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From March 22 to 28, accompanied 
by Mylene D'Fana, I had the pleasure 
of leading the final mission for the 
twinning partnership between the 
Canadian Hemophilia Society - 
Quebec Chapter and the Association 
tunisienne des hémophiles (ATH). 
This visit was originally planned for 
January 2011, however, following 
the revolution that shook the country 
at that time, it was rescheduled for 
2012. Then it was rescheduled a 
second time in 2012 to take place in 
2013. 

Once there, we were able to attend 
the ATH Annual General Meeting on 
Sunday, March 24. Approximately 
150 people, including children,

Top: Membres of the new Board of the ATH — Anis Ben Amor, 
Administrator, Hamza Chaouki, Administrator,  Hajer Mamlouk, 
Treasurer, Mohamed Bedioui, Vice-president, Taoufik Raissi, President, 
Amel Derwaz-Raissi, Secretary General, and Mohamed Moncef Kheribi, 
Assistant Treasurer. Absent from the photo: Hedia Soudi,  Administrator.
Opposite: Approximately 150 people participated in the ATH AGM.

The March 2013 final visit
participated (an impressive number!). 
During the meeting, Dr. Emna 
Gouider, outgoing President, gave a 
presentation about the ATH activities 
that were in keeping with their action 
plan. Then Amel Derwaz-Raissi, 
outgoing Secretary, presented the 
ATH financial report (the budget 
associated with the action plan) for 
2012. It was very interesting to 
observe the quality and variety of 
activities organized in 2012 and also 
the number of people who attended! 
Bravo ATH! 
Elections for the new Board of 
Directors took place in the afternoon. 
There were 99 people who had the 
right to vote and they elected the 
following people to represent them: 
- Taoufik Raissi, President
- Mohamed Bedioui, Vice-president
- Hajer Mamlouk, Treasurer
- Amel Derwaz-Raissi, 	

Secretary General
- Mohamed Moncef 	

Kheribi, Assistant 	
Treasurer

- Hedia Soudi, 	
Administrator

- Hamza Chaouki, Administrator
- Anis Ben Amor, Administrator

Congratulations to all members of 
this new Board! CHSQ wishes you 
the best of luck in your work. 

At the same time, a Scientific and 
Medical Advisory Board was formed 
that will work in collaboration with 
the Board. The main objective for 
creating this medical group is to 
separate medical activities from social 
activities. Common meetings, at least 
annually, will be planned. The medical 
group will present an annual report 
on scientific activities. This group will 
be responsible for improving 
biological and clinical diagnosis of 
the various pathologies that constitute 
hemostasis across Tunisia through 
continuing education, give its opinion 
concerning all medical activities 
related to hemostasis, support the
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A WORD FROM THE
EDITOR

During the family weekend, the 
CHSQ held its Annual General 
Meeting. Forty-four voting members 
were present. A resume of the 2012 
activities was presented, as well as 
the 2013-2015 Triennial Action Plan. 
The Rules and Regulations were also 
partially amended. And finally, 
members were able to vote to elect 
a new Board of Directors composed 
of the following people: 
- François Laroche, President
- David Pouliot, Vice-president
- Mylene D'Fana, 	   			

Secretary/Treasurer
- Sébastien Bédard, Administrator
- Karen Fahey, Administrator
- Martin Kulczyk, Administrator
- Éric L'Hérault, Administrator
- Francis Mageau, Administrator
- Pascal, Mireault, Administrator
Congratulations to those newly 
elected and good luck in your work!

On April 17, the CHSQ highlighted 
World Hemophilia Day by holding an 
awareness kiosk in the hall of the 
Quebec Parliament Buildings. A 
number of ministers, deputies and 
visitors stopped by the stand that I 
had the pleasure of manning, along 
with Eric L'Hérault. Amongst other

things, during the current affairs 
period in the Blue room of the 
Assemblée nationale, a private 
member's motion was deposited by 
the Minister of Health and Social 
Services, Dr. Réjean Hébert, aimed at 
commemorating World Hemophilia 
Day. It was a very good day for 
awareness about hereditary bleeding 
disorders. 

And finally, the changes made to the 
Rules and Regulations, including the 
CHSQ membership procedure, mean 
that you will no longer have to renew 
your membership each year. Once 
registered, you will remain so until 
you let us know that you no longer 
wish to be a member. You will be able 
to contact us at any time via Internet, 
e-mail or by mail to advise us if you 
want to change your coordinates or 
your information contained on the 
membership form.  
Have a good summer! §
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times a year to its members.
Circulation: 300 in French, 100 in English
Legal deposit: Bibliothèque nationale du 
Québec, 2012.
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EDITORIAL

evaluated according to the following 
criteria:  
• impairments that the child has in spite 
of the means available to make his or 
her life easier
• obstacles faced by the child in his or 
her environment
• restrictions imposed on the child's 
family.
The relevant factors are, more 
specifically for bleeding disorders, 
orthotics, medication taken by mouth, 
technical help offered for free or 
services accessible in the area where 
the child lives. 
Environmental obstacles include 
notably the need to adjust the home, 
the daycare or school, and 
transportation. The family restrictions 
are those that, as a result of the 
deficiency or developmental problems, 
increase the workload for care, for 
daycare and for the child's education. 
In particular, this means the need to 
frequently accompany the child for the 
care required, to have someone 
accompany him to the daycare or 
school, to closely supervise him or offer 
extra help.  

