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BUILDERS

The Canadian Hemophilia Society (CHS) relies on the generosity of our donors to fulfill our
mission and vision. We are fortunate to count on a group of exceptional donors who have committed
to making an annual investment to support the CHS and its core programming needs.

To recognize this special group of donors we have created the BeneFACTORs Club, the CHS’
highest philanthropic recognition, which symbolizes the critical bond between our organization, the
donor and every person we serve with an inherited bleeding disorder. Corporations that make annual
gifts of $10,000 or more to support our organization and its core programming needs are recognized
as members of the BeneFACTORs Club.

The Canadian Hemophilia Society acknowledges their tremendous effort.

INNOVATORS

BELIEVERS

The BeneFACT  Rs Club

Grand Benefactor - multi-year commitment
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Hemophilia Today is the official publication of the Canadian Hemophilia Society (CHS) and appears
three times yearly.

The Canadian Hemophilia Society strives to improve the health and quality of life for all people
with inherited bleeding disorders and to find a cure. Its vision is a world free from the pain and
suffering of inherited bleeding disorders.

The purpose of Hemophilia Today is to inform the hemophilia and bleeding disorders community
about current news and relevant issues. Publications and speakers may freely use the information
contained herein, provided a credit line including the volume number of the issue is given. Opinions
expressed are those of the writers and do not necessarily reflect the views of the CHS.

The CHS consults medical professionals before distributing any medical information. However,
the CHS does not practice medicine and in no circumstances recommends particular treatments for
specific individuals. In all cases, it is recommended that individuals consult a physician before pursuing
any course of treatment.

Brand names of treatment products are provided for information only. They are not an
endorsement of a particular product or company by the writers or editors.

CHS is on facebook Go to the CHS Web site to be directed to our facebook page.
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t was with great sorrow that I learned of the death of David Pouliot on January 14, 2014. He was only 30 years of age. David was much
more than the vice-president of the Quebec Chapter of the Canadian Hemophilia Society (CHSQ). He was involved for many years in a
variety of committees and task teams, nationwide as well as province-wide. In fact, his community engagement went beyond our

organization, as he had many friends around the world thanks to his participation in congresses of the World Federation of Hemophilia and his
visits, to Tunisia in particular, as a CHSQ delegate for our international twinning projects.

He leaves a gaping hole in our organization and memories of a trusted, kind, smiling volunteer who could successfully handle a huge variety of
tasks. My heart goes out to David’s family and those who were close to him.

Here are the words I spoke at his funeral on behalf of the CHS and the CHSQ.
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Word from the editor

François Laroche

Dear David,

My little David, as I so loved to call you.
I am paying tribute to you today on behalf of the CHS and the

CHSQ, though many others could well have taken my place such was
the respect and the love you inspired in us all.

I could speak of your exemplary kindness, your superior intelligence,
your extraordinary talents, your impressive maturity, your exceptional
generosity, your community engagement, with youth groups in
particular, that served as a model for all, your fine sense of diplomacy
and your remarkable dedication to our wonderful association—to
which the numerous recognition awards you have received give
eloquent testimony—but all these qualities, the innumerable services
you have rendered, are well known to all … in Quebec, in Canada and
beyond our borders.

I would like to speak today instead of those moments of pleasure
in your company experienced by so many of us at the CHS and the
CHSQ.

Travelling with David, for example, was delightful. Vancouver,
Istanbul, Buenos Aires, Tunis, Paris … he always had a little guide to
the city in which we’d find the best places to have a drink or an
excellent meal. David followed his guide … and we followed David.

The place we were looking for was never far, but we’d have a good
walk nonetheless: “It’s just around the corner, I believe,” he’d say. And
we’d continue to follow him for yet another half kilometer.

Because David was an epicurian. He loved fine food, beer and wine;
he was a real gourmet.

I remember one evening in Buenos Aires. David had discovered a
little restaurant where they served the most succulent tapas. It was a
very busy place and the tables were absolutely miniscule. We were five
at a table no more than 60 cm in diameter. We had shared everything.
And David made sure there was nothing left on our plates. Nothing
went to waste with David around!

Several days later for Maxime Lacasse Germain’s birthday, David
took us to the best steakhouse in town … according to his little
guidebook. A half-hour ride in a taxi, and we were there. Six of us in
two taxis. Except, when we arrived, the restaurant was full. David
wasn’t going to let that stop him. He got out his little guidebook and
began searching for alternatives. In the end, after several minutes’ wait
and some quick calculations, miracle of miracles, a table was free. We

I

sat down to the best filet mignons of our lives. And there was so much
food on our plates even David couldn’t finish it all.

There are so many of these little stories, of fine times with different
companions, year after year across the globe.

They were wonderful times that we cherish and that will come to
mind when we think of you.

Such times, and your smile, and the kind and wise words you always
had for each of us at committee or board meetings, or social events,
and that charmed all fortunate to know you. You have touched
everyone who knew you, heart and soul, my little David.

Among other things, you were an exceptional master of ceremonies
at CHS and CHSQ award-giving events, dressed to the nines, bowtie
and all. Everyone loved you, with your infallible timing and hilarious
comments that had the hall in stitches time after time. Thank you
David for brightening our lives.

On a more personal note, the CHSQ has lost a dedicated volunteer
involved in almost all its spheres of activity, a future president. 
I, however, have lost an extraordinary travelling companion, a true
friend, a little brother.

David, you have left us far, far too soon.
We will miss you terribly.
Continue now to guide us forward.

From left to right: Maxime Lacasse Germain, Arnoud Plat (Netherlands), François
Laroche, David Pouliot, Evelyn Grimberg (Netherlands) and Thomas Schindl (Austria).
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Message from the president

Craig Upshaw

The CHS revises its by-laws 
to conform to new legislation

n 2014, the CHS is revising its by-laws to conform to the Canadian Not-for-profit Corporations Act (CNCA), which was
adopted by Parliament in 2011. The deadline for approving revised by-laws and submitting them to Industry Canada is
October 17, 2014, so the membership will be asked to approve the recommended by-laws at the June 7 Annual General
Meeting in Toronto.

The Board of Directors has engaged Mark Blumberg (B.A., LL.B., LL.M., TEP) of Blumberg Segal LLP, Barristers & Solicitors, a law firm
with extensive experience in the not-for-profit sector and with the new legislation, to advise it.

In autumn 2013, with the help of Mr. Blumberg, the key issues facing the CHS were identified and options developed. These were
shared with the chapters in November via a consultation document. Over the winter chapters are consulting their members and
providing input to the national Board of Directors. In April, the Board will make its recommendations to the membership.

Membership
The CNCA gives very clear and expanded rights to the “members” of a corporation like the CHS. So the biggest issue facing the CHS
under the new legislation is the definition of membership. For decades, the members of the national organization were defined in
the by-laws as the members of chapters. In 2012, in conjunction with the membership drive, that definition was changed to:

� four classes of individual members: regular members, associate members, health care provider members and honorary life members;
and

� one class of corporate members: the chapters.

While maintaining this definition remains one of the options as the CHS moves forward, a second option was proposed by our legal
counsel. It would limit membership in the national CHS to the ten chapters. This is in keeping with the way the CHS currently
functions as a federation. Individual membership would be via membership in the local chapter. At the national level, individuals
would be stakeholders, or constituents or people we serve, but not members in the legal sense.

Election of directors
A second issue facing the CHS is the election of directors. As of 2012, the by-laws stipulate that the Board consists of a minimum
of three and a maximum of 16 directors. Each certified chapter of the CHS is entitled every two years to appoint or elect one
director for a two-year term. Each year these 10 designated directors elect up to three directors-at-large. The proposed option, a
very small change, would be a Board of three to 20 directors, and the members would from time to time determine the exact
number. The elected directors would then appoint up to 1/3 their number, as directors-at-large, to complete the Board.

A bigger question is chapter representation. Option 1 is the status quo in which each chapter elects one director to represent it.
Option 2 would see the 10 directors elected by the 10 members (the chapters) from among those proposed by the Nominating
Committee or other Board members; however, with this option there would be no guarantee that every chapter would be represented
on the Board.

Chapter affiliation
A third potential change would be designed to clearly set out the relationship between the national organization and its affiliated
chapters, half of which today are independent corporations in their own right. A chapter affiliation document would be drawn up
to replace the current wording, which requires the chapters “to abide by the by-laws of the Corporation and the rules and regulations
of the Corporation, including, without limitation, all policies issued by the Corporation from time to time.”

Consult the CHS Web site in April and May for the proposed by-laws. They will also be sent by mail to all members. The time and
location of the Annual General Meeting is announced on page 9.

I
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David Pouliot
1983-2014

The CHSQ in mourning
It was with great sadness that the Quebec Chapter learned of the passing of David Pouliot on January 14, 2014. David succumbed, not without
a courageous fight, to a devastating and aggressive cancer unrelated to the hemophilia or the HCV from which he suffered. He was only 

30 years old.
It is a real tragedy to suddenly lose someone so dear to us, so talented, with such maturity, generosity and kindness, a truly remarkable person

whose community engagement was a model to so many among us. David received numerous awards celebrating his achievements, including the
Volunteer of the Year Award in 2000, 2006 and 2007 and the Young volunteer – Claude Masson Award in 2010, presented by the Quebec
government to pay tribute to exceptionally committed volunteers aged 14 to 30 active in communities across Quebec.

David started working as a committee member with the Quebec Chapter in 1999. He founded the Youth Committee and led it for close to 
15 years. He also served as a member of the Social Activities Committee, the Communications Committee, the Governance Committee, the
Strategic Planning Committee and the International Projects Committee. He sat on the Board of Directors starting in March 2005 and joined the
Executive Committee in 2007, serving first as secretary and then, as of 2008, as vice-president. David was also a spokesperson for HealthPartners
Quebec, often speaking to groups on behalf of the Quebec Chapter. He was also involved at a national and international level, representing the
CHS at WFH congresses and serving as a delegate for our international twinning program, particularly in Tunisia. He had many, many friends, not
only here but around the world.

David will be greatly missed. - F.L. 

Tribute to a kind man
t was with great sadness that we learned of the passing of David Pouliot on January 14 at the very young age of 30, after a courageous
fight against an aggressive cancer.

David was a remarkable person among the new generation of CHS leaders over the last years. Serving as a volunteer since the age of 16, he
worked hard on launching the National Youth Committee and contributed to the success of this energetic group. To that end, he represented
the CHS several times at the World Congresses of the WFH. David served as a member of the Chapter Relations Committee since its debut in
2005, on the CHS Board of Directors from 2007-2012 and on the CHS Executive Committee from 2008-2010.

His wholehearted dedication to the organization from such a young age, at both the provincial and national levels, highlights the extent
of David’s numerous strengths.

Everyone will remember David, among other things, for his incredible kindness, that crossed languages and borders, as he counted numerous
friends, not only from here, but all around the world.

He is already and will continue to be so greatly missed. – C.R.

I



Youth pay tribute to David
e are lucky. 
Among countless qualities that David possessed, he will be remembered for his classy

bow tie, cheeky charm, positive attitude and kind nature. David was the foundation of our
youth committee. He stood among the first few volunteer youth members to form the CHS
National Youth Committee. Through the years, David committed himself to the youth group,
participating in workshops, conferences and planning committees. David never got ahead
of himself; he looked towards the future but lived for the present. No matter how busy or
tired he was, he would insist on having a drink with a friend, and during that time he thought
of nothing else and nothing was more important than the person sitting in front of him.

Through his actions, David became a leader, a mentor and a role model to all who knew
him. He would always lighten the mood or break the ice with a little joke, more often than
not, with a jab at his English to ease the tension and allow everyone else to take a breath
and relax.

When discussing the problems of the past, with all the tragedies that struck the 
bleeding disorder community and continuing challenges, David always had one thing to say: 
“We are lucky.”

We are lucky, because today we have a youth community that spans the entire country,
a community that loves and cares for each other like a family; and as a family we mourn
the passing of our friend, our brother, and we celebrate his life.

We are lucky, because we got to know David Pouliot. – J.S.

A gift for true friendship
Thomas Schindl, a 32-year old with severe hemophilia A, is a board member of the Austrian
Haemophilia Society, responsible for media and international relations.

Ionly met David on four major occasions in my life, all of them WFH World Congresses, still
I considered him a true friend and have very vivid memories of him from every one of

these distinct years and places. We would catch up every time as if we had just met the day
before. The reason for this was David’s absolute generosity and caring about people.

We became friends the very first minute of the first NMO Training and World Congress
we attended; that was in Vancouver 2006. I believe it was also David’s first attendance at a
World Congress. It was a coincidence, which marked the basis of our friendship as we were
both at the beginning of our personal development and getting more involved with our
organizations. It was a great feeling of something big that was happening in both of our
lives at the same moment.

Next time we met was in Istanbul in 2008 and I remember that on the opening night of
the Congress we were standing on a huge square between Hagia Sophia and the Blue Mosque
talking about science and our studies which we were both about to finish. That was when I
learned of David’s fascination with mathematics and of his love for classical music. On that
occasion I renewed my invitation to visit me in Vienna one day and that I would take him
to the famous “Musikverein” – a promise I repeated in my wishes for his 30th birthday and
sadly won’t have the chance to keep.

In Buenos Aires in 2010 my hotel room was booked one day too short and David
immediately offered to share his room. That was just the way he was: he would never think
twice once he had the chance to help somebody out.

During his presentation at the 2012 Congress in Paris, I witnessed how he had come into
himself and had become a self-confident and strong personality with a charming sense of
humour. Within minutes he had everyone in the room on his side, laughing out loud at his
jokes.

I also remember a detail from the video to promote Montreal’s candidature to host World
Congress in 2016, which was screened in Paris. He was pushing David Page, seated in a
wheelchair, through the metro of Montreal and I kept thinking to myself, “Here is the next
generation to carry on.” I felt proud to count myself amongst his friends.

Very few people have such a gift for true friendship as David had. Now that he is not
with us anymore these meetings will never be the same again. But the memory of his
warmth and kind-heartedness is something that will last, something that will stay with us
and make us carry on.

THE FOLLOWING ARE JUST A FEW OF THE MESSAGES
EXPRESSING FRIENDSHIP AND CONDOLENCES AFTER
DAVID’S PASSING

� David touched the hearts and minds of many
through his work with the CHS and the WFH.
His passion for life will be greatly missed. From
a very young age, David showed a commitment
to advocating for the treatment of people with
bleeding disorders and although we mourn his
loss, we remember and find strength in what
remains behind.
- World Federation of Hemophilia

� Each time we met, I called him “David” with an
English accent, and he called me “David” with a
French accent and we laughed.
- David Page, CHS executive director

� On behalf of Hemophilia Saskatchewan I would
like to send condolences to David's family, and
to the CHS family. He was a true ambassador, a
recognizable face of the CHS, a wonderful
vibrant spokesperson that will not be forgotten.
- Wendy Quinn, Saskatchewan

� Today our hearts are heavy with sadness as we
remember a man who dedicated his life, energy
and inspiration in so many ways to the
hemophilia community. 
- Hemophilia Ontario

� He was such a kind and generous soul who will
never be forgotten.
- Joyce Argall, CHS staff

� David was one of the most thoughtful and
caring person I ever had the chance to work
with. Always volunteering to help, always ready
to accept new challenges. Seeing him grow from
a teenager to the young man he became was a
privilege. David, you will always be part of us.
- Hélène Bourgaize, CHS staff

� Travelling with you was always an adventure! 
I wasn’t there to say goodbye for this trip, but 
I wish you safe travels. Going to miss you.
- Mylene D’Fana, Quebec

� He was our blood brother; losing David is 
losing family.
- D’Marc Lewis, Ontario

� We lost an angel … a real angel.
- Luc Topping, Quebec

� My thoughts are with you and your entire
family. You had tremendous courage and you
were always like my hemophiliac big brother.
Watch over us from above. You have left us
with nothing but good memories. We will miss
you deeply.
- Kevin Blanchette, Quebec

� David, it was an honour to know someone who
was such a young active volunteer, who not
only participated in making our community a
better place, but also led the way for many
youth within this organization. 
- Diana Cunning, Nova Scotia

* * *
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C H A P T E R S P O T L I G H T

Community news

Hemophilia Ontario
Looking back on the accomplishments of the past year, the staff of Hemophilia Ontario wishes to express its sincere thanks to everyone who
helped make a difference in 2013. Whether volunteer, donor or program participant, your support had an impact on the lives of individuals with
inherited bleeding disorders – thank you!

The 2014 provincial and regional programs and fundraisers are being planned. If you are not a member or not on our mailing list, please request
a membership form by e-mailing info@hemophilia.on.ca or contact your local regional service coordinator. Membership is free and helps us
keep you informed.

Award finalist
For the second year in a row, Hemophilia Ontario has been nominated for a Voluntary Sector Reporting Award for transparency in financial
reporting. Our annual report is available at www.hemophilia.ca/en/provincial-chapters/ontario/annual-and-financial-reports. We are
honoured with the nomination; it was a wonderful wrap up to 2013.

Alberta Chapter
Volunteers and participants came together in Edmonton on 

October 19, 2013, for a chance to mingle with the undead. The CHS
Alberta Chapter had the opportunity to be one of two charities chosen
for the first Zombie Evasion 5-km run, hosted by MultiSports Canada in
partnership with The Running Room. Volunteers helped everywhere from
stuffing loot bags to parking cars, registration, setting up the food and
water bottle stations, and handing out medals to runners crossing the
finish line. And yes, some even came as zombies themselves! The sold-
out race saw an amazing 1,400 participants and through online
donations, pledges and health flag donations, we saw just over $5,000
raised and donated to the CHS Hemophilia Research Million Dollar Club. 

Hemophilia Saskatchewan
Hemophilia Saskatchewan had a busy fall and winter 2013. In

November, we had a bleeding disorder awareness booth at our local
blood donation site in Prince Albert. We also had our annual dinner and
silent auction in Regina along with our province-wide Grey Cup pool
lottery in November. Both these activities were well attended and
contributed in a major way to our fundraising goals; we are very happy
with the outcomes. Christmas brought our membership together for
our family Christmas party, which is always a special time for us. We
are looking forward to many more exciting activities in 2014! 

Photo: Matt Welke
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Toronto and Central
Ontario Region (TCOR)

The year 2013 was one of many changes for the
Toronto and Central Ontario Region. We finalized
the amalgamation of TCOR with the rest of
Hemophilia Ontario, a long process which now
completed will further unite us all as a region. We
introduced new programming that was extremely
popular, such as our Ageing With a Bleeding
Disorder event; we revamped some programming to
better meet our members’ needs, such as the
Commemorative Event; and we continued to provide
all of everyone’s favourite programs. In 2013, we
also saw a lot of amazing volunteers really step up
and take on important roles, contributing to
everything from governance to program planning
and implementation. It was a fantastic year for TCOR
and the ideas we have for 2014 make us confident
that it will be even better!

South Western Ontario Region
(SWOR)
Pinecrest Adventures Camp
The contribution of our volunteers,
donors and members throughout
the past year has made a difference,
with many accomplishments to 
be proud of personally, as an
organization and in our 
communities. Special thanks to
everyone who contributed to a
successful Festive Pots, Wreaths
and Swags in December. We also
want to thank those who attended
our Winter Celebration event for fun and learning about the new treatment products. 
Thanks to this leadership and with the support of volunteers, staff and our medical
team, we will be able to add new programs in the coming year – supporting
CODErouge locally to help women with bleeding disorders and holding our first
Women in Touch event.

Quebec Chapter (CHSQ)
The 7th edition of our annual Dance for Life Benefit Evening was held on

November 1, 2013. Looking back, with lots of positive feedback from about 200
attendees, we can say that it was a great success. With a new venue, new concept
and new winning formula, the chapter raised over $25,000!

This event could not have happened without the vital participation of the dancers,
sponsors, partners and volunteers, as well as the valued donors. We salute and thank
you all from the bottom of our hearts for your ongoing collaboration.
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NOTICE

The Annual General Meeting of the Canadian
Hemophilia Society will convene as follows:

Saturday, June 7, 2014 - 8:30 a.m. 
at the Delta Toronto Airport West Hotel, 
Mississauga, Ontario.

1. To receive the report of the Nominating
Committee.

2. To acknowledge the designated directors 
of each chapter.

3. To acknowledge the director-at-large
positions on the CHS Board for 2014-2015.

4. To receive the audited financial statements
of the Canadian Hemophilia Society for the
year ended December 31, 2013.

5. To appoint an auditor for the ensuing year.

6. To receive the report of the Hemophilia
Research Million Dollar Club.

7. To approve the recommended amendments
to CHS by-laws.

8. To transact such other business as may
properly come before this Annual General
Meeting of the members of the Canadian
Hemophilia Society.

Mylene D’Fana
Secretary
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Canadian Hemophilia Society
▪ June 7, 2014 – AGM at 8:30 a.m. at the Delta Toronto Airport West Hotel in Mississauga, Ontario.

Alberta Chapter
▪ April 12, 2014 – Carter’s Quest for a Cure: Going Red Campaign. Raising funds and awareness for bleeding disorders in Airdrie.
▪ June 2014 – Calaway Park Family Fun Day in Calgary. Date to be announced.
▪ July 14-18, 2014 – Alberta Kids Camp Kindle for kids aged 7 to 17 with a diagnosed bleeding disorder. Contact your local treatment
centre for more information.

Hemophilia Ontario
▪ April 12, 2014 – Hemophilia Ontario AGM at the Sheraton Hotel, 116 King Street West in Hamilton. For more information, please
contact Susan at sturner@hemophilia.on.ca.

▪ July 27-August 9, 2014 – Camp Wanakita. Registration deadline was January 30. Late registrations will be placed on a waiting list
pending available spaces. Contact Laura Tomkins at ltomkins@hemophilia.on.ca, 1-888-838-8846 ext. 14, or 419-972-0641 ext. 14.

Toronto and Central Ontario Region (TCOR)
▪ March 23, 2014 – Annual Polar Bear Dip. To register for the event, please go to www.events.hemophilia.on.ca or contact Laura
Tomkins (see above). All pledges collected will help support programs, services and research for people with inherited bleeding
disorders in your area.

▪ May 4, 2014 – Second annual Ageing with a Bleeding Disorder event. For suggestions of topics you would like to be discussed, please
contact Sarah at swood@hemophilia.on.ca or 416-972-0641 ext. 12. More information about registration and location to come.

▪ May 18, 2014 – Men’s event. Annual event which gives guys living with or affected by a bleeding disorder a chance to get together.
More information about registration and location to come.

▪ June 21, 2014 – Families in Touch. A chance for all members of the community to come out, connect, have fun and meet other
families experiencing the same things. More information about registration and location to come.

South Western Ontario Region (SWOR)
▪ April 2014 – Pinecrest Adventure Camp applications will be mailed out to all youth (4 to 16 years of age). The deadline to return the
registration form is June 30, 2014. The dates for the camp are August 20-24, 2014, at Camp Menesetung in Goderich. For further
details contact mmaynard@hemophilia.on.ca.

▪ June 13-15, 2014 – Prelude to Pinecrest. Weekend designed to let first-time campers and their parents live the camp life, meet the
staff and get to know the camp location and activities. 

▪ June 28, 2014 – SWOR Summer Celebration.

Quebec Chapter (CHSQ)
▪ April 3-9, 2014 – Third mission to Nicaragua as part of the twinning project with the Nicaraguan Hemophilia Association.
▪ April 5, 2014 – Bowl-a-thon in Sorel (third party event).
▪ May 8, 2014 – The CHSQ will participate in the third Montreal Timeraiser, an art auction where bids are made in volunteer hours
instead of in dollars.

▪ May 18, 2014 – Second edition of the CHSQ Red White & You Walk.
▪ June 14, 2014 – Yogathon in Contrecoeur – First edition (third party event).
▪ August, 2014 – 44th edition of the CHSQ integrated summer camp for children affected by an inherited bleeding disorder, including
children with inhibitors.

Prince Edward Island Chapter
▪ April 2014 – AGM in April. There will be a buffet meal, special speakers as well as elections. Check out the chapter’s Web page
(www.hemophilia.ca/en/provincial-chapters/prince-edward-island) for more details as we get closer to the date.

▪ May 2014 – PEI Chapter President Shelley Mountain will be a guest speaker at the World Congress of Hemophilia in Australia for the
session called Made in Canada: CODErouge . Shelley is a CODErouge ambassador for Prince Edward Island.

What makes you happy?
This spring, enter your happiest photos for your chance to be one of two winners of the Take a Happy Break contest from Pfizer. 
For the first time ever, a second place prize will also be awarded to the runner-up, so you have even more chances to win.

Here's how it works: Enter the contest by uploading up to five photos showing what a happy break means to you. Whether it’s spending
time with family, enjoying a fresh cup of coffee or even the first golf game of the season, show us what puts a smile on your face. Then,
share it with your friends and family on Facebook and get them to vote for you daily. The contest will run for one month, after which the
grand and runner up prizes will be awarded to the winners along with matched prize funds to the winners’ provincial chapters.

For contest details and official launch date (in April), stay tuned to the CHS Facebook page. – C.R.

Pfizer “Take a Break” contest returns
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The Blood Fact  r

David Page
CHS National Executive Director

� European Medicines Agency finds no increased
inhibitor risk with Kogenate and Helixate
LONDON, December 20, 2013 – The European Medicines Agency

(EMA)’s Pharmacovigilance Risk Assessment Committee (PRAC) has
concluded that Bayer’s Kogenate FS and CSL Behring's Helixate FS do
not carry an increased risk of causing the development of factor VIII
inhibitors compared with other factor VIII products in previously
untreated patients with hemophilia A.

Their review of available data followed the results of the
international RODIN study (Research Of Determinants of INhibitor
development among previously untreated patients with hemophilia)
published in the New England Journal of Medicine on January 17,
2013. (See Hemophilia Today, March 2013, Volume 48, No 1, page 16.)
The authors of the RODIN study came to the unexpected conclusion
that children given second-generation full-length recombinant factor VIII
products such as Kogenate FS or Helixate FS were more likely to
develop antibodies than those given other recombinant or plasma-
derived factor VIII products.

The PRAC reviewed available scientific and clinical data on
development of inhibitors in previously untreated patients, including
data from RODIN and the European Haemophilia Safety and
Surveillance System (EUHASS), and concluded that the available data
did not support the RODIN findings. It nevertheless recommended that
the product monograph should be updated to reflect the RODIN data.

EMA’s Committee on Human Medicinal Products (CHMP) endorsed
the PRAC opinion at its plenary meeting of December 16-19, 2013.

The full EMA statement can be found on the CHS Web site or at:
www.ema.europa.eu/ema/index.jsp?curl=pages/news_and_events/
news/2013/12/news_detail_001998.jsp&mid=WC0b01ac058004d5c1

� No news on funding for revamped CHARMS
OTTAWA, February 14, 2014 – The Provincial/Territorial Blood 

Liaison Committee (PTBLO) has delayed announcement of much-
needed funding to revamp the Canadian Hemophilia Assessment and
Resource Management System (CHARMS). A decision was expected in 
November 2013.

The PTBLO, which oversees the Canadian Blood Services budget,
received a business case for the project in July 2013 as part of the
2014-15 CBS budget proposal. The business case was developed in
collaboration with the Association of Hemophilia Clinic Directors of
Canada (AHCDC), the Canadian Association of Nurses in Hemophilia
Care (CANHC) and the CHS. (See Hemophilia Today, August 2013,
Volume 48, No 2, page 5.)

CHARMS, developed in the late 1990s, is recognized to be badly in
need of an update to become web-based. In addition, the clinic
module at the heart of CHARMS, which collects data on patient
treatment and outcomes, needs to be able to interface with electronic
home infusion reporting systems such as EZ-Log and HeliTrax, and
with provincial transfusion registries. Finally, a national database,
similar to the one that exists in the current version of CHARMS, needs
to be integrated into the overall system to facilitate research.

Meanwhile, the British Columbia Ministry of Health, with input
from patients, caregivers and health care professionals in the B.C.
comprehensive care centres, has developed an integrated system
called iCHIP, which includes a CHARMS-like clinic module and an
electronic home infusion reporting system similar to EZ-Log and
HeliTrax to be launched in early 2014, both of which are linked to the
B.C. transfusion registry that tracks blood products distributed in the
province. The business case submitted to the provinces and territories
recommends that iCHIP be adapted to become the new pan-Canadian
CHARMS 2.0.

� Cangene bought by American company
WINNIPEG, December 12, 2013 – Emergent BioSolutions of

Rockville, Maryland, has signed a deal to purchase Cangene of
Winnipeg. Cangene, previously Rh Institute, manufactures immune
therapeutics, primarily targeting infectious diseases, hematology,
transplantation and biodefense applications. Many of these are
plasma-derived products. Its first drug, WinRho®, introduced in
1980, prevents Rh immunization of Rho (D) negative women at
risk of developing Rh antibodies during pregnancy. In addition,
Cangene is currently developing a recombinant factor IX product for
hemophilia B.

Using e-mail services to keep up-to-date with 
HIV and hepatitis C
Keeping up-to-date with new developments in HIV and hepatitis C can be as easy as checking your e-mail. Electronic
bulletins and alerts, offered by numerous organizations, send the latest news and research right to your inbox. Visit this
page to learn more: www.catie.ca/en/pif/spring-2014/using-e-mail-services-keep-date-hiv-and-hepatitis-c. - M.L.

UPDATES
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Medical news
The Physio Corner

ain is a familiar experience in the daily life of a person with a
bleeding disorder. Despite how common it is, pain is still not

always well understood or effectively managed. There are still many
myths and misconceptions about pain, five of which are discussed here.

#1: Pain is an everyday part of life with a bleeding
disorder, so you just have to learn to live with it.
Though it might seem as though pain is an inevitable reality, there are
effective ways of dealing with it. Pain management is important
because, if untreated, pain can have detrimental and long-lasting
physical and psychosocial effects. Inadequate management of acute pain
can lead to the development of chronic pain syndromes. It can also
interfere with nearly every aspect of daily life, such as school and/or
work attendance and productivity, and social and recreational activities,
which can lead to feelings of hopelessness, anxiety and depression.

#2: Everyone experiences pain the same way.
How can a joint bleed in the ankle be “excruciating” for one person
and “uncomfortable” for another? The answer: pain is a multifactorial,
complex experience that differs from person to person. Knowing what
factors may influence a person’s pain can be useful when thinking
about which pain management strategies might work for them. Some
factors that may affect a person’s pain perception and experience of
pain include:

Physical factors – Age, gender, genetics, severity of injury or damage
to the body tissues, number of pain receptors, nervous system
sensitivity, etc.

Social and emotional factors – Fears, attitudes and beliefs about pain,
previous experiences with pain, stress, and fatigue can all affect how
you react to pain and how much pain you feel.

#3: If you have chronic joint pain, you can’t
exercise or be active.
While acute pain from bleeds requires rest and immobilization to allow
for tissue healing, chronic pain is a different story. Many people with
chronic pain know that exercise is essential but find it challenging and
even frustrating to incorporate regular exercise into their daily lives.
Both too little and too much activity can lead to increased pain and it
can be hard to find the right balance. Physiotherapists are experts in
movement and exercise and can help you develop an appropriate
exercise program that works for you. When done right, exercise has
many benefits, including improvements in:

Muscle strength – Strong muscles help protect joints against abnormal
stresses that contribute to pain and also help prevent further damage.

Range of motion and flexibility – Joint mobility and stretching exercises
can help decrease pain associated with joint stiffness and muscle
tightness.

Overall health and well-being – Exercise can increase confidence and
decrease feelings of stress and anxiety, and subsequently decrease your
body’s sensitivity to pain.

#4: Medications are the only effective way to
manage pain.
There are many non-pharmacological strategies for managing both
acute and chronic pain, a few of which include:

Exercise, meditation and mind-body techniques – These strategies help
increase endorphins, which are the body’s natural “pain-killing”
chemicals.

Orthotics, braces and assistive devices – These provide support for
painful, arthritic joints.

TENS and other physiotherapy modalities – Transcutaneous Electrical
Nerve Stimulation (TENS) uses a small electrical stimulus delivered by
electrodes placed on the skin and is intended to block the transmission
of pain signals. There are many other modalities that may be used to
reduce pain, including heat and cold modalities, interferential therapy,
ultrasound, manual therapy, and acupuncture, just to name a few. Ask
your physiotherapist which ones might be most effective for you.

#5: Pain is directly correlated to tissue injury or
damage.
While it is true that pain can be your body’s way of telling you that
something is wrong in your tissues, the amount of pain you feel isn’t
always an accurate indication of tissue injury or damage, especially
when pain becomes chronic. As mentioned above, pain can vary greatly
from person to person and is influenced by a multitude of physical and
psychosocial factors. Pain can even be present in the absence of tissue
injury. It is extremely important to have your pain thoroughly and
accurately assessed by your health care team in order to determine
which pain management strategies will be most effective for you.

For further information, talk with your bleeding disorder treatment
team or visit www.hemophilia.ca/en/support-and-education/
passport-to-well-being/roadmap-for-managing-pain.

No pain, no gain? Dispelling five common pain myths
Lawren De Marchi, PT, BC Children’s Hospital, Vancouver, British Columbia

P
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n surveys of the community’s priorities, the CHS has consistently been told, “If there’s only one thing you can do, it’s to advocate
for the highest quality of care in our treatment centres.”

While we are convinced that Canadians with bleeding disorders have access to a very high standard of care, we also know that there are
increasing pressures on healthcare budgets across the country. In 2010 an on-line survey by the Association of Hemophilia Clinic Directors
of Canada (AHCDC) discovered that at least 10 of the 25 centres were unable to meet the standards in important ways, notably because
of a shortage of key staff.

So the time is right for the CHS to act. In fall 2013 the CHS began a country-wide study to evaluate the adequacy of the physical, material
and human resources in Canada's bleeding disorder treatment centres. The study will continue well into 2014. The overall goal is to identify
any gaps in resources that may prevent the centres from delivering care and treatment according to the Canadian Comprehensive Care
Standards for Hemophilia and Other Inherited Bleeding Disorders and that may lead to sub-optimal patient outcomes.

The evaluation is based on a similar process recently conducted in the province of Quebec by the CHSQ. This resulted in a detailed proposal
to the Ministry of Health in Quebec which is now under study.

The United Kingdom and Ireland also conduct audits of their networks of treatment centres.

The CHS work is supported by the AHCDC and is done in collaboration with the treatment centres that accept to participate. The assessment
takes two forms:

� meetings with members of the comprehensive care teams to ascertain their capacity to meet the Standards of Care and gather
suggestions on ways they can better meet patient needs;

� a detailed questionnaire to patients/caregivers to gauge their satisfaction with services and solicit suggestions for improvements.

Interviews have been or will be held with approximately 50 hemophilia physicians, 35 nurses, 20 physiotherapists, 15 social workers and
25 administrators/data entry staff.

The patient satisfaction questionnaires are being distributed to a cross-section of patients and caregivers who were selected at random.
The questionnaires are sent from the treatment centres to protect patient confidentiality. The completed questionnaires are then returned
to the CHS national office for analysis. All answers are anonymous. Specific details contained in the answers are kept confidential.

Key issues being examined include:
1.   Human resources in the core teams and extended teams in the treatment centres.
2.   Resources in information technology and data entry to support product tracking, understand product utilization and measure outcomes.
3.   Physical resources to serve people with limited mobility.
4.   Capacity of treatment centres to ensure optimal utilization of clotting factor concentrates.
5.   Capacity of treatment centres to implement programs to prevent poor outcomes through education.
6.   Capacity of treatment centres to do outreach to improve diagnosis, follow-up and outcome measurement.
7.   Capacity of treatment centres to ensure transition from paediatric to adult care.

The results of the interviews and questionnaires are then presented in a report that goes to the centre director for validation.

Depending on the results of the assessment, certain avenues for improvement may be identified. Then the CHS will work with the centre director
and the local chapter to determine next steps. Should proposals be made to health authorities? If so, to whom? Hospital administrations? Regional
health authorities? Ministries of Health? An advocacy plan will be developed to attempt to fix any problems identified.

The expected result is a set of data detailing current clinic resources, physical, material and human, and how those resources need to be
augmented to meet the Standards of Care, as defined by the health care provider and patient groups in Canada.

You may have already received a patient satisfaction questionnaire. Or you may receive one in the coming months. Your input is crucial.
When receiving the questionnaire, the CHS urges you to complete and return it to the CHS national office. - D.P.

The CHS conducts assessment 
of treatment centre resources

I
Quality of care community’s number one priority
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was born in 1955 on a farm in Montmagny, Québec. My
father is Léopold Nicole and my mother, Noëlla Nicole. I'm
the ninth in a family of ten children, made up of five boys
and five girls.

Of the ten children, three brothers are living with
factor X deficiency — Pierre and Jacques, twins born in 1941, and me.
Pierre took over the family farm and had a few bleeds after injuries,
notably after a fractured leg while working in the woods. Jacques was
a chartered accountant all his life (and is still practicing at 73). When
he was young, he had a serious operation for appendicitis, where he
lost a lot of blood. This statistic (3 children out of 10) leads us to
presume that both my parents were carriers of the same defective
gene, and also makes us suspect that there was some degree of blood
relation between them. In fact, the histories of both my paternal and
my maternal ancestors include a number of similarities. Same family
name, same country of origin (France), same region and same number
of generations living on Canadian soil.

My first “hemo'folly”
My first memories with hemophilia go back to the age of three or

four. I got the brilliant idea to put the female connector from the
vacuum plug into my mouth. The vacuum wasn't plugged in, but the
wire was still plugged into the wall socket. The shock was immediate.
My first reflex was to yell very loudly and to pull with all my might
on the wire, stuck like two hungry suction cups to my tongue.

There ensued an emergency trip to the hospital where I was put to
sleep so that they could suture my tongue. As a souvenir, I have two
lovely scars in the shape of stars on my tongue. I was told that that
the healing process was punctuated by a few bleeding episodes that
no doubt revealed my hemophilia.

It's hard to say whether or not I have any physical or psychological
scars from this accident. At times I have episodes of atrial fibrillation.
I sometimes wonder whether or not the electric shock could be related
to this type of cardio electrical problem.

My second “hemo'folly”
My second adventure happened in 1970 at the age of 15, when I

helped gather up rocks, without really pushing myself too hard. After
supper, I went over to a neighbour's where we listened to a record of
funny stories. I remember laughing until my stomach hurt. I rode home
on my bike at about 9 p.m. At that point I started to feel a bit weak
and nauseous. Later, I woke up feeling nauseous. I vomited up an
enormous amount of blood and lost consciousness for a few minutes.
Once again, the whole household was in an uproar!

I remember being taken out of the house on a stretcher and telling
the paramedics not to put a sheet over my head because I wasn't dead
yet... These words slightly 'reassured' my mother, who was in tears... I
remained in the hospital for a few days to receive blood and plasma
transfusions and do several tests.

Since at that time there was no camera that could investigate more
in depth, it was decided that I had a stomach hemorrhage caused by
physical effort. The only instructions I got when leaving the hospital
were to limit my physical activities and not to laugh too hard for two
or three weeks.

Following this second misadventure, I still continued to lead a very
active and normal life, working on the family farm and playing
different sports during which I sustained a number of hematomas on
my legs, got black eyes and even fractured my nose. But nothing
stopped me from laughing like a madman whenever I got a 
chance to!

Gilbert Nicole

Living with 
factor X deficiency
Factor X deficiency is a very rare disease and not very well known. According to the Canadian
Hemophilia Registry, 37 people affected by this disease were living in Canada in 2013. This translates
to about 1 in one million people affected by this bleeding disorder. Gilbert Nicole is part of this
select group. Here is his story. – Sébastien Bédard

I

Our Stories
Our Stories
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I can honestly say I lived a worry-free life in relation to my disease,
especially between the ages of 18 to 30, during which I left home to
study at CEGEP, then went for a bachelors in rural economy, followed
by a 6-month apprenticeship on a sheep farm in Australia and then
started off my career at the Lanaudière Agricultural Producers Union (UPA).

During this time, I discovered different outdoor sports with my wife,
Claire. We travelled in Europe and the United States a few times, taking
long hikes in the mountains and biking, sometimes fairly far from any
first aid.

Our son, Alexander, was born in 1986, and our daughter, Laurence,
was born in 1989. Since then, we've continued to take part in active
sports and hobbies as a couple or as a family, but without straying too
far away from some kind of first aid, mainly for the children's safety.

My third “hemo'folly”
My third serious event took place in the summer of 2001, as I

approached turning 46 years old. One evening, I had indigestion which
didn't last long and so I went to bed. The next day I did a bit of
gardening and felt some fatigue, which I put down to my indigestion
from the previous night.

During the day, I had a bowel movement and I noticed that the
stools were black. I didn't worry about it right away, telling myself
that it would pass and everything would be fine after a good night's
sleep. Mistake! The next morning when I awoke, I was extremely weak
and felt as if I was going to faint. I asked Claire to call an ambulance.
I got to the hospital and was put under observation. A short time later,
I began vomiting blood. I was immediately transferred to intensive
care where I received a number of blood transfusions. I spent ten days
at the hospital. A gastroscopy allowed the doctors to see a mild
irritation in the sphincter between the stomach and the esophagus
that was bleeding. It seems the irritation had been caused by the short
bout of indigestion from two nights before. Since I had lost a large
amount of blood and iron reserves (a third of my blood, according to the
doctors), doctors prescribed a convalescence period of two months, after
which I asked my employer for an additional month without pay.

Since then, I have always worried about possible indigestion. I've
only had one episode, with no consequences, but previously, it would
happen once a year on average following the little 'gifts' that children
brought home from the day care or school. Considering the numerous
bouts of indigestion I had as a child, I feel lucky not to have suffered
other hemorrhages, but I remain more nervous about going too far
from first aid care for outdoor activities.

My fourth “hemo'folly”
My fourth and last episode up until now dates back to a morning

in June 2008 when I noticed I had black stools. Remembering my
severe hemorrhage in 2001, I didn't wait and went to the emergency
department where I was quickly admitted. They found an irritation in
the same place as in 2001, at the sphincter joining the stomach and
the esophagus, a type of irritation called 'Barrett's esophagus'. The
hemorrhage was controlled rapidly. I spent only a brief time at the
hospital (two days) and was back to my normal activities and work in
the following days.

Since Barrett's esophagus is due to gastric reflux (which wasn't
observed in 2001), the gastroenterologist prescribed Pantaloc (a drug
whose purpose is to reduce the acidity in the stomach and facilitate
healing of the irritated esophagus) permanently to limit damage
caused by gastric reflux and halt the progress of Barrett's esophagus.
The good news is that this recent hemorrhage made it possible to
diagnose and treat a gastric reflux problem for which I had never
noticed any symptoms.

A nd that's my story in relation to 
factor X deficiency. Of all the

adventures I lived through, the most
striking for me was the one in 2001.
It's when reality caught up with me,
when I truly became more aware of
the risks related to my condition.

I admit that before 2001, I was
vaguely, in fact not at all, worried
by my hemophilia, despite the
problems I'd had when I was 3 or
4 and 15 years of age.

Despite it all, at almost 59 years
of age, I have a job that's fairly
demanding, in management at the
UPA Federation in Lanaudière
where I began my career in 1979.

In spite of my office job, I try to keep active and in good shape by
doing a number of activities including gardening, arts and crafts
projects, biking, kayaking, cross-country skiing, alpine skiing, hiking —
not to mention vacuuming… They are what help me keep a certain
physical and mental balance.

* * *
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Ashley Tolton
Chair, National Chapter Relations Committee

hV lunteer File

ony, born in the Azores, knew
he had a bleeding disorder from
a young age because he was
receiving blood transfusions 
for nose bleeds in his home

country. However, it wasn’t until a year and
a half after he moved to Winnipeg,
Manitoba, that he was diagnosed with
severe hemophilia somewhere between the
ages of seven and eight.

Because his parents’ English wasn’t
strong, Tony reached out on his own for
support from the hemophilia community in
Winnipeg. After joining a Boys Club, which
was run through the Manitoba Disability
Centre and met once a week, he got to
know other boys affected with a bleeding
disorder. The Boys Club connected him to
the CHS Manitoba Chapter through a
Christmas party. And Tony immediately got
involved. At age 13, Tony distributed flyers
on car windshields for a chapter fundraiser,
but he claims it wasn’t until he was 16 that
he got more involved in the chapter. And so
at age 17, he became a youth director, a
liaison of sorts between the chapter’s Board
of Directors and youth. At 18, Tony became
a full member of the board and didn’t look
back. Through the years he served as
director, vice-president, president and past-
president. Over three decades later, he is still
an active member of the Manitoba Chapter
Board of Directors, contributing a wealth of
knowledge about the chapter, its history
and past practices.

T
A true believer in what our

organization stands for, Tony’s volunteer
work doesn’t stop at the board table. At
the chapter level, Tony was involved in
running and working at the chapter
bingo. He also served as a member of
the Manitoba Chapter’s first Client
Services Committee. An advocate for
those with hemophilia, Tony was
outraged to see people with hemophilia
in Manitoba infected through tainted
blood products in the 1980s not getting
fair compensation. Alongside a
committee, Tony met and educated
provincial health ministers, attended
meetings and wrote letters to
successfully obtain compensation for
affected Manitobans, who he fondly
called “the boys.”

Tony says the people are what keeps
him involved in the chapter and they are
like family to him. Being part of the
Manitoba Chapter has helped him learn
about himself and about hemophilia and
has truly become an extension of his life.
He continues to stay involved because of
the support he has received and he wants
to be part of helping and mentoring the
new generation of individuals and
families affected by bleeding disorders. 
A truly inspirational volunteer, Tony
unassumingly helps out where he can. He
encourages everyone to get more
involved in their chapter or region. Can’t
think of better advice myself!

Tony unassumingly 
helps out where he can. 
He encourages everyone
to get more involved in
their chapter or region. 
Can’t think of better
advice myself!

Shortly after I started volunteering with the CHS Manitoba Chapter, I met Tony Tavares, long-time
chapter volunteer. He attended many events and was a good-humoured and welcoming presence
for a new volunteer like me. He always had a hello and a smile for my husband and me as we got
to know many of the other longtime volunteers. I often saw Tony helping out at chapter road
races, attending gala dinners and other events. When I joined the board – you guessed it – Tony
was at the table often with a twinkle in his eye or a friendly joke up his sleeve. Tony immediately
came to my mind as someone I’d like to highlight for this article, to be able to learn more about a
fellow volunteer and share his encouraging story of 36 years (and counting) of volunteering with
the Manitoba Chapter!

Meet Tony Tavares




