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 François Laroche and Bruno-Gil Breton along with the team from the Association  
 tunisienne de l’hémophilie (ATH).

From July 11 to 17, 2018, two delegates 
from the CHSQ, Bruno-Gil Breton and I, 
travelled to Tunisia for the official twinning 
visit between CHSQ and the Association 
tunisienne de l’hémophilie (ATH). The World 
Federation of Hemophilia approved this 
twinning, the second between the two 
organizations, in November 2017. The goal 
of this visit was to carry out a strategic 
planning exercise for the next three years. 
Thanks to the active participation of eight 
members of the ATH Board of Directors and 
a few key volunteers, the process went very 
smoothly. The ATH mission was revised and 
the axes of intervention identified: 

1 Access to adequate care

2 Information, support, training  
and awareness

3 Lobbying

4 Governance

5 Fundraising   

An action plan was then elaborated with a 
number of activities aimed at achieving the 
objectives established in the strategic plan. 

We are very satisfied with the efficiency and 
conscientious involvement the members of 
ATH showed during these days of intensive 
work. They developed an action plan that 
is adapted to their reality, since it was 
created by them. We are confident that the 
objectives they’ve given themselves will 
be achieved and, when the action plan is 
completed, ATH will be a better established, 
better structured and stronger organization.

CHSQ-ATH TWINNING — July 2018 vISIT 
by François Laroche
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WORD FROM THE 
EDITOR-IN-CHIEF 
by François Laroche

We’re living in an incredible time as far 
as the development of new therapies for 
bleeding disorders is concerned, notably  
for hemophilia. 

We’re lucky to live in Canada, where we can 
count on standard half-life replacement 
products (in adults:  ≈ 12-hour half-life 
for factor VIII and ≈ 19 hours for factor IX 
concentrates), which are effective and safe 
and have been for many years. Extended 
half-life products (in adults, between 14 
and 19 hours for factor VIII concentrates 
and from 48 to 110 hours for factor IX 
concentrates) offer protection against 
bleeds for a longer period when used in 
prophylaxis. In the rest of Canada, these 
products are routinely available for most 
patients. However, in Quebec, access criteria 
are so strict that very few people with 
hemophilia can use them. In fact, since 
their introduction in 2014, fewer than five 
patients have used them or are still using 
them. That is much too few. Prophylactic 
protocols associated with these extended 
half-life products mean one infusion less 
each week for similar protection against 
bleeding, or the same number of infusions 
for increased protection. This lightens the 
burden, especially with pediatric patients, 
allowing them in certain cases to avoid the 
installation of a central venous access and 
all the problems and risks that this implies. 

The CHSQ has requested that the Ministry 
of Health and Social Services (MSSS) review 
the admissibility criteria for extended half-
life products. We also took advantage of the 
recent election campaign to ask all parties 
to take a position to this effect.  We hope 
that these actions will lead to the extended 
half-life products being more accessible to 

hemophilia A and B patients, both children  
and adults, as is the case in the rest of  
the country.  

Emicizumab, which will be marketed 
under the brand name Hemlibra by Roche 
Pharmaceutical, has received approval 
from Health Canada for the treatment of 
people with hemophilia A with inhibitors 
(see the other text on page 12). Studies 
have shown a dramatic drop in hemorrhagic 
episodes with the use of this new product 
for this condition, which is difficult to 
treat. It remains to be seen whether or 
not the MSSS, acting on advice from the 
Institut national d’excellence en santé et 
en services sociaux (l’INESSS), responsible 
for evaluating drugs in Quebec, will give 
the green light to the reimbursement of 
Hemlibra via Héma-Québec. We expect 
an answer at the end of this year or at the 
start of 2019. In addition, Roche recently 
submitted an application to Health Canada 
for an approved indication to use Hemlibra 
for the treatment of hemophilia A patients 
without an inhibitor. An answer from Health 
Canada is expected by next summer and a 
decision on reimbursement some time  
after that. 

The CHSQ will be celebrating its 60th 
Anniversary in 2019. It will be a great 
opportunity to highlight our advocacy 
efforts, and you could help us to do this in a 
number of ways, for example, by contacting 
your Member of the National Assembly 
(MNA) on the issue of access to these 
advances in treatment, so that the quality 
of the care and treatment offered to Quebec 
hemophiliacs remains optimal, which, 
unfortunately, is no longer the case. 
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A WORD FROM THE ExECuTIvE DIRECTOR 
by Nicole Vincelette

JuST vOTING ISN’T ENOuGH 
yOu HAvE TO GET INvOlvED!      

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/quebec

direction@schq.org

Autumn’s here and nature is getting ready 
for major but inevitable changes. 

Change is also happening at the CHSQ, 
whether it be the diminishing support of 
pharmaceutical companies with the arrival 
of new shorter-term contracts, notably 
for recombinant Factor VIII concentrates 
(2 years instead of 3 or 5 years) or within 
committees. A number of members have 
been in positions for 5, 10 and even 20+ 
years, and they’d like to enjoy CHSQ 
activities, without having to do volunteer 
work at the same time. And so they should! 
The flame needs to be passed on to new 
members to ensure proper management of 
our activities and to maintain our services. 

But the biggest change can be found on 
the faces of CHSQ members. I have come 
to realize that having a permanent team 
in place, even complete in terms of time, 
isn’t enough to guarantee success and to 
accomplish the mission of the CHSQ. Even 

less to meet the new realities that members 
of the bleeding disorders community 
experience. We need to hear from more 
voices, opinions and even criticism to really 
adapt to your needs.  

Quote: Do you have a dream?  
You should protect it. Do you want 
something? Go and get it. That’s 
all there is to it!    
                   — Will Smith 

But even more so, it’s essential that 
members take an active part in the choices 
and operations of the CHSQ by getting 
involved on various committees, on the 
Board of Directors, by organizing or 
participating in fundraising or by offering 
their time during these activities. 

We can’t meet the needs of everyone if 
there’s only a small group doing everything. 

We are about to celebrate 60 years of the 
CHSQ, and it’s time to inject some new 
blood into its veins. 

It’s no longer enough simply to vote once a 
year to get the work done, you have to get 
more involved so that the work will get done 
in a timely manner. 
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RECENT ACTIvITIES  
by Isabelle Velleman

Red, White and you Walk    

programmes@schq.org

The 6th Edition of the Red, White and You 
Walk was held last May 19, at Maisonneuve 
Park in Montreal. The weather was perfect 
and the temperature cool on this lovely day 
in May, just right for the Walk. Kids and 
adults gathered in front of the park’s chalet 
during this excellent family day and took 
advantage of the activities organized to 
accompany the walk: face-painting, mini-
golf, games with bubbles  
and musical animation. 

But what’s most important is that we were 
able to welcome over 80 participants this 
year. Enthusiastic and determined, they 
attacked Maisonneuve Park and walked not 
one, not two or three, but five kilometers, 

encouraged by our spokesperson, Martin 
Laroche, and our executive director, Nicole 
Vincelette! Our thanks also go to our 10 

teams of walkers/fundraisers who surpassed 
themselves this year. Thanks to you, we were 
able to raise $23,954, a record! Thank you!

Summer camp  
The 47th Edition of summer camp was held 
August 5 to 10 at Camp Trois-Saumons in 
Saint-Aubert, near Saint-Jean-Port-Joli.   

This year, 29 youngsters ages 6 to 14, 
participated in the numerous activities and 
sports challenges. The weather was sunny 
and very hot, and I can assure you that 
water activities were very popular, especially 
paddle boarding, a favourite of many 
participants. 

The youngsters were accompanied by 
camp personnel and by our great team 
of assistant-counselors who, each day, 
supported both the youngsters and the 
CHSQ team. I invite you to read what  

 
Gabrielle has to say about it (see the insert); 
this was her first time participating as an 
assistant counselor.   

Camp was also an opportunity for some to 
learn how to self-infuse and thus become 
more autonomous in their treatment. 
They were lucky to be supervised by 
nurses Claude Meilleur and Marie-Hélène 
Thompson, who took care of them each day. 
I must say, I saw a lot of smiles and happy 
children during the week. And I bet there 
are a lot of youngsters there this year who’ll 
want to come back next year. 

Summer 2018 was the 8th time that I 
attended the CHSQ summer camp. This year, 
as a sixteen-year-old, I was too old to be a 
camper. So, to experience this great energy 
that I enjoyed each year, I decided to get 
involved as an assistant-counselor. 

It was a very enriching experience during 
which I had a lot of fun with everyone, but 
especially with the kids. Good humoured 
and always ready to participate in the 
activities on the program, they were real 
little bundles of energy! 

This was a magnificent week filled with 
activities and I invite all youngsters to  
try (or retry) the experience next year.  
Bye for now!
         Gabrielle St-Pierre
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QuEBEC HEAlTH PARTNERS: RESulTS OF THE 2017 ENTRAIDE CAMPAIGN 

HONORABlE MENTION FOR KAREN FAHEy 

lASER-O-THON 

Once again this year, personnel and retired 
civil servants and public officials in Quebec 
showed their generosity by presenting the 
Canadian Hemophilia Society – Quebec 
Chapter the sum of $13, 413, collected 
during the 2017 Entraide Campaign. In 
so doing, they contribute to the support 
of people who are vulnerable due to a 
disease, and thus to programs and services 
adapted to their conditions. On behalf of all 
people benefitting from their actions, and 
particularly people living with an inherited 

bleeding disorder, we wish to offer them  
our appreciation for their kind gesture. 
Thank you! 

From left to right:  
Mr. Mario Beauchemin from the Entraide 
Committee and Ms. Nicole Vincelette, 
Executive Director of the Canadian 
Hemophilia Society – Quebec Chapter. 

For many years, 3M Canada has been giving 
Volunteer Recognition Awards. These annual 
awards recognize and honour 3M employees 
and retirees who volunteer in their 
community and celebrates their outstanding 
contribution and the positive impact of their 
work on people’s lives.

In 2017 and 2018, Karen Fahey submitted 
her candidacy for the work she has been 
doing for over six years with CHSQ, be it 
on the Board of Directors (2012-2018), 
the Strategic Committee (2015-2016), the 
Action Plan Follow Up Committee or as an 
ambassador for the Women and CODErouge 
Committee since 2014.

For the past two years, her great availability 
and desire to move things forward earned 
her this annual award. Each award comes 
with a $1000 donation to the CHSQ.  

We would like to extend our warmest 
THANK YOU to 3M Canada for their 
recognition of people’s impact in their 
community, and congratulations to  
Karen Fahey for her awards.  

From left to right:  
Karen Fahey, Strategic Distribution Manager- 
Industrial & Safety Market Center, 3M Canada, 
and François Laroche, President of the 
Canadian Hemophilia Society – Quebec Chapter.

Last September 30, the 2nd Edition of the 
Laser-o-thon took place at the Quartier 
Dix-30, organised by our members, Denis 
Topping and Audrey Déry, in collaboration 
with Laser Game Evolution, who graciously 
gave us access to the installations from 
6:30pm to 8:30pm. Everyone who took 
part had a great time and dozens of people 
played the game in support of the CHSQ. A 

great activity that couldn’t happen without 
the dedication and work of Denis and 
Audrey, who managed to raise $2,346 in 
support of the CHSQ. Thanks to everyone 
and see you next year.
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uPCOMING EvENTS   
by Isabelle Velleman 

 
AGENDA

Volunteer recognition evening 
November 24, 2018

New Blood Campaign 
January 1 to December 31, 2019

It’s been almost six months since my arrival on the CHSQ team, busy months filled with 
activities, meeting new people and taking on new challenges. The most important one: 
discovering the multiple facets of various bleeding disorders, about which I knew almost 
nothing and, until recently, just lumped them all under the one term “hemophilia”.  So, it is 
with great humility that I join you, knowing that the next few months will continue to be 
a rich learning experience. For my part, I’ll give you the best of me, notably a large dose of 
determination, sprinkled with a bit of humour.

Volunteer recognition evening  

Once again this year, CHSQ volunteers will be invited to a special evening in their honour. 
The team has started working on the organization of this event. It will be held on November 
24, 2018, but the location is to be confirmed. We’re working hard to offer you a memorable 
evening. You’ll receive your invitation soon.

Volunteering

Talking about volunteering… We’re always looking for volunteers. Whether you’re interested 
in sharing a bit or a lot of your time, contact us now. The 2019 Program is being developed 
with special preparation for this upcoming year. It will be the 60th Anniversary of the CHSQ, 
and we invite you to join us and lend a hand for the festivities. Hoping to work  
with you. 

New Blood Campaign  

In preparation for the special activities surrounding the CHSQ 60th Anniversary, the NEW 
BLooD CAMPAiGN will have a new look. Details will be revealed this autumn in a special 
newsletter. Check your emails!   

David Pouliot Scholarships 

October is the time to send in your application for the David Pouliot Scholarship Program.  

Dedicated to its members, young and not-so-young, living with a bleeding disorder, the goal 
of the program is to encourage members to continue post-secondary education or to return 
to studies. Details of the admissibility criteria and the application form will soon be available 
on the website goo.gl/48SdMD.

 CAllING All
60th Anniversary 
 
Some committees and the staff are already 
working to prepare activities surrounding 
the celebration of the 60th Anniversary. We 
need your help! We’re looking for archival 
photos, artefacts and other souvenir articles 
(T-shirts, old programs, posters, etc.) in 
order to set the mood during the family 
weekend. Send me a list of your treasures at 
programmes@schq.org and I’ll get in touch 
with you. Thank you. I can’t wait to see the 
treasures you’ve saved! 
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echodufacteur@schq.org

2018 WFH World Congress
My IMPRESSIONS OF THE CONGRESS IN GlASGOW 
by Karen Fahey 

What is your Everest? Last May, I had 
the honour of attending the 2018 World 
Federation of Hemophilia Congress in 
Glasgow, which proved to be perhaps 
one of the most humbling, enriching and 
educational moments I’ve experienced to 
date. A well-organized event pulling in 
more than 5,000 people from 137 countries 
around the world, including 203 renowned 
speakers. I thought of myself as being quite 
involved as an individual, however, exposure 
to this event has opened my eyes to so much 
possibility for the future. I left the Congress 
vastly inspired to do more and it enabled 
me, as a member of the Society, to find a 
better sense of purpose and direction. I hope 
sharing my experiences from Congress can 
further inspire and motivate others to be 
curious and solicit their curiosity to help 
raise awareness in order to draw attention 
to the cause. 

I am a woman who lives with a rare 
inherited bleeding disorder (Factor VII) 
and have a daughter, father, brother, 
aunts, uncles and cousins who are also 
affected.  Therefore, you can appreciate 
why I’ve chose to dedicate time and energy 
to volunteer and to contribute where 
possible. I concentrated my attention on 
the multidisciplinary sessions that touched 
on women with bleeding disorders as well 
as sessions focusing on how we can get 
involved and how we can share our stories 
with the world.

What is your Everest? – Encountering 
barriers but seeing opportunities.

The speakers in this session tapped into four 
main areas of focus: Self, Family, Community 
and Care. Inspired by Chris Bombardier, 
the first person with hemophilia to summit 
the highest mountain on each of the seven 
continents.  Each shared how they reached 
their own personal summits as individuals 
affected by a bleeding disorder. 

Self: Louis Marlow, a young man with 
severe hemophilia B, spoke of the effects 
the disease had on his self-esteem as he 
grew-up and how it played a significant role 
in shaping him. The bleeds hurt and the joint 
damage was a continuous reminder of the 
condition, making it difficult to adjust to 
life in general. There were so many times he 
quite simply wanted to give up and isolate 
himself. However, over time, he found ways 
to manage and he began to understand that 
to increase his confidence and feelings of 

self-worth, he needed to deal with what 
was going on inside of him, decide what he 
was going to do about it and how he was 
going to overcome those emotions. Shifting 
his attention to school and focusing on 
biology, he began to remove the perceived 
barriers and saw an opportunity to set new 
goals with the motivation to reach his own 
summit. The illness was not going to define 
him but rather motivate him to achieve 
those dreams and what he chose to do in life 
would be in the spirit of hemophilia. Louis 
finished his studies and today works as a lab 
technician doing research on the bleeding 
disease that put him on this journey. 

Family: Maegan Adediran, founder and 
Executive Director of the Hemophilia 
Foundation of Nigeria, is the mother of two 
boys with hemophilia living in Nigeria. She 
spoke of the many challenging experiences 
she faced and the life events she went 
through as she cared for her family and her 
two sons with hemophilia in a developing 
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country with little to no access to care, 
services and product. She identified feelings 
of guilt – “it’s my fault”, “my husband 
blames me”, “I have financial burdens”, 
“my sons need me”, and the overall quality 
of life concerns. She knew she needed to 
change her perspective and shift from 
feelings of guilt and isolation to seeing new 
opportunities. Her presentation featured an 
illustration of a mountain range where at 
the base you found parental guilt and the 
summit was the availability to treatment 
and care.  

Community:  Asraf Caunhye, president of 
the Hemophilia Association of Mauritius 
(HAM), a small island off Madagascar, has 
a son who lives with hemophilia. Mauritius 
had inadequate treatment, hemophilia 
was perceived as a curse and no funding 
available, all of which led to an opportunity 
to build a community, a community that 
would not only benefit his son but those 
who live in his country as well. As he 
thought this through, the concept seemed 
almost impossible to bear. Asraf explained 
his journey in establishing a sense of 
community based on the birth of his child.   

Conception 2007 – 2008: He solicited 
guidance to initiate measures for treatment, 
contacted the head of the National Blood 
Bank, gathered a group of patients and 
parents to discuss the issues. Birth 2008 – 
2012: HAM was launched and a twinning 
program was leveraged to strengthen 
the Association. Childhood 2012 – 2013: 
rearing of the association required key 
action items to solidify the foundation, such 
as developing a strategic plan, screening 
patients, building a register and raising 
awareness. Adolescence 2014 – 2015: this 
is where the networking began. Thinking 
about who you know and who can help the 
community. A full-time employee was hired, 
local training was provided, he attended 
congresses. Building upon this, education 
and awareness programs were established.  
Finally, 2016 – Young Adulthood: HAM lives 

its independence with four full-time staff, 
94 patients diagnosed, has an established 
scientific registry, hemophilia is a known 
cause, etc.

In conclusion, one of the key learning 
lessons explained by Asraf is that it takes a 
bit of luck, much determination and a lot of 
hard work to reach the summit. However, 
the benefit ends up being far reaching.  
Today, Mauritius can celebrate; they have 
a community that contributes to the larger 
inherited bleeding disorders community. 

Care: Aye Aye Khaign, Paediatric Hemato-
Oncologist from Yangon Children Hospital 
Myanmar, spoke as to how the 2014 
twinning program has benefited many and 
the output of that program is still ongoing 
today. There were five main objectives of  
the program:

1) physiotherapy assessment,  
2) initiation of a hydrotherapy  
 exercise program,  
3) initiation of chemical synovectomies,  
4) extension of the laboratory hemostasis  
 workshop for staff and  
5) establishing uniform case records and  
 treatment records. 

To quote the WFH Twinning Program 
Guidelines: Twinning builds capacity through 
the transfer of skills and knowledge, leading 
to more capable organizations that can 
provide improved hemophilia services. It 
also allows for sharing and best practices, 
encourages collaboration, promotes 
solidarity and helps to build an inclusive 
global hemophilia network.

This session and my overall exposure to the 
Congress inspired me to give thought to my 
own Everest. As I reflected, I realized how 
I had strategically moved from base camp 
towards the summit in my own right. All 
along the way asking myself at each point 
“What can I do?” and adjusting my next 
step accordingly. What keeps me moving 

is the drive to succeed and do something 
better for myself and those around me. I 
acknowledge that our stories inspire others 
to reflect and act, just as these ones I’ve 
showcased here have done for me. We 
too often want to go big and get to the 
summit fast and then, when we see the 
mountain range, it seems daunting. But 
it isn’t if you approach it in layers. I don’t 
believe I’ve reach my summit as I have so 
much more inspiration to gain from those 
around me to fuel my motivation as I find 
creative ways to support the community. I 
had the honor to be a panelist on Voices of 
Women: New Challenges, Different Visions 
and I can’t begin to explain how rewarding 
that experience was. I felt that I had made 
a small difference by sharing my story 
and was gifted with meeting wonderful 
people who are contributing on all levels of 
awareness and continual advancement for 
the community.

To read abstracts of many of the 
presentations given during the 
Glasgow congress, visit:  
goo.gl/epNHhW.

You can also read the impressions of 
our Canadian delegates to Congress 
by reading the August 2018 issue of 
Hemophilia Today, Volume 53, No. 2, 
available online at: goo.gl/go7uf4.
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HTC CORNER 
by Claudine Amesse, Clinic pivot nurse  
and Josie Pilon, Physiotherapist  
CHU Sainte-Justine  

Back to school

One of the challenges all families with school-
age children have to deal with is the new school 
year. Like all parents, those with a child with 
hemophilia want their child to have a smooth 
integration into school life, but obviously the 
challenge is a bit bigger. 

Since hemophilia is a rare disease, teachers 
often feel uncomfortable having a student with 
hemophilia. They worry about: 

• severe bleeding that could threaten the child’s 
life and traumatize the other students

• not knowing how to administer adequate first-
aid if a bleed or injury occurs or when to call 
an ambulance. 

Personnel simply need to be reassured by 
explaining that hemophiliacs have prolonged 
bleeding, they bleed at the same rate as a person 
without hemophilia. Emergency care won’t be 
needed any more frequently and bleeds are 
mainly internal, not visible or traumatizing for  
the other children.  

Simple and clear instructions given to all those 
responsible for the hemophilia child is sufficient 
to ensure safety, while allowing the child to 
attend school normally. 

Since the first sign of an internal bleed is pain, 
and the symptoms of hemorrhaging appear slowly 
after an injury, the person responsible must 
be told to communicate immediately with the 
parents if the child 

• complains of pain or seems to be suffering 

• seems limited in his/her movements 
- is limping or has limited mobility of a limb

•  has a significant injury 
- falls, is hit on the head with a ball or butts  
 heads with another child.

Parents will be able to judge if their child needs 
treatment, since they are aware of the most 
recent information, such as the dosage and 
time of the last factor concentrate infusion, the 
presence of symptoms when the child left for 
school or a recent injury. 

Parents must also make sure that they can be 
reached at all times. Based on their knowledge 
and experience garnered over many years, they 
will be able to evaluate the situation and make 
appropriate decisions or, if in doubt, communicate 
with the nurse at their treatment centre. 

An educational tool is available to teachers to 
complete their training: HEMOPHILIA: what 
school personnel should know, distributed via 
the hemophilia treatment centres and available 
in a book or video format. They can also be 
downloaded from the CHS Web site at  
www.hemophilia.ca/resources.

As for a description of the elements most likely to 
cause a bleed, participating in physical education 
classes and outdoor recreation might make 
parents or school personnel nervous.

The challenge for everyone remains to keep our 
youngsters active within a safe environment.  
For older kids, team spirit and competition 
could lead to participation above the child’s 
limits. For instance, at the start of the school 
year, tell them about the child’s disease and ask 
for the list of sports practiced during physical 
education in order to be able to talk with your 
child and ask him/her to evaluate the risks and 
his/her strategy for taking the course in as 
safe a manner as possible. We are “attacking” 
sports in a collaborative rather than a restrictive 
spirit which, we know, doesn’t work well with 
adolescents. Moreover, it’s essential to discuss 
treatment possibilities with your treatment team, 
particularly to develop a schedule.  Physical 

activity timed close to treatment is safer, but be 
careful here, it does not mean he/she can jump 
into a wild football match!!!

A few key points:

• Physical activity must not be eliminated from 
our children’s lives.

• The physical education teacher must be 
informed at the beginning of the school year 
during a meeting with the parents.

• Trampoline and gymnastics must be avoided, 
since these activities are at high-risk for falls.  

• In secondary school, the muscular force of 
adolescents attains its full maturity, which 
brings about a much higher risk of muscle and 
joint bleeds. Sports that require running and 
quick stops or rapid upper body movement with 
the use of balls or rackets provoke this type of 
injury.   

• Avoid non-recommended sports: however, it 
doesn’t mean leaving the class. Before playing 
soccer, is there a warm-up routine that the 
youngster can join without risk of contact?  
Can he/she referee with the phys-ed teacher?

• For older children, could participation in a 
non-recommended sport be replaced with 
access to a fitness centre in the school to 
do cardiovascular or muscle development 
exercises?

• Returning to sports when an injury has 
occurred must be done in collaboration with 
the treatment team; the absence of pain isn’t 
the only thing to consider.  

Happy back to school!

josie.pilon.hsj@ssss.gouv.qc.caclaudine.amesse.hsj@ssss.gouv.ca
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Summer camps are designed to make new 
friends, to have fun outdoors and take 
advantage of the fresh air. At Camp Trois-
Saumons, campers take advantage of the 
great outdoors to do sports and activities 
like climbing, paddle board, swimming and 
much more. But this camp is more than that. 
This camp helps youngsters with a bleeding 
disorder develop skills and autonomy. It 
teaches them about their condition and 
makes them responsible for their treatment. 

This was my second year participating in the 
CHSQ summer camp. Like you kids, I couldn’t 
wait to go back to Lac Trois-Saumons and I 
also had a challenge. I had to teach self-
infusion. 

This is where my story about Omar begins, a 
young 13-year-old severe hemophiliac who’s 
been followed at my clinic for about two 
years. He gets replacement factor every two 
days. Last June, I met Omar at the clinic for 
a follow-up and I talked to him about the 
CHSQ summer camp. I offered to participate 
in camp on condition that he agree to let 
me teach him self-infusion during camp. His 
eyes got big and round; he didn’t want to 
believe what he just heard. He agreed and 
our meeting ended on us saying 
“See you at camp!”

A string of first times

Omar attended a camp for the first time. 
He got to participate in a number of sports, 
games and activities for the first time. Each 
time, he overcame his fears and always join  
in the activities with his group. 

In the morning, he got his infusions at the 
infirmary. The first mornings, Omar watched 
his peers. His four comrades were seated 
around the table and automatically and 
naturally did their own infusions. Omar 
knows the routine: prepare the factor, 
tourniquet, disinfect, needle at an angle and 
insert it. Remove the tourniquet, inject the 
factor. Remove the needle and put pressure 
on for five minutes. Omar knows and has 
practiced these steps for a long time, apart 
from inserting the needle. After a few 

mornings of watching his friends, I told 
Omar he was going to do his own infusion, 
that he was ready and it would be fine. I 
tried to reassure him but, once again, he 
looked at me with those big brown eyes, 
with a half-frightened, half-proud look. 
Deep down, he knew he was capable. 

He prepared his factor, put on his 
tourniquet, made a fist. The vein swelled up. 
He disinfected the skin, took the butterfly 
in his hands and took a deep breath while 
the alcohol dried. Following my directions, 
he inclined the needle slightly and inserted 
it into the vein. Done! You did it, Omar! 
Staying calm and concentrated, he injected 
the factor. He removed the needle, keeping 
pressure on the spot and cried cried out,  
“I infused myself!”, “I infused myself!”. What 
Omar didn’t know, was that the group was 
waiting for him on the other side of the 
door and everyone applauded when he came 
out of the infirmary. A huge wave of pride 
washed over him at this moment. 

The next morning, Omar did all the steps of 
self-infusion alone, under my supervision. 
Everything was perfect, a real champion! 
Since then, Omar does his own infusions and 
understands that he is gaining a lot of time 
and autonomy by self-infusing. 

Congratulations,  Omar!

marie-helene.thompson.ciussse-chus 
@ssss.gouv.qc.ca

Summer camp
A NuRSE’S POINT OF vIEW  
by Marie-Hélène Thompson, Nurse-coordinator, CHUS — Hôpital Fleurimont 



2018 SuMMER CAMP IN PICTuRES (Photos: Benoit Paquin, official camp photographer)

 While there were fewer girls this year (7 girls/22 boys), they also  
 enjoyed camp and made some good friends. 

 The 9-11 year old group on expedition. Besides spending a night  
 under the stars, young hemophiliacs learned how to self-infuse in  
 a “different or difficult” environment. Everyone succeeded. Bravo!

 Learning archery is one of the activities  
 enjoyed by the youngsters each year. 

 Summer camp is also a chance for the  
 youngsters to get crazy! 

 Everyone has his/her own medal and  
 badge!  The youngsters created their logo.  
 An unforgettable souvenir of camp. 

 Cruising on the lake? No, a little break during the new paddle board  
 activity offered by Pfizer. 

 Family photo with the youngsters proudly wearing their CHSQ  
 summer camp T-shirts with the camp counsellors, assistant  
 counsellors Benoit, Gabrielle, Jacob and Sandrine, CHSQ Director  
 Nicole and nurses Claude and Marie-Hélène. Absent from the  
 photo, Isabelle, CHSQ Program Coordinator.   



See you 
Soon!

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

The Roche Canada Pharmaceutical Company 
announced last August that Health Canada 
gave it a notice of conformity for Hemlibra, 
commercially known as emicizumab, for the 
treatment of people with inhibitors to hemophilia 
A. This is the most important innovation in 20 
years for the treatment of hemophilia A patients 
with inhibitors, a difficult condition to treat. 

Hemlibra is a monoclonal bispecific antibody that 
plays the role of factor VIII by linking activated 

factor IX to factor X. It can be administered 
subcutaneously once a week to prevent bleeding. 
Clinical studies and post-marketing surveillance 
of the product – already in use in Europe and the 
United States – have shown a drastic reduction 
in bleeding episodes in this group of patients. 

The evaluation of this new molecule by the by 
the Institut national d’excellence en santé et en 
services sociaux (INESSS) is presently underway. 
The INESSS decision as to whether Hemlibra 

will be put on the list of products reimbursed by 
Héma-Québec will be made soon. 

As well, Roche has indicated that a proposition 
for an indication for treatment with Hemlibra for 
hemophilia A patients without inhibitors was also 
submitted to Health Canada. A decision is also 
expected in respect to this during the second 
half of 2019.     
    — F. L.

Research participants are needed for a study that 
is assessing the ease-of-use and user experience 
of the Canadian Bleeding Disorders Registry 
(CBDR) and MyCBDR from the perspectives 
of end users. The study is being conducted to 
identify any shortcomings with the system that 
can be corrected and to understand how the 
uptake of these systems can improve disease 
management. The study is conducted in  
English only.

This study is funded by the Canadian Hemophilia 
Society/Pfizer Care Until Cure Research Program.

There are two different options for participating 
in this study:

• For those who have already starting using  
 MyCBDR…

They are invited to participate in a 20-25 
minute interview where they will be asked 
questions about their experiences, opinions and 
perceptions of the system. The interview can 
be done by phone, Skype, or web-conference 
(depending on the participant’s preference). 
Participants will be given a gift card.

• For those who have not yet started using 
 MyCBDR…

They are invited to participate in two web 
conference sessions, the first lasting one hour 
and the second 30-45 minutes. The first will take 

place just before they start using the system and 
the second three months later. During the first 
session, three methods will be used to collect 
data from the participants: a “think aloud” 
where they work through a series of tasks in the 
MyCBDR training site while thinking out loud, 
an interview, and a 10-item questionnaire. The 
second session will only include the interview 
and questionnaire. After each web-conference, 
participants will be given a gift card.

To participate, or for more information, please 
contact study coordinator Shannon Lane by 
e-mail: lanesj@mcmaster.ca or by phone:  
905-525-9140, ext. 21788. — C. R.

IN BRIEF   
Hemlibra (emicizumab) approved in Canada 

A research study on MyCBDR is recruiting participants 