To apply
To apply for a Supplement for 
handicapped children, you must 
complete the appropriate form and 
return it to the Régie des rentes du 
Québec. Here are the documents to 
include if the child has a deficiency 
related to metabolic or hereditary 
anomalies: 
• as a parent, you must complete 
Section 1 of the Application for the 
Supplement for handicapped children.
• A health professional (physician, 
physiotherapist, ergotherapist, etc. who 
assessed or cares for the child and who 
best knows his or her state of health), 
must complete Section 2 of the 
Application for the Supplement for 
handicapped children. 
Don't forget to make a request for the 
Child Assistance Payment if you haven't 
already done so. 
You can get the Application for the 
Supplement for handicapped children:
• on the Régie des rentes du Québec's 
Website by downloading the form

The purpose of the supplement 
for handicapped children is to provide 
financial assistance for families to 
help with the care and education of 
a handicapped child. The handicap 
must significantly limit the child in 
carrying out daily activities for a 
period expected to last for at least 
1 year.
This financial assistance is given to 
all families who have a child under 
18 years of age who is recognized as 
handicapped by the Régie des rentes 
du Québec. It's the same for all 
children, no matter what the handicap 
or family revenue. To receive the 
supplement for a handicapped child, 
you must be eligible for the 
supplement for Child Assistance 
Payment and you must meet certain 
criteria.

Eligibility criteria
To receive the supplement for a 
handicapped child, you must be 
eligible for the child assistance 
payment. There are two major 
handicapped categories defined by 
the law, these being those due to 
deficiencies and those due to 
developmental problems. Regarding 
deficiencies, and in particular those 
dealing with coagulation, one finds 
metabolic or hereditary anomalies. 
According to the Quebec Income Tax 
Law, a child is presumed handicapped 
in the following cases: 
• the child is a hemophiliac with factor 
VIII or FIX levels inferior to 1%
or
• he falls under these two following 
cases:	

- he has a metabolic disease that 	
causes a deficit in an essential 		
metabolite and	
- the child requires a medical or 	
paramedical follow-up at least 		
every month because of his 			
illness, decompensations or care 	
to prevent his development from 	
being affected.

If the child's situation does not 
correspond to the two cases described 
above, the extent of the handicap is

• by asking for it from an employee of 
the Régie
• at Services Québec  
• or in most CLSCs or hospitals.   

Note... 
The parents' section must be sent as 
soon as possible to the Régie, since 
you may be entitled to a retroactive 
payment. In fact, the supplement can 
be paid retroactively for the months 
preceding your application if, during 
this period, your child met the eligibility 
requirements. This retroactive payment 
can cover a maximum period of 
11 months. The Régie will treat your 
file only once it has also received the 
health professional's section. 
It's important to note that it isn't 
necessary to get a precise diagnosis 
to make a request. For example, with 
our son, we knew on the 2nd day after 
he was born that he had hemophilia 
B. While we were hoping that his levels 
would increase in the first six months 
of life and even though the 
hematologist had explained to us that 
with a FIX level of 2%, Guillaume could 
have a bleeding profile resembling that 
of a severe hemophiliac, due to 
different types of errors related to 
laboratory analysis techniques initially 
used on blood, Guillaume's FIX levels 
were actually less than 1% but this was 
only known when he was 21 months 
old. 
The experience taught me that it would 
have been much better to make the 
request as soon as we knew about 
Guillaume's hemophilia. Amongst 
other things, it would have allowed us 
to show the Régie that the delay in 
producing a request wasn't because 
we were ignorant of the Law. Because 
of this, we had to take our case to 
appeal court in the Administrative 
Tribunal of Québec (TAQ), following 
an unsuccessful conciliation session. 
The dossier that we presented to the 
judges convinced them and we won 
our case. §
Reference :
Règlement sur les impôts, Excerpt 
concerning the Supplement for 
handicapped children (rules laid out in 
articles 1029.8.61.19R1. to 1029.8.61.19R6. 
from the Quebec Income Tax Law).

by
Nathalie Lévesque

A parent's experience…
Quebec supplement for 
handicapped children
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hour private meeting with 
youngsters from 8 to 15 years of 
age in order to chat and answer 
their questions.
• Catherine Thibault, nurse 
coordinator responsible for the 
Hémostase au féminin (Female 
homeostasis) program at CHU 
Sainte-Justine, was also present 
during the weekend to ensure the 
safety of all. She also gave a 
workshop about bleeding disorders 
in women, as well as teaching self 
infusion. 

The CHSQ Annual General Meeting 
was held Saturday afternoon with 
approximately 50 participants 
present. An overview of 2012 was 
presented as well as the 2013-2015 
triennial plan. CHS President, Craig 
Upshaw, then spoke about National 
programs that will be implemented 
in the coming year.    

