are unique 
patients.  Your reality may be different and the 
team will be able to adapt to your situation. 

To conclude, allow me to add a personal note:  
I myself have a chronic medical condition, 
different than yours, which is type 1 diabetes, 
from a very early age.  You ask yourself:  why 
share this?  Because I know that basic rules 
concerning safety are sometimes neatly 
stowed away in a faraway place, and I thought 

it would be good to review these with you.  
Are your children aware of these as well?

• What to do in case of a light scratch or  
cut:  apply a light pressure and watch  
how it evolves 

• What to do if you feel pain, swelling, or 
hardening of a muscle or joint:  apply the 
rules established by your medical team, 
i.e. rest immediately, raise the impacted 
member and consult with your team after 
returning from the activity 

• Have you thought about advising the 
parents of your children’s friends or sports 
partners that you have a diagnostic of 
hemophilia, in order to establish a simple 
guideline in case of complications?

I wish you lots of smiles and pleasant times 
over the summer as you engage in your 
activities. I would like to thank my colleague 
Claude Meilleur, R.N., for sharing her 
knowledge in writing up this article.

Have a wonderful summer !

josie.pilon.hsj@ssss.gouv.qc.ca



FAMIlY weekend In PICtureS

 Lina, a member of the organizing committee, is glad to be  
 at your service. 

 The yoga activiy on Sunday morning knew to please those followers.

 Swimming is always popular with young kids... and not so young.

 The Saturday night banquet was held on the theme of a masked ball.

 On Saturday, the arts workshop enable the kids to make their own  
 mask, that they were going to wear in the evening. 



See you 
Soon!

the publication of this newsletter has been made possible thanks 
to the financial contribution of these pharmaceutical companies:

On the verge of its 60th Anniversary, the 
CHSQ team has already begun thinking 
about activities or new projects to mark 
this important event in the history our 
organization. 

Do you have ideas or suggestions that you’d 
like to share? Don’t hesitate to send them by 
email to programmes@schq.org. Because  
60 years is something to celebrate!   — I. V.

Octapharma announces the launch of the 
updated Canadian Nuwiq website in French 
and English at www.nuwiq.ca.

For patients, this website provides videos on 
the reconstitution of Nuwiq, information on 
treatment, along with information about the 
product’s manufacturing process. 

For healthcare professionals, this website 
provides important information on clinical 
results for the use of Nuwiq in adults and 
children with hemophilia A. Important 

information on safety and dosage is also 
provided to achieve the desired frequency  
of dosage and ensure the smooth transition 
of patients to Nuwiq. 

Patients can access this website by entering 
the Drug Identification Number (DIN) 
located on the top right corner of the Nuwiq 
product box. Healthcare professionals must 
enter their professional registration number 
to access the site.

                                                        — F. L.

The French pharmaceutical laboratory, 
Sanofi, announced on March 8, that it 
completed the acquisition of the American 
specialist in hemophilia treatment, 
Bioverativ, a transaction destined to benefit 
from the growing market of treatments 

for bleeding disorders. Bioverativ was the 
division of Biogen that manufactured the 
long-action bleeding disorders products 
Alprolix (FIXr) and Eloctate (FVIIIr).

Over the course of the next months, we 
will keep an eye on the consequences that 

this transaction may have on the price and 
availability of these two products, notably  
in Quebec, where their access is limited.    
    — F. L.

In BrIeF  
CHSQ soon to be 60    

updated nuwiq website now available

Sanofi acquires Bioverativ  


