
OCTOBER 2016VOLUME 24, NUMBER 3

• Must be a member of the CHSQ
• Must be living with a bleeding 
disorder or be a carrier of one of 
these disorders
• Can not have received two 
consecutive scholarships through 
this program over the course of the 
past three years
• Must be a student registered in a 
recognized establishment at the 
collegial, university or professional 
level. 
OR
• Be registered in an academic 
establishment in view of returning 
to your studies. 
A selection committee composed 
of members chosen within the 
CHSQ will evaluate candidates and 
select the recipients. 
The deadline to file your application 
is midnight on November 31, 
2016. The decisions of the selection 
committee will be announced in 
December 2016.

2016-2017 DAVID POULIOT SCHOLARSHIPS

Thanks to the contribution of its 
financial partners, the CHSQ offers 
its members the possibility of 
receiving a scholarship for the 
2016-2017 academic year. 
These scholarships are offered in 
two categories: 
Academic scholarship
This scholarship is open to 
members with a bleeding disorder 
who are studying at the collegial 
or university level or who are 
registered in a professional training 
establishment. 
Encouragement scholarship
This scholarship is open to 
members with a bleeding disorder 
who are following a professional 
perfection course in their field or 
who are returning to their studies, 
no matter what level. 
Admissibility criteria for the 
scholarship categories are:

All applications and supporting 
documents must be sent to:
Canadian Hemophilia Society - 
Quebec Chapter
CHSQ David Pouliot Scholarship 
Program  
514 - 2120, Sherbrooke East Street 
Montreal (Quebec) H2K 1C3
To obtain an application form or for 
further information, contact Nicole 
Vincelette, Executive Director, at 
514-848-0666, local 21, toll-free 
at 1-877-870-0666, local 21, or 
else by email: direction@schq.org. §

-N.V.

A CHILD'S WISH COMES TRUE THROUGH 
THE MAKE-A-WISH® FOUNDATION

• Be between 3 and 17 years of age

• Suffer from a medical condition 
that can threaten his/her life

• Have never had a wish granted 
by another foundation.

There is no waiting list and the 
process to have the wish come true 
starts as soon as the confirmation 
of admissibility is received from 
the treating physician. Since every

Since 2001, Make-A-Wish®  Quebec 
has made it possible for children 
with a life-threatening health 
problem to have their wishes 
granted in order to bring them 
hope, strength and joy. The 
Foundation takes care of all 
expenses and organizational 
details related to the wish.    

To be admissible, a child must meet 
the following criteria:

child is unique, all wishes are 
personalized to the tastes and 
desires of each child so that they 
can have an unforgettable 
experience. 

Do you know of any children 
suffering with hemophilia who could 
be eligible? Contact Make-A-Wish 
Quebec at 514 488-9474 or visit 
their website to refer a child: 
www.makeawishqc.ca. § 	 -N.V.
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A WORD FROM THE EDITOR

Orlando, Florida, late July 2016. 
Hot and humid. 36°C on average. 
Peaks up to 39°C. Well above 40°C 
according to the heat index used 
in the United States (equivalent to 
our Humidex). Sweltering, 
scorching hot. And over the course 
of the XXXII International 
Congress of the World Federation 
of Hemophilia, the conference 
speakers did nothing to cool things 
down! Many medical 
presentations  addressed burning 
issues and reported red-hot 
research results.
From Day 1, the presentation on 
longer-acting products by Dr. Guy 
Young of Children's Hospital Los 
Angeles in California signalled that 
this congress would be like no 
other. To help explain prolonged 
action, Dr. Young made an analogy 
between factor concentrates and 
the longevity of crazy politicians 
at election time; he suggested that 
Donald Trump has prolonged half-
life given that the downward trend 
of his popularity is less pronounced 
then that of other wingnut 
politicians in the United States, 
such as Sarah Palin. Dr. Young 
also put forward his own 
interpretation for the acronyms 
associated with the main binding 
techniques used to increase 
product half-life, in relation to 
Donald Trump: FC for Fanatical 
Crazy, FP for Fascist Pig, and PEG 
for Pure Evil Gringo. Furthermore, 
he said should Trump be elected, 
he would be seeking political 
asylum in Australia, specifically 
Perth, because it is 16,000 
kilometres away from Los Angeles.

