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A group of 
volunteers and 

members of the 
Nicaraguan 
Hemophilia 
Association 

during 
celebrations for 

International 
Hemophilia 

Day, on 
April 17, 2014.

The 2015 activity took place in 
mid-April in Managua, the capital. 
Workshops on organisational 
structure, volunteer development, 
and lobbying has been covered 
during this visit (see other text on 
page 10). 

Also, the CHSQ was also pleased 
to be able to help facilitate the 
arrival of Sahrab Labbene, a 
physiotherapist from Sousse, 
Tunisia, who received a WFH 
fellowship at Sainte-Justine

SCHQ–ANH WAS HONOURED 
WITH THE 2014 WFH TWIN OF THE YEAR AWARD

The CHSQ International Projects 
Committee is pleased to 
announce that, along with the 
Nicaraguan Hemophilia Society 
(ANH), it was honoured with the 
World Federation of Hemophilia 
(WFH) 2014 Twin of the Year 
Award! The work accomplished 
by this young group of volunteers 
is admirable, especially 
considering their own medical 
challenges as hemophiliacs living 
with little or no treatment. 

This twinning began in 2012, and 
the workshops and discussions 
that have take place have offered 
ANH members skills to help 
improve care and treatment for 
all people with a bleeding 
disorder in Nicaragua. 

Presently, treatment is limited to 
cryoprecipitate, plasma and a 
small amount of donated factor 
concentrate. There is no official 
treatment Centre. Care is offered 
through the Red Cross.

by
Patricia Stewart
Chair of the 
International Projects 
Committee

echodufacteur@schq.org

Hospital. He arrived just in time 
to attend our family weekend, and 
have his first experience with ice 
and snow! 

Sahrab is an active volunteer with 
the Tunisian Hemophilia 
Association, our former twinning 
partners. 

While no longer an official twin, 
we continue to keep in touch and 
are always pleased to be of service 
to this dynamic group of 
volunteers. §

François Laroche, 
President of the 
CHSQ, David Page, 
CHS National 
Executive Director,
Sahrab Labbene, 
physiotherapist at 
the Hemophilia 
Treatment Centre in 
Sousse, Tunisia, and 
Patricia Stewart, 
Chair of the 
International 
Projects Committee.
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A WORD FROM THE EDITOR

A lot of action in the bleeding 
disorder community over these 
past few months.
From March 13 to 15, the family 
weekend attracted over 130 
people to the hôtel Le Chéribourg 
in Orford. A great success in 
terms of participation and the 
quality of the site and the 
contents of the workshops on the 
program (see the text on p.4 and 
photos on p.11). During the 
Annual General Meeting held on 
Saturday March 14, members of 
the 2015-2016 Board of Directors 
were elected. They are:
• François Laroche (President)
• Pascal Mireault (Vice-president)
• Mylene D'Fana (Secretary)  
• Michel Patte (Treasurer)
• Sébastien Bédard 
(administrator)
• Jessyca Bernard (administrator)
• Sylvie Bouchard (administrator)
• Karen Fahey (administrator)
• Éric L'Hérault (administrator)
Congratulations to all and good 
luck with your work!
Elsewhere, the transition to factor 
VIII and IX recombinant 
concentrates that received Héma-
Québec contracts has begun in 
HTCs. A process that should 
continue to take place over the 
next few weeks, since it has been 
suggested that patients take 
advantage of this major change 
in products to enroll in a study 
to be used to adjust the dosage

of factors adequately (especially 
in those who will transfer to an 
extended half-life product) and to 
monitor the appearance, though 
highly unlikely, of inhibitors. For 
more details concerning this 
study, please communicate with 
your treatment centre.  
Also, work on the new Canadian 
Bleeding Disorders Register 
(CBDR) and the new electronic 
data transmission system 
(myCBDR) — which replace 
CHARMS and Helitrax® 

respectively — is progressing well 
and should be ready for the launch 
planned for June 1st this year. You 
can learn more about the transfer 
of concentrates and these new 
systems in articles on pages 6, 7 
and 8 in this issue.
And finally, I got the chance to 
participate in the 2015 mission to 
Nicaragua as part of the 
organisation twinning between 
CHSQ and the Nicaraguan 
Hemophilia Association (ANH). 
Great progress has been made 
since our visit last year, which 
was, in fact, the reason we 
received the 2014 Twin of the Year 
Award from the World Federation 
of Hemophilia (see text on page 
1). Again this year, we were able 
to contribute to strengthening our 
twin's organisation and 
collaborate in laying the 
foundation for better care for 
people with bleeding disorders in 
Nicaragua (see other text on page 
10). 
Have a great summer! §
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A MOMENT TO REFLECT
“The expert is he who knows more and more about less 
and less.” 

American proverb

During the Annual General 
Meeting, which took place 
Saturday, March 14, in the 
afternoon, the CHSQ recognized 
two people who, by their 
involvement, stood out during the 
2014 year. The recipients were: 
• Christian Pelletier, who was 
presented with the Douglas Page 
Award for his exemplary volunteer 
contribution throughout the year.
• Claude Meilleur, pivot clinical 
nurse at the Quebec Inhibitors 
Centre, who was presented with 
the Award of Appreciation in 
recognition of her exceptional 
involvement and 
dedication. §
- G.B.

 2014 CHSQ AWARDS

Above: Christian Pelletier received the 
2014 Douglas Page Award.

Right: Claude Meilleur, pivot clinical nurse 
at the Quebec Inhibitors Centre, 

was presented with the 
2014 Award of Appreciation.

Active volunteers were presented with pins by CHSQ President, François Laroche, for their years of service to the CHSQ. From left to 
right you'll find: Karen Fahey (copper – 3 years), Isabelle Blette (bronze – 5 years), Patrick Raymond (bronze – 5 years), Pascal Mireault 
(silver – 10 years) and Marie-Claude Gauthier (gold – 15 years) who were honoured during the AGM.

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

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

telephone:    514-848-0666  or toll-free:  1-877-870-0666 
fax:              514-904-2253
or by e-mail to the following address: info@schq.org
Web site: www.hemophilia.ca
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During the weekend, participants 
got to take part in numerous 
workshops such as the café-
rencontre for women, mothers of 
young carriers and their caregivers, 
the Navigating the ER workshop, an 
update on research and treatment, 
a relaxation session and of course, 
self-infusion workshops. 
While looking over participants' 
appreciation forms, you can quickly 
see that the vast majority among 
them was very satisfied with the 
location and the activities offered. 
What's more, we proposed that our 
partners, including pharmaceutical 
companies, Children’s Wish 
Foundation as well as Mr. Ruel, 
who wrote a novel about the tainted 
blood tragedy, join us during the 
day on Saturday in order to answer 
participants' questions.  
A dynamic team of animators, 
under the supervision of Cathy

CHSQ ACTIVITIES

Past Activities
2015 Family Weekend
A most successful weekend!

From March 13 to 15, the CHSQ 
family weekend took place under 
the theme: The future of our care. 
This activity took place at the hôtel 
Le Chéribourg in the beautiful 
region of Orford. The decision to 
maintain a central point between 
Montreal and Quebec allowed 
almost 130 people to attend.

gbeauregard@schq.org

Bonneau, special education teacher, 
was on site to organize a variety of 
activities for youngsters plus there 
was a swimming pool, an outdoor 
slide, an interior amusement park 
and a movie theatre; everyone 
thoroughly enjoyed the activities. 
On Saturday afternoon, the Annual 
General Meeting was held, the ideal 
opportunity to learn about the work 
of the organisation and hear about 
its financial situation. It's also a 
chance to vote for the organisation's 
administrators. (See A word from 
the Editor). 
Saturday evening was a lot of fun, 
when participants enjoyed a copious 
meal, followed by karaoke and an 
evening of dancing. Everyone had 
a great time, thanks to the 
animation team from Productions 
Animuse. 
The CHSQ would like to thank 
everyone who worked together to 
make this activity a success. The 
Committee will meet soon in order 
to compile the appreciation forms 
and determine the activity for 2016, 
and hope to see you all again!

International Hemophilia Day
As part of International Hemophilia 
Day, two activities were held. 
On Tuesday, April 14, François 
Laroche and Éric L'Hérault held an 
awareness kiosk at the Quebec 
National Assembly (see photo 
below).  
In addition, Marie Montpetit, Deputy 
from Crémazie and parliamentary 
secretary to the Deputy Minister for 
Readaptation, Youth Protection and

by
Geneviève Beauregard
Programs and 
Operations
Manager

Over 50 people took part in the 2015 CHSQ Annual General Meeting.

Presented 
by 
Catherine 
Thibeault, 
the 
Navigating 
the ER 
workshop 
was very 
appreciated 
by 
participants.
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To apply, you simply need to 
complete the form that appears on 
the CHSQ website or contact the 
office in order to receive a paper 
version. 

The 44th edition of summer 
camp 
It's back to camp Trois-Saumons! 
The CHSQ summer camp will be 
held August 2 to 7, at Camp Trois-
Saumons, located in Saint-Jean- 
Port-Joli. After a successful trial 
camp combining both camps 
(regular and inhibitors), and an 
agreement made with Camp Trois-
Saumons to have a terrain that's 
more accessible to all, we've 
renewed this partnership to the 
great pleasure of everyone 
concerned.  
All youngsters from 5 to 15 years 
of age affected by a bleeding 
disorder, including those with 
inhibitors, along with their siblings 
are invited to participate. A week 
filled with activities supervised by 
a dynamic group of counselors, 
two nurses, two volunteer 
assistants as well as the CHSQ 
Manager of Programs and 
Operations. 
You'll find the registration form 
included in this mailing as well as 
on the CHSQ website. 
For any questions about this 
activity, you can contact Geneviève 
Beauregard at 514-848-0666/
1-877-870-0666, ext. 21, or by 
email:gbeauregard@schq.org.

Recruiting assistant 
counselors for summer camp 
The CHSQ is presently looking for 
young people 16 years-of-age and 
over who would like to have an 
enriching experience by taking part 
in the annual summer camp as an 
assistant counselor. If you're 16 or 
older and you'd like to participate 
in a week of activities at summer 
camp, you can send in your 
application for one of the three 
positions open this summer.

Public Health, presented a 
declaration on April 16, inviting the 
population to rally to our cause and 
participate in our spring benefit 
activity, the Red, White and You 
Walk (see p. 9 for more details 
about the Walk).
Then on April 17, International 
Hemophilia Day, the mast of the 
Olympic stadium was illuminated 
in red, in order to highlight this day. 
We wish to thank the Comité 
d'évaluation du Parc olympique for 
having accepted our project!

The application form is available 
on the CHSQ website, via Facebook 
or by calling the office.
Speaking of this, here's a word from 
Kevin Blanchette, one of our 
assistant counselors who took part 
in the NACCHO training session in 
Arizona last January.
— My weekend at NACCHO was 
incredible. Last summer, while I was 
at summer camp, I mentioned that 
it would be my last year as an 
assistant counselor. After a weekend 
like the one I had, only fools never 
change their mind. 
Being surrounded by people from 
around the world, but mainly from 
North America, who are so devoted 
and passionate about summer camps 
for children with bleeding disorders 
allowed me to learn more about 
developing activities and managing 
them. 
I was very happy to bring back a load 
of activities to propose for the 2015 
summer camp. Also, some of these 
activities can be used during other 
events, such as the family weekend. 
I'm very happy to have represented 
the CHSQ summer camp along with 
Diana Bolano Del Vecchio and I hope 
to be able to return some day. 
Thank you for allowing me to take 
part in this great training session on 
summer camps for kids with bleeding 
disorders, as well as allowing me to 
visit another part of the world.  

Kevin Blanchette

Upcoming Activities

The CHSQ David Pouliot 
Bursary Program 

The David Pouliot Bursary program 
is now open 
The goals of the bursary program 
are:  
• To encourage young people with 
a bleeding disorder to pursue their 
studies at a collegial, university or 
vocational level;
• To encourage people with a 
bleeding disorder to return to their 
studies or to follow a professional 
development course.
There are two categories:
Academic Bursary
This grant category is for members 
who have a bleeding disorder and 
are students at a college, university, 
or registered in a vocational school.
Encouragement Bursary  
This grant category is for members 
who have a bleeding disorder who 
wish to follow a professional 
development course in their field 
or who wish to return to school, 
regardless of the level of education.

Youth activity
This autumn, an activity will be 
proposed for all young people 
between 15 and 25 years of age. 
Stay tuned by joining the Facebook 
group (accessible via the CHSQ 
page)! §

CHSQ ACTIVITIES (cont’d)

The mast of the Big O was illuminated in red, 
in order to highlight the International 
Hemophilia Day on April 17.
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HEMOPHILIA TREATMENT CENTRES’ CORNER

It is known that the main 
complication of treatment for 
hemophilia A is the development 
of antibodies towards the factor 
VIII, known as inhibitors, that limits 
the efficacy of treatment. The 
tendency to develop these 
inhibitors varies greatly from one 
individual to another and depends 
on a number of genetic and non-
genetic risk factors, such as gene 
mutations of factor VIII, a family 
history of developping inhibitors 
and modes of treatment. Moreover 
it has been observed that factor 
VIII inhibitors develop more 
frequently in people with severe 
hemophilia, in particular before the 
age of 5 and during the first 50 
exposures to factor VIII 
concentrates. 
A better understanding of these 
risk factors, as well as an 
introduction to third generation 
factor VIII concentrates (Advate, 
Xyntha) has allowed doctors to 
limit the risk for their patients of 
developping inhibitors. Data 
obtained following massive 
changes in recombinant factor VIII 
concentrates in Canada, Ireland 
and England show that 
hemophiliacs undergoing this 
change have little chance of 
developping inhibitors. Thus we 
are convinced of the efficiency of 
Xyntha and of the almost zero 
chance of inhibitors appearing 
during a change in product. 
Nevertheless, as a measure of care, 
we invite you to participate in a 
study. This study will allow for the 
measurement of your individual 
response to the Xyntha factor VIII 
concentrate so that we can ensure 
that you receive the proper dose 
of factor VIII. We will also take 
advantage of this to verify the 
abscence of inhibitors to factor VIII. 
This study will take place over a 
12-month period and require three 
visits (the moment of change as 
well as 6 and 12 months after the 
change in treatment). What's more,

even if you receive a treatment 
other than Helixate FS, we may 
invite you also to participate in this 
study as a control.
The data from this study will allow 
us to document physiological 
responses to Xyntha factor VIII 
concentrate in order to offer you 
optimal and adequate treatment 
and clinical follow-up.
We'd like to thank you in advance 
for your understanding and your 
collaboration. Be assured that your 
treatment team will do everything 
possible to facilitate this transition 
with a minimum of discomfort for 
you and your family. §

As you know, contracts for factor 
VIII concentrates distributed in 
Quebec came to an end on 
March 31, 2015 and were renewed 
by Héma-Québec after a rigourous 
examination process by a selection 
committee composed of 
representatives of Héma-Québec, 
doctors specializing in hemostasis 
and representatives of the CHSQ 
and the CHS. 
Pfizer Pharmaceutical obtained the 
main contract with Xyntha® for 85-
88% of the international units of 
factor VIII concentrates required 
annually while Baxter obtained the 
second contract to furnish the 
remaining 12 to 15% of the 
international units using the factor 
VIII concentrate Advate®. These 
two contracts will last from April 1, 
2015 to March 30, 2018, with two 
options for renewal for one year 
each.
These new contracts mean 
that hemophiliacs receiving 
Helixate® FS factor VIII 
concentrate, distributed by 
CSL Behring, and which will no 
longer be available, must be 
treated with Xyntha factor VIII 
concentrate. This transition will 
be done progressively over the 
next few months in the various 
hemophilia centres in Quebec until 
all remaining stock of Helixate FS 
at Héma-Québec is used. Your 
treatment team will discuss this 
change in treatment during your 
next regular visit or during an 
appointment made for this purpose 
with your nurse coordinator. 
It is possible that the Xyntha factor 
VIII concentrate will be proposed 
as an alternative if you are 
presently treated with Helixate FS 
factor VIII concentrate.

Impact of new contracts for factor VIII and IX 
recombinant concentrates

by
The health care teams at 
Hemophilia Treatment 
Centres in Quebec

We are convinced of 

the efficiency of 

Xyntha and of the 

almost zero chance of 

inhibitors appearing 

during a change in 
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as a measure of care, 
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response to the 

Xyntha factor VIII 

concentrate so that we 

can ensure that you 

receive the proper 

dose of factor VIII. 

We will also take 

advantage of this to 

verify the abscence of 

inhibitors to factor 

VIII.
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working groups, consisting of 
different professionals, will 
overlook this implementation in 
the various hemophilia treatment 
centres.  
To this end, we want to keep you 
informed on the progress of the 
project. For the sake of 
transparency, we want to inform 
you that, due to inevitable glitches, 
the timeline has had to be 
prolonged for two months. This 
signifies that the new CBDR 
software will be deployed around 
June 1. However, we want to 
reassure you that until then, you 
can continue to use Helitrax, 
thanks to an agreement graciously 
offered by CSL Behring.
It goes without saying that training 
on the use of the new system will 
be offered soon. Your hemophilia 
treatment centre will contact you

As previously communicated 
in a previous issue of L'Écho du 
facteur (Volume 23, Number 1, 
January 2015 :
http://www.hemophilia.ca/
files/Echo_January_2015_LR.pdf), 
the Ministry of Health and Social 
Services (MSSS), in partnership 
with the Canadian Association of 
Hemophilia Clinic Directors is 
pleased to offer you a new 
electronic data transmission 
system called myCBDR, which will 
replace the present Helitrax 
system. To ensure a smooth 
transition to the use of this project, 
we remind you that provincial

HEMOPHILIA TREATMENT CENTRES’ CORNER (suite)
Update on changes to the electronic hemophilia 

data transmission system
to inform you on how the training 
will take place.
Satisfaction questionnaire

Moreover, we are requesting that 
you fill in a short satisfaction 
questionnaire concerning the 
present Helitrax system. Be 
assured that this survey is 
anonymous. Thank you in advance 
for your precious collaboration. 
Here is the link for the survey: 
https://fr.surveymonkey.com/s/
QSL3DH6.
And finally, rest assured that your 
hemophilia treatment centre will 
contact you for any changes in the 
progress of this project. §

by
The health care teams at 
Hemophilia Treatment 
Centres in Quebec

New proposed timeline

Go LiveConfiguration of new system

Tests

Translation of new system

Exporting 
Helitrax 

and 
CHARMS 

data

Trial run 
and final 

adjustments

November	 December	 January	 February      March          April   	 May 	        June

Training 
patients

Training 
system pilots

Legal process

Product 
launch
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HEMOPHILIA TREATMENT CENTRES’ CORNER (cont’d)
Letter from Héma-Québec for recipients of recombinant factor VIII

Editor’s note: As requested by health care teams from the Quebec Hemophilia Treatment Centres (HTC), 
here is the English translation of the letter from Héma-Québec that was sent to recipients of factor VIII 
recombinant product via their HTC.

Replacement of Helixate® FS factor VIIIr with Xyntha®

Helixate® FS, which is the recombinant factor VIII product that your doctor 
prescribed for you, will progressively be eliminated from distribution in Quebec 
beginning April 1, 2015. It will be replaced by Xyntha® by autumn 2015. This 
change is the result of the tender process undertaken by Héma-Québec as part 
of its contract renewal. 

As part of its mission to effectively supply high-quality components and blood substitutes 
in sufficient quantity to meet the needs of the Quebec population, Héma-Québec has 
the exclusive mandate to distribute stable products for Quebec, including coagulation 
factors. The role of Héma-Québec is not to produce stable products, but to purchase 
them from suppliers, to maintain a reserve and to supply hospitals. 

Héma-Québec formed a selection committee to carry out a call for tenders. It solicited 
and received the participation of two doctors from Hemophilia Treatment Centres in 
Quebec as well as two recipient representatives from the Canadian Hemophilia 
Society. During the work, the selection committee chose the factor VIII recombinant 
product called Xyntha®.

The National Transfusion Medicine Advisory Committee (CCNMT) recognized the 
equivalence of Xyntha® in relation to Helixate® FS.

The submission that was retained stood out in terms of the price proposed and the 
conditions offered. In fact, there were notable differences in the price and conditions 
offered by the bidders. In keeping with the standards decreed by the Treasury Board, 
Héma-Québec and various suppliers came to agreements for the supply of factor 
rVIII through March 2018. This decision will not only modify the products offered, but 
will permit the Quebec health care system to achieve significant savings, while 
preserving accessibility to these products.

For more information, contact Mr. Jean Lapierre, 
Director of stable products, at 1-800-343-7264, ext. 5319.
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FUNDRAISING AND COMMUNICATIONS

everyone involved in the success 
of this activity, and we hope to see 
all the participants back again next 
year for the 7th edition!

Opération Enfant Soleil  
Last March, following the 
provincial tour of the 2015 
Opération Enfant Soleil, the CHSQ 
was offered $2816 in order to cover 
its own Medical Equipment Loan 
Program. 
The CHSQ will purchase helmets 
for young children, kneepads, 
crutches and wheel chairs. These 
items will be put on-loan for 
families or during its activities.

2014 Entraide Campaign 
The 2014 Entraide Campaign ended 
last February 25 with an evening 
to recognize donors held at the 
Espace Dalhousie in Quebec. 
This campaign in the Quebec 
government workplace collected 
$7,154,267, with $2,233,922 going 
to HealthPartners Quebec, of which 
the CHSQ is one of the 16 
members. 
The CHSQ wishes to express its 
heartfelt thanks to the Quebec 
government for the sum of 
$12,024 that we received through 
this campaign. 
We would also like to offer our 
sincere appreciation to the 
employees and retired government 
people for their generosity.

The Red, White and You Walk 
The countdown has started! The 
3rd edition of the Red, White and You 
Walk will take place Sunday, 
May 17, at Maisonneuve Park in 
Montreal. If you haven't registered 
yet, you can do so online by 
consulting our website where you'll 
find all the details. 
A number of people have already 
confirmed their participation and 
have started building their

gbeauregard@schq.org

by
Geneviève Beauregard
Programs and 
Operations
Manager

François Laroche, CHSQ President, surrounded 
by Pascale Despins, Executive Director of the 
Entraide Secretariat, and Fred Pellerin, 
spokesperson for the Entraide 2014 campaign.

Sorel-Tracy Bowl-a-thon
The first Bowl-a-thon of the year 
took place on March 28 in the 
Sorel-Tracy region. 
For their 6th edition, the Raymond-
Blette family managed to raise 
almost $2500. We'd like to thank

The Raymond-Blette family: Samuel, Alexandre and 
their parents, Isabelle Blette and Patrick Raymond.

The CHSQ would once again like 
to thank Opération Enfant Soleil 
for the financial support for one of 
its programs.

fundraising teams. 
Whether you walk 
alone or in a team, join 
us for this important 
day for CHSQ, which 
promises to be a very 
pleasant one!
You can find the 
registration form and 
the Walkers' Guide on 
our website under 
Upcoming Activities. For 
more information, 
contact Geneviève 
Beauregard at 
514-848-0666, 
toll-free at 
1-877-870-0666, ext. 
21, or by email at 
gbeauregard@schq.org.

We're hoping for a great turnout! §

Pascal Mireault, CHSQ Vice-president, and Geneviève 
Beauregard, Programs and Operations Manager with CHSQ, 
surrounded by Annie Brocoli, Josée Lavigeur and Doctor 
Toudoux,  the Opération Enfant Solei l  mascot.
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various government officials and 
partners in order to understand 
each of their vision of how care 
for hemophiliacs will be dispensed 
in the short and long term in their 
country. 

On a more social note, we 
celebrated International 
Hemophilia Day along with many 
of their members. A meal and 
animation was on the agenda. The 
administrators also took 
advantage of the occasion to 
present their new project (which 
received a prize for the best 
presentation during a training 
session for young leaders from the 
SURO program) and to celebrate 
the 2014 Twins of the Year Award, 
our CHSQ-ANH twinning. This 
award will be officially presented 
during the next World Hemophilia 
Congress, which will take place in 
July 2016 in Orlando, Florida.

During this visit, we had an 
opportunity to meet Dr. Reyna 
Martinez, a hematologist at the 
National Blood Commission 
(CONANSA), a sector that works 
at the heart of the Ministry of 
Health. Dr. Martinez invited us to 
visit the new transfusion medicine 
centre for the country, in Managua

CHSQ–ANH TWINNING

From April 15 to 22, as part 
of the WFH organization 
twinning, the third visit of a 
CHSQ delegation to Nicaragua 
took place. Here are impressions 
of two of the delegates.

I had the privilege, for the first 
time, of being one of the delegates 
who went to Nicaragua on a 
twinning mission with the 
Nicaraguan Association of 
Hemophilia. 
En Abril de la mano con la 
hemofilia (In April - a hand for 
Hemophilia) was the theme for 
the commemoration of World 
Hemophilia Day, which we 
celebrated with them on Saturday, 
April 18 at the Cruz Roja 
Nicaragüense. People with 
hemophilia of all ages and family 
members were present on this 
fun-filled day; they even got to 
dance with Bob Nica (the name 
given by our friends from NAH), 
a patient-puppet donated to us 
for our hemophilia twin country 
by Pfizer Canada. 
On Sunday, April 1, I chaired a 
workshop on governance and 
lobbying for board members and 
youth leaders involved. We even 
did role-playing, where some of 
them stood out as future leaders 
of the organization. 
I'm confident that this twinning 
program will help make a 
substantial improvement to the 
quality of life of people living with 
hemophilia in Nicaragua and I'm 
thrilled to be part of it.

Mylene D’Fana

This year, the action plan was, 
notably, to offer management 
tools to the administrators of the 
Nicaraguan Hemophilia 
Association (ANH) to optimize 
their governance work and 
lobbying as well as to meet with

(there will be three centres like this 
one in the near future). These 
centres will allow everyone 
affected by a bleeding disorder to 
have access to professional 
services, such as a nurse on site 
24-hrs a day, and adequate care to 
treat their bleeding disorder, which 
is not the case at this time. This is 
great progress for the whole 
community! Soon, they will benefit 
from treatment with cryoprecipitate 
(most likely treated with solvent 
detergent and lyophilized), and 
with fresh frozen plasma as well 
as factor concentrates (from 
donations coming from various 
sources, such as the World 
Federation of Hemophilia). For the 
moment, hemophiliacs receive 
care from the Nicaraguan Red 
Cross, which, unfortunately, does 
not have the structure to meet their 
needs. Thus it was essential that 
the government becomes more 
involved and open its doors to 
better serve this population. 

We can say 'Mission 
accomplished', care will gradually 
improve in the near future, much 
sooner than we thought. §

Geneviève Beauregard

April 2015 Mission

François Laroche, Denis Martinez, Dr. Reyna Martinez, Geneviève Beauregard, Javier Rivas 
and Mylene D'Fana, in the new locale of the Tranfusion Medicine Centre in Managua.
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FAMILY WEEKEND IN PICTURES

The café-rencontre for women and mothers of young carriers was highly appreciated once again 
this year.

Mr. Gilles Ruel, writer, accompanied 
by his wife, presented his novel about 
the contaminated blood scandal called 
Colère et consternation.

Participants were able to get information 
about the Code rouge program (see above) and 
about Children's Wish Foundation (below).

The karaoke evening on Saturday night brought out some unsuspected talent....

A day-care service for young children was 
offered during the whole weekend.

A dynamic animation team, under the supervision of 
Cathy Bonneau, special education teacher, was on site 
to organize a variety of activities for the kids.

What 
could be 

better 
than a 

game of 
pool 

between 
friends to 

make a 
group of 

teens 
smile...



IN A WORD

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

pharmaceutical companies:

New postal address for the 
EAP
Please note the new postal address 
for the Extraordinary Assistance Plan:
Extraordinary Assistance Plan
Associate Director General's Office 
Public Health Agency of Canada 
130 Colonnade Rd, AL 6503B 
Ottawa, Ontario, K1A 0K9

The Extraordinary Assistance Plan 
(EAP) was established in 1990 to 
provide financial assistance to an 
estimated 1250 individuals infected 
by the human immunodeficiency 
virus (HIV) through blood or blood 
products received in Canada. This 
assistance plan is funded solely by 
the federal government and consists 
of one lump sum payment of 
$120,000, tax-free.
You may be eligible to apply for this 
assistance if:
• You are HIV-positive as the result 
of blood or blood products received 
in Canada since January 1, 1978;
• You were a Canadian citizen or 
landed immigrant at the time of 
becoming infected with HIV; and
• Your place of residence is Canada 
at the time of application to the EAP.

The estates of deceased persons, who 
would have met the first two criteria 
above and who were resident in 
Canada at the time of death, may also 
apply to the EAP.
The EAP is administered by the Public 
Health Agency of Canada.
For more information or to apply for 
assistance, please send an e-mail to 
ccdic-clmti@phac-aspc.gc.ca or write 
to the above address. 

New measures affecting the 
social security program
The Ministère de l'Emploi et de la 
Solidarité sociale informed its 
beneficiaries of changes in the Social 
Security Program that could have 
repercussions on their personal 
situation. 
The following new measures will 
come into effect on May 1, 2015: 
• Adults who are absent from Quebec 
for more than 7 days in a row or for 
a total of 15 days during a calendar 
month will be ineligible for last-resort 
financial assistance. 
• In the event of a false declaration 
(misrepresentation), all of the 
person's work income will be taken 
into account in the calculation of the

claim for repayment. Currently, if it is 
determined that work income was 
not duly declared to the MTESS, the 
exemptions for this type of income 
are deducted when the claim is 
calculated. 
• Certain indemnities paid by the 
Ministère de la Sécurité publique 
(MSP) under a general or specific 
financial assistance program will be 
excluded from the calculation of the 
benefit amount. Amounts received in 
compensation for additional living 
expenses are fully excluded, amounts 
received for essential movable 
property are excluded for 90 days and 
amounts received for immovables are 
excluded for 2 years. 
The following new measure will come 
into effect on July 1, 2015: 
• The exclusion for certain property, 
including the net value of a residence, 
will be increased from $90,000 to 
$142,100 under the Social Assistance 
Program and from $130,000 to 
$203,000 under the Social Solidarity 
Program. 
To see the complete list of changes 
to the Social Solidarity Program, visit: 
www.emploiquebec.gouv.qc.ca/
fileadmin/fichiers/pdf/Publications/
00_Modifs-reglementaires_A.pdf. 
You can also call 1-877-767-8773 
(toll free) or visit 
www.emploiquebec.gouv.qc.ca. §

-F.L.