After an excellent meal, members 
got to enjoy their evening taking 
part in a CHSQ version of the game 
Deal or no deal. The evening ended

CHSQ ACTIVITIES

Past Activities

Family Weekend
Rencontre 2013, the CHSQ family 
weekend for people living with a 
bleeding disorder and their 
families, took place last March 15 
to 17. This year, a number of 
workshops were offered and we 
were lucky to have two medical 
personnel from the hemophilia 
community join us: 
• Dr. Georges-Étienne Rivard, 
Hematologist at the CHU Sainte-
Justine, gave a question and 
answer workshop about males 
with bleeding disorders, and a one-

gbeauregard@schq.org

on the dance floor to the rhythm of 
music offered by one of our 
volunteers, Francis Mageau, DJ and 
professional animator. 

Sunday morning, two workshops 
were offered: Relaxation and 
laughing yoga, led by Anne-Marie 
Demers from the Centre de 
villégiature Jouvence, as well as a 
workshop with an update on the 
latest in research projects, given by 
François Laroche, CHSQ President.

Once again, this was an enriching, 
relaxing and fun weekend. I'd like 
to thank everyone who took part 
in the success of this great 
weekend. 

In the near future we'll be sending 
all members a little online survey 
in order to get your ideas and 
impressions in order to better plan 
our next edition of Rencontre 
SCHQ. Whether or not you 
participated, let us know what you 
think, what you'd like, what you 
don't like, etc...

by
Geneviève Beauregard
Programs and
Operations
Manager

Above: Forty-four people attended the 2013 AGM.  Below: The CHSQ version of the television show Deal or no 
deal was a great success. Opposite top: François Laroche, CHSQ President (on the right of the photo), offers 
Mr. Gérard Morency a gift to thank him for his two-year involvement on the Board of Directors. Opposite bottom: 
David Pouliot, CHSQ Vice-president, presents Kevin Blanchette with the 2012 Volunteer of the Year award.
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Upcoming activities

CHSQ Summer camps

The arrival of nice weather means 
that we're preparing for our 
summer camps. Since our mini-
summer camp for our kids living 
with inhibitors was such a success, 
the CHSQ has decided to repeat 
this activity. We are presently 
getting ready for the second edition 
of our inhibitors mini-camp that 
will take place next July. More 
details will follow in the CHSQ Info 
letter, as well as on our Website.   

The registration form for the 
42nd edition of the regular CHSQ 
Summer Camp, which will take 
place August 4 to 9 at Camp Trois-
Saumons, is now available. You 
can find it in this mailing as well 
as on our Website. Don't hesitate 
to contact me if you have any 
questions. Camp is offered to all 
kids living with a bleeding disorder 
from 5 to 15 years of age as well 
as their siblings.

Assistant counselors wanted

Are you 16 or over and want to 
take part in a week filled with 
challenges, fun and learning? 
Do you have leadership qualities 
and a sense of responsibility? 
You may want to participate in 
summer camp as an assistant 
counselor. It's a good way to get 
involved in the organization while 
having fun! You'll find the 
information on our Website, our 
Facebook page or by contacting 
me directly by email or by phone.

Youth activity planning 

We're still looking for young people 
who'd like to get involved in order 
to prepare an annual activity for 
youth 14 to 25 years of age. If you're 
interested in sharing your ideas, 
contact me: gbeauregard@schq.org 
or by phone at 514 848-0666, toll 
free 1 877-870-0666, local 21. §

The dynamic animation team at the Centre de 
villégiature Jouvence kept the youngsters busy all 
weekend long. Sliding, ball hockey, snowshoeing, cross-
country skiing, forest survival and a treasure hunt, to 
name only a few activities, were on the program.

We're looking for youngsters aged 16 years and older to act as assistant camp counselors at summer 
camp, like Kevin Blanchette (on the right in the photo) did in 2012. A great way to live a camp 
experience 'in a different way' and to get involved in the organization while having fun!

Dr. Georges-Étienne Rivard, hematologist at CHU Sainte-Justine, led a question and answer workshop 
on male coagulation disorders for adults (photo on top), as well as a one-hour private meeting with 
youngsters from 8 to 15 years of age in order to answer their questions.

CHSQ ACTIVITIES (cont’d)
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RARE BLEEDING DISORDERS’ CORNER
Living with Factor XI deficiency

Later in my childhood, I only had 
teeth removed and, there again, 
there was heavy bleeding after the 
procedure but, again, no one 
thought to look for the cause of it. 
From the time I was a young child, 
I always bruised easily, but it didn't 
seem to really worry anyone.  

When my menstrual cycles began, 
the bleeding was heavy and painful 
but, once again, I was told that this 
sometimes happened and life goes 
on. I only had one pregnancy and 
delivery was normal. When I was 
34, I had to have a hysterectomy. 
I kept my ovaries, however. Then 
there were complications and I had 
serious post-operative internal 
hemorrhaging. I had to have a drain 
inserted and it worked well, which 
meant I didn't need to have further 
investigation, since the specialists 
had eliminated the possibility of an 
eventual problem with my kidneys. 

According to the documents that 
I've consulted about factor XI 
deficiency, it's a rare disorder that 
affects blood coagulation and little 
is known about it, even by health 
care professionals. People living 
with factor XI deficiency and those 
around them have very little written 
information about this disorder. 

Factor XI deficiency was described 
for the first time in 1953 by Doctor 
Rosenthal and his colleagues in a 
Jewish family in the United States. 
As for me, I don't have any Jewish 
ancestry. 

Factor XI deficiency, including the 
severe forms, are a moderate 
hemostasis pathology; in fact, there 
are few or no spontaneous bleeds, 
but many post traumatic or post- 
surgical hemorrhages, in particular 
in tissues with high fibrinolytic 
activity. Maybe this is one of the 
reasons that explains the difficulty 
for diagnosis. 

Factor XI deficiency is an inherited 
bleeding disorder. It is transmitted 
from the parents of a child at the 
moment of conception. I didn't find 
any problem in my parents, and 
there was no consanguinity.

Factor XI deficiency, also known 
as hemophilia C, is the most 
frequent of the rare bleeding 
disorders. According to the 
Canadian Hemophilia Registry, 
there were 345 people with various 
levels of severity living with this 
disorder in Canada in 2012. In the 
general population, about 1 in 
100,000 people are affected, but in 
the Ashkenazi Jewish population 
the rate is much higher. Many 
people who have this disease have 
no or few apparent symptoms; 
diagnosis is often made at a later 
age following surgery or a major 
incident.

During the last CHS workshop on 
rare bleeding disorders, I met 
Mrs. Danielle Morasse, who 
graciously agreed to tell her story. 
Here it is.

***

To begin with, I was 51 years of 
age when I was finally diagnosed! 
In fact, it was following plastic 
surgery when I had heavy post-
operative hemorrhaging that the 
plastic surgeon recommended I be 
seen by a hematologist in order to 
find out if I possibly had some kind 
of problem. 

Right from the start of the general 
anesthetic protocol, and with the 
first scalpel cuts the plastic surgeon 
made, blood ran like the surgeon 
had never seen for this type of 
intervention. Seeing the situation, 
the anesthetist, along with the 
surgeon, agreed to modify his 
protocol so the surgery could 
continue. 

Despite this, the convalescence 
went well, although there were a

few post-operative hemorrhages. 
I admit I was privileged to have a 
competent surgeon and it's thanks 
to him that the investigative process 
was put in place and I was finally 
diagnosed with Factor XI deficiency. 

Then my generalist prescribed a 
clotting time test. The results 
showed an abnormally long 
clotting time. A meeting followed 
with a hematologist and that's 
when the diagnosis with factor XI 
deficiency was made. This 
hematologist at the Hôtel-Dieu 
d'Arthabaska, Dr. Moreau, told me 
that this deficiency was not well 
known, there was little 
documentation and it was a type 
of 
hemophilia. 
And that's 
when the 
investigation 
into my 
medical 
history began. 

I was born in 
1949, the 
eldest of a 
family of 
eight, six 
being from a 
first union 
and two from 
a second: five 
girls and three 
boys. We all 
have the 
same mother. 

When I was 
five years old, 
I had my 
tonsils out 
and, at that 
time, it wasn't 
rare for this to 
be done in a 
group. So, 
three of us 
from the 
same family 
had the 
operation on the same day, these 
being one of my brothers, one sister 
and me. Amongst the three of us, 
I was the one who bled most after 
surgery, but at that time, no one 
worried about it too much.

by
Sébastien Bédard

echodufacteur@schq.org
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A MOMENT TO REFLECT

“I fear the day when technology will surpass our humanity.”

Albert Einstein

Contrary to classic hemophilia 
(factor VIII deficiency) that affects 
mainly boys, factor XI deficiency 
is not sex related and affects both 
girls and boys. The gene for factor 
XI deficiency is located on 
chromosome 4 and is found equally 
in females and males. 

After I was diagnosed, in 2005, 
I was also diagnosed with breast 
cancer. A protocol was established 
with the hematologist-oncologist 
at the Hôtel-Dieu d'Arthabaska, to 
give me fresh frozen plasma before 
surgery, which I did get. As a 
preventive measure, the surgeon 
decided to hospitalize me after 
surgery, despite the fact that this 
was normally day surgery. 

According to the protocol for this 
type of surgery, a compression 
band is applied to the breast and, 
24 hours after the intervention, the 
band is removed. Unfortunately, 
when the bandage was removed, 
the breast began to swell and 
became as big as a football and 
the stitches opened; then there 
were numerous post-operative 
hemorrhages with the problems 
they incur. This delayed healing 
and also radiation therapy, but 
everything is fine now. 

Three years later, I left Victoriaville 
to settle in Trois-Rivières. I had four 
dental implants and there was bone 
resorption. The periodontist said 
that this was due to radiation 
therapy and I had to have the 
implants removed. Before this was 
done, I met a hematologist at the 
regional hospital in Trois-Rivières, 
Doctor Johanne Caron, and she 
established a protocol with fresh-
frozen plasma to be given before 
and after surgery. I also had to take 
Cyclokapron ten days before

surgery. It was also agreed that, 
during surgery to remove the 
implants, the maxillo-facial 
specialist would perform a bone 
transplant. I don't know if it was 
the fact that I was given plasma 
before and after surgery, but it all 
went well, without any 
complications. 

After that, once I was back home, 
I was referred to the Hemophilia 
Treatment Centre at the Centre 
Hospitalier Universitaire de 
Sherbrooke, under the care of 
Doctor Mariette Lépine, 
hematologist; Amélie Laroche was 
the nurse. These are the names 
that are on my Factor First card, 
which I make sure I have on me at 
all times. 

In my immediate family, I have one 
sister (from the same union) who 
has the same genetic baggage as

me and who also has been 
diagnosed with factor XI deficiency. 
When she underwent surgery, she 
also experienced severe post-
operative hemorrhagic episodes. 
My mother has two of her brothers 
who married two of my mother's 
husband's sisters and I have cousins 
in these families who also have 
factor XI deficiency. 

Despite this deficiency, which in my 
case is moderate, I only worry when 
I have to undergo surgical 
interventions or dental extractions. 
I live very well with this disorder 
and, as Voltaire said, “I decided to 
be happy because it's good for your 
health!” And so I wish everyone 
who reads this article a long and 
wonderful life; may you take 
advantage of everything good it has 
to offer you! §

Danielle Morasse

RARE BLEEDING DISORDERS’ CORNER (cont’d)
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plastic 
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Today, she 
l ives very 
well  with 

her bleeding 
disorder.
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allow complete recovery with a 
minimal risk of recurrence. 

The phases of healing
1. The destruction phase 
(day 1-3): During the initial 
traumatism, muscle fibres break 
and a hematoma forms at the point 
of rupture. An inflammatory 
reaction begins. 

2. The healing phase (day 2-7): 
Scar tissue is 
produced that 
will fill the 
space 
between the 
torn fibres. 
This idea is 
essential to 
understand 
since the scar 
tissue will 
never be as 
resistant to 
stress as 
intact muscle 
fibres.  

3. Rebuilding 
phase (day 
7-28): New 
muscular 
fibres become 
more mature, 
reorganize 
and partially 
penetrate the scar tissue. However, 
this latter will always be the 
permanent link between the fibres, 
making this part of the muscle more 
vulnerable in the long term. 

Treatment
It differs from that proposed to 
athletes with a recuperation time 
that is longer in order to avoid a 
second hemorrhage. 

The infusion of coagulation factor 
is, of course, the first reflex to have, 
but it's imperative to associate the 
application of the well-known 
principal of "RICE" to minimize 
bleeding at the site of injury. Here 
are the reasons: 

• Rest: This period reduces the 
volume of the hematoma and 
lessens the distance between the 
torn muscle fibres. This reduces

In general, the physiopathology 
of joint bleeds is well understood 
and assimilated by most of you. 
Muscle bleeds, where the 
mechanisms of injury and healing 
are more nebulous and the cause 
of recurrence misunderstood, are 
often less talked about. The goal 
of this article is to demystify muscle 
injuries and thus favour optimal 
recovery. 

Muscle bleeds account for 
approximately 10 to 20% of all 
hemorrhages in the 
musculoskeletal system of people 
with bleeding disorders. Since 
they're less frequent than 
hemarthrosis, hemophiliacs (and 
their treatment teams) are less 
familiar with recognizing the first 
signs, treatment and possible 
complications associated with this 
type of bleed1.

In fact, the first signs of bleeding 
aren't usually very visually 
'impressive'. Here are the EARLY 
signs of muscle bleeds: pain and 
stiffness during movement or at 
rest (so no swelling or apparent 
bruising)1. So you should NEVER 
depend on exterior signs to 
determine the presence or not of 
a bleed. 

Depending on the severity of the 
bleed, you can also begin to see 
classic signs: swelling, heat, 
hematoma, muscle weakness and 
an increase in pain during rest or 
with movement. As with joint 
bleeds, you'll likely tend to take a 
posture that will avoid putting any 
stress on the muscle: you walk on 
your tiptoes or you keep your wrist 
flexed, for example. Then, the key 
to success lies in following 
therapeutic methods suggested by 
your physiotherapist: 
PROGRESSIVE exercises that will

HEMOPHILIA TREATMENT CENTRES’ CORNER
Muscle bleeds: what you should know

scarring to a minimum. Moreover, 
a rest that's sufficiently long is 
needed in order to allow the scar 
to be resistant enough to support 
stress caused by a muscle 
contraction. Otherwise the scar will 
not hold and a second tear will 
occur, often worse than the first. 
The principal of rest is to avoid all 
muscular contraction, thus the use 
of crutches (sometimes even a 
wheel chair) and to limit use of the 
affected member. 
• Ice: It can have an effect on 
inflammation. Any application of 
ice should be discussed with the 
physiotherapist from your treatment 
centre. 
• Compression and elevation: 
These reduce the blood flow at the 
site of the injury as well as the size 
of the swelling associated with it. 

While important, the rest period 
shouldn't go on indefinitely. Studies 
have shown that muscles that are 
immobilized too long produce a 
scar that is too extensive and isn't 
able to resist stress produced by 
muscle contraction as well. So one 
should delicately go from 
immobilization to progressive 
mobilization, using light muscle 
contractions and controlled and 
painless amplitude exercises. This 
period allows for a better 
penetration of newly regenerated 
muscle fibre throughout the scar, 
at the same time reducing the size 
of the scar. Since the fibres are 
better oriented, they'll be more 
resistant to stress caused by a return 
to activity. And lastly, muscular 
atrophy will be reduced to a 
minimum.  

The readaptation of a muscle bleed 
wouldn't be complete without a 
phase for muscle reinforcement and 
flexibility exercises, while still taking 
pain into account. A strong and 
flexible muscle increases its capacity 
to protect itself. 

To resume, muscle healing is 
composed of three very specific 
phases that should be respected in 
order to optimize recovery and 
avoid reinjury. The rest period that's

The readaptation 

of a muscle bleed 

wouldn't be 

complete without 

a phase for muscle 

reinforcement and 

flexibility 

exercises, while 

still taking pain 

into account. A 

strong and flexible 

muscle increases 

its capacity to 

protect itself.

by
Catherine Van Neste 
Physiotherapist
Centre de traitement de l’hémophilie  
de l’Est du Québec 
Hôpital de l’Enfant-Jésus
catherine_van_neste@hotmail.com
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so detested, though very necessary, 
is the key to the start of a successful 
readaptation. What's more, one 
must never forget to consider that 
sore muscles are a symptom of 
muscular micro-tears, and they 
need time to recuperate. 

Associated complications
A severe bleed or frequent reinjury 
can often cause complications, the 
most common being: 
> A compressed nerve: the 
symptoms go from loss of 
sensibility to muscle weakness. It 
can even result in paralysis. These 
after-effects can be temporary or 
PERMANENT2.

The following complications are 
much less frequent in Canada 
considering the availability of 
replacement factors and 
accessibility to care, but still remain 
potential: 

• Muscle and nerve ischemia 
(Volkmann's contraction): caused 
by lack of blood flow in the member 
(usually the forearm). The 
compression is such that muscles 
and nerves no longer receive 
sufficient blood to survive. The 
death of these tissues causes 
permanent deformation3.
• Pseudo tumors: This is when 
hematomas become encapsulated 
in the muscle and progressively 
spread. Can lead to bone 
destruction (erosion)2.
• Myositis ossificans: Represents 
a zone of calcification in the 
muscle, generally after a muscle 
contusion4.
Of course, these complications can 
be avoided with appropriate 
treatment and taken care of at the 
start of symptoms. 

All the authors agree that recurrent 
muscular injuries are often worse 
than initial injuries and require an 
even longer period of inactivity. 
These recurrences can happen at 
difference stages in healing. 

Recurrence during the resting 
period
Scar tissue is never as resistant as 
a healthy muscle fibre. This is why 
it's essential to let the scar 
consolidate before putting any

HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)
strain on it at all. Wanting to skip 
the rest period could cause you a 
second muscle tear, amplified by 
an even more serious hematoma 
and more extensive scarring. 

You may also injure yourself again 
even after having patiently endured 
a rest period: in your enthusiasm, 
you try to get back to your activities 
too quickly. In fact, the weakness 
of the scar and the muscle are 
considerable during the first 10 
days of healing. On the other hand, 
a rest period that continues for too 
long causes an increase in the 
quantity of scar tissue, leaving the 
injury more fragile. 

Recurrence after the rest 
period
The initial injury seems to be 
healing and yet, you can injure it 
again a few weeks or even months 
later. There are many reasons, 
including these:
• Persistent muscular weakness, 
as well as a lack of flexibility. These 
two aspects play an important role 
in the ability of the muscle to 
support stress during activities. 
• Large scar tissue. This can occur 
during repeated injuries during the 
acute stage or following a strict 
rest period longer than that advised.
• Inadequate warm-up before the 
activity (allows the muscle to better 
tolerate stress).
• Muscle fatigue: a muscle used 
past its capacity loses the ability to 
support stress.

Prevention

Wanting to push past this fatigue 
can cause problems with 
coordination and concentration, 
exposing you to a higher risk of 
injury.
• Undertake new activities gradually. 
• Avoid high-impact activities, 
whether with an object, the floor or 
another player. Certain injuries can't 
be avoided. But, with the right 
knowledge at your fingertips, we 
believe that it's easy to make good 
choices when confronted with this 
type of situation. §
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to help you avoid this type 
of injury as much as 
possible:
• Warming up before an 
activity or doing stretching 
exercises afterwards is one 
of the first preventive 
measures. Choose 
exercises that are related 
to the activity practiced. 
• Never neglect the 
reinforcement and muscle 
stretching phase of your 
readaptation. 
• Stop all activity at the 
first sign of fatigue.
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No one can say that daily living 
with hemophilia is easy. This said, 
despite difficult times, it allows us 
to live unforgettable moments! As 
you no doubt are aware, the 
Children's Wish Foundation offers 
children living with severe 
hemophilia (or any child affected 
by a bleeding disorder who meets 
eligibility criteria) the opportunity 
to realize their biggest wish... For 
this column, I asked Katia, the 
mother of a little boy named 
Arnaud, to tell us about the wish 
her son had that came true. 

***  

Three years ago almost to the 
day, we set off for the other side 
of the world, literally, to Sydney, 
Australia. A trip for our son 
Arnaud, eight years old at the time, 
who has severe hemophilia A to 
meet with Peach, the koala that 
he 'adopted' thanks to the 
Children's Wish Foundation. Our 
little koala scholar had been 
waiting for this moment for a long 
time and his patience was finally 
going to pay off! 
At Featherdale Wildlife Park where 
Peach lived, we got the opportunity 
for a private visit accompanied by 
the zookeeper, amongst others, 
who held Peach and Peach's baby 
Honey so that Arnaud and his 
brother Loic — who got to adopt 
a koala named Tom (even though 
he would have preferred a 
kangaroo!) — could safely pet 
these cute marsupials who have 
strong claws! It was a magical 
moment. 
Of course the schedule for this 
intense week was punctuated with

PARENTS’ CORNER

by
Lisa-Marie Mathieu

echodufacteur@schq.org

Arnaud in the land of koalas
visits to practically every accessible 
zoological garden around Sydney: 
Taronga Zoo, Sydney Wildlife 
World and the Sydney Aquarium. 
All this in order to discover as 
many varieties of Australian 
wildlife as possible. Apart from 
searching for animals Down Under, 
we spent a magnificent day surfing 
accompanied by Manly Surf Guide. 
They were very amenable and 
delayed our surfing day due to an 
ankle bleed that Arnaud had. Even 
while dreaming, you're still a 
hemophiliac...
This great adventure was 
immortalized with photographs by 
Isabelle Clément. Isabelle had 
contacted us at the start of the 
project to see if she could follow 
a "Wish family" on a trip in order 
to work on a photo-story for kids. 
We haven't regretted the choice to 
dive into this project with her. 
Isabelle was a great travel 
companion and the photos she 
took showed her empathy and her 
respect.

accompanied by Isabelle and 
Arlette, was another dream come 
true for him, that of being an author 
at a book launch! The cherry on the 
sundae, coming full circle.

Katia Hubert

P.S. The book Arnaud au pays des 
koalas is on sale at most libraries 
(one dollar is donated to the 
Children's Wish Foundation). 

***

In conclusion, I'd like to thank Katia 
for having taken the time to share 
Arnaud's story with us! Having 
experienced Children's Wish with 
our son Dylan in 2011, these are 
magical moments that are engraved 
in our memory forever. During this 
dream time, everything is forgotten, 
except for the wonderful moments 
that we relive now! §

The text for 
the book was 
to be written 
by the well-
known author 
Arlette 
Cousture. 
Arlette was 
able to slip 
into the skin 
of Arnaud, 
telling the 
story as if she 
was 
him with 
words kids 
would 
understand. 
To make a 
long story 
short, it was 
an 
unforgettable 
trip and the 
book keeps it 
alive. And 
Arnaud at the 
Salon du livre 
in Montreal,
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FUNDRAISING

Jérémy Laganière, a young 
hemophiliac, presented us with a 
donation of $1,230 on behalf of the 
Employees' Social Club from the 
National Bank - Agribusiness 
Commercial Banking Centre in 
Saint-Hyacinthe. 
On behalf of all members and the 
CHSQ team, a big thank you goes to 
Chantale and her team for organizing 
 "Casual Fridays" at their branch. This 
is an example of a fun and easy 
fundraising activity.

Sorel-Tracy Bowl-a-thon
The 4th edition of the Sorel-Tracy 
Bowl-a-thon took place last April 20. 
The event, organized by the Blette-
Raymond family, took place at the 
Salon de quilles Gervais located in 
Sorel-Tracy. 
Over 45 participants were present 
and raised over $1,100. All profits 
from the activity went to the CHSQ. 
Thank you to all partners and 
sponsors for the evening and a 
special thanks to our volunteers!

Upcoming fundraising 
activities calendar

The Red White and You Walk 
As you no doubt are now aware, the 
first edition of the Red White and You 
Walk organized by the CHSQ will 
take place this upcoming Sunday 
May 19, at Maisonneuve Park in 
Montreal. To date, more than 70 
participants are registered and $7,675 
has been raised! 
Inflatable games, clowns and 
mascots, make-up, balloons, singers 
and surprises await you! It's up to 
you to help us reach our objective of 
150 participants and to collect 
$15 000.

An overview of past and 
coming activities

Contrecoeur Bowl-a-thon
The 3rd Edition of the Contrecoeur 
Bowl-a-thon took place last 
February 9. The event, organized by 
the Bouchard-Emond family at the 
Contrecoeur bowling alley, attracted 
over 60 participants. Profits from the 
activity, $ 2,535, were given to the 
CHSQ. 
Thanks to all partners and sponsors 
of the event, as well as all 
participants without whom the event 
wouldn't have taken place. 
A special thank you goes to our 
volunteer organizers, Sylvie 
Bouchard and Sylvain Émond, for 
their continuing and generous 
involvement!

Donation from employees 
of the National Bank — 
Agribusiness Commercial 
Banking Centre in 
Saint-Hyacinthe
During the CHSQ annual general 
meeting held last March 15 at the 
Centre de villégiature Jouvence, 
Chantale Vermette and her son,

Registration rates:
Individual Participants: $15 per person 
(adult)
Family Group Participants: $25 for 
1 or 2 adults and minors residing at 
the same address. 

Schedule for the day:
8:30 AM - 10:30 AM		
Welcome and registration for walkers 
10:30 AM - noon 		
Family walk (1 KM on a flat surface)
Noon - 2 PM			
Family picnic and animation

For more information or to register, 
consult our website at 
www.hemophilia.ca/fr/sections-
provinciales/quebec or contact us at 
514 848-0666 or toll-free at 
1 877 870-0666, local 22 or by 
email: gchartre@schq.org. 

The registration form is included with 
this mailing. The Walker's Guide, 
which includes all pertinent 
information for the event, can be 
found on our website. 

The event will take place — rain or 
shine... We’re waiting for you!  

Casino and dance evening
Do you have a knack for games or do 
you dream of hitting the dance floor? 
A casino and dance evening will take 
place on May 31, 2013. This event, 
organized by the Aumais-Perrier 
family, will begin at 7 PM, at the Centre 
Marcel-Dulude in Saint Bruno. 

Tickets are $50 for the entire evening 
(casino and dance) or $20 for the 
dance only. All profits go to the CHSQ. 

For information or to buy your tickets, 
please contact us at 514 848-0666 
or toll-free at 1 877 870-0666, 
local 22 or by email at 
gchartre@schq.org. §

gchartre@schq.org

by
Geneviève Chartré
Public Relations and 
Development 
Manager

During the AGM, Chantal Vermette and her son, 
Jérémy Laganière, a young hemophiliac, presented 
the CHSQ President, François Laroche, with a 
$1,230 donation on behalf of the National Bank 
Employees' Social Club — Saint-Hyacinthe 
Agribusiness Commercial Banking Centre. Thank you!

The 3 rd edition of the Contrecoeur Bowl-a-thon, 
organized by the Bouchard-Emond family, attracted over 
60  part i c ipants  and  ra i sed  $2 ,535 . Thank you!

The 
4 th edition 
of the 
Sorel-Tracy 
Bowl-a-thon, 
organized by 
the Blette-
Raymond 
family 
attracted 
over 60 
participants 
and raised 
over $1,100.
Thank you!
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Board by representing it in all 
situations where questions of a 
medical order arise or whenever the 
Board requests it and, finally, in 
collaboration with the Board, 
participate in educational activities 
dealing with health issues for 
patients. 

This Committee is composed of 
medical personnel who were 
members of the outgoing Board, 
these being: 
- Dr. Emna Gouider, hematologist 
and outgoing President

- Kaouther Zahra, physiotherapist 
and outgoing Secretary General  
- Dr. Nawrez Elajimi, hematologist 
and outgoing administrator  
- Mahomed Sahrab, physiotherapist 
and outgoing administrator  
- Rania Kammoun, physiotherapist 
and outgoing administrator  

The following doctors who have 
been regularly involved in the care 
of hemophiliacs for the past three 
years joined them: 
- Dr. Saied Walid, orthopedist
- Dr. Douira Wiem, radiologist

- Dr. Hamzaoui Mourad, pediatric 
surgeon  
- Dr. Khayatt Mounira, dentist
- Dr. Anis Fadhlaoui, gynecologist
Congratulations to the members of 
this new committee and good luck 
to you also in your work. 
The following two days were 
consecrated to training new members 
of the ATH Board. Mylene and I took 
advantage of this time to give 
presentations on organization 
governance, lobbying, volunteer 
recruitment and, briefly, CHS 
programs including CODErouge,  
Passport to Well-being and Parents 
Empowering Parents. These 
presentations incited many questions 
and a very interesting exchange of 
ideas ensued. The future is very 
promising for the ATH!
I'd like to sincerely thank our Tunisian 
partners for the extraordinary 
welcome (once again in keeping with 
the reputation for Tunisian 
hospitality), for their dedication and 
for their determination in their desire 
to contribute to improving the quality 
of life for people living with a bleeding 
disorder in Tunisia. Bravo to Dr. Emna 
Gouider, outgoing President, under 
whose presidency ATH developed a 
solid base and congratulations to 
Taoufik Raissi, the new President, 
who will surely bring the organization 
to another level. 
In conclusion, I want to remind 
everyone that even though this visit 
marked the official close of this 
association twinning — and WFH 
funding — we will remain in contact 
with the ATH, and the CHSQ will be 
available as much as possible to help 
its Tunisian friends. Inshallah! §

During the visit to Tunis, CHSQ delegates offered training workshops for the new ATH Board, notably 
on governance, lobbying and volunteer recruitment.

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

these pharmaceutical companies:


