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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.

Grand Benefactor – multi-year commitment

The BeneFACTORs Club

VISIONARIES

INNOVATOR

BUILDERS

BELIEVERS
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As you know, the Hemophilia Research Million 
Dollar Club (HRMDC), through its Dream of a 
Cure Program — like the Care Until Cure Program

and the Hemostasis Fellowship Program — provides basic
scientific research grants and studentships to develop
treatments and find a cure for hemophilia and other
bleeding disorders. Thanks to the interest earned on the

HRMDC capital (today close to
$1,900,000), about $150,000 in
grants is handed out every year
by the HRMDC. Over the last 
20 years, the Million Dollar Club
has thus invested more than

$3,000,000 in research on hemophilia and other bleeding
disorders in Canada.
However, if the research projects and studies selected

by the Peer Review Committee are to be carried to
completion, research subjects are required — as with any
phase III study conducted by a pharmaceutical company.
Several doctors have recently told me that grants from
the HRMDC are a tremendous help, but they often find it
difficult to enrol enough patients to obtain significant
results.
I am asking you, as a result, to stay up-to-date on

current research projects for which
you or your child might be eligible
by checking the Focus on Research
section in the next issue of
Hemophilia Today (also available 
on the CHS Web site at
www.hemophilia.ca/en/research) 
or by asking for information at 
your hemophilia treatment centre.

On June 14, 2011, I was most fortunate to participate,
at my own expense, in the 7th annual Children’s 

Wish Golf Classic, held at the Club de golf Le Mirage in
Terrebonne, Quebec. I completed a foursome with 
Mylene D’Fana and her two sons, David and Kevin. For me,
this was a way to support the Children’s Wish Foundation
which, as you know, makes the wishes of children ages 
3 to 17 with life-threatening illnesses come true. It was a
magnificent day, attended by celebrities from the world
of sports and entertainment, and close to $265,000 were
collected for the Foundation. During the gourmet supper,
one of the wishes presented on a giant screen was that of
a young hemophiliac. There was considerable awareness
raised about bleeding disorders over the course of the
day, and contacts were made with people from the
business community. It was a most worthwhile and
enjoyable day in every respect.
I would like to take this opportunity to remind you

that your child with hemophilia or another bleeding
disorder is most likely eligible, according to the Wish
Foundation criteria, to have his or her most cherished
dream come true. For more information about the
eligibility criteria of the Children’s Wish Foundation of
Canada, or to refer a child, go to www.childrenswish.ca.

From left to right: Gilbert Delorme,
François Laroche, Yvon Lambert, 
Kevin Blanchette, Roary, the
Children’s Wish Foundation’s mascot,
Mylene D’Fana and David Blanchette
at the Children’s Wish Golf Classic.

Word from the editor
François Laroche
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lifestyle will increase the probability that we will live 
into our 70s, 80s, 90s or beyond. This is an astounding
prospect since a mere 30 years ago the average life
expectancy for a person with severe hemophilia was less
than 40 and still is in many other parts of the world. This
is an indication that the CHS has indeed been successful
in advocating for access to safe, effective treatments and
to comprehensive care. This access, however, is never
secure. That is why the CHS Blood Safety and Supply
Committee, the newly created Care and Treatment
Committee, and volunteers in our chapters continue 
to advocate for optimal health care for people with
bleeding disorders.

Every two years we have the opportunity to present
national awards to worthy volunteers, to chapters

that have done distinguished work and to special
individuals from our care teams. More details on the
winners are available on pages 10 to 13. Please read
about these achievements; all individuals and chapters
are highly deserving. One of the awards—and one that is
handed out very infrequently—was that of Honorary Life
Member. This year Honorary Life Membership was given
to Dr. Bruce Ritchie. Dr. Ritchie has gone above and
beyond what would be expected of our medical advisor.
He has devoted thousands of hours to the cause of
individuals who suffer from bleeding disorders as well as
rare blood disorders. I owe a deep gratitude to Dr. Ritchie
for all he has done for me personally, but also for the
support and leadership he has given to the CHS.

As I pointed out in my last message, the Board of
Directors had the opportunity to discuss the strategic

plan and its implications for chapters. We also had the
opportunity to further discuss board governance, a topic
that will become increasingly important with Bill C-470,
the new law governing not-for-profit corporations like
the CHS. The directors are going back to their chapters to
work with the executive committees/boards to integrate
the national strategic plan into chapter plans and to
develop operating plans for the next year. I look forward
to the opportunity to continue to discuss how we can
collectively build upon our organizational successes and
further ensure access to optimal care and treatment, and
programs that make a difference to our members.

S ince the first Rendez-vous held in Quebec City 
in 2007, the biennial Medical and Scientific
Symposium, organized by the CHS and the four

health care provider associations, has grown with each
edition. This year’s meeting had a record 335 individuals
in attendance from across the country. More patients 
and family members. More physicians, nurses,
physiotherapists and social workers. More involvement 
of our pharmaceutical partners.
With each successive symposium the topics presented

emphasize the significant successes in the care and
treatments of individuals with bleeding disorders we have
come to appreciate. As I have emphasized in previous
communications, in Canada we have won the Geographic
Lottery for care and treatment.

This year’s theme for
Rendez-vous was New
Challenges, with a key
session on aging. It is
significant that we have
shifted our focus from
topics such as the
consequences of infectious
diseases, the safety of
clotting factor
concentrates and the
introduction of
prophylaxis in severe
hemophilia to topics such
as aging, rare bleeding
disorders and mild

hemophilia. The fact that we must now discuss aging
underlines the success in achieving high standards of care
and longer lives.
The topic of aging is timely as generations of people

with bleeding disorders as well as our care teams are
entering uncharted territory. People with bleeding
disorders are now living longer despite the consequences
of the tainted blood tragedy. Our treatment teams and
those with bleeding disorders now face the complex
treatment challenges of age-related conditions
complicated by underlying bleeding disorders.
It is clear that, like all of our peers, our longevity and

health into our retirement years are significantly affected
by our life choices. While good genes help, a healthy

The topic of aging 
is timely as
generations of
people with
bleeding disorders
as well as our care
teams are entering
uncharted territory. 

Message from the president
Craig Upshaw



6 HEMOPHILIA TODAY C O M M U N I T Y  N E W S A U G U S T  2 0 11

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

Southern Alberta Region (SAR)
About Susan Anderson, outgoing president
Susan became involved with the CHS in 1983 after her son
Craig was diagnosed with hemophilia A. After the initial
shock wore off, she needed to connect with people who
knew something about this condition. She began

attending Calgary regional meetings
and met Barry and Joan Isaac who
inspired her for two reasons: they were
knowledgeable and proactive, and they
had a wonderful approach to life,
finding humour in the bleakest
situations. Her two buddy moms were
Janice (mother of two children with

severe hemophilia A, one with inhibitors) and Liz, whose
severe son was about a year older than Craig. They spent a
lot of time together to commiserate and compare notes.
SAR has always been a real grassroots organization. 

In the early 80s, they did fundraising by selling colouring
books for $5. In 1983, 2,800 colouring books ($14,000)
were sold and the following year, 3,600 ($18,000). The
region also used to write letters to corporations and service
clubs asking for money or equipment for the physiotherapists.
SAR has had a couple of honourary spokespersons; the

first was Neil Sheehy, a Calgary Flames defenseman who
masterminded the famous music video featuring several
members of the Flames lip-synching. Recently it has
surfaced on YouTube. Bad marketing for the Flames but
good fundraising for SAR! The next honourary spokesperson
was Doug Gilmour, another Flame who came out for
events and posed with some of the boys for a photo shoot.
Susan has many fond memories of the CHS events

when the boys would meet and become friends and the
parents would bond. For a few years, her son Craig was a
“big brother” to one of the younger boys.
Susan was secretary of SAR from 2003 for several years

as well as corresponding secretary for the Alberta Chapter
in 2005. In 2006 she was invited to serve on the national
Communications Committee. She attended the Strategic
Planning workshop that year and has attended several
AGMs as designated director. She served as secretary for
SAR from 2003-2008, then as president until 2011. We
thank Susan for her dedication and her relentless work to
make the Southern Alberta Region a truly successful group.

Hemophilia Saskatchewan
We had our Building Bridges – Women and Bleeding
Disorders conference in February in Saskatoon. This was a
very successful weekend full of educational information,
including a presentation by Dr. Paula James, discussion
amongst participants, and time for fun for all the women
in attendance.
Our AGM was held in March in Saskatoon. We had a

presentation from our treatment centre nurses, Nancy
Hodgson and Colleen Buehler, about the Passport to well-
being program.
Finally, we had our Family BBQ in June at Pike Lake. There

were approximately 40 people in attendance for a day of
swimming, visiting with good friends, and good food.

South Western Ontario Region (SWOR)
During our annual general meeting we took the
opportunity to thank our volunteers. SWOR has enjoyed
the contribution of many volunteers and has much to
celebrate! Our Volunteer of the Year, Lori Laudenbach,
brings her expertise and generosity to help the projects in
the region in many ways. Lori is otherwise our clinic nurse
coordinator yet she continues to help during many
regional events including the Prelude to Pinecrest
Adventure Camp. Prelude is a family weekend for those new
to camping and what camping offers to children. Lori does
not just provide her nursing skills on her vacation time–she
participates fully in planning and during the event.

From left to right: Julia Lepera, Terri-Lee Higgins, Holly Valenta, Lori
Laudenbach, RN, and Keira Evans, RN.
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Quebec Chapter (CHSQ)
Family weekend
The CHSQ family weekend was held beneath a brilliant,
sunny March sky. Under the theme of Informed consent,
participants got to attend workshops intended to help
them make choices in different situations.
For the second consecutive year, André Lanciault and

Sylvette Grenier, both Ombudsmen, met with participants
on Saturday morning in order to help develop techniques
on patient rights and responsibilities.
The Youth Committee held a meeting to talk about the

future of the committee and try to find new ideas of
activities for the 
coming years.
At the same time, 

two cafés-rencontres
were held, one for the
wives of men with
bleeding disorders, 
and another for
grandparents of children
with a bleeding disorder.
Both were highly
appreciated by all.
The afternoon was

packed with information
including the Annual
General Meeting, which
allowed members to
learn about our
organization’s
achievements during
2010, its orientations, to
take part in the election
of new members of the
Board of Directors as
well as enjoy the
presentation of awards.

As part of a new program initiated by the CHS, this year
we started offering volunteers recognition pins in order to
highlight the involvement of each and every volunteer.
The evening was memorable with its Amazing Race

activity. Six teams took part in various challenges such as
the hoola-hoop, the tango, an obstacle course and finding
answers for quizzes about different countries where World
Federation of Hemophilia congresses have been held. It
was a fun evening with lots of laughter, applause... and
pleasure.
Sunday afternoon was busy with three workshops: one

with an update on hemophilia and hepatitis C treatment
given by David Page, executive director of the CHS, a
relaxation workshop for all, as well as a Passport to well-

Éric L’Hérault receives the Volunteer of the
Year Award from CHSQ President, François
Laroche.

Mylene D’Fana receives Honorary Life
Member Award from CHSQ Vice-President,
David Pouliot.

being workshop called Bon Voyage! led by Claudine
Amesse, HTC nurse coordinator from CHU Sainte-Justine,
and Mylene D’Fana, mother of a young hemophiliac who
travels frequently.
Reading the evaluation forms, we can say that this

weekend was very appreciated by all, and we got good
suggestions for future workshops. We would like to take
this occasion to thank everyone who participated in the
organization of this great activity, our presenters,
Claudine Amesse, the nurse coordinator who assured the
safety of all during the weekend, and of course, our
funding partners.

Prince Edward Island Chapter
On May 1, the Family Place held a Family Expo at Three
Oaks High School. This is the largest family-related expo
on the Island. There was lots of educational activities,
face painting, music, magic shows, reading corner, dress
up, door prizes and freebies galore!
Shelley Mountain and her daughter Valerie, who both

have VWD, attended to the booth. Over 600 bandage
dispensers were
distributed to
moms, dads
and kids of 
all ages! Smiles
were
everywhere
when they
were handed
bandages to
take home!
People
remembered
them from last
year and were
looking for
more. Everyone
loved them.

Our booth was also approached for a donation of
bandage dispensers to place in “goodie bags” for other
organizations. Our second table was filled with pictures
about the CHS for everyone to see our amazing
organization.
Two different people approached the booth explaining

that they also had VWD. One person also approached the
booth explaining that her brothers have hemophilia.
Information about our chapter and the Canadian
Hemophilia Society was given to them. Hopefully we will
see another family learn that we are out there for
education and support! A great success once again!

Shelley Mountain and her daughter Valerie.
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Quebec Chapter (CHSQ)
Each year, on April 17,
we celebrate World
Hemophilia Day. It’s an
opportunity for the
CHSQ to inform the
general public about
the disorder. This year
was marked by the
publication of a four-
page insert in the
Monday, April 18
edition of the
Montreal newsletter
Metro, an information
kiosk at the National
Assembly, and our
presence at the
Collège de
Maisonneuve during 
a Héma-Québec 
blood drive.

Newfoundland and Labrador Chapter
Several activities were held across the province on April 15 
and April 18 to highlight World Hemophilia Day: posters were
displayed at the Confederation building, ads were placed in the
newspapers and display tables were set up at various public
places. Raising awareness is just as important as raising funds! 

A big 
thank you 
to Jill
MacDonald,
nurse
coordinator for
the Hemophilia
Program at
Eastern Health
in St. John’s,
and everyone
who made 
it such a
successful day.

François Laroche and Éric L’Hérault set up an
awareness kiosk on bleeding disorders in the
entrance hall of the Quebec Parliament
Building to highlight World Hemophilia Day.

From left to right: Jill MacDonald, RN, Cindy Casey, Robyn
and Jonathan Pearce raising awareness at the Health
Science Centre.

2 0 1 1  W O R L D  H E M O P H I L I A  D A Y

World Hemophilia Day is a day to let everyone know about inherited bleeding disorders such as hemophilia
and von Willebrand disease; to talk about the symptoms of bleeding disorders so that undiagnosed
people may take the first steps to access the care that will forever change their lives; to highlight the

great work being accomplished by hundreds of Canadian volunteers; and to honour those who work so diligently to
improve the quality of life of all people with inherited bleeding disorders.

It is also a day to share stories of living with a bleeding disorder or treating it, and to show our
commitment to improving the health and quality of life for all people with inherited bleeding
disorders, and to find a cure. This year, the CHS chapters were as active as ever on this special day.
Several activities were held coast to coast. Here are just a few highlights:

Toronto and Central Ontario Region (TCOR)
▪ Panel discussion for medical students on World Hemophilia Day
The Toronto and Central Ontario Region (TCOR) took a new
approach to raising awareness this World Hemophilia Day by
focusing on the doctors of the future. TCOR volunteers David S.,
who has VWD, and Dr. Maryam Naji, mother of a boy with
hemophilia, spoke about their experiences with diagnosis, care
and treatment to a packed room of first- and second-year
medical students at the University of Toronto. Robin Nobleman,
TCOR regional service coordinator, provided basic information on
inherited bleeding disorders and fielded many questions. We hope
this kind of awareness-raising will benefit people with inherited
bleeding disorders by augmenting knowledge in the ER, at their
general practitioner’s office and non-specialist health centres.

▪ Tulips on World
Hemophillia Day
Generous donations from
Bayer, Novo Nordisk and
Paula Sapage enabled TCOR
to give out tulips at the
pharmaceutical companies
and schools of two children
with hemophilia. Baxter’s
Toronto office also held a
lunch commemorating
World Hemophilia Day
where a TCOR board

member, David Neal, spoke about how improvements in factor
treatments have changed his life for the better.

Paula Sapage, Andre Linhares and Carlos
Linhares gave out tulips and information
at Andre’s school to raise awareness about
hemophilia.

Collaboration at its best
Staff from the CHS national
office along with volunteers
from the Quebec Chapter and
staff from the World Federation
of Hemophilia (WFH), whose
head offices are all located in
Montreal, united forces for World
Hemophilia Day. On April 18, 
they joined Héma-Québec and

Montreal’s Collège de Maisonneuve in its annual blood drive to
raise awareness about bleeding disorders and to personally
thank the donors who have so generously made the gift of life.

Danielle André from the WFH and
Geneviève Beauregard from the CHSQ
giving out bandages dispensers and
information about inherited bleeding
disorders to nearly 2,000 students at
Montreal’s Collège de Maisonneuve.
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Friday evening when participants
shared some of their life experiences.
This was one of the rare moments in my
life that I opened my heart to others,
others like myself. Presentations like
these help people realize they are not
alone in what they face on a daily
basis—so comforting for those of us
living with a rare bleeding disorder, as
we almost never have an opportunity 
to share our thoughts with others like
ourselves. Based on the workshop
evaluations and comments received, 
the simple fact of getting to know and
being able to talk to others living similar

situations was one of the highlights of this workshop.
The entire weekend was very instructive. 

I especially liked the round table discussions with the
hematologists, where participants had a chance to speak
to those rare specialists who really understand our
diseases. The doctors were very generous with their time.

Expectations were
certainly high after 
the first workshop, 
but I believe they 
will be even higher 
for the next one—as
the 2011 workshop
was a resounding
success on every level.
The evaluations
completed by the
participants were very
positive. Everyone
seems to have greatly
enjoyed the weekend.
I would like, once
again, to thank the
sponsor, Novo
Nordisk, the
organizers, the
speakers and the
participants, who
made this event such
a huge success.

The second regional workshop on
Rare Bleeding Disorders Through
the Lifespan was held in Montreal

from April 29 to May 1, 2011. Some
twenty people with rare bleeding
disorders or parents of children with
such disorders took part in the
workshop.
For some participants, myself

included, this was our second
workshop. The first workshop we
attended, in the fall of 2008, was a real
life-changing experience. That first
workshop was, for many of us, our first
introduction to the Canadian
Hemophilia Society community. As a result, we had been
hoping since that time that other workshops would be
organized so we could relive those inspiring moments.
A great deal of work is required to prepare events such

as these. A Planning Committee was formed several
months before the date of the workshop, and conference
calls were arranged to
work on the
organization of the
workshop. I would 
like to thank all the
members of the
committee for their
excellent work:
Claudine Amesse, RN,
Geneviève Beauregard,
Clare Cecchini, 
Beverly Dawson,
Mylene D’Fana and
Dr. Rochelle Winikoff.
Throughout the

workshop, we were
most fortunate to 
hear from exceptional
speakers, who gave so
generously of their 
time in preparing and
presenting their sessions.
I took part in the

group presentation on

Rare Bleeding Disorders Through the Lifespan
F R A N C O P H O N E R E G I O N A L W O R K S H O P

Sébastien Bédard, Boucherville, Quebec

Presentations like these help people realize
they are not alone in what they face on a
daily basis—so comforting for those of us
living with a rare bleeding disorder, as we
almost never have an opportunity to share
our thoughts with others like ourselves. 
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N A T I O N A L R E C O G N I T I O N A W A R D S
2 0 1 1  R E C I P I E N T S

CHAPTER RECOGNITION AWARD
This award is designed to recognize chapters and regions 
who have demonstrated a significant achievement over the
preceding year or years in one or more specific areas such as
fundraising, communications, peer support/education,
advocacy or chapter development.

Manitoba Chapter | VOLUNTEER DEVELOPMENT

In 2008, the Manitoba Chapter identified thedevelopment of the volunteer base as a priority in 
the chapter’s strategic planning process. The chapter 
had reduced staff from four positions to one part-time
position as a result of the economic situation at that time. 
It was imperative that if the chapter was to continue to offer
services and programming, volunteers would be doing the
work.
To meet the challenge, the Volunteer Committee was

created with the mandate to develop policies and
guidelines to recruit and manage volunteers. The
Volunteer Committee’s activities succeeded in making it
easier to develop and recruit volunteers into chapter
leadership positions.
Volunteer training and development has increased

volunteer skills and helped standardize committee work,
allowing volunteers to move easily between committees.
As a result of these efforts, in 2010, Manitoba Chapter
volunteers logged 1,227 working hours – the equivalent
of having a paid staff, 23 hours a week!

AWARD OF APPRECIATION
This award honours an individual who has demonstrated 
outstanding service to the care of people with inherited
bleeding disorders over and above their responsibilities as a
member of the hemophilia health care team.

Suzanne Douesnard, psychologist

Suzanne Douesnard received a Ph.D. in psychology from
the University of Montréal in 1974. She began her

career in general pediatrics at Sainte-Justine Hospital and
then joined the specialized pediatrics department in the
area of hematology/oncology. Her work in the area of
critical diseases prepared her
for her role during the tainted
blood tragedy.
Since 2004, Suzanne’s

involvement with the CHS has
increased through her
participation in several chapter
and national workshops. She
was a presenter at the 1st New
Team workshop, participated as
a facilitator at various Family
Inhibitor workshops and at the
Living with a Rare Bleeding
Disorder workshop.
Suzanne was one of the authors of the chapter,

Growing with Hemophilia in the second edition of All
About Hemophilia: a Guide for Families.
Suzanne has been involved with the hemophilia

treatment team at Sainte-Justine Hospital for close to
three decades. She has always demonstrated a desire to
share her knowledge and expertise with other members of
the multidisciplinary team. 
She is committed to harmonizing the activities of the

different professionals in contact with patients to work
towards a common goal for the patient and provide more
effective help.
Suzanne’s contribution in the field of psychology of

patients with bleeding disorders has been highly appreciated
by her colleagues and she has been a great support to
countless Quebec families who are living with hemophilia.

At the CHS Awards Banquet, held May 28 in Calgary, in conjunction with Rendez-vous 2011,
the CHS recognized dedicated volunteers, staff and health care providers who made a

significant contribution to the bleeding disorder community.

Suzanne Douesnard
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AWARD OF APPRECIATION

Lucie Lacasse, RN

Lucie started her career in hemophilia nursing in 1988
and has been the nurse coordinator at the Regional

Comprehensive Care Centre for Hemophilia and
Hemostasis in Ottawa for over 20 years. She is a kind,
compassionate individual who always puts the well-being
of patients and families first, and who also finds the time

to contribute
to educational
initiatives and
to participate
in research
targeted at
improving
knowledge in
the field of
inherited
bleeding
disorders.
Over the

years, Lucie
has been
involved with
many CHS
educational
projects. She

was a key member of the group of hemophilia nurses who
developed the children’s resource, The Bleed Stops Here.
She has been a member of the CHS Emergency
Department Advisory Group since 2001 and currently
serves as co-chair. She was also one of the authors of the
manual on Emergency Care for Patients with von
Willebrand disease. Lucie participated on the Planning
Committee for the 2009 CHS Medical Symposium and co-
chaired  a session. More recently she has taken a special
interest in the issue of aging with a bleeding disorder and
is a member of the CHS working group on aging.
Lucie has volunteered her time and expertise to the

Ottawa region of Hemophilia Ontario by participating in
chapter activities, giving educational presentations at
chapter events and by being involved with Camp Wanakita.
Lucie has served as a member of the CANHC Executive.

She has contributed to the present level of
professionalism within CANHC and spearheaded the
development of the CANHC Constitution. She also ensures
that new nurses to hemophilia remain aware of the
devastation of HIV and HCV.
Lucie is an outstanding nurse and for over 20 years has

served the community with distinction.

PIERRE LATREILLE AWARD
This award was initiated in memory of Pierre Latreille who 
was the CHS finance manager for many years. This award for
excellence is given to an employee of the CHS who has worked
at the national, provincial or regional level for a minimum of 
5 years. The recipient is expected to have demonstrated skills,
dedication and accomplishments beyond the normal duties of
an employee.

Geneviève Beauregard

Geneviève has been the program coordinator for the
Quebec Chapter (CHSQ) for the past seven years. The

confidence of the chapter in “Genny” has only increased
over the years.
Geneviève became the guiding force for the chapter

during a challenging period. She stepped in to provide
leadership and not once hesitated to go beyond the
normal duties of an employee. While functioning without
an executive director, Geneviève’s dedication was once
again demonstrated as she helped the CHSQ maintain

control and
keep the
organization
on track. It is
extremely
difficult to
imagine where
the Quebec
Chapter would
be today if
Geneviève had
not been there
during those
difficult years.
Geneviève

has worked
tirelessly 
to deliver
programs and
to coordinate
major
fundraising

events. Dance for Life, the Quebec Chapter’s major
fundraising event for the past several years, has been
entirely her initiative.
Today, Geneviève’s responsibilities have increased

significantly and she continues to play a crucial role in 
the organization. She is a likeable, humble, devoted and
empathetic person who is loved by all: the members,
volunteers, staff and partners. She has demonstrated
exceptional skills and dedication.

Lucie Lacasse and Maureen Brownlow

Geneviève Beauregard and David Pouliot

2 0 1 1  R E C I P I E N T S
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NATIONAL OUTSTANDING ACHIEVEMENT AWARD
This new award is presented in recognition of a volunteer who
has been with the national organization five years or less and
has made a significant contribution towards furthering the
mission of the CHS at the national level.

Maxime Lacasse Germain

Maxime became involved with the CHS National
Youth Committee in 2008 as one of the Quebec

youth members. In the few years he has been involved, he
has demonstrated maturity and leadership and has been
instrumental in the implementation of many programs.

After only six
months on the
CHS Youth
Committee, he
was elected co-
chair of the
committee.
Under his
leadership, the
National Youth
Committee has
organized two
leadership
workshops as
well as a Drive
Your Care/Drive
Your Car event
in Montreal.

Maxime is currently leading a nation-wide youth swim-a-
thon fundraising event which will be piloted in Montreal
in 2011.
Maxime was a recipient of the 2010 Karttik Shah

Fellowship which allowed him to attend the WFH
Congress in Argentina. He took advantage of this
opportunity to network with youth from all over the
world. He continues to stay in touch with them and acts
as the liaison person between the Canadian and
international youth community with bleeding disorders.
In addition to his contribution at the national level,

Maxime is also involved at the Quebec Chapter where he
participated in the restructuring of its summer camp
program and has volunteered as camp director.
For the past two years, Maxime has been a member of

both the CHS national and Quebec Chapter Board of
Directors. Maxime has demonstrated commitment,
confidence, and maturity despite his young age.
Volunteering and helping others are an important part of
his life and he is currently developing into an outstanding
future leader of the organization. He is a very worthy first
recipient of this new CHS award.

INTERNATIONAL CONTRIBUTION AWARD
This award is presented in recognition of a volunteer who,
through continuing efforts over a number of years, has made a
significant international contribution to the development of
care and services for people with bleeding disorders.

Kathy Mulder, PT

Kathy Mulder began her work in hemophilia care in
Winnipeg, in 1974, where she first worked in the adult

program and later transferred to the Children’s Hospital.
Her experience and knowledge is vast. For more than a
quarter-century, Kathy has contributed to many successful
CHS projects and served as chair of the Canadian
Physiotherapists in Hemophilia Care (CPHC) where she
provided strong leadership and set a solid example, to

which many
aspire.
In a world

where seventy
percent of
people with
hemophilia do
not have access
to replacement
products,
physiotherapy is
especially
important. Kathy
understands this
and works
relentlessly to

teach patients, as well as health care providers, how to
manage bleeding, limit destruction of joints and improve
rehabilitation. Kathy has utilized her skills and knowledge
to help hundreds around the world. She has served on the
WFH Musculoskeletal Committee for more than a decade
and was chair from 2004 to 2007. Her name appears on
several WFH publications and tools and she has been
instrumental in planning and implementing many of the
WFH musculoskeletal workshops.
Kathy has travelled to many countries as a WFH

volunteer to share her knowledge and skills on the front
lines of care. In 2010, because of her past experience with
the Egyptian Hemophilia Society (EHS), she accepted to
join the CHS/EHS twinning group and worked very hard
through the fall of that year to prepare for a very
successful assessment visit in December.
Over many years Kathy has made an outstanding

international contribution to the development of care
and services for people with inherited bleeding disorders.

David Page and Kathy Mulder

Hélène Bourgaize and Maxime Lacasse Germain 

2 0 1 1  R E C I P I E N T S



HEMOPHILIA TODAY C O M M U N I T Y  N E W S A U G U S T  2 0 11 13

CHAPTER LEADERSHIP AWARD
This award is given to an individual who has
merited special national recognition for
outstanding efforts to further the growth
and development of a particular chapter or
region.

Helen Gibson
HEMOPHILIA ONTARIO - NEOR

From the earliest days in the ‘60s, theGibson family established a
hemophilia presence in the Sudbury area
of North Eastern Ontario. Helen and her
husband Harry, with their son Robert,
were key people who became involved in
the early efforts to obtain compensation
and treatment for those infected by HIV.
Helen was the founding member and

served as chair of the Sudbury North
Eastern Ontario Region for many years.
She was instrumental in establishing the
hemophilia clinic at the Sudbury
hospital and was active in identifying
“bleeders” in the Sudbury and North 

HONORARY LIFE MEMBERSHIP AWARD
This award is the highest category of National Awards and is based on
exceptional leadership and devotion to the CHS over many years. This award is
given to an individual who has merited special recognition for outstanding
efforts, at the national level, to further the mission and objectives of the CHS and
the development of public recognition of the CHS and its goals.

Dr. Bruce Ritchie

Dr. Bruce Ritchie is the clinic director of the Edmonton Comprehensive
Centre for Bleeding Disorders. He is a dedicated physician whose care

far exceeds the expectations of any patient. He is also passionate about his
research and his list of accomplishments is lengthy. Dr. Ritchie has been a
dedicated volunteer with the CHS for more than a decade. He served as
MSAC chair from 2003-2009 and continues to be the medical advisor to
the CHS Board of Directors. Bruce is always humble and readily shares his
knowledge and offers guidance at the board table. Over the years he has
been involved with many CHS committees including Blood Safety, the
Emergency Department Advisory Group, and the Network of Rare Blood
Disorders (NRBDO).
In 2006, the 

CHS recognized 
Dr. Ritchie’s remarkable
contributions and
awarded him the 
Dr. Cecil Harris Award
which was presented
to him upon his return
from South Africa
where he shared his
CHARMS expertise 
and provided medical
guidance as part of
the CHS – South
African Haemophilia
Foundation twinning
partnership.
In 2009, the CHS

needed an expert witness at the Freeman hearing and Dr. Ritchie
generously agreed to help. He spent weeks preparing his report and giving
his testimony because he believed it was the right thing to do for the CHS
and for all Canadians.
In the past five years his efforts to promote and support the Network of

Rare Blood Disorders deserve special mention. He is truly a champion for
those suffering with these very rare conditions. He helped to plan and
organize two major conferences held in 2006 and 2009.
Dr. Ritchie has been an outstanding CHS volunteer and is associated

very closely with work that moves our mission forward. His dedication to
this work has helped the CHS to achieve the high standard of excellence
we are known for throughout Canada and the world.
Bruce never says “no” because he sincerely believes in our mission. 

He never says “no” because he is indeed a true friend to the CHS.

Dr. Bruce Ritchie

Betty-Ann Paradis and Helen Gibson

Eastern Region. She went on to serve on
the Hemophilia Ontario Board for many
years. She dedicated her life to
hemophilia and, even after her son
Robert passed away, she continued her
work. She has made an outstanding
contribution towards furthering the
growth and development of the North
Eastern Ontario Region.

2 0 1 1  R E C I P I E N T S
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From left to right – First row: Craig Upshaw, Pam Wilton, Dianna Cunning, Mylene D’Fana. Second row: Tara Curwin, Maury Drutz,
Kathy Lawday, Venanz d’Addario, David Page, Maxime Lacasse Germain, Wendy Quinn. Third row: Bruce Rempel, Steve Van Dusen,
David Pouliot, David Bouffard, JoAnn Craig, Bill Featherstone, Jamie Pytel, Dan Doran. Fourth row: Cory Prestayko, Jonathan Pearce,
Martin Kulczyk, Paul Wilton. Missing from the picture: Curtis Brandell, Stacey Johnson and Dr. Bruce Ritchie.

Canadian Hemophilia Society 2011 Board of Directors 

Hemophilia anthology | Call for submissions
Submissions are currently being accepted for an anthology of nonfiction and poetry from the members of the hemophilia
community living with HIV/AIDS and their family members. Submissions by family members and friends, caregivers and health
providers of those lost to hemophilia and AIDS during the past 25 years are also welcome. The project originates from the United
States but submissions from other countries are welcome. 

Writer’s guidelines
In order to submit work for the Hemophilia Anthology, the following
guidelines must be observed:
▪ Essays: Nonfiction up to 1,500 words in length
▪ Poetry: 3-5 poems (single page poems up to 28 lines, prose poems
may be treated as prose)

▪ Art/Photographs: All images should be in JPEG format
▪ Original unpublished work is preferred and all rights to the work
must be under the control of the author. Future publication rights
revert to the author.

▪ Please include brief biographical information (3-4 sentences
denoting your relationship with the community).

▪ The deadline for submission is September 30, 2011. Publication is
anticipated during spring/summer 2012.

▪ Submissions may be sent electronically as a Word document to
mrwcarroll@gmail.com, or may be hand-written legibly.

▪ Hard copies may be sent to: Mary Wright Carroll, P.O. Box 76, 
New Buffalo, MI 49117, USA

Proceeds will be donated to The Committee of Ten Thousand, 
in furtherance of their work.

For additional information or to submit your work, please contact Mary Wright Carroll and visit www.hemophiliaanthology.com.
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Canadian Hemophilia Society
▪ November 26-28, 2011 –Rare Bleeding Disorders Through the Lifespan
Atlantic regional rare inherited bleeding disorder workshop in Halifax.

Hemophilia Saskatchewan
▪ September 11, 2011 – Queen City Marathon in Regina – Join us at
our Water Aid Station.

▪ November 5, 2011 – Come feast with us at The Steakless Steak
Night Fundraiser during Bleeding Disorder Month in Regina.

Toronto and Central Ontario Region (TCOR)
▪ September 16-18, 2011 – Just the Guys weekend.
▪ October 22-23, 2011 – Wellness for Women Conference in
Mississauga.

South Western Ontario Region (SWOR)
▪ Who would not like to own a Harley Davidson motorcycle? Who
would say: Yes! if it only cost $100? SWOR is raffling a 2008 Harley
Davidson Rocker on September 24, 2011. There are just 333 tickets so
contact us at 519-432-2365 or mmaynard@hemophilia.on.ca soon.
This project, led by Brendan Beer, is in support of local programs and
the Ride for the Record July 21, 2012! (www.ridefortherecord.ca).

Quebec Chapter (CHSQ)
▪ August 27, 2011 – Youth event: canoeing and picnicking.
▪ October 2011 – Summer camp for patients with inhibitors.
▪ November 12, 2011 – Fifth edition of the benefit show Dance 
for Life.

▪ November 2011 – Launch of the fundraising campaign New Blood.

New Brunswick Chapter
▪ October 29-30, 2011 – The NB Chapter will be hosting their 2011
Symposium and AGM in Moncton. Everyone is welcome. Dr. David
Lillicrap, researcher at Queen’s University and medical director of the
South Eastern Ontario Regional Inherited Bleeding Disorder Clinic in
Kingston, Ontario, will be a guest speaker.
Another guest speaker will be Dr. Rochelle Winikoff, clinical

director of the women’s bleeding disorders program of the
hemophilia treatment centre at CHU Sainte-Justine in Montreal. 
Dr. Lillicrap and Dr. Winikoff have asked us to gather questions 
in advance so they can address our specific needs during the
conference. We are looking forward to receiving your questions 
as soon as possible, which can be e-mailed to Tara Curwin, at
tarac@rogers.com. We are thrilled to have both speakers at our
symposium and are looking forward to seeing you there. 
This year we are planning to also offer a family weekend at 
the same time (further information will be mailed to NB families).

Prince Edward Island Chapter
▪ August 19, 2011 – A float in the Gold Cup Parade.
▪ September 10, 2011 – Poker Run fundraiser.
▪ October 2011 – Fall semi-annual meeting. 

Upcoming EventsNEW resources available
TreatFirst card launched
at Rendez-vous 2011
The TreatFirst card has been
developed as a resource for patients
with rare inherited bleeding disorders
(rare factor deficiencies or platelet
function disorders) to carry in their
wallet for presentation to
emergency department staff. 
The card, modeled on the CHS
FactorFirst card for patients with
hemophilia or von Willebrand
disease, contains patient information, 
including details on diagnosis and treatment guidelines, as well as
contact information for the patient’s hemophilia treatment
centre (HTC).
The TreatFirst card was developed in response to input from

participants at the CHS workshops for patients with rare
inherited bleeding disorders and was a collaborative project of
the CHS Emergency Department Advisory Group and the AHCDC
Sub-committee on Rare Inherited Bleeding Disorders. The new
card was launched during Rendez-vous 2011. TreatFirst cards
have been sent to all hemophilia treatment centres. – C.C.

REVISED EDITION | Hepatitis C: Managing Common
Symptoms and Treatment Side Effects
This revised edition of the Hepatitis C: Common Disabling
Symptoms and Treatment Side Effects booklet contains 
practical tips for managing the symptoms of hepatitis C and the
side effects of treatment. Based on medical research and the
expertise of health care service providers and, most important,
other people living with hepatitis C, it includes information on
Web sites, organizations and referrals, financial assistance and
much more. Published in partnership by the Canadian
Hemophilia Society and CATIE. Available through Catie’s
ordering centre (orderingcentre@catie.ca or 1-800-263-1638)
or for download from the CHS Web site at www.hemophilia.ca/
en/educational-material/printed-documents. – M.L.

Insurance coverage
Long-awaited documents prepared by the CHS, which provide
information on private individual insurance, travel insurance
and provincial drug insurance, are now available on the CHS
Web site at: www.hemophilia.ca/en/support-and-education/
insurance-coverage. – C.R.

The CHS 2010 annual report
The 2010 Annual Report is
available on the CHS' Web site.
Go to www.hemophilia.ca/en/
about-the-chs/annual-reports
to download it. – C.R.

The Canadian Hemophilia Society
2010 annual report www.hemophilia.ca

A strategic plan for the
CHS

ANNUAL REPORT 2010

Margaret Rand, Ph.D., presents
the new TreatFirst card at 
Rendez-vous 2011
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Alittle more than a year ago, the March 2010 cover of Hemophilia Today
featured our in-depth focus on “THE NEXT DECADE: Great challenges in
hemophilia”. This was just the beginning of our visioning process which would

lead us to the 2011 Rendez-vous meeting titled New Challenges. This event allowed
us to revisit the challenges of aging with hemophilia in the context of the advances
in treatment over the decades and identify gaps in care for older demographics; as
well as spotlight two other major challenges — rare inherited bleeding disorders and
mild hemophilia. The following pages provide an overview of what was seen, heard,
discussed and learned at this most interesting Rendez-vous 2011. – C.R.
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Building on a research study headed by Dr. Shannon Jackson
and Claude Bartholomew, MSW, at St. Paul’s Hospital in

Vancouver, and Neale Smith, University of British Columbia, the
topic “hemophilia and aging” became a centrepiece of the CHS
national conference in Calgary. It was front and centre at the
opening morning-long medical and scientific symposium, and
then again at a full afternoon focus group the following day.
The symposium was moderated by Dr. Jackson and CHS Past-

President Pam Wilton, and opened
with a keynote address by Dr. Gerard
Dolan, director of the Nottingham
Comprehensive Care Centre for
Haemophilia, Nottingham University
Hospitals, UK. He provided current
findings complete with statistics
showing that people with hemophilia
are living longer [although there are
only 80 known hemophiliacs over the
age of 80 living in the UK!] and that
there is increased incidence of aging
illnesses complicated by hemophilia –

situations which are frequently new and where experience is
limited but growing. His address was extremely informative,
touching on both new findings and
open questions for which answers are
still being sought. For example:
Should continuous infusion be
considered as a hemophiliac ages? 
Is a new approach to colonoscopy
needed? How can risk of osteoporosis
be reduced? How do we implement
an increased emphasis on physical
fitness to improve quality of life in
older age? ...and many others.
Other symposium presenters were

Dr. Karen Fruetel of the University of
Calgary on the topic of When you only have 100 years to live,
and Dr. Jackson and Neale Smith who spoke on the findings of
the research study in BC. Then the entire panel proceeded into a
discussion on how we move forward.

The purpose of the Saturday afternoon focus group was to
enable representatives of CHS chapters and regions to share
personal and health system experiences of aging with a
bleeding disorder, identify needs and challenges, and make
recommendations for CHS program initiatives, options and
strategies to optimize quality of life as aging progresses. 
Participants from across the country were divided into three

breakout groups. One of the participants was a man with an
extremely rare bleeding disorder, being the only one with that
disorder in
Canada and
one of only
100 around
the world!
In the

group which I
attended, the
discussion was
spirited, lively
and far-
reaching; a
bond was
clearly forged
among those participating, which seemed to be the case in all
the groups. Many problems, opportunities, and suggestions were
explored, examples of which follow:
 – Interrelationship of bleeding disorders, aging and medical
conditions and how one copes: changes in manifestations of
hemophilia itself; increased fragility including heightened
possibility of falls; heart, kidney and prostate condition issues;
increased need for education of dental care providers. There was
also extensive discussion relating to social, emotional and
psychological issues.
 – Health care professionals and the health system: the need for
greater education of professionals regarding women with
bleeding disorders; issues arising out of an increase in mobility
limitations; the need for and involvement of an even broader
range of medical specialties; and overall the need for a more
holistic approach to our care.
– Recommendations for future initiatives and strategies:
improved emergency care procedures and protocols; the
development of a “total care tool kit” and many more ideas. 
It is clear there is considerable concern on what a person with 
a bleeding disorder may expect when living in a retirement or
similar community. It was agreed there is a need for a major
educational initiative directed to the various core systems: home
care, residences, nursing homes, and palliative care centres.
This summary cannot hope to cover the many concerns and

ideas that came up. An upcoming report concerning all of the
discussions and topics, which will go well beyond this summary,
will be available at a later date.

Bleeding disorders and aging
George Stephenson, Vancouver, British Columbia

Dr. Shannon Jackson Claude Bartholomew, MSW Neale Smith

MED I C A L  A N D  S C I E N T I F I C  S YM PO S I UM

Dr. Karen Fruetel

George Stephenson

Dr. Gerard Dolan
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It is a pleasure to share my amazing experience atRendez-vous 2011 as a panellist for the rare bleeding
disorders session. As a nurse by background, I have had
the unique opportunity to learn about factor XIII from 
the medical perspective. And, as a mother of a son with
factor XIII deficiency, I have also learned how to better
help my son help himself. Here is our story.
Drake seemed completely fine when he was born, but

about 9 days later, he had an umbilical cord bleed that
changed everything. This is actually a classic sign of 
factor XIII deficiency, which I didn’t know at the time. 

I was sure it was either the blue dye used to dry up the
cord or a massive infection. It was not! Within days of ill
health, continued bleeding and worry, Drake was diagnosed.
I remember going through all the stages of loss and
grieving. Would he ever play sports, this beautiful baby
boy of mine? I still remember the overwhelming feeling 
of loss despite the initial support from the medical team.
I had a choice at that point to either keep on being sad

or learn how to deal with the
disease. I decided to find out
all the information I could
including how to gain access
to the medication that he
currently receives today,
Fibrogammin P. I realized how
little information was available
at the time!
I started gathering

information and reaching out
to people, and never stopped.
When Drake was a toddler, the
CHS helped us get information

on a soft helmet and padded clothing. When Drake was
two, the medical team helped us medicate him for all his
treatments so he could cope with his fear of needles.
When we suspected an inhibitor, the pediatric team and
the CHS helped us with information about an immune
tolerance therapy.
I also had the unique opportunity to be a CHS delegate

at the World Hemophilia Congress in Montreal in 2000.
That is where I met CHS staff and health care
professionals from around the world who were willing to
share their wealth of knowledge, support and guidance so
I could become the “expert” on factor XIII and offer the
best care I could to my son.
When we moved to Manitoba in 2001, Drake was only

6 years old. We had already connected with the Winnipeg
clinic and a team of experts welcomed our family. During
these last 10 years, I feel lucky to have such a great team
only a phone call away.
Drake now only goes once a year to clinic in Winnipeg

for his visit with the hemophilia team. We also have
attended the Manitoba Chapter’s family camp and it 
was a great avenue to connect with other families. This
summer, Drake’s brother Shane will be working at family
camp. We loved camp and it was home away from home.
This is what it is all about. Make those relationships

with your hemophilia team nearest you, your chapter in
your province, and connect with your friends and family
that support you.
It is also about learning how to give proper treatment. 

I will never forget the times that Drake cut his tongue,
scraped his knees after a fall on the treadmill, cut his
thumb taking tape off his hockey stick with a knife, and

fractured his wrist playing
capture the flag. Or when 
I had to let him do his
treatment for the first time
and I tried to be ever so
patient as he went through
the steps with awkward
fingers. Each and every time, 
I always phoned the staff on
call so they could guide us
through the best treatment
choices. We still do “RICE”
(rest, ice, compression and
elevation). We still guide him

Empowered by a “matter of fact”
Gwenn Bodie, Thompson, Manitoba

Robert Burfoot-Lobo and Ryanne Radford

Drs. Poon and Rivard

MED I C A L  A N D  S C I E N T I F I C  S YM PO S I UM
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to make smart choices but we truly feel he has learned to
grow up with factor XIII as just a part of life – not as a
hindrance or a hardship.
He is now 15 going on 16, a strong-minded, handsome,

smart, athletic young man who is a typical teenager. He
tests the limits, thinks he’s the man (and more) but wow
look how far we have come. He plays high-level hockey
and has been drafted.
If you remember anything from

reading this, please remember that
getting information is one of the
best ways of helping everyone learn
to cope with the disease. Know 
who to call if you need help or a
question answered, or have advice
to give to others. Believe in yourself.
Embrace what you have to do to
cope with the disorder that your
family has been blessed with. Yes, I
said “blessed with” ...we have met so
many great people along the way
and experienced wonderful
opportunities because our son
Drake has factor XIII deficiency.
Make it a “matter of fact” part of

your life. Stay connected. Be
informed. Get involved. But most
importantly, Empower yourself. It’s
MY secret of living with a child who
has a rare bleeding disorder. It’s the
secret of life!
After sharing my story with 335

participants, I was overwhelmed by
the response from all of the
different people who came to talk
to me over the next two days – 
CHS staff, physicians, nurses,
physiotherapists, social workers,
drug reps, families, patients and

fellow panellists all congratulated me 
on my contribution to the panel and for
conveying both the medical knowledge
and the mother’s care and concern. 
I was elated! I finally felt I had lots that
I could contribute to others.
My fellow panellists did a super job

in sharing their knowledge and stories
as well as the medical scientists and
physicians who presented prior to our
panel. There was also exciting news
shared at the conference that there will
be a new recombinant factor XIII made

available in the future through Novo Nordisk.
Attending such a rendez-vous is truly a great avenue 

to meet new people, gather the newest of information,
connect with old friends and reaffirm what you are 
doing is the right thing to do. I can’t wait for the next
opportunity to be able to share my story and support 
to others.

Stay connected. 
Be informed. 
Get involved. But
most importantly, 
Empower yourself.

Dr. John K. M. Wu Morna Brown, RN Margaret Rand, Ph.D.

MED I C A L  A N D  S C I E N T I F I C  S YM PO S I UM
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Enter the “Mild Hemophilia Research Project”
Led by JoAnn Nilson from Saskatchewan, a group of CPHC
members from across Canada along with an independent
researcher embarked on a project to determine how the
communication routinely coming out of the
comprehensive care clinics was being perceived and acted
upon, so that the most meaningful messaging possible
could be designed and implemented to improve service
delivery across the board. JoAnn’s group recognized that
critical information for people with mild hemophilia was
not reaching the intended targets with the intended
effects, and set into motion a plan to both explain and
then address the inadequacies. The originality of this
research led to mild hemophilia becoming one of the
focuses of the recent Rendez-vous meeting of the CHS in
Calgary. The necessity for the comprehensive care teams
to place a premium on the management of mild disease
has hit the national stage, with fascinating results.

The CPHC research group divided
the session on mild hemophilia into
a series of platform presentations to
highlight key findings as well as a
panel discussion featuring patients
with the disease and family members.
The assembled audience heard

how the research project was
constructed with data gleaned from
multiple interviews with patients
from around the country. Consistent
themes ranging from a distinct
dislike of what was perceived as
being lectured to by clinic staff, to a
significant fear of needles, emerged
as reasons why adherence to
proposed methods of management
was not always as high as would be
desired by the hemophilia treatment
centres. The capability of physical
performance in tasks and sports on
par or better than that of peers
without an inherited bleeding
disorder contributed to ongoing
engagement in what clinic staff
might have called risky behaviour,
and the patient might have called
self-determination and definition.
Powerful stuff indeed.

Mild hemophilia – is there such a thing?

Certainly for those of us who have been fortunate
enough to be a part of the hemophilia treatment

community in Canada for any length of time there is a
clear understanding of what is described by the term.
Consider however the uninitiated. Does the diagnosis
accurately convey the importance not only of the disease,
but of the vigilance that is required to manage its impact
effectively? It is exactly this type of question that led the
Canadian Physiotherapists in Hemophilia Care (CPHC) to
take a special interest in this group of individuals. People
with the potential for excellence in muscle and joint
health, yet a tendency to bleed, who rarely use factor… 
a perfect fit for physiotherapy. Experience however had
taught us that the Mild Hemophiliac can be an elusive
creature at best, and so the challenge was to determine
how we could most effectively deliver our services to the
mild hemophilia population across the country.

What’s in a name?
Greig Blamey, PT, Bleeding Disorders Program, Health Sciences Centre, Winnipeg

“The answer to my
original question –
names can be
deceptively
simplistic.”

MED I C A L  A N D  S C I E N T I F I C  S YM PO S I UM
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I was tasked with moderating the panel discussion – an
endeavour that both intrigued and concerned me in equal
measure. Fourteen years of clinical practice in hemophilia
care had never before afforded me a 30-minute discussion
one on one with a person with mild hemophilia – never
mind five of them. My situation in Winnipeg had been like
so many across the country – rare episodes of bleeding
amongst my patients with mild disease matched by rare
appearances at clinic and the physiotherapy department.
Would the panellists be communicative? Would they
crystallize for us the issues that we as treaters needed to
understand? Moreover, would they show up? The result, I
am happy to say, surpassed all expectations and I would
like to take this opportunity to once again thank each and
every one of the panellists for their time, and their

willingness to share their
experiences. All of which
translated into a valuable
learning experience for
everyone in attendance.
The Mild Hemophilia

Research Project hinged
upon the effectiveness of
messages – the ones we
as clinical staff deliver to
the patients and their
families on a daily basis.

Ironically, it was in the description of this research that we
as treaters of hemophilia were tasked with understanding
the messages that our patients were sending to us in
return. We need to consider the importance older role
models for boys and young men with mild disease can
have, and find ways to harness that potential. We need to
understand that the importance of each and every joint or
muscle bleed is not a universal constant, but varies
depending upon your perspective. A clinician’s drive to
clarify the damaging effect of any direct exposure of joint
cartilage to blood needs to be balanced with the patient’s
experience that they knew they would get better…
because they always did before. The big lesson –
sometimes we need to talk less, and listen more.

I have always been impressed by the uniqueness of the
hemophilia and inherited bleeding disorder community. A
group of patients, families, caregivers, treaters, CHS staff,
volunteers, industry personnel, and so many others that
collaborate to a degree that I have never before witnessed
with any other patient population. A community in every
sense of the word – caring for one another with an
overarching sense of mutual respect and the recognition
of differences of opinion. A community in which I have
been fortunate enough to act as both teacher and
student, sharing information and expertise but always
learning from the true experts in the field – the patients
themselves. Calgary was no exception.
The answer to my original question – names can be

deceptively simplistic. The term “mild” may be

uncomplicated, and non-threatening on its very face, but
put that term in front of the word “hemophilia,” and you
have a complex group of individuals that require
dedicated, specialized, sensitive and understanding care. 
A group of people who possess within themselves the
ability to endure without incident physical stressors 
that would provoke significant bleeds coupled with the
potential for life and limb threatening bleeds in people
with more severe levels of hemophilia.
A few years ago the CPHC embarked upon a mission to

replace the term “spontaneous bleeding” with “bleeding
from unrecognized trauma” on the basis that the former
made no logical sense and was perhaps dangerously
misleading… Should “mild hemophilia” be next?

Carolyn Jarock, PT Dr. Dawn Goodyear Marion Hahn, PT JoAnn Nilson, PT Dr. Nancy Dower

Mild hemophilia panel participantsNicole Graham, PT
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and centre in the 1986 conference planning. Ron was
national president of the CHS from 1975 to 1978. We
briefly recalled features of the 1986 meetings and their
memories of moving the national office from their
basement to a formal office, plus the national budget in
the early years of about $16,000. Together we listened to
the morning symposium presentations.
The content of this year’s symposium presentations 

was impressive. Addressing issues in an aging
hemophilia/bleeding disorder population from a
perspective of the processes and the chronic illnesses of
aging is of serious clinical importance. Research
addressing these realities is critical to appropriate
practice; it is an absolute must on local, national and
international levels.
An informative sponsor exhibit area provided

opportunities to meet society members and colleagues.
Faces, experiences and remembrances came rushing
from the past. We had walked through fire together! In
almost every encounter, the memories and contributions
of those who were here and those have gone before us
brought pauses of pleasure, quiet sadness and warmth. 
In addition, I was impressed by the range of younger to
experienced CHS members, practitioners and scientists; a
solid mixture, speaking well for the future.
Saturday morning brought an opportunity to immerse

in the CHS strategic plan and to marvel at the talent
and skills of this new generation of Hemophilia Society
leaders from every part of Canada. At the afternoon
focus group session on Aging with hemophilia/bleeding
disorders, I had the pleasure and honour to share in

facilitating the session. Two or three passing
phrases from participants seem fitting
conclusions to this brief discussion and set
the stage for the challenges of the next 25
years. Several voiced, with convictions
wrought from years of personal experience,
“We are the survivors of what is past! We are
the pioneers of where we came from and
where we’re going! We are strong in
confidence earned from what we have
overcome. We are committed to meeting the
challenges of aging that lie before us.”
I wondered as I drove home that evening, 

if I would, at age 98, be granted the privilege
to attend the 2036 CHS Annual Meetings and
Symposium. Don’t worry; I will be there – in
spirit, if not in body! With thanks to all…

As I drove from my home Friday morning to the CHS
Rendez-vous 2011 meeting, my mind travelled back

to my hemophilia beginnings. A phone call from the
executive director in the fall of 1976 brought me to his
office. As director of social work at Calgary’s Alberta
Children’s Hospital, I was informed that we would be
receiving funding for a Southern Alberta Hemophilia
Clinic including resources for about 1/10 of a full-time
equivalent person. He was curious as to whom I might
assign. I replied that since the allotment was small, I
would fulfill the social work role myself. Now, on
reflection, thirty-five years later, what an immense effect
that quick administrative decision had on my personal
and professional life.
Twenty-five years ago, in May 1986, the Annual

Meeting and Medical Symposium took place in Calgary.
Faces of CHS planning committee members flashed
through my mind; accompanied by poignant memories of
the many special ways that our lives had touched. The
1986 meeting was momentous! The realities of HIV could
no longer be contained and the immensity of the tragedy
pre-occupied an afternoon panel presentation involving
physicians and members of the CHS community. To me
and my memories, the 1986 meeting represented a
“coming of age” of the Society. The solid beginnings of
the founders, passed to an emerging generation. The
Society responded in heroic manner to the “challenges” of
the next 25 years.
Interesting coincidence! As I walked to the registration

desk my first encounter was with Dr. Ron and Leni George,
Honorary Life Members of the CHS. They had been front

Memory lane, annual meetings and medical symposia
John R. (Jack) McDonald, Ph.D., CHS Honorary Life Member, Calgary

Honorary Life Members of the CHS, Dr. Ron and Leni George and David Page.
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example, will nursing home staff have the knowledge,
experience and sense of caring to watch out for us in case
of a bleed? It has been our experience that, other than
the staff at our hemophilia treatment centres (HTCs),
many health care providers (including doctors) have very
little, if any, knowledge and/or experience dealing with
hemophilia. What happens if you can’t speak for yourself? 

Among the three breakout groups we probably had
over 35 flip chart pages of notes so these are just
examples of some of our thoughts. We did brainstorm
ideas to help overcome our concerns and many good
suggestions were made. The key findings of our focus
groups will be submitted to the CHS working group on
aging and will be used to help develop programs to meet
the needs of the aging population of people with
hemophilia and other inherited bleeding disorders.
The feeling within the focus group was that we have

started a valuable process of discovery that will lead to
the development of resources and programs of utmost
importance to our bleeding disorder community in the
future. I personally found it was a positive experience to
spend the day with such good people and find that I am
not alone in my concerns. I would like to thank the CHS
for taking this initiative and getting out in front of an
issue that will impact us all.

Iwas fortunate to attend the recent CHS Rendez-vous2011 meeting in Calgary and found the medical sessions
and presentations extremely informative. Of special
interest to me was the session on aging, for two reasons:
first, I have hemophilia and am getting older; and second,
because I had been asked to participate in a focus group
on aging with a bleeding disorder.
The focus group session took place on Saturday, 

May 28. The purpose of the focus group session was
to make recommendations for CHS program
initiatives, options and strategies to optimize quality
of life amid aging processes.
There were 17 of us in this session and we formed

three breakout groups. Each group had a professional
facilitator who led us through an open discussion in
three topic areas:

▪ bleeding disorders, aging and medical conditions
▪ health care professionals and the health system
▪ recommendations for future initiative and
strategies
My breakout group included men in their mid

forties to late fifties. I will share some of the
thoughts brought forth in our session. First the good
news: people with bleeding disorders are living
longer, therefore aging has become an issue.
However, aging is one thing, quality of life is another
– and it is here that we have our concerns. We realize
that, like the general population, we need to exercise
to stay healthy; however we are frustrated that this is
becoming increasingly difficult due to joint problems. In
fact the loss of mobility and being unable to be physically
active is one of our major frustrations.
There was a general consensus in the group that

hemophilia was on our minds when we were younger due
to bleeds and having to be careful, then was somewhat in
the background for few years as we were working and
maybe less active and therefore had fewer problems (also
we just dealt with it). But it is now as we get older that
having hemophilia is becoming an issue again. Physically
we have chronic pain and illness; at times we feel that we
just get over one issue and then something else flares up.
Psychologically, we are becoming increasingly tired of
dealing with these issues. “Over time you just feel ground
down,” one person said.
Concerns were also voiced about long-term health care

and having someone to advocate and look out for us if
we are not able to do it ourselves as we get older. For

Aging focus group facilitators: 
Neale Smith, Jack McDonald, Ph.D., Maureen Brownlow, RSW

Focus group on aging
Rob Dinsdale, Oakville, Ontario
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P R E S E N T I N G  S P O N S O R S

C H A M P I O N  S P O N S O R S

S U P P O R T I N G  S P O N S O R S

S P O N S O R

A  S P E C I A L T H A N K YO U
On behalf of the entire hemophilia community, a special thank you to the sponsors of Rendez-vous 2011 for their
support of the Canadian Hemophilia Society and their commitment to improving the health and quality of life of all
people with inherited bleeding disorders.

It is only through the collaborative efforts of our sponsors, health care providers and our community that we are able to
achieve success and change the landscape of inherited bleeding disorders in Canada. Once again, we thank you. – D.F.C.

HÉMA-QUÉBEC
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The World Federation of Hemophilia (WFH) annually recognizes the most exceptional organization and treatment centre
partnerships with Twins of the Year Awards. The CHS is proud that in 2010, Canada won both the Hemophilia
Organization Twins of the Year Award and the Hemophilia Treatment Centre Twins of the Year Award.

V lunteer File
Marion A. Stolte
Chair, National Chapter Relations Committee

h that without the involvement of many we would not be where
we are today.
But, do we leave the recognition for national contributions

only? We mustn’t! For each of us (within our own local
chapters and regions) has a significant part to play. Without
each of us contributing in our own way, the CHS would not be
the success it is today. Each one is important: sitting on a
committee to plan a summer BBQ for families; arranging
childcare at the annual AGM; soliciting prizes for golf
tournaments; wrapping prizes for events; sitting on the Board
(to name a few). And we must recognize and value each
contribution – in a variety of ways.
The Chapter Relations Committee (formerly Volunteer

Development Committee) has put together a list of ways to
acknowledge and recognize volunteers. This is posted on our
CHS Intranet site. Contact your local chapter president or staff

for a copy.
I recently heard an African saying

which goes like this: 

If you want to run fast,
run alone; if you want to
run far, run together. 
We want to run far – we want to

see permanent changes for people
living with inherited bleeding
disorders – this will be accomplished
as we volunteers run together to
make changes.

Running together with you.

HEMOPHILIA TREATMENT CENTRE
Twins of the Year Award
The Hemophilia Society (Delhi) – Lions Kidney Hospital &
Urology Research Institute and the Comprehensive Hemophilia
Care Centre of the Manitoba Pediatric Bleeding Disorders
Program for the following achievements:

– City-wide workshop for nurses;
– Educational workshops for families;
– Physiotherapy training;
– Laboratory training;
– Provision of patient assessment tools and patient educational
materials.

HEMOPHILIA ORGANIZATION
Twins of the Year Award
The Association tunisienne des hémophiles (ATH) and the
Canadian Hemophilia Society – Quebec Chapter (CHSQ) for
the following achievements:

– Training of board members on good governance and
volunteer skills;

– Development of roles and responsibilities for the board;
– Development of a strategic plan for the organization;
– Provision of psychosocial support for families;
– Training for young people with hemophilia;
– Providing home care workshops.

Running together

Recognizing volunteers! This is a crucial aspect of valuing
the tremendous contributions of so many who give their
time and energy to seeing care, treatment and improved

quality of life for all those with inherited bleeding disorders.
Rendez-vous 2011 in Calgary provided a wonderful

opportunity to recognize some of the people who have given
their time and energy to see changes occur within our
community. At the Awards
Banquet held on Saturday,
May 28, several were
recognized – some from
within the medical
community who give above
and beyond to us; others
within our chapters who give
above and beyond – whether
it’s to get a chapter going or
to increasing volunteer and
fundraising capacity.
Opportunities such as

these allow us to express
appreciation and recognize

A Global Perspective
Michel Long, CHS national program manager

Congratulations to all the volunteers and health care professionals who have made these twinning relationships such a success!
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Youth File

About twenty young people took part in a Drive Your
Care/Drive Your Car workshop at Rendez-vous 2011.
Developed by the CHS National Youth Committee, this

workshop is a training session to encourage young people to
take charge of several aspects of their health care. This was the
second workshop held; the first took place in Montreal in 2009.
The day began with a presentation by Dr. Dawn Goodyear of

Calgary’s Southern Alberta Rare Blood and Bleeding Disorders
Comprehensive Care Program. The topic of her presentation was
pain management and the use of drugs to control pain. During
the presentation, Dr. Goodyear asked young people to consider
all aspects of their pain and their level of tolerance for each
aspect. The issue of medication dependence was also broached,
and Dr. Goodyear presented a pain scale with the medications
generally prescribed for each level of pain. The presentation was
very instructive and gave young people who generally have little
or no joint pain a more long-term picture of health care issues
and the options open to them.
Hélène Bourgaize then facilitated a quiz game on the history

of the Canadian Hemophilia Society and the evolution of health
care in Canada and around the world. Three hard-driving teams
battled it out before a captive audience. The players participated
enthusiastically in this very informative game, which provided an
opportunity to learn more about the different bleeding disorders.
The CHS has agreed to make a donation to the Million Dollar
Club in the name of the members of the winning team.
Congratulations to all!
The last part of the day was devoted to road safety and

driving a car. I bet you’re wondering what the link is between
hemophilia and driving a car! The parallels are
actually quite easy to make. The human body
works like a car. Sometimes both need
emergency care. But more important, and
this is often forgotten, both need
frequent daily care to ensure the
longevity of their parts. The training
session given by the company
Thinking Drivers looked at emergency
procedures during skid control and
accidents as well as mechanical
maintenance such as changing tires, spark
plugs or oil. Drunk driving prevention was
also on the agenda as was the importance
of wearing a seat belt to prevent deaths
during accidents. Video clips were shown
to help participants understand the
concepts presented.

Maxime Lacasse Germain
Co-chair, National Youth Committee

Here’s what two young people who participated in the
workshop had to say:

I found the youth sessions really interesting. I liked the first
part the most, because we talked about different types of pain
medications, about how people deal with the pain that comes
with having a bleeding disorder and about the dangers of some
prescription medications. I thought the “Who wants to be a
millionaire?” game was fun. I didn’t know the answers to a lot
of the questions that were asked so I learned a lot. The Drive
Your Car session was pretty good and well organized. I think I
will benefit from it next year when I get my learner’s permit.

—Wade Penner, Manitoba

This was my first time attending a CHS conference, 
and I am very thankful I had the opportunity to do so. The
entire weekend was full of very informative sessions, and my
knowledge of the different types of bleeding disorders and
their management has increased immensely from this
experience. I am also thankful for the friendships I made with
fellow members of the Youth Committee and the CHS!

The Drive Your Care/Drive Your Car youth session centred on
pain management and car/driving safety with a fun game for
the whole group. This session was very helpful for identifying
different types of pain and different approaches for treating
them. The car/driving safety presentation was very practical
and the expert’s personal experience gave us insight into
hazards we might come across as drivers. I look forward to
future meetings/events with the committee!

—Carrie Fleet, New Brunswick

Another goal of the Drive Your Care/Drive Your Car program
is to give young people from across Canada an opportunity to
get to know one another and to build a solid social network.
Breaking the isolation of young people is a major objective of
the CHS National Youth Committee. Our thanks to Bayer for
sponsoring this workshop, which was a success from start to
finish. Our thanks as well to the different chapters that
sponsored young people to participate in this event.

Drive Your Care/Drive Your Car 
at Rendez-vous 2011
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Medical News
HEPATITIS & HIV PRESS REVIEW

Michel Long, CHS national program manager
and Dr. Elena Vlassikhina, volunteer collaborator

� Additional interferon improves early responses for people
with HCV and HIV

A small study has found that adding an additional dose of
pegylated interferon to the standard dose of interferon plus
ribavirin for the first four weeks of hepatitis C virus (HCV)
treatment significantly improved early treatment responses in
people co-infected with both HCV and HIV – offering new hope
for these patients and particularly for co-infected African
Americans, who typically have a poorer treatment response. 
Of note, the additional interferon (twice weekly dosing) did 
not appear to increase the side effects in most people.
www.poz.com/articles/hiv_hcv_treatment_761_20489.shtml

� Potent antiviral efficacy of TMC435 in hepatitis C
patients who have failed earlier treatment

TMC435 is a potent, once-daily, oral HCV protease inhibitor
which recently entered clinical Phase 3 studies. Tibotec recently
presented the results from its study on TMC435 in treatment of
experienced hepatitis C patients. Results show potent antiviral
efficacy of TMC435 in hepatitis C patients who have failed
earlier treatment, especially in prior null responders, and
excellent safety and tolerability. Results demonstrated that HCV
RNA levels were undetectable at week 24 for 82 to 91 per cent
of the patients.
www.cisionwire.com/medivir/medivir--week-24-interim-
results-from-tmc435-hepatitis-c-phase-2b-aspire-study-
presented-at-easl103258

� Promising data on Novartis first-in-class HCV antiviral
Novartis’ investigational oral agent alisporivir, added to 
a standard treatment regimen, effectively cured almost 
50 percent more previously untreated patients with the most
common form of hepatitis C, according to Phase II data recently
presented. The Essential study involved 300 previously untreated
patients with genotype 1 HCV. Of those treated with alisporivir,
plus standard of care, 76 per cent achieved superior viral cure
compared to 55 per cent of patients on standard care alone 
24 weeks after stopping treatment.
www.pharmatimes.com/Article/11-04-01/
Fantastic_data_on_Novartis_first-in-class_hep_C_antiviral.aspx

� Monkey vaccine has promise for eventual human HIV
vaccine

A vaccine has been developed that protects non-human
primates (monkeys) from SIV (simian immunodeficiency virus),
the monkey equivalent of HIV. Researchers reported in journal

Nature that this breakthrough could eventually lead to a
vaccine for humans, protecting them from HIV.
www.medicalnewstoday.com/articles/225013.php

� HIV infection raises heart failure risk
Infection with HIV can increase the risk of heart failure even in
patients who don’t have a prior history of heart disease, a U.S.
study said. The message for HIV care providers is clear: “Be on
the lookout for early signs of heart failure in HIV-infected
persons, even if there is no history of preceding coronary heart
disease”, lead investigator Adreel Butt told Reuters Health.
“Controlling HIV well may reduce the risk of heart failure.”
www.reuters.com/article/2011/04/26/us-hiv-heart-
idUSTRE73P08A20110426

� Long-term consistent use of HIV therapy protects the liver
People with HIV who aren’t also infected with viral hepatitis are
at significant risk of developing liver disease, but long-term
consistent use of antiretroviral (ARV) therapy appears to be
protective, according to a study. Overall, Dr. Monia Mendeni’s
team found that the likelihood of having liver fibrosis increased
with age more than any other factor. Having a low CD4 count
also increased chance of having liver disease progression. This
was the first study to find that longer-term use of ARV
medication had a protective affect against liver disease
progression. The effect was small, but present. The team also
found that people who took Videx (didanosine), Zerit
(stavudine) or Hivid (zalcitabine) were more likely to have
fibrosis progression, confirming previous studies showing that
these drugs may have a negative impact on the liver and should
be avoided when possible.
www.aidsmeds.com/articles/hiv_liver_fibrosis_1667_20194.shtml

� Reyataz may be safe for HIV patients with severe liver
disease

People with HIV who have severe HCV-related liver disease
(cirrhosis) may be able to safely take Reyataz (atazanavir)
without worsening their liver condition, according to a study.
Reyataz is one of the best tolerated protease inhibitors
available, and though it can cause significant elevations in a
liver enzyme called bilirubin, it does not appear in clinical trials
to negatively affect the liver in other ways and no more so than
other protease inhibitors.
www.aidsmeds.com/articles/hiv_cirrhosis_reyataz_1667_
20128.shtml

� Research suggests HIV patients at higher risk for bone
fractures

Data support the need to develop guidelines that address
screening for and correcting reversible causes of low bone
mineral density and fall risk, and that these activities should be
incorporated into the routine care of HIV-infected patients.
www.redorbit.com/news/health/2011124/
research_suggests_hivinfected_patients_at_higher_risk_for_
bone_fractures/index.html
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Introduction

Hepatitis C virus (HCV)
infection is widespread,
with an estimated 300,000

to 500,000 cases in Canada. It is a
significant cause of liver disease
and is the leading reason for liver
transplantation. Current
interferon-based therapies are
limited by suboptimal
effectiveness and long duration
of therapy. There is an important
unmet need for more effective,
more convenient, and better-
tolerated HCV antiviral treatments.
Direct-Acting Antivirals (DAA)

represent a collection of orally administered antiviral
medications for HCV treatment. Many are currently being
studied in clinical trials. The first of these medications to be
approved by the U.S. Food and Drug Administration (FDA), and
hopefully by Health Canada by the fall of 2011, are two HCV
protease inhibitors called boceprevir and telaprevir which are
effective against genotype 1 infection. These medications are
added to current standard of care, which is pegylated interferon
injected subcutaneously once weekly and ribavirin taken orally
twice daily. Telaprevir is dosed for the initial 12 weeks of therapy.
Boceprevir is added after 4 weeks of pegylated interferon and
ribavirin. It is then continued in most people until 28 weeks of
therapy.

HCV response to therapy
Rapid HCV clearance from the blood is a key predictor for

high rates of sustained virological response (SVR), which is
generally assumed to be the same as cure of chronic HCV
infection. Only 15% of genotype 1-infected individuals
achieve rapid virological response (RVR) with interferon and
ribavirin-based therapies — i.e., undetectable HCV RNA after
four weeks of treatment. The addition of boceprevir or
telaprevir to pegylated interferon and ribavirin therapy
significantly improved RVR and SVR, and reduces relapse rates
— i.e. return of virus in the blood following completion of
therapy. In patients who have never received therapy, the SVR
rates approach 65-70%. This is a significant increase
compared to current therapy (40%). As well, for over 50% of
patients who rapidly clear HCV from their blood, the total
duration of therapy can be reduced from 48 weeks to 24-28
weeks.
Patients who previously did not achieve a SVR with HCV

therapy can benefit from the addition of these protease
inhibitors to standard of care. In prior relapsers — i.e., cleared

virus on treatment but then the virus returned after completion
of therapy —, the SVR rate is about 80%. In prior, null-
responders — i.e., the viral load failed to drop in any meaningful
way after 12 weeks of therapy —, the SVR rates are 30-35%.

Side effects and other limitations
A decline in red blood cells (anemia) is a common side

effect (40-50%) with boceprevir and to a lesser extent with
telaprevir. This can produce fatigue which can limit the
patient’s usual daily activities. Careful monitoring, ribavirin
dose reduction, use of erythropoietin and transfusion are all
treatment options that can be considered to successfully
manage this side effect and allow patients to continue on
HCV therapy. Some develop severe rash with telaprevir, which
can be avoided by careful, frequent monitoring. A minority of
boceprevir recipients develop a foul taste in their mouths
which is annoying but unlikely to prevent patients from
completing their therapy.
Both medications require dosing every eight hours which

raises the challenge of taking all medications at the right
time. Treatment adherence to these new medications is
critically important as missed dosing can rapidly lead to drug
resistance and loss of treatment effectiveness. While on
therapy, frequent monitoring of adherence and HCV viral
load levels will be necessary.
These new medications will be expensive. It is unclear at

this time how provincial formularies will approach funding
coverage. Some of this added cost will be offset by the fact
that many patients will receive shorter durations of
pegylated interferon and ribavirin therapy.
It is important to remember that these medications are

only effective for HCV genotype 1 infection. Other
medications are in development that will hopefully benefit
those living with other genotype infections. Adding both of
these protease inhibitors together to interferon and ribavirin
will not provide additional benefit over only one. However, in
the future, DAA medications will be combined to improve
treatment success further and eventually eliminate the need
for interferon and the side effects that result from this
medication.

Conclusion
Alternatives to currently available HCV antiviral therapy are

clearly needed. Boceprevir and telaprevir achieve rapid HCV
viral clearance from the blood and dramatically improved SVR.
Optimism must be balanced by concerns related to frequent
dosing, risk of drug resistance, an increase in overall side
effects and cost. Nonetheless, the arrival of these medications
herald an exciting new era for people living with HCV which
promises much improved treatment success and shorter
duration of therapy.

New hope for improved hepatitis C genotype 1 treatment
Curtis L. Cooper, MD, FRCPC, associate professor, University of Ottawa, 

Division of Infectious Diseases Viral Hepatitis Program, The Ottawa Hospital
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Psoas bleeds – what’s the big deal?
Julia Brooks, PT, Southern Alberta Pediatric Bleeding Disorder
Program, Alberta Children’s Hospital, Calgary

Iam sure that many parents and patients have often heard ustalk about psoas bleeds and that they are a bigger concern than
a “regular” muscle bleed – but really, what is the big deal with

them?
The psoas is a large muscle which originates along the lower

spine. It joins up with the iliacus muscle to form the iliopsoas
muscle which then inserts onto the upper portion of the thigh
bone. Its primary action is to flex the hip and it also helps to
externally rotate the hip (like for a cross leg position). The
important thing to know is that there are a number of nerves
that pass over, under and some even through the psoas.
So, why do we care where the psoas is and about all the nerves?

The reason is that there is a limited amount of space in the hip area
that can accommodate swelling or blood before it starts to push on
these structures. As the amount of blood increases it can push on
the nerves and actually cause changes in sensation in the leg and
sometimes can even impair muscle function if the bleed is big. If
nerves are compressed for too long they can actually be damaged
permanently. This is why we are so pressed to get the blood out of
the psoas as fast as possible and to prevent further bleeding.
Now that we know why psoas bleeds are so concerning, how

do we know if there is a psoas bleed and what do we do about it?
Usually people complain of pain at the front, upper part of their
leg just below the pointy hip bones and sometimes in the groin.
Often when they walk, the hip will be flexed with just the toe on
the ground and it will be hard to stand up straight. At rest, the
most comfortable position will be with the hip flexed and

sometimes turned out a little. If the hip is flexed by the patient
it will be painful – usually more painful than if someone gently
flexed the hip for them. Also if they try to extend the hip it will
be tight and they will have increased pain. If the bleeding
continues they will eventually start feeling numbness or
tingling over the front and sides of the thigh (usually the back
of the thigh still feels normal). At this point the bleed is an
emergency and needs to be treated immediately to avoid
permanent damage of the nerve.
We have a psoas bleed – so what should we do about it? 

The consensus of physiotherapists across the country is that the
best treatment (in addition to factor) is bed rest. In fact, a patient
with a psoas bleed should not try to stand or walk and crutches
should not be used because these actions activate flexing of the
hip muscle. As such, to totally rest the muscle, bed rest is the
answer. In many cases bed rest includes using a bedpan for
toileting and supporting the affected leg during position changes.
Once the bleed has improved and the physiotherapist says it is
okay, the patient should initially start walking backwards – using
the gluteal muscles (hip extensors). Full rehabilitation is slow and
must be monitored by a physiotherapist. It often includes pool
therapy, range of motion and strengthening exercises, and
monitoring of any areas with altered sensation.
One other thing to note is that psoas bleeds tend to re-bleed

frequently. Usually this is due to the person trying to do too
much, too soon, as they are recovering. It can take weeks to
months to fully recover from a major psoas bleed so patience is
key during the rehab process.
Hopefully this gives everyone a little more insight into psoas

bleeds and why we physiotherapists get so worked up about
them. If you have any questions or concerns please contact your
friendly neighbourhood hemophilia physiotherapist.

The PhysioCorner
Janelle Syring, PT, Rehabilitation Department, Thunder Bay 
Regional Health Sciences Centre, Ontario

Twenty-six physiotherapists from across Canada and special guest Nicola Hamilton,
physiotherapist from Melbourne, Australia, made their way to Calgary to attend
Rendez-vous 2011.

The research from the physiotherapists studying mild hemophilia was presented
during the Medical and Scientific Symposium on Friday, May 27. Physiotherapists Kathy
Mulder, JoAnn Nilson, Marion Hahn and Carolyn Jarock presented on various aspects
including recognizing bleeds, communication strategies and physical activities. These
presentations were followed by a panel discussion of patients with mild hemophilia.
During the CHS banquet, Kathy Mulder was presented with the International

Contribution Award for her work in contributing internationally to the development of
care and services for people with bleeding disorders. 
Members of the Canadian Physiotherapists in Hemophilia Care (CPHC) also

participated in a two-day AGM, where we said goodbye to longtime member Marion
Hahn from Montreal Children’s Hospital, and wished our former secretary Catherine 
Van Neste “bonne chance” as she will begin her maternity leave.
As the CPHC may be known to work hard, they are also known to play harder. Some

physiotherapists may have been spotted riding the mechanical bull at Ranchman’s Friday
night and some may have been responsible for starting the wave at the CHS banquet.
We are looking forward to seeing you again.
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Morna Brown, RN, Southern Alberta Rare Blood and Bleeding Disorders
Comprehensive Care Program – Adult Division

The initial challenge of the conference was the weather. People arrived in
Calgary with the expectations of sunny Alberta blue skies but instead, a
steady rainfall started on Thursday as the planes arrived and the clouds

parted Sunday morning with the departures. We will forget the 69 millimeters
of rain but the 335 people who attended the symposium will be remembered.
The breakfast satellite symposia started our mornings which led the way to

days full of listening, questioning and hopefully on our return to our programs
implementing some of what we learned.
The weekend activities allowed time to renew friendships and face-to-face

contact with those we spend the majority of our time corresponding with
online. We had opportunities to meet new people and share meals together.
It would be impossible to thank all those that made this event possible or

the participants who provided invaluable information.
Overall the highlight of the weekend was the families and individuals 

who related personal experiences and shared their stories. With all eyes on the
panel, wiping away silent tears, we all realized why we work so hard at this job
and will walk away with more skills to confront the New Challenges.

The Nurses’ Station

Adherence Summit
Hulda Niv from Alberta and Patty Phrakonkham-Ali from
Manitoba participated in the Adherence Summit in February
2010, which was attended by Canadian health professionals from
all the disciplines involved in bleeding disorders care. 
A workshop on “Motivation Interviewing” and an interactive
discussion on how to optimize treatment were highlights. 

The CSWHC room at Rendez-vous was a “buzz” as we
diligently brainstormed with great interest in exploring new
initiatives. There was an “all aboard” consensus by the members
present to look at a new project to be spearheaded by Claude
Bartholomew and Anne Vaughan regarding social and vocational
adaptation among individuals with bleeding disorders. This is very
much in the embryonic stage as CSWHC explores the systematic
issues that individuals with bleeding disorders are confronted
with when exploring employment or vocational options. This
project will include a new resource to assist youth entering the
job market as well as those considering mid-life career changes due
to changing physical challenges.

Denise Labrecque, RSW
Children’s Hospital of Eastern Ontario, Ottawa

Eleven social workers from coast to coast, representing more
than half of the social workers involved in bleeding disorder
programs in Canada, attended Rendez-vous 2011 in Calgary.

The Canadian Social Workers in Hemophilia Care (CSWHC) have
been busy, as we are now represented on several CHS committees.
The attending CSWHC members wasted no time at Rendez-

vous 2011. During our meeting time, we discussed at great length
the contents of the Parents Empowering Parents (PEP) program to
evaluate any opportunities, from the facilitator’s perspective, to
improve the program and whether to focus and expand more on
certain elements. Further discussions will be held by
teleconference to ensure the continued success of this worthwhile
program. We would like to acknowledge the CHS and Bayer’s
support for this endeavour.

PEP program
We are very excited to announce some preliminary feedback about
the Parents Empowering Parents (PEP) program, a support and
education initiative that CSWHC has been facilitating across
Canada. To date, the CHS has held four PEP weekends in Alberta,
Manitoba, Ontario and Nova Scotia, and the feedback is extremely
positive, identifying the program as valuable training. More
weekends will unfold in 2011 and 2012.

CSWHC co-chairs
A huge thank you to Connie Shrubsole who has co-chaired
CSWHC from 2009 to 2011. Connie has generously volunteered
liberal amounts of hours as she has more than completed her
two-year term as CSWHC co-chair. She has passed the co-chair
baton on to Claude Bartholomew from BC who has graciously
volunteered to co-chair alongside Michelle Sims from
Saskatchewan who remains for one more year.

SocialWorkers Face-to-Face
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Usage of factor VIII and IX in Canada
shows slow increase
Ottawa – June 24, 2011 – Data presented by the

Canadian Hemophilia Society to the Canadian Blood
Services (CBS) open board meeting showed a slow
increase in the use of factor VIII and IX products over the
last decade.
The presentation, based on raw distribution data

supplied by CBS and Héma-Québec for the last 11 years,
showed an average annual increase in factor VIII
distribution of 4.60% by CBS and 4.82% by Héma-Québec.
Distribution of factor IX products increased 3.69% annually
in the provinces served by CBS and 5.80% in Quebec.
Diane Bissonnette, nurse coordinator from Ottawa who

made the presentation on behalf of the CHS Blood Safety
and Supply Committee, attributed the increase to two
factors. First, the number of people with hemophilia in
the Canadian Hemophilia Registry has increased by 2-3%
annually since 2003. Second, the number of people
treated prophylactically, rather than by on-demand
treatment after a bleed has occurred, has also increased
as research demonstrated the added benefits.

The CHS and NRBDO support Dublin
Consensus Statement
Montreal – June 11, 2011 – The Blood Safety and

Supply Committee of the Canadian Hemophilia Society
and the Network of Rare Blood Disorder Organizations
(NRBDO) have endorsed the 2011 Dublin Consensus
Statement on the collection and provision of blood
components and plasma derived medicinal products
(PDMPs).
The Consensus Statement was developed in January

2011 at a meeting in Dublin, Ireland, that brought
together representatives of patient groups, blood donor
associations, not-for-profit blood collectors and
manufacturers, and for-profit manufacturers.
A meeting held in January 2010 set the stage for

achieving the broad consensus.
The Dublin Consensus Statement recognizes two major

priorities for the global community in providing patients
with adequate and safe blood components and PDMPs: 
1) to provide and maintain safe, sustainable and sufficient
blood components in all countries through the

development of national blood transfusion systems based
on voluntary non-remunerated donors; 2) provide an
adequate supply of PDMPs from recovered and source
plasma to meet patient needs on a global level.
The Statement includes principles related to patients,

donors, cooperation between systems that collect blood
and plasma from both remunerated and non-remunerated
donors, and global utilization of donated blood and plasma.
Since the meeting in January, the governing bodies of

a broad range of patient, donor and blood system
organizations have endorsed the Statement.
The full statement can be consulted at

www.hemophilia.ca/en/about-the-chs/public-affairs.

Retrovirus created in lab, probably not risk
to blood system 
New York – May 31, 2011 – Editors of the journal

Science have asked the authors of a 2009 paper that
linked chronic fatigue syndrome to a retrovirus called
XMRV to voluntarily retract the paper. A paper in the 
May 31 on-line ScienceExpress suggests that XMRV is a
laboratory contamination of samples.
In a letter to the original authors, Science raised

concerns after other scientists were unable to replicate
the findings.
This is good news for the blood supply. Concerns about

the blood supply being exposed to a new retrovirus had
led many blood establishments, including Canadian Blood
Services, to defer donors who had been previously
diagnosed with chronic fatigue syndrome.
New evidence suggests that XMRV (xenotropic murine

retrovirus) was created in the laboratory through the
recombination of two mouse viruses. This new recombinant
event then went on to contaminate human samples.
XMRV was never considered a threat to plasma-derived

medicinal products such as factor VIII, factor IX,
immunoglobulin and albumin or recombinant clotting
factor concentrates as retroviruses are readily inactivated
by the manufacturing process.
The news that XMRV appears not to be an emerging

pathogen is, however, bad news for those suffering from
chronic fatigue syndrome. Many had hoped that finding
the cause of their condition could lead to effective
treatments.

The Blood Factor 
David Page, CHS national executive director
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– improved access to drug therapies
– tracking of blood and blood products to permit
inventory management and effective recall and
notification procedures

– active adverse reaction reporting and post-marketing
surveillance of therapies

– treatment practice guidelines
– standards of care guidelines to maintain the same
optimal level of care across Canada

– orphan drug legislation

The NRBDO held a landmark national conference on
comprehensive care for rare blood disorders in 2006 and
followed it up in 2009 with a second conference to mark
progress. While much remains to be accomplished to
develop comprehensive care for rare blood disorders based
on the hemophilia model, now in existence for over 30
years, real progress is evident. The member groups of the
NRBDO have pushed for pilot treatment centres in
different parts of the country that will pave the way for
national networks in the future.
The Canadian Hemophilia Society provides financial

and logistical support to the NRBDO through its national
office.

To read more about the NRBDO, go to
www.hemophilia.ca/en/about-the-chs/collaboration/
network-of-rare-blood-disorder-organizations.

On the occasion of the gala dinner of the Aplastic
Anemia and Myelodysplasia Association of Canada
(AAMAC) in Toronto, last June, the Network of Rare

Blood Disorder Organizations (NRBDO) was awarded The
Excellence in Advocacy Medal (T.E.A.M.) for 2011.
The T.E.A.M. award is given annually by the AAMAC 

for outstanding contribution towards advocacy and
awareness in Canada. The award takes the form of a
$5,000 grant from Celgene Canada to AAMAC. For 2011,
the AAMAC has donated the money to the NRBDO to
further its work.
The NRBDO is an initiative of the Canadian Hemophilia

Society. Created in 2004, it quickly grew into a coalition
of national patient groups, formed to share the best
practices in health care delivery for people with rare
blood disorders.
“It’s fantastic that the AAMAC has recognized the work

of the NRBDO,” said Silvia Marchesin, past-chairperson of
the network, in accepting the award.
“The NRBDO has been of great help to small

organizations like mine to advance comprehensive care,”
said Riyad Elbard, chairperson of the Thalassemia
Foundation of Canada, and current chair of the NRBDO.
Member organizations represent people with hereditary

angioedema; aplastic anemia, paroxysmal nocturnal
hemoglobinuria (PNH), and myelodysplasia; primary
immune deficiency; porphyria, sickle cell disease;
thalassemia, thrombotic thrombocytopenic purpura (TTP);
and hemophilia, von Willebrand disease and
rare bleeding disorders. The organizations
work in a coordinated fashion to improve
patient access to comprehensive care while
empowering patients who have rare blood
disorders. The NRBDO strives to raise the
level of awareness and knowledge of the
patient groups’ roles in the following key
issues:

– the provision of comprehensive care for
complex rare disorders through specialized
care centres

– the importance of patient registries to
facilitate access to quality care and
existing and emerging therapies

Network of Rare Blood Disorder Organizations 
wins advocacy award

David Page, CHS national executive director
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Our Stories
Far from home 

but healthy for life
Ricardo Arizpe, Kitchener, Ontario

Until our son Erick was 15 months old, we didn’t
suspect anything. Then he was diagnosed with severe
hemophilia A. In our country, since he couldn’t have

proper care in the regular hospital, we had to turn to a
private hospital where we had to pay for all the tests. We
wanted our son to have a Port-a-Cath, but we were turned
down by the specialist, who told us that it was not a solution
because we wouldn’t have the factor concentrate to infuse
Erick anyway. “You’d better think about changing this
stroller for a wheelchair – the child will need it,” said the
specialist when he
saw Erick for the
first time in the
hospital.
Erick’s five 

older cousins, 
also affected with
hemophilia, were
suffering from
serious joint
damage and we
decided to find the
best health care for
our son and to
provide him with a better chance than the one he would
have in our country. This became even more obvious to us
when Erick’s aunt attended the 2006 World Hemophilia
Congress in Vancouver and told us about the amazing
treatment available for patients with hemophilia.
After much research and consultation on the Internet,

much time spent in prayer, and seeing the suffering and
deteriorating health of our son, we finally arrived in Toronto
five days before he turned three. That same week, Erick was
seen by the team of specialists at Sick Kids Hospital. He had
a little damage to his knee and multiple bruises, which are
“normal” among children with hemophilia in our country.
Two months later, he was transferred to McMaster Hospital
in Hamilton for special care, and was prescribed an
indwelling catheter to help him get his medicine.
When we arrived in Toronto, we began a long process

before the Canadian Immigration authorities. Our first
residency application hearing was denied, which put at risk
Erick’s medical care since we would have to return to our
country. We started another process: humanitarian &
compassion. Our second request to obtain the Canadian
residency was again denied but we were given the
opportunity to present more evidence of the risk to his

health and how he would suffer if he no longer had the
treatment he was receiving in Canada.
It was a great team effort: the Mennonite Coalition for

Refugee Support, Immigration Canada, Hemophilia Ontario,
The Gathering Place Church, the Canadian Hemophilia Society,
the Hemophilia Treatment Centre at McMaster, and many
more people contributed to our efforts to give a better future
filled with opportunities for Erick. Finally our dream came true.
After a long wait of over 45 months, our permanent

resident application has been accepted and approved; we can
continue the subsequent processes without the
heavy burden of uncertainty.
At his last appointments with the

hematologist and his pediatrician, both
commented that Erick is in very good condition
and his knee has fully recovered. “I’m so glad, for
the first time, I see him without a single bruise
on his body,” said the pediatrician last week.
Erick is now turning 7 years old; he just

finished first grade and is looking forward to his
swimming lessons. He is still a little afraid of
biking but intends to learn it soon. As a family
we started to learn home infusing and Erick has
already shown interest in learning to self-infuse.

We want to say THANK YOU. We have now been accepted
to continue with our residence application and Erick has
been granted an exception to stay in Canada, where he may
continue to receive treatment. The letter the CHS wrote
together with the one from Dr. Anthony Chan, clinic director
at the Hamilton Health Sciences Corporation, McMaster
Division, were the most important documents on which the
immigration officers based their decision.
Once again, thank you.                     – Arizpe Family

The Arizpe family, left to right: Ricardo, Erick, Leticia and Ricardo, Jr.

Erick at the 2010 Just the Guys Weekend.