The room roared with laughter. 
The tone was set.
On a more serious note, Dr. Young 
described an ongoing study at his 
treatment centre involving 21 
patients being treated with 
recombinant factor IX-Fc, a longer-
acting recombinant factor fusion 
protein. While patients at his centre 
treated with recombinant factor IX 
concentrates with “normal” half-
life consume on average 124 IU/kg 
per week, the patients in this study 
consume on average 50 IU/kg per 
week, with essentially similar 
clinical results. However, Dr. Young 
stated that a number of issues need 
to be investigated further and that 
finding the answers will require 
pharmacokinetic analyses of 
individual patients in order to be 
able to develop individualized 
treatment plans.
Other speakers presented their 
studies on longer-acting products, 
which were fairly conclusive 
overall. The products are now 
beginning to enter markets in 
industrialized countries. Is this an 
opportunity for developing 
countries to have access to plasma-
derived or recombinant coagulation 
products at a lower cost? This 
remains to be seen.
Another hot topic was emicizumab 
(formerly known as ACE910), 
developed by Roche and currently 
in phase III clinical trial. This 
bispecific antibody was developed 
to bind factor IXa and factor X, 
replacing the function of the 
missing factor VIII. The product is 
administered by subcutaneous 
injection once a week, and would 
be a very promising therapy for 
treating hemophilia A patients with 
or without inhibitors. So stay tuned.
But it was on Day 3 that things 
really started to heat up, during the
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A WORD FROM OUR 
NEW EXECUTIVE DIRECTOR

It was with great pleasure and 
humility that I accepted the 
position as CHSQ Executive 
Director in May 2016. With 
pleasure, because I'll be working 
with a large team of members 
and volunteers committed to their 
cause. With humility, because I 
didn't know much about 
hemophilia and what I thought I 
knew is incomplete and very 
superficial.  
I immediately realized that I 
wasn't the only element of 
change in the organization. In 
fact, the Board of Directors had 
just adopted a strategic plan for 
2016-2018. The youth committee 
would start up again and an 
activity was recently held at the 
Centre de villégiature Jouvence. 
While some volunteers are 
leaving, new families are joining 
the CHSQ, bringing their 
questions, expectations and 
above all, their own ways of 
coping. 
Personally, I bring a number of 
years of experience in community 
work, a new outlook and a great

deal of energy to complete the 
mandates that I've been given. 
I know that it will take time for us 
to get to know each other and for 
me to meet all of you. Until then, 
I'd like to hear your suggestions 
and comments and work to meet 
all your needs in the constant 
changes hemophilia brings to your 
lives. 
I appreciate the opportunity I've 
been given to work for you and I 
promise to do my best to serve your 
interests and respect the mission 
of the CHSQ. §

Personally, 

I bring a number 

of years of 

experience in 

community work, 

a new outlook 

and a great deal 

of energy to 

complete the 

mandates that 

I've been given.

direction@schq.org

by
Nicole Vincelette

A WORD 
FROM THE 

EDITOR (cont’d)

Medical Free Papers - Gene 
Therapy session, which presented 
yet-to-be-published studies. First 
we heard about encouraging 
results from a phase I/II study of 
the SPK-9001, developed by Spark 
Therapeutics and Pfizer for the 
treatment of hemophilia B. The 
four patients enrolled have 
exhibited factor IX activity levels 
between 21% and 42%, lasting 
even 31 weeks after the start of 
treatment. 

Next, we heard preliminary results 
from a phase I/II study on BMN 
270, developed by Biomarin for 
the treatment of hemophilia A. 
This is when the excitement really 
boiled over. Six out of seven 
patients enrolled in this study have 
exhibited factor VIII levels above 
50%, with a median of 146% due 
to two patients who had factor 
levels above 200%, and this even 
up to 20 weeks following the start 
of treatment. Astonishing! 

To learn more, I encourage you to 
read the article by David Page on 
these impressive advances 
announced at the WFH Congress 
in Orlando, available on the home 
page of the CHS Web site at: 
www.hemophilia.ca/en. 

In addition, read about the 
experiences of CHSQ delegates 
who attended the WFH congress, 
on pages 6 to 8.

Happy reading! §

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/en/provincial-chapters/quebec
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By contributing to the New Blood Campaign, you 
truly enable the CHSQ to carry out its various 
programs and activities that offer information, 
services to members, education, advocacy and 
research. 
You can send your donation to the CHSQ office 
or donate via CanadaHelps at this address:
www.canadahelps.org/fr/organismesdebienfaisance/
societe-canadienne-de-lhemophilie-section-du-quebec.
Thank you for your generosity.

-N.V.

2015 Entraide Campaign with 
HealthPartners-Quebec
The Canadian Hemophilia Society - Quebec 
Chapter, wishes to express its gratitude to 
HealthPartners-Quebec for the sum of $14,906 it 
received through the 2015 Entraide campaign. 
We also want to offer our sincere thanks to the 
public employees and retirees for their generosity. 
Thank you! §

-N.V.

PROGRAM ACTIVITIES AND FUNDRAISING

Past Activities

2016 Summer Camp
This summer, 22 youngsters got to attend the CHSQ 
2016 Summer camp, which was held at Camp Trois-
Saumons in St-Aubert, near Saint-Jean-Port-Joli, from 
July 25 to 30. The youngsters were accompanied by 
four assistant counselors, two who were regulars, 
KeLan Wu and Jeanne Montplaisir, and two 
newcomers, Elizabeth Svoboda and Benoit Lévesque. 
The team from CHSQ also included two nurses, Claude 
Meilleur (CHU Sainte-Justine), Marie-Hélène Thompson 
(CHUS - Hôpital Fleurimont de Sherbrooke) and me. 
Camp went very well and the youngsters from 5 to 15 
years of age enjoyed taking part in a variety of camp 
activities organized for them during the week: archery, 
swimming, picnics, outings, etc. The young 
hemophiliacs' treatment was closely followed and no 
major incident occurred. 
I admit that this was my first activity with young 
hemophiliacs and my first summer camp. The 
experience was very enriching and I learned a lot from 
the kids. 
I'd particularly like to thank the assistant counselors 
who helped with the running of the camp. A big thank 
you also goes to the nurses who did a magnificent job 
and who were so generous with their time and their 
advice. Thanks go to our pharmaceutical partners and 
to all our donors who make it possible for us to offer 
access to a summer camp at very affordable prices. 
And finally, thank you to the parents who put their 
trust in us and who offered their child a great life 
experience. We've already started preparing for next 
year and we hope the weather will be just as lovely 
and warm!

-N.V.

Fundraising 

New Blood Campaign 
The New Blood Campaign will begin on November 1, 
2016 and run until January 31, 2017. This year, the 
goal of the campaign is to raise 
$5ooo in donations from CHSQ members. 
Your financial contribution will allow the CHSQ to 
pursue its mission, which is to improve the health and 
quality of life of people suffering from a hereditary 
bleeding disorder.

Mr. Mario Beauchemin from the Entraide Committee, Mr. Bruno-Gil 
Breton, Vice-president of the Canadian Hemophilia Society - Quebec 
Chapter, and Mr. Michel Paquin from the Entraide Secretariat.
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CHSQ 2016 SUMMER CAMP IN PICTURES
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XXXII INTERNATIONAL CONGRESS OF THE WFH

How has the hemophilia 
community managed to achieve 
a gathering of this magnitude?

This incredible realisation is surely 
attributable to the determination 
and vision of people with 
hemophilia, including Montrealer, 
Frank Schnabel, recognized as the 
founder of the WFH in 1963, who 
had the idea at that time to 
convene hemophilia patients from 
various countries and create 
national organisations to promote 
the interests of the hemophilia 
community. 

The first meetings of these 
national organisations included 
representatives from a dozen 
countries. Today, the WFH is 
composed of 134 national member 
organisations from as many 
countries (according to their letters 
of patent, the WHF recognizes only 
one organisation per country as a 
member). Today, national 
organisations from developed 
countries are, for the most part, 
well-structured organisations that, 
in some cases, possess sub-groups 
called chapters. Moreover, 
members from developing 
countries are often small 
organisations possessing few 
resources.  The latter count on the 
support of the WFH and its

stronger member organisations to 
assist in their development.

In Canada, the WFH member 
organisation is the Canadian 
Hemophilia Society (CHS), which 
is comprised of a number of 
chapters, including the Quebec 
chapter (CHSQ). These two 
organisations are based in 
Montreal. And we're also lucky to 
have the head office of the WFH 
in Montreal. Thus the hemophilia 
community in Quebec is privileged 
in two ways: on the one hand, it 
is part of a group of people who 
were able to take charge by 
creating an international 
organisation whose mission is to 
improve care and develop safe 
and efficient treatment for people 
with a hereditary bleeding disorder 
around the world, and on the other 
hand, it has access to a unique 
base of resources in Montreal 
through the presence of three 
levels of the best-structured 
patient organisations in the world: 
the WFH on the international level, 
the CHS on the National level and 
the CHSQ for Quebec.  

As a member of the CHSQ Board 
of Directors and as a former 
employee with the WFH, I take 
personal pride in being part of this 
great network and contributing to

The XXXII World Federation 
of Hemophilia International 
Congress was held from 
July 24-28, 2016. More than 
5000 delegates from almost 
130 countries gathered in 
Orlando, Florida, for this 
important event for our 
hemophilia community.
Here are the impressions 
from CHSQ delegates.

***

A well kept secret:
The strength of the 
hemophilia community

At the end of July 2016, in Orlando, 
over 5000 people from more than 
a hundred countries met in order 
to improve services and care for 
people living with bleeding 
disorders. Gatherings such as this 
take place every two years under 
the auspices of the World 
Federation of Hemophilia (WFH). 
In fact, this was the 32nd WFH 
International Congress since its 
creation in 1963. Congresses in 
the last century obviously weren't 
always on this scale but since the 
beginning of the 21st Century, 
those held in Montreal (2000), 
Seville (2002), Bangkok (2004), 
Vancouver (2006), Istanbul (2008), 
Buenos Aires (2010), Paris (2012) 
and Melbourne (2014) have 
offered almost 5000 patients and 
health care professionals the 
opportunity to learn about the 
most recent developments in 
treatment for hemophilia and 
other bleeding disorders. The 
organisation of an event of this 
scope and scientific calibre by a 
patient group, meeting the highest 
of standards, is, no doubt unique 
in the world.

Impressions from CHSQ delegates
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XXXII INTERNATIONAL CONGRESS OF THE WFH (cont’d)

its work. I invite Quebecers and, 
in particular, people living with a 
bleeding disorder, to get involved 
as much as possible in one or 
another of these three 
organisations as a volunteer or, 
perhaps as an employee. There 
are presently approximately 45 
full-time positions at the WFH 
while the CHS and CHSQ generate 
a dozen in all. 

My participation at the Congress 
in Orlando was an occasion for 
me to observe not only the wide 
international reach of the WFH, 
but also the strength of the 
hemophilia community. It's a 
secret that's too well guarded and 
should be known.

Michel Patte

***

A new type of expert: 
The patient

The WFH World Congress is a 
major event of impressive 
magnitude. Over four days, 
experts from around the world 
convene for a common cause: the 
treatment of bleeding disorders 
in both large and small scale 
contexts, including diagnosis, care 
and the hope for a cure. These 
experts include pharmaceutical 
researchers, physicians, nurses, 
and also patients.

Indeed, hemophilia patients are 
somewhat unique experts, in that 
they actually take charge of much 
of their own treatment and the 
daily management of their 
condition. Many reading this 
article will no doubt identify with 
my words, being part of the 
bleeding disorder community, in 
one way or another. They know 
that a person with hemophilia 
learns from a very young age how 
to recognize the symptoms of a 
bleed, and how to treat 
themselves and manage their

activities to minimize bleeding. In 
other words, people with 
hemophilia self-treat and can be 
full participants on their care 
team - they contribute their own 
expertise, that of an involved 
patient.

The concept of the patient expert, 
or patient partner, has been 
explored at length by Vincent 
Dumez during his post-graduate 
studies and training among 
patients and health care 
professionals. At a session on the 
second day of congress, he 
presented an overview of the 
patient expert and outlined a new 
and innovative way to consider 
the physician-patient relationship. 
He showed how the partnership 
model between health 
professionals and patients is part 
of the DNA of hemophilia 
organizations. Over the decades, 
generations of hemophilia 
patients, in pursuit of more 
“normal” lives, have gotten 
involved in areas such as quality 
control, product safety and 
research. Therefore it can be said 
that the hemophilia care model 
that exists today was built jointly 
and collaboratively by both 
physicians and patients. While in

the past, patient care was delivered 
to the patient, today the focus is 
on care for the patient, with the 
patient involved in decision-
making.

I am fortunate to benefit from this 
new model of care, and be part of 
the first generation of people with 
hemophilia to truly be able to 
access a level of normality beyond 
previous expectations, allowing 
me to engage in activities that were 
unthinkable in the 1970s. For me, 
managing my bleeding disorder is 
now almost instinctive and I have 
a check-up with my doctor about 
once a year. This appointment 
often turns into a discussion on 
the best course of action for my 
treatment and good practices, and 
I always feel that my opinion is 
taken into account on the same 
level as that of an expert. This new 
model of care, of course, can 
always be improved upon, 
particularly through education and 
peer support. As Mr. Dumez stated 
in his conclusion, the hemophilia 
community has the potential to 
become a patient care model for 
other rare diseases in the 21st 
century, and everyone has a duty 
to protect, develop and share this 
new model.

Mathieu Jackson
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XXXII INTERNATIONAL CONGRESS OF THE WFH (cont’d)

The City Beautiful or the Theme 
Park Capital of the World, Orlando, 
Florida hosted the 2016 World 
Federation of Hemophilia 
Congress. Over 5000 delegates 
from almost 130 countries came 
together for the five-day event that 
took place at the Orange Country 
Convention Center from July 24 to 
July 28. This time around my 
expectations were high as it was 
in the first time in 25 years that 
the World Congress was held in 
the United States.  And once again 
I was not disappointed.

The medical, multidisciplinary and 
social programs offered something 
for everyone starting with the 
opening ceremonies where the 
presidents from both the National 
Hemophilia Foundation of the USA 
and the WFH had a panel 
discussion about ongoing 
developments in hemophilia care 
around the world. Then the 
respective executive directors 
talked about the WFH 
Humanitarian Aid Program and the 
WFH commitment to continue 
working with developing countries 
on diagnosis and treatment.

I could never decide which session 
to attend as they all dealt with 
interesting topics. As part of the 
continuing trend where social 
media and new communication 
technologies are part of this world, 
the WFH created an app to help us 
stay connected, which enhanced 
our experience while at congress. 
The app offered complete details 
on the final program and satellite 
symposia (presentations from 
pharmaceutical companies). We 
could keep track of the schedule 
and could personalize it to our 
interests, take notes and even chat 
with fellow congress participants.

I attended many of the sessions in 
the Multidisciplinary Program. The 
Real Faces of Inhibitors was a panel 
discussion where patients, families 
and caregivers shared their stories. 
It didn't matter if it was the mother 
of a 13-year-old son with severe 
hemophilia from the United States, 
a young girl from the UK with factor 
VII deficiency, a young adult from 
Lithuania, or a caregiver of 
hemophilia patients from China, 
they all sent chills up my spine 
when sharing their stories about 
inhibitors.

Another session that made me 
reflect on my life with bleeding 
disorders was Hemophilia: 
A blessing or a curse.  Hearing a 
genetic counselor talk about a 
parent receiving the diagnosis of 
a newborn with hemophilia 
brought back memories of when 
my son was first diagnosed and 
the curse that was suddenly thrust 
into my life. Next was a young 
adult with hemophilia from 
Cambodia who went on to become 
a lawyer and is now a close friend 
of my son. This makes me realize 
how blessed I am to be part of this 
community and meet people from 
all over the world. Another was a 
carrier mom who has a son with 
hemophilia and who grew up with 
a brother with hemophilia who 
contracted HIV. She described how 
it was when her son was born. It 
made me think about my daughter 
not having a definitive carrier 
status diagnosis. And the last one 
came from a fellow Canadian, a 
man with a son with hemophilia 
and a carrier daughter. He now 
has a grandson with hemophilia 
and he couldn't have explained the 
blessings and curses that came 
with this disease any better.  

I can tell you that over the years I 
have counted the many blessings 
I've received from this community, 
and participating in congresses is 
one of them. Thanks to the CHSQ 
for giving me this opportunity to 
join colleagues and friends from 
Quebec, Canada and around the 
world and, most importantly, my 
FAMILY! 

Now as the WFH starts preparing 
for the 2018 World Congress in 
Glasgow, Scotland, as well as the 
2022 World Congress to be held in 
Montreal, I invite you to visit the 
2016 WFH Congress website to see 
the presentations at: 
http://epaccontrol.com/online/
tracks.asp?qMeetingId=WFH16.
See you in Glasgow! §

Mylene D’Fana
Members of the Canadian delegation posed in front of the Canadian Pavilion at Epcot Centre 
during the WFH 2016 congress cultural event held in Orlando.
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CONGRESS HOT MEETING

by
Patricia Stewart
Chair of the
International 
Projects Committee

echodufacteur@schq.org

developed for 2016, highlighting 
advocacy efforts to improve care 
and treatment in Nicaragua, in 
large part thanks to the presence 
of new actor in Managua, Dr. 
Reyna Martinez, working in the 
Ministry of Health. She was keen 
to establish a full hemophilia 
treatment centre in Managua 
and was working closely with 
ANH, keeping them informed 
on its progress. Unfortunately, 
Dr. Martinez was removed from 
this project. 

However, during meetings held 
in March 2016 attended by the 
Nicaraguan Ministry of Health 
(MINSA), David Page (CHSQ) 
and Luisa Durante (WFH), 
MINSA did announce its 
intention to work towards the 
creation of an official HTC and 
to offer specialized training for

During the Orlando World 
Congress, members of the 
Nicaraguan Hemophilia 
Association (ANH) and the 
CHSQ, along with Luisa 
Durante, Americas Regional 
Program Manager with World 
Federation of Hemophilia 
(WFH), met to discuss the 
present situation in Nicaragua 
and the future of our twinning 
project. An action plan had been

medical personnel. The CHSQ 
will support ANH in their efforts 
to encourage the government to 
carry through on these promises. 
For the moment, there is status 
quo, as patients receive only 
plasma or cryoprecipitate, with 
a small amount of factor 
concentrate donated by WFH. 
This is the final year of this 
twinning project, though, due to 
the sudden change in actions in 
Nicaragua, we hope it will be 
carried forward for one more 
year to assist the ANH in their 
advocacy efforts and to solidify 
their organizational structure for 
the future. 

During the awards ceremony 
held at congress, CHSQ and ANH 
officially received the WFH 2014 
Twins of the Year Award. §

Left: Two photos taken during and after the meeting held between CHSQ 
and ANH delegates, with the presence of WFH Regional Program Manager 
for the Americas, Luisa Durante, during the congress in Orlando. 
Above: François Laroche, CHSQ President, Javier Rivas, ANH President, 
Patricia Stewart, CHSQ International Projects Committee Chair, and 
Denis Martinez, ANH Vice-president, after receiving the WFH 2014 
Hemophilia Organisation Twins-of-the-Year Award during the WFH 
awards ceremony in Orlando.

Delegates from CHSQ and ANH meet in Orlando
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FAVOURABLE RULINGS FOR CLAIMANTS OF 1986-1990 
HEPATITIS C SETTLEMENT AGREEMENT TRUST FUND

The ruling was expected in 
the fall but essentially came 
down August 17, following joint 
hearings held in June by Justice 
Chantal Corriveau of the Superior 
Court of Quebec, Justice Paul 
Perrell of the Ontario Superior 
Court, and Chief Justice 
Christopher Hinkson of the 
British Columbia Supreme Court. 

In unanimous decisions, each of 
the courts ruled in favour of the 
claimants of the 1986-1990 
Hepatitis C Settlement Agreement 
Trust Fund, and the request made 
by the Joint Committee that 
$207 million of the remaining 
surplus of an estimated 
$247 million be released to class 
action members in order to 
remedy insufficient original 
compensation. The surplus funds 
are also to be allocated to cover 
late claims by eligible members 
who missed the original claim 
deadline, and to increase the fixed 
compensation amounts paid to 
family members of deceased class 
members. The courts deemed that 
$40 million be retained in the trust 
fund for contingency purposes. 
The court rulings are a defeat for 
the federal government, which 
had sought to have the surplus 
capital returned.

Key orders of the court rulings:
1) Eligible members who failed 
to make a claim before the 
June 30, 2010 deadline may submit

an application if they can prove 
that the delay was due to reasons 
beyond their control or provide a 
reasonable explanation for the 
delay.

2) An increase of 8.5%, indexed to 
January 1, 2014, to the fixed 
amounts payable as compensation 
for the damage caused by the 
progression of the disease - 
cumulative amounts for each 
compensation level (1 to 6) ranging 
from $10,000 to $100,00 - as well 
as lump sum payments of 
$50,000 as full settlement for any 
and all claims, past, present or 
future, by a class member under 
the terms of the Agreement 
(including any claims by 
dependents or other family 
members), of $50,000 payable to 
the personal representative of an 
eligible member deceased as of 
January 1, 1999, as full settlement 
for any and all claims that the 
person infected with HCV could 
have made according to the terms 
of the Agreement, and $120,000 
payable to dependents or other 
family members of eligible 
members deceased as of January 1, 
1999.

3) An increase to the fixed amount 
for a child aged 21 or above on 
the date of death of the person 
infected with HCV from $5,000 to 
$9,600, indexed to January 1, 2014.

4) An increase to the fixed amount 
for a parent on the date of death 
of the person infected with HCV 
from $5,000 to $9,600, indexed to 
January 1, 2014.

5) An increase of 10% to the 
amounts paid for loss of income 
and loss of support, calculated 
based on a maximum loss of 
income of $200,000 for the years 
before 2014, and calculated on a 
maximum loss of income of 
$200,000 with indexation for the

years 2014 onward and, as 
compensation for decreased 
pension benefits due to disability 
caused by HCV.

6) An increase in the maximum 
hours allowable for a claim for loss 
of services, from 20 to 22 hours 
per week.

7) An increase in the maximum 
amount payable for compensation 
for costs of care, from $50,000 to 
$60,000 per year.

8) An allowance of $200 (in 2014 
dollars) payable to a family 
member accompanying a person 
infected with HCV to a medical 
appointment necessary due to the 
HCV infection, in addition to costs 
already reimbursable under the 
Agreement.

All amounts are in 1999 dollars 
(except item 8) and are to be 
indexed as described above. 
Moreover, they are to be paid 
retroactively (except item 7) and 
prospectively. In addition, 
administrative costs for these 
orders are to be reimbursed by the 
trust fund.

echodufacteur@schq.org

by
François Laroche

Class action members to share $207 million Fund surplus

The surplus funds 
are also to be 

allocated to cover late 
claims by eligible 

members who missed 
the original claim 
deadline, and to 

increase the fixed 
compensation 

amounts paid to 
family members of 

deceased class 
members.
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The Federal government recently 
advised the Joint Committee that 
it would not appeal the decision. 
The Joint Committee has already 
begun the process so that the 
above-mentioned 
recommendations are 
implemented. 

The application of the 
recommended principles require 
some changes to the 
compensation program that must 
be well planned in order to 
guarantee the adequate 
management and efficiency of 
these measures. The goal of the 
Joint Committee is so that all will 
happen with a minimum of bother 
and in the best possible manner 
for claimants. It is also 
conceivable that certain 
recommendations will be 
implemented as early as this 
December. 

However, for members who 
missed the cutoff date and under 
specific circumstances concerning 
certain claimants, this will imply 
supplemental actions and 
approval by the courts. This will 
take a while longer, but the work 
is already underway.  

In the meantime, the Joint 
Committee suggests that 
claimants ensure that the 
administrator of the 1986-1990 
Hepatitis C Class Action Suit have 
their most recent coordinates, 
including an email address if 
available. To validate this, you can 
communicate with the 
administrator at the following 
address: info@hepc8690.ca by 
including your claim number in 
the message itself.

To find out about the Superior 
Court judgments in Quebec, 
Ontario and British Columbia, visit 
www.hepc8690.ca/home-f.shtml. 
The Joint Committee ensures that 
the site contains the most up-to-
date developments in this file.

However, it is important to note 
that the surplus allocation applies 
only to class members of the 1986-
1990 Hepatitis C Settlement 
Agreement Trust Fund. For 
persons infected with HCV before 
January 1, 1986 or between July 2, 
1990 and September 28, 1998, as 
well as certain family members, 
the Pre-1986/Post-1990 
Hepatitis C Settlement Agreement 
applies (see other text in this page).

While the Canadian Hemophilia 
Society and its chapters have 
contributed to these class actions 
which have been backed up by the 
courts, these agreements are 
legally independent and have 
distinct trust funds and 
compensation protocols. §

FAVOURABLE RULINGS (cont’d)

It is important to 
note that the surplus 
allocation applies 

only to class 
members of the 

1986-90 Hepatitis C 
Settlement 

Agreement Trust 
Fund. For persons 
infected with HCV 
before January 1, 
1986 or between 
July 2, 1990 and 

September 28, 1998, 
as well as certain 

family members, the 
Pre-1986/Post-1990 

Hepatitis C 
Settlement 

Agreement applies.

On December 15 & 16, 2016, an 
application will be made in Vancouver, 
Edmonton, Montreal and Toronto by 
Class Counsel to the Justices 
overseeing the Pre-1986/Post-1990 
Hepatitis C Class Action.
In Montreal, the hearings will occur 
before the Honourable Chantal 
Corriveau at 1 rue Notre Dame, 
Montreal, Quebec at 11:00 am in 
courtroom number 15.12. 
The Justices of all Courts will be 
present in Toronto, Ontario and linked 
by audio/video conference to 
courtrooms in Vancouver, Edmonton 
and Montreal. 
During the Application, Class Counsel 
will be seeking Orders for:
1. An assessment of the financial 
sufficiency of the Compensation Fund; 
2. A declaration that the transfer of 
monies from the Settlement 
Agreement go to the Past Economic 
Loss and Dependents Fund from the 
Compensation Fund shall have priority 
over the payment of a Claims 
Experience Premium and over the 
payment of any positive balance in 
the Dynamic Non-Segregated Family 
Benefit Fund; 
3. If the declaration sought in 
paragraph 2 is granted, a declaration 
that future payments out of the Past 
Economic Loss and Dependents Fund 
shall be determined in a manner 
foreseen by the courts at a future 
hearing.
Class members may file submissions 
for consideration at the Hearing on or 
before November 18, 2016 by 
sending them to:
Luisa Ritacca
TD North Tower
Suite 4130, 77 King Street West
Toronto (Ontario)  M5K 1H1
Fax: 1-416-593- 9345
Email: LuisaR@stockwoods.ca
Class members will also have an 
opportunity to present submissions 
at each of the four local courts during 
the course of the hearing.
For further information concerning 
the Agreement relative to hepatitis C 
for the pre-1986/post-1990 period, 
see the following website: 
www.pre86post90settlement.ca. § 

-F.L.

NOTICE OF 
APPLICATION IN THE 

PRE-1986/POST-1990 
HEPATITIS C CLASS 

ACTION SUIT



IN A WORD
HCV treatment support for 
1986-1990 claimants

In a program offered by 
companies that manufacture and 
distribute hepatitis C drugs, 
claimants in the 1986-1990 HCV 
Settlement Agreement can 
receive an upfront payment to 
obtain their medication from a 
specialty pharmacy IF THE 
PRODUCTS ARE NOT ALREADY 
COVERED BY A PROVINCIAL OR 
PRIVATE MEDICAL PLAN. 

Once the 1986-1990 Settlement 
Agreement plan issues the 
reimbursement checks to 
patients for their treatment, they 
must immediately reimburse the 
specialty pharmacy directly. 

We now have the possibility of 
eliminating this disease in our 
bleeding disorders community 
thanks to a variety of treatment 
options!

You can consult the CHS website 
under Hepatitis C (in English and 
French) at 
www.hemophilia.ca/en/hcv-
hiv/hcv-treatment-support-for-
1986-1990-claimants. To learn 
more, you may download the 
new brochure by clicking on the 
link on that page, or contact the 
CHS at 514-848-0503, toll free 
1-800-668-2686, to order a 
copy.

-M.L.

A study on serodiscordant 
relationships

The Canadian Hemophilia 
Society supports researchers 
across the country for the Positive 
Plus One study. This is a national 
study about the relationships of 
couples where one partner is 
HIV-positive and the other is HIV-
negative. Positive Plus One is 
presently recruiting participants 
and would like to hear from both

partners in the relationship 
(seropositive and seronegative).

This study will improve 
comprehension of serodiscordant 
couples in Canada in order to 
enhance the quality of 
relationships, bolster HIV 
prevention strategies and 
improve services delivered. The 
study is conceived so as to assure 
confidentiality and anonymity. 
You can also participate in the 
study online: 
www.PositivePlusOne.ca 
or call 1-888-740-1166. §

-C.R.

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

pharmaceutical companies:


