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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.

VISIONARY

INNOVATORS

BELIEVERS

The BeneFACT  Rs Club

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

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

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

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

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

IN 
THIS 
ISSUE

Frank Schnabel | CHS  FOUNDER



In January, the Quebec Chapter (CHSQ) received the approvalof the World Federation of Hemophilia for its twinning project
with the Nicaraguan Hemophilia Association. Both partners in
the twinning project were
delighted to receive the good
news and are looking forward
to the next four years of the
partnership with enthusiasm,
determination and hope,
keeping in mind the WFH
motto: Treatment for All!
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Word from the editor

François Laroche

Last, I was recently contacted by a young comedian from New
York, Patrick James Lynch, the author and producer of a

comedic Web series entitled Stop the Bleeding! that targets
adolescents and young adults with bleeding disorders. The series
stars Lynch as Spencer, a goofy young hemophiliac who heads a
non-profit organization and tries to help the bleeding disorder
community with new ideas and inventions but fails at every turn.

A severe hemophiliac himself, Patrick James Lynch tackles a
number of topics related to bleeding disorders with humour in
order to get an educational message across to adolescents and
young adults, who are often hard to reach other than via the
Web. Having seen the first episode, I am confident the series will
attain its goal. Played by talented actors, the characters are
funny and engaging, and the quality of the series is professional.
Interested? The series was launched in February 2013.

Patrick James Lynch also produces another web series,
Helping Hany, a stop-motion animated series that speaks to
teenage girls and young women. Launched in February 2013 as
well, this series is about the trials and tribulations of Hany, a
young girl learning to live with a hereditary bleeding disorder.

To view this series go to:
stbhemo.com

The Canadian Hemophilia Society

celebrates its 60th anniversary

in 2013. You can read an

overview in the Message from 

the president on the next page. 

Few non-profit health care

organizations can boast of such

longevity! We owe our success to 

the unremitting work of dedicated

volunteers, the vital assistance of 

the health care providers in our

hemophilia treatment centres and 

the invaluable support of our loyal

partners. Such cooperation, such

synergy among players so diverse

working together for a common

cause is unique to our community. 

On behalf of those with inherited

bleeding disorders, I thank you all. 

To the CHS, happy 60th anniversary,

and may the last six decades pale

beside those to come!

* * *



Hemophilia Today  March 2013  | 5

Message from the president

Craig Upshaw

Celebrating 60 years… 
and as many accomplishments

In 2013, the Canadian Hemophilia Society is celebrating its 60th
anniversary of service to people with inherited bleeding
disorders. While our history has been marked by the loss of
many individuals over these years, it is nevertheless worth

taking time to remember our accomplishments. In honour of all
those who contributed to our work, I have chosen to focus on 60
of those accomplishments.

People with bleeding disorders and their families can count on the
wonderful care and support of comprehensive care teams in our
network of 25 clinics across Canada. Each clinic is a major
accomplishment. The CHS deserves a share of the credit for working
with health care providers and authorities to create this model of care
in the 1970s and for supporting it to this day. The excellent treatment
and quality of life we enjoy today is directly attributable to the skills
and dedication of the health care providers in these clinics.

Our 10 provincial chapters are equally important accomplishments.
Our chapters are critical to our success as an organization and as a
community. It is the people in our chapters who provide direct
education and support to members, who train our volunteers, who
initiate innovative programs and fundraisers, and who advocate with
governments to maintain and improve care.

That makes 35 accomplishments already. Then there is our
international work. Over the last 15 years, the CHS and its chapters
have twinned with hemophilia organizations in nine countries:
Senegal, Jordan, Iran, Serbia, Belarus, South Africa, Mongolia, Tunisia
and Nicaragua. While the needs seem sometimes overwhelming, each

of these partnerships has brought some positive change and perhaps
just as importantly, an understanding that we are a global
community who care for each other. And the CHS has supported our
clinics in another eight centre twinnings, sharing medical expertise
with Tianjin, China; Guangzhou, China; Shanghai, China; Minsk,
Belarus; Belgrade, Serbia; Amman, Jordan; Delhi, India; and
Managua, Nicaragua. The CHS and Canadian clinics have won five
WFH Twins-of-the-Year Awards.

So, with 17 international twins, we are up to 52 accomplishments.
Add in the three World Congresses organized by the World
Federation of Hemophilia in collaboration with the CHS, held in
1965, 2000 and 2006, and we are at 55. Each of these meetings
brought together the world experts in bleeding disorder care to share
their knowledge and expertise.

The tainted blood tragedy is a major chapter in the history of the
CHS. Out of great challenges come great accomplishments. CHS
volunteers and staff across the country were almost single-handedly
responsible for convincing government to create three compensation
programs, one for HIV infection and two for HCV infection through
blood products, programs that provided a measure of financial relief
to tens of thousands of Canadians. Just as importantly, CHS volunteers
and staff led the advocacy efforts that resulted in a new blood system
in the late 1990s and a safer, more secure supply of blood, blood
products and their alternatives for all Canadians.

That makes 59.
Accomplishment number 60 is the one that brings hope to people

with inherited bleeding disorders: the CHS research program. Over the
last 22 years, with funds raised from our chapters, our community, the
general public and our partners in the pharmaceutical industry, the
CHS has invested very close to seven million dollars to further basic
research to find a cure, fund clinical research to improve care today
and provide research fellowships and training.

And I cannot even count the many accomplishments in raising
awareness about inherited bleeding disorders, especially among
women, and the large number of high-quality educational publications
that have proven invaluable to many here in Canada and indeed
around the world.

While it is important to acknowledge our accomplishments, the
work of the CHS is not complete. The next major milestone is the 75th,
in 2028. I wonder… What will be the 15 great accomplishments we
can add to the list when the CHS reaches that anniversary?
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Archives of the last 60 years
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Hem  philia
TODAY

I N S I D E

Until a few years ago, von Willebrand Disease (vWD),
and in particular its impact on women,was little
recognized – even among those in the bleeding
disorders community. For the next three years, with
the generous support of Aventis Behring, CHS is
undertaking a major campaign aimed at increasing
awareness about von Willebrand Disease among
health care providers and the general public. The
campaign will kick off on April 17, International
Hemophilia Day, with a major media blitz and local
awareness activities to be presented by chapters and
clinics across the country. Hopefully, as a result of our
efforts over the next three years, there will no longer
be a reason for persons to have to endure the
symptoms of untreated vWD.

This special issue of Hemophilia Today will feature
a variety of topics relating to von Willebrand Disease
including articles of a medical nature as well as
personal stories of individuals from our community
who are living with vWD.

How can I 
control my
heavy periods?

Why do I bleed
so much at the
dentist?

Why do I 
bruise 

so easily?

Why do I get
so many 

nosebleeds?

von Willebrand Disease…
the most common bleeding disorder

you CAN stop the bleeding…

CHS launches national von Willebrand 
Disease Awareness Campaign

The CHS would like to express its appreciation
to Aventis Behring for making this educational
program possible.
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Community news
C H A P T E R S P O T L I G H T

Manitoba Chapter
Manitoba Chapter Blood Drive – 
Partners for Life

On January 8, the Manitoba Chapter sponsored a blood
drive with Canadian Blood Services as a member of the

Partners for Life program. Thanks to everyone who rolled up
their sleeves to donate on behalf of the chapter. We not only
had the opportunity to contribute to the blood supply, but
we also thanked donors for their generous, much-needed and
life-saving contribution. Thanks to our volunteers who staffed
our table throughout the day and visited with donors: Bruce
Cameron, Kiersten Neufeld, Nora Schwetz and Ashley Tolton.

The New Brunswick Chapter is
starting 2013 off with a bang.

The new board has already sent
out our first newsletter of the year
and is starting to gear up for a
busy year of fundraising. Also, we
are working together to find new
and inventive ways for all our
members to participate in all
aspects of our chapter. Already we
have begun plans for the
Children's Adventure Camp at
Broadleaf Guest Ranch in July.
Each year camp just gets bigger
and better. More fun to come...

Hemophilia Saskatchewan
November was Bleeding Disorders Month and Hemophilia Saskatchewan set up a display booth at Canadian Blood Services in Regina to help

raise awareness about bleeding disorders and our organization.
We also conducted our first CFL Grey Cup Raffle, which went very well! Congratulations to all the winners and a big thank you to all those

who were able to help out by selling tickets.
December 8 was our annual Family Christmas Party held at the Radisson Hotel in Saskatoon. It was great to see several families come out for

a fun afternoon of water sliding, presents and dinner. Thank you very much to Celena Moody for all her hard work on this event!

New
Brunswick
Chapter

Prince Edward
Island Chapter
At the PEI Chapter's semi-annual meeting

held in November 2012, treasurer Joe
Doran presented Cole Robinson (son of Amy
Milligan-Robinson and Trent Robinson) with a
token of appreciation for his role in awareness
and advocacy for bleeding disorders and the
CHS’ vision. Cole was the IWK Children's
Miracle Network's Atlantic Ambassador. Cole
held many speaking engagements at his
school, in Ottawa, with our MP Gail Shea,
several times at the IWK Health Centre, and at
Disney World in front of all the other
Children’s Miracle Network Ambassadors. The
PEI Chapter is extremely proud of Cole and his
family, and their enthusiasm in raising
awareness about bleeding disorders across
North America. Way to go, Cole!



Hemophilia Today  March 2013  | 9

C O M M U N I T Y  N E W S

Quebec Chapter (CHSQ)
The 6th edition of the annual CHSQ benefit show Dance for life was held last November 5, at Gesù

Hall. With Martin Laroche acting as MC, the evening was a great success thanks to, amongst other
things, the presence of some 200 spectators. The volunteer participation of a number of dancers, as
well as the singer Cavelle-Nell Romeo, was also part of this success. The silent auction, new in 2012,
helped raise hundreds of dollars. We'd like to thank our partners, sponsors, suppliers, dancers, singers
and the volunteers for their generosity and availability. We couldn't do it without you! A new and
improved formula will be offered in 2013 for our 7th edition. See you there!

Hemophilia Ontario
Celebrating community camp

On a crisp October weekend, over 100 members of Hemophilia Ontario came together for education
and celebration. Community camp provided a variety of topics and speakers including Dr. Robert

Klaassen, Dr. Leonard Minuk, Mary Jane Steele, Denise Labrecque, Diane Bissonnette and Betty-Ann
Paradis, and the London Kids on the Block puppets. Nancy Thomson worked with the Hemophilia
Ontario Youth group on public speaking and, on Sunday, they held an “open question” panel where no
question was off limits.

We celebrated our 20-year partnership with Camp Wanakita. YMCA Camp Wanakita opened its
doors in 1992 to offer boys with hemophilia a residential camp experience. Unlike other camps that
were approached, Camp Wanakita was willing to accept the fact that some of these children were
infected with HIV through receipt of tainted blood products. We recognized the involvement of the various camp nurses who play an integral role
at camp and thanked the sponsors who have supported and, in many instances, continue to support camp year to year. We closed the celebration
with an enormous (and amazing) cake and the Commemoration of the tainted blood tragedy with the planting of a tree.

The weekend was a great success thanks to the speakers, participants, staff, and the planning committee consisting of nurses Kay, Lori, Betty-
Ann and Diane, physiotherapist Mary Jane, parent Leslie and staff Alex, Susan and Terri-Lee. We look forward to 2014’s community camp.

Just the Guys

It was a Pirates weekend with participation from CWOR, OEOR, SWOR and TCOR. The theme
developed by the Just the Guys planning committee was “infused” into the entire weekend

attended by 40 boys (4 to 17 years old) with bleeding disorders and their fathers or other adult
role models. The pirates theme was part of the education sessions, activities and fun events of the
weekend and every boy left with their own pirate name. Ryan Kleefman led the youth leader
volunteers in their own development program over the weekend as they helped and led many of
the activities and fun throughout the weekend.

As Ryan said: “The Just the Guys weekend is an excellent example of how and why community
is important for those with an inherited bleeding disorder.” A special thank you to our event
sponsor, Bayer, without whose support this event would not be possible.

South Western Ontario Region (SWOR)
Wreaths, swags and patio pots

This year we delivered 89 wreaths, 52 swags and 68 patio pots as part of our holiday fundraiser for
the region. Thanks to our supporters and everyone from Woodstock to Goderich to London, and to

all our volunteers and members who got involved in the program. Special thanks to Maureen and her
team in London, Karen in Chatham, and Michelle in Windsor for helping make this program a great
success this year. We have a great supplier, De Goeys Flowers, and many of these wreaths, swags and
patio pots are being enjoyed right into March!

Toronto and Central Ontario Region (TCOR)
Passport to well-being session at the Pioneer Village

Several TCOR members came out to the latest Families in Touch event to hear Vanessa Bouskill, hematology nurse at SickKids, discuss home care
and self-infusion. Parents enjoyed the talk and spent the rest of the afternoon networking with other families, and enjoying quality time with

their family at the Pioneer Village. The next FIT will be this coming June. Look out for our flyer in early May!
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C O M M U N I T Y  N E W S

Canadian Blood Services has found an inspiring way to recruit new
blood donors: they’ve created a Web site featuring remarkable

recipients' stories to encourage blood donations. As you may know,
people with von Willebrand disease use products made from Canadian
donors (people with other factor deficiencies use products from
donors in the U.S.) while recombinant products do not rely on blood
donations. So, many of you are actual blood product recipients who
could use this pathway to say thank you to those who help make
your life better.

Telling a personal story goes a long way in getting across 
the importance of blood donation and the blood components
produced by CBS. If you wish to share your story, please go to
www.thankyourdonor.ca and click on the link “Tell your story”. – C.R.

Excerpts from true stories...

“... You really have no idea how important donation is until you
are faced with the need for blood. In my case, this was life or death

Saying thank you for the gift of life
by a very thin line. It took 82 people to save my life that day and 
I am so thankful to each and everyone of those angels.”

“My son Jack is three years old and living with a life-threatening
blood disorder known as diamond blackfan anemia. Every three
weeks, he needs a blood transfusion to stay alive... We almost lost
him when he was only 12 weeks old but I know that he is my
fighter. Thanks to all of you he is still here with us today.”

“Thanks to you... I have a family. My daughter Lily was born with
a rare blood disorder called hereditary spherocytosis. My husband
Troy has the same disorder and was treated for it as a child... When
Troy was a child, he was receiving transfusions every 6 weeks until
he was 4 years old. Lily has had 6 transfusions since she was born.
Blood donations saved my husband's life. Blood donations are
currently saving our daughter's life... By giving blood, you have
given me my family. If I were to thank you a million times, it would
not be enough to express how truly grateful I am.”

New sponsor and new look for the 
Passport to well-being program

The CHS wishes to announce Bayer HealthCare as the new
sponsor for the Passport to well-being program. This

change has allowed us to review both the content and the
visuals of the existing modules. Hence, five booklets have
already been revised and republished; Charting your course
will be reprinted in the coming months along with a brand 
new module related to patients’ rights and responsibilities.
The PowerPoint presentations used in various Passport
workshops will also go through a rejuvenation process. The
revised brochures are available at your bleeding disorder
treatment centre or at the CHS national office. You can also
download them from the CHS Web site. – C.R.
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Concurrent with the parents’ sessions, a special
program was offered to the children. In addition to

meeting other kids with inhibitors, the children were able
to express themselves through activities such as art
projects, mad science experiments and dance. A lip dub
video, featuring all the children lip-synching to music,
was developed and presented to the parents during the
closing session.

Such a good weekend could not have taken place
without the participation of many individuals. We would
like to thank the planning committee, speakers,
volunteers and staff for making the weekend such a
success. A special thank you goes to the sponsors who
made this weekend possible. – H.B.

Supporting Sponsors

Participating Sponsors

Presenting Sponsor

Sharing our Journey
The 5th National Family Inhibitor Workshop was held last November in Montreal. Fifteen families
from across Canada attended the weekend. The workshop provided an opportunity for parents to
gain new knowledge from medical experts about treatment options and the management of
inhibitors. Some of the highlights of the weekend were, without a doubt, the roundtable discussions
with experts as well as the panel discussion where young adults shared their own experiences.
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Canadian Hemophilia Society
▪ May 23-26, 2013 – Rendez-vous 2013 in Winnipeg, Manitoba.

Hemophilia Saskatchewan
▪ April 26-28, 2013 – Mother-Daughter Weekend, Cedar Lodge, Blackstrap Lake.
▪ June 2013 – Annual Family Picnic.

Manitoba Chapter
▪ April 9, 2013 – Member meeting; location and program to be announced.
▪ April 2013 – Annual General Meeting; date and location to be announced.
▪ April 17, 2013 – World Hemophilia Day awareness table at the Health Sciences Centre, Winnipeg.
▪ April 27, 2013 – Parents Empowering Parents Seminar; location to be announced.
▪ May 18, 2013 – Parents Empowering Parents Seminar; location to be announced.
▪ July 21-27, 2013 – Family Camp; confirmation pending.

Hemophilia Ontario
▪ April 27, 2013 – Hemophilia Ontario AGM, Ramada Inn, 300 Jarvis St, Toronto. Details to follow.

Toronto and Central Ontario Region (TCOR)
▪ April 2013 – Polar Bear Dip.
▪ May 2013 – Men’s Workshop.
▪ June 2013 – Families in Touch.

South Western Ontario Region (SWOR)
▪ April 2013 – Pinecrest Adventure Camp applications will be mailed out.
▪ April 14, 2013 – Polar Bear Dip Celebration of World Hemophilia Day at Little Beach, Port Stanley, Ontario.
▪ June 2013 – SWOR Summer Celebration.

Quebec Chapter (CHSQ)
▪ March 15-17, 2013 – 2013 Family weekend, at the Centre de villégiature Jouvence, Orford.
▪ May 19, 2013 – First edition of the CHSQ Family walk at Maisonneuve Park in Montreal.
▪ May 31, 2013 – First casino and dance benefit night at the Centre Marcel-Dulude in Saint-Bruno.
▪ July 2013 – Second edition of the summer camp for younsters with inhibitors and their siblings.
▪ August 4-9, 2013 – CHSQ Summer camp.

Prince Edward Island Chapter
▪ April 2013 – The chapter will be hosting its 3rd Annual Swim For Bleeders during April for World Hemophilia Day as a
fundraiser and awareness event.

▪ May 2013 – The chapter will be sponsoring members to attend the Rendez-vous 2013 being held in Winnipeg, Manitoba.
▪ July 2013 – The chapter will be sponsoring children to attend summer camps in New Brunswick (July) and Nova Scotia (August).

The Annual General Meeting of the Canadian Hemophilia Society will convene as follows:
Saturday, May 25, 2013 - 8:30 a.m. at the Fort Garry Hotel, Winnipeg, Manitoba. 

1. To receive the report of the Nominating Committee.
2. To acknowledge the designated directors of each chapter.
3. To nominate candidates for the director-at-large positions on the CHS Board for 2013-2014.
4. To receive the audited financial statements of the Canadian Hemophilia Society for the year ended
December 31, 2012.

5. To appoint an auditor for the ensuing year. 
6. To receive the report of the Hemophilia Research Million Dollar Club.
7. To transact such other business as may properly come before this Annual General Meeting of the
members of the Canadian Hemophilia Society.

Maia Meier, secretary

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

H E P A T I T I S  &  H I V

P R E S S  R E V I E W

� New hepatitis C Web site launched
New Web site www.Hepatitiscnews.com features tips on living well
with hepatitis C (HCV), details on resources and support groups
worldwide, expert advice, and regular updates on HCV and liver disease.

� Simeprevir is safe and effective with interferon/ribavirin for
hepatitis C patients with cirrhosis

The hepatitis C protease inhibitor simeprevir (formerly TMC435) was
generally safe and well-tolerated in people with advanced liver fibrosis
or cirrhosis, and improved sustained response rates when added to
pegylated interferon and ribavirin, researchers reported. Two related
reports showed that simeprevir is not implicated in drug-drug interactions.
www.aidsmap.com/Simeprevir-is-safe-and-effective-with-
interferonribavirin-for-hepatitis-C-patients-with-cirrhosis/page/
2552264

� Hepatitis C patients with cirrhosis respond well to boceprevir
or telaprevir with careful monitoring

Researchers report that real-world experience in the French early-
access CUPIC cohort shows that HCV patients with advanced liver
damage can achieve good response to interferon-based triple-therapy
including boceprevir (Victrelis) or telaprevir (Incivo).
www.aidsmap.com/page/2557617/

� Safety of ribavirin plus pegylated interferon alfa in geriatric
patients with HCV

A recent study finds that compared with middle-aged patients, the
therapeutic efficacy of pegylated interferon plus ribavirin therapy is
lower in hepatitis C virus-infected geriatric patients with an acceptable
withdrawal rate. Considering prolonged lifespan in geriatric patients,
the researchers recommend treating geriatric HCV-infected patients
who have significant hepatic fibrosis and no other health problems.
www.gastrohep.com/news/news.asp?id=109208 

� Hepatitis C drug linked to fatal skin reactions
The oral hepatitis C drug telaprevir (Incivek) will now carry a boxed
warning about potentially fatal skin reactions in the wake of multiple
deaths, its manufacturer said Dec. 19, 2012.
www.medpagetoday.com/InfectiousDisease/Hepatitis/36528?utm_
source=breaking-news&utm_medium=email&utm_campaign=
breaking-news

� Study recruiting hemophilia patients with HCV for clinical trial
A new study seeks to enroll patients with chronic HCV and mild or
moderate hemophilia to assess the safety and efficacy of an HCV
therapy regimen that includes the oral drugs daclatasvir (NS5A
inhibitor) and ribavirin, plus injections of pegylated interferon. At the
time of this publication, patient recruitment had not yet begun. For
updates on this clinical study (NCT01741545), go to
www.clinicaltrials.gov/ct2/show/NCT01741545?term=hepatitis+C
+viral+%28HCV%29+infection+and+mild+or+moderate+
hemophilia&rank=1

� Antiviral therapy for hepatitis C may thwart liver cancer

Using antiviral drugs to treat patients with chronic HCV may reduce
as much as by half their risk of liver cancer, according to a new study.
http://consumer.healthday.com/Article.asp?AID=669859

� Interferon-free therapy for hepatitis C may become a reality
A new exploratory agent has been tested in the treatment of HCV,
which would allow patients to avoid the current interferon treatment
that comes with harsh side effects. A clinical trial has defined
sofosbuvir, an oral nucleotide inhibitor of HCV polymerase, as
successful in the treatment of HCV. The first interferon-free regimens
for HCV are expected to launch in 2014 in the U.S. and Europe.
www.medicalnewstoday.com/articles/254573.php

FREE SUBSCRIPTIONS FOR MORE UP-TO-DATE NEWS
Given the large quantity of HCV and HIV news which is published daily and our inability to reproduce in a timely manner all the major stories 
in this column, we encourage our readers to subscribe to CATIE’s free bulletins and updates at http://orders.catie.ca/subscription/subscribe.shtml
HepCInfo Updates – CATIE’s bi-weekly HepCInfo Updates aim to make HCV scientific findings more accessible.
CATIE E-bulletin – Regular reports on resources and services from CATIE and other organizations across Canada.
TreatmentUpdate – CATIE’s flagship treatment digest has kept Canadians current on the leading edge HIV and AIDS research and treatment for more than 18 years.
The PositiveSide – Practical information and tips to help maintain your physical, mental, emotional, spiritual and sexual health.
CATIE News – Brief, focused updates on new and important developments in HIV.

Medical news

continued on page 15

www.aidsmap.com/Simeprevir-is-safe-and-effective-withinterferonribavirin-for-hepatitis-C-patients-with-cirrhosis/page/2552264
http://www.medpagetoday.com/InfectiousDisease/Hepatitis/36528?utm_source=breaking-news&utm_medium=email&utm_campaign=breaking-news
http://www.clinicaltrials.gov/ct2/show/NCT01741545?term=hepatitis+C+viral+%28HCV%29+infection+and+mild+or+moderate+hemophilia&rank=1
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Walking into the gym for the first time in my life, I have to
admit I was a little intimidated. Here were are all these super
in-shape people on the exercise machines and lifting

weights, and myself, a skinny guy, 6 feet and 4 inches tall; I didn’t
seem to fit in. I was wrong – the truth is, everyone goes to the gym
for their own reasons and I was no exception.

Trial and error
I learned quickly that some exercises were not for me. For example,

the cable exercise machine instantly irritated my elbow by pulling
back my arm joints which was too much for my damaged right 
elbow to withstand – because of that
I suffered more than one bleed.

When using weights, I learned that
using low repetitions (number of
times you lift the weight) and high
weights (heaviest you can lift) – which
is generally done to “bulk up” – would
cause me to tear muscles and bleed
into my joints, resulting in
inflammation.

I also found that pushing too hard
is a bad idea for anyone! If I’d try to
lift too much weight or force my body
to bend in ways my joints would not
allow, I would end up with more
bleeds. I would be lying if I didn’t
sometimes think, “Maybe I can’t do
this.” But that’s not the attitude my
uncle (a retired police officer who has
severe hemophilia) taught me
growing up and it’s definitely not the
attitude I’ve adopted for myself. So
with these lessons, I learned to listen
to my knees, my elbows and the rest
of my body.

My personal workout routine
I have now tailored a great workout routine which has enabled

me to be the “fittest” I have ever been. As I sit here and write this,
I’m trying to remember the last time I had a “severe bleed”... and
to be honest, I can’t. By building my muscles and regularly
exercising my joints, I’ve become the healthiest I’ve ever been. I
feel less pain and stiffness in my joints than before. When I do
feel a bleed coming on, with the help of factor VIII concentrate,
I’m able to prevent the painful trauma we’ve all gone through so
many times.

I’ve learned to use lower weights at higher repetition — I usually
do my exercises in 3 sets of 12
repetitions followed by a “burn
out” set at the end, which is at a
much lower weight again until
my muscles feel tired — for
muscle toning and conditioning.
My “gym nights” focus on back,
leg and chest muscles.

Each gym night, I start with 10
minutes of cardio exercises,
usually with an elliptical, octane
or arc machine because they
involve lower impact to the joints
compared to a treadmill or
stepper machine.

After cardio I use a lat pull-
down machine, which involves
pulling a set weight down to
chest level then controlling it to
release above my head; followed
by the shoulder press, which is
simply lifting a set weight above
my head and lowering it back
down. Then it’s back to free
weights doing more curls and

Well maybe not...
My name is Craig Walker and I’m a 30-year-old severe hemophiliac and I’d like to share with you

what I found to be a life-altering decision.
Four years ago my wife mentioned she’d like to join our local gym. Being physically active and in

pretty decent shape, I told her that was great but I wasn’t interested. Let’s face it, having been plagued
with both right knee and elbow bleeds most of my life, a “muscle man” I was not. But the cost was no
more for a family membership than a solo one, so I figured I’d try it out.

Craig Walker, Dartmouth, Nova Scotia

Hemophiliac Mr.Universe?

The Physio Corner
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flys, which is lifting weights straight out from my
sides. I then do one of the better exercises (for my
elbows), triceps extensions, which is holding a
weight I’m comfortable with using both hands
above my head then lowering it as far down behind
my head as possible. At first I could not lower it far
due to much reduced flexibility of my right elbow
but now I find myself having a greater range of
motion than ever before. I follow that exercise with
a one-handed version and then I do a set of those
great chin-ups, followed by legs... Yes legs.

Talk to anyone who spends any amount of time
at a gym and he or she will tell you no one likes
working out the legs. Well, try having a bad ankle
and a much worse knee – my right knee is much
weaker than my left and of course my range of
motion is also greatly affected. I tried doing
“squats” which involves having a weight on the
shoulders and squatting down as low as possible.
The trouble with this was no matter what I did my
left leg was trying to carry the right; this does not
help build the leg muscles and, more seriously, is
a good way to get hurt. So I started using a leg press machine,
which holds my body in the proper position and allows both legs to
equally lift the weight, followed by a leg extension machine, which
works on the same principle.

Another exercise type that has been a good complement to my
strength training is hot yoga. While in a room kept at 35ºC, students
are coached into doing many different positions, which stretches
the joints and muscles and helps with flexibility. I found that there
were many poses that my knee or elbow would not allow me to do
and I knew pushing it too hard could and would cause me to bleed
(planks and some one-legged balances are two examples), so I
avoided doing these or simply only did as much as my joints would
allow. I recently completed a couple months of this to work on my
flexibility.

The most important thing to remember is to listen to your
body. Don’t push yourself past your limits. Being in shape doesn’t
mean you have to go to the gym every day or push yourself until you
hurt. I’ve been going two nights a week and spend an hour and a half
each night, along with a small core workout I do at home two
mornings a week. I’ve been following this routine for almost four
years now. Exercise has changed and improved my everyday life and
helps me live to the fullest degree with hemophilia. It can and I hope
it will do the same for you.

If you ever have any questions or comments on anything I wrote,
please don’t hesitate to e-mail me michelleandcraig@eastlink.ca.

Keep on living to your fullest!

� HCV co-infection can be safely treated in patients with HIV
Patients with HIV and hepatitis C co-infection had high levels of sustained viral response with regimens combining select antiretroviral agents
with telaprevir, pegylated interferon and ribavirin, according to investigators. The key to avoiding adverse drug interactions between telaprevir
(Incivek) and highly active antiretroviral therapy (HAART) regimens is careful selection of HIV therapy, said Dr. Mark Sulkowski.
www.obgynnews.com/news/top-news/single-article/hcv-coinfections-can-be-safely-treated-in-patients-with-hiv/
f9bbfe8057439f923b8292f5eec7d066.html

� HCV treatment pipeline update
For a recent update on remarkable drugs in the pipeline along with comprehensive tables, read the article at 
www.pipelinereport.org/toc/HCV/dec-treatment-pipeline-update.

� New Approaches to the Management of Hepatitis C in Hemophilia
The WFH has added this new resource to its Publications library. It is available at www1.wfh.org/publications/files/pdf-1482.pdf.

H E P A T I T I S  &  H I V  P R E S S  R E V I E W  continued from page 13

A physiotherapist's commentary:
Matthew Thiessen, physiotherapist (BMR-PT), Manitoba Bleeding
Disorders Program – Pediatric Clinic, Children’s Hospital, Winnipeg,
Manitoba

Many people have seen the warnings on treadmills and other
pieces of exercise equipment to “consult a physician before

beginning an exercise program” and ignored them. Consulting your
health care team and discussing your plans with the
physiotherapist is especially important for people with hemophilia.

Craig has discovered the many benefits of regular exercise and
how it can improve the management of his hemophilia and benefit
overall mind and body. He shares valuable insight that he has learned
through his own trial and error. 

Your physiotherapist can help you design a routine that is tailored
for you and accounts for any limitations you may have. This may help
you to avoid some of the pain and frustration you may encounter
with trial and error. Discussion with your physiotherapist might
include frequency of workouts, choice of exercise, weight and
technique, and your own specific goals. Prescribed amounts of sets,
repetitions, resistance and specific mode of exercise should be viewed
as guidelines rather than absolutes. Not every exercise is for everyone;
it depends on your joint and muscle status. Regular, safe exercise is
not only rehabilitative, but can be protective. But remember: listen
to your body.

http://www.obgynnews.com/news/top-news/single-article/hcv-coinfections-can-be-safely-treated-in-patients-with-hiv/f9bbfe8057439f923b8292f5eec7d066.html
http://www1.wfh.org/publications/files/pdf-1482.pdf
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David Page
CHS National Executive Director

� Inhibitor rates related to treatment product in PUPs:
Statement from the World Federation of Hemophilia

MONTREAL, January 29, 2013 - A large international study of risk
factors for inhibitors in children with severe hemophilia A appears to
have identified a difference in inhibitor rates between different types
of clotting factor concentrates. This study was published in the New
England Journal of Medicine on January 17, 2013. (Factor VIII
Products and Inhibitor Development in Severe Hemophilia A.
www.nejm.org/doi/full/10.1056/NEJMoa1208024)

The international RODIN study (Research Of Determinants of
INhibitor development among previously untreated patients with
hemophilia), which is based on the PedNet Registry (European
Paediatric Network for Haemophilia Management), includes 29
hemophilia centres in 16 European countries, Canada and Israel. By
taking into account all known risk factors for inhibitor development,
particularly the type of product being used or switching between
products, it aimed to investigate their impact on inhibitor development.

Of the 574 children born between 2000 and 2010 who
participated in this study, 177 (31%) developed inhibitors. The risk of
developing inhibitors among these previously untreated patients
(PUPs) was similar in those receiving plasma-derived or recombinant
products. However, an increased risk of inhibitor development was
observed in PUPs using the second-generation recombinant product
(Kogenate® FS -Bayer, also called Helixate® FS -CSL Behring) as
compared to a third-generation recombinant product.

This was an unexpected finding in the study and the investigators
do not have any mechanistic explanation for it. The researchers have
therefore stated that this needs further evaluation and confirmation
in a second study. The study found no increased risk of inhibitor
development linked to switching treatment products. 

Regulatory authorities in Europe and North America are studying
the data presented in this paper. The manufacturer, Bayer HealthCare,
which partially funded the study, has responded that this finding
needs to be interpreted with caution. Other studies have not found
such high rates of inhibitor development in PUPs with their product
nor are these data applicable to previously treated patients. 

Much more debate and discussion regarding this finding are likely
to occur. The WFH will provide updates as they become available.

Source: www.wfh.org/en/page.aspx?pid=769

� A survey on treatment in 18–35-year old men with
severe hemophilia in six countries, including Canada

DUBLIN, January 13, 2013 - A survey by Noone et al published in
Haemophilia in 2013 showed that “prophylaxis started at an early age
and continued into adulthood results in less bleeding, less damage to
joints, less serious bleeding episodes and less recurrent bleeding
episodes. Prophylaxis reduces problems with mobility and reduces pain
and discomfort. As a result, people with severe hemophilia who have
been on prophylaxis for their entire lives to date are reporting a quality
of life much closer to their peers without hemophilia.”

National hemophilia organizations in Canada, France, Ireland, the
Netherlands, Poland and the UK were asked to participate by
randomly selecting at least 20 severe hemophilia patients, aged 18–
35 years, and by asking them to complete a survey.

Self-assessed health-related data and EQ-5D questionnaire data
measuring health utility were collected from 124 men, including 40
from Canada. The respondents were split into four groups: on-
demand, less-than-50%-life-on-prophylaxis, more-than-50%-life-
on-prophylaxis, and always-on-prophylaxis. Overall, the survey
showed that long-term prophylaxis results in lower presence of target
joints, less occurrence of serious bleeding episodes, fewer recurring
bleeding episodes and fewer surgical procedures. Furthermore,
quality-of-life scores were significantly higher in the more-than-
50%-life on-prophylaxis and the always-on-prophylaxis groups
compared to the on-demand group.

The CHS thanks all those who completed the on-line survey.
Reference: Haemophilia (2013) Jan;19(1):44-50. doi:10.1111/j.1365-
2516.2012.02934.x

� Factor IX trials: promising results

MONTREAL, January 29, 2013 - Three longer-acting factor IX
concentrates are currently in clinical trials and all show promising
results. The half-life of these products is reported to be three to five
times longer than the current recombinant product on the market,
and may be as long as 90 hours. In addition, three other products
with a normal half-life are being studied in the clinic.

Results from Biogen’s Phase III B-Long trial with 123 individuals
were released in September 2012. The recombinant Factor IX Fc fusion
protein (rFIXFc) was effective in the control and prevention of bleeding,
routine prophylaxis and surgery, and was generally well tolerated. In
January 2013, Biogen applied to the U.S. FDA for approval to market
the product. An application to Health Canada can be expected later
this year. If all goes well, approval may occur as early as 2014.

Novo Nordisk has begun a Phase III trial of its long-acting
recombinant factor IX called NN79 (N9-GP). Prolonged half-life is
obtained by glycoPEGylation. One serious adverse event,
hypersensitivity, was noted among 16 patients in a Phase I trial. Half-
life was reported to be approximately 90 hours.

CSL Behring began a Phase II/III trial, called PROLONG-9FP, of 
fIX-FP (fused with albumin) in January 2012. In January 2013, the first
paediatric patient was enrolled in a Phase III trial. A Phase I trial of 25
patients showed better recovery than current products and a half-life
of approximately 90 hours. No serious adverse reactions were reported.

Three companies are developing recombinant factor IX products
with “normal” half-lives of approximately 20 hours. Baxter’s product,
Bax 326, completed a Phase III trial in 2012 and the company has
submitted a biologics license application to the U.S. FDA. Novo
Nordisk’s NNC 0129-0000-1003 (N8) is starting a Phase III trial.
Inspiration Biopharmaceuticals’ IB1001 completed its Phase III clinical
trial in October 2011. A marketing authorization request was filed in
Europe and in the U.S. In July 2012; however, FDA ordered suspension
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of the trials because of high levels of antibodies to the Chinese
Hamster Ovary (CHO) cell line in patients. The company has since filed
for bankruptcy protection.

To follow developments with these and other clotting factor
concentrates in the pipeline, see www.hemophilia.ca/en/safe--
secure-blood-supply/products-in-the-pipeline.

� Decision on donor deferral criteria expected soon

OTTAWA, MONTREAL, December 7, 2012 – Canadian Blood Services
and Héma-Québec have filed submissions with Health Canada
requesting a reduction to the MSM (men who have had sex with men)

Changes in suppliers will mean some product switching FVIII in Canada, excluding Quebec
In 2012, Canadian Blood Services (CBS) conducted two tenders for the supply of recombinant factor VIII (rFVIII) starting 

April 1, 2013. Contracts were awarded to Bayer for the supply of Kogenate® FS and to Baxter for the supply of Advate®. CSL Behring’s Helixate®
FS will no longer be distributed by CBS. Xyntha®, manufactured by Pfizer, will continue to be available.

As a result of the tenders, the total cost of factor VIII in the nine provinces and three territories served by CBS will decrease by approximately
one-third, or more than fifty million dollars annually. The lower cost of rFVIII in Canada follows an international trend. Reasons for this trend
include increased competition, more efficient manufacturing processes and the fact that rFVIII is now a mature therapy, on the market for
twenty years. The global financial crisis of the last five years has also constrained health systems’ capacity to afford these expensive therapies.

Product switching
Excluding Pfizer’s Xyntha, which physicians can continue to prescribe to patients who may benefit from its use, Bayer’s Kogenate FS was awarded

60 percent of the FVIII market for seven years, while Baxter’s Advate received 40 percent for the next three years. This represents an increase
in market share for Kogenate FS and a small decrease for Advate.

Over the next several months, all individuals outside of Quebec currently using CSL Behring’s Helixate FS will be asked by their physicians
to switch to Kogenate FS, an identical rFVIII molecule manufactured in the Bayer facility. Only the administration device differs.

Some other individuals may be invited by their physicians, on a strictly voluntary basis, and after a discussion of the benefits and risks, to
consider switching from Advate to Kogenate FS. The Association of Hemophilia Clinic Directors of Canada has identified which category of
individuals may be asked to consider the transition. This includes…

▪ people with moderate or severe hemophilia A who use rFVIII on a regular basis
▪ people with no previous history of inhibitors
▪ people over 16 years of age
▪ people with more than 150 exposure days to factor VIII. (An exposure day is a day on which FVIII was infused.)
The goal is to complete all transitions by the end of 2013.

FVIII in Quebec
In Quebec, where CSL Behring’s Helixate FS holds a very large percentage of the rFVIII market, Héma-Québec has extended the contract for

Helixate FS for an additional two years, until March 31, 2015. Both Advate and Xyntha also remain on the market in the province of Quebec. 
As a result, it is not expected that individuals will be invited to switch products, unless there is a medical need.

The next generation of FVIII products
It is hoped that rFVIII products with a longer half-life will be approved for use in Canada within the next five years. The Canadian Hemophilia

Society has been assured by CBS that clauses in the current contracts will allow for adjustments in the product mix and for people to switch
to this next generation of rFVIII if the products are shown to be superior.

The short extension of the Héma-Québec FVIII contracts leaves Quebec in position to take advantage of these innovative products through
the next tender in 2015.

Other factor concentrates
There will be no changes in the coming year in the distribution or availability of other clotting factor concentrates to treat hemophilia B,

von Willebrand disease or the rare factor deficiencies. The contracts with suppliers of FIX concentrates, set to expire in one or two years,
should not limit access to the next generation of longer half-life rFIX products, which may be approved by Health Canada as early as 2014
or 2015. –D.P.

donor deferral policy from “since 1977” to five years. A decision is
expected from Health Canada at the end of March.

In September 2012, following a recommendation from its Blood
Safety and Supply Committee, the CHS Board of Directors adopted a
policy that “The CHS supports a donor deferral regarding MSM of five
years and recommends that rigourous surveillance of transmissible
disease rates among donors be conducted. In addition, the CHS
supports the researching, development and validation of alternatives
to the MSM question that will maintain the current level of safety.”

The full CHS issue document and text of the resolution can be
viewed at www.hemophilia.ca/en/safe--secure-blood-supply/chs-
position-on-donor-deferrals.

Contracts awarded for factor concentrates
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Touching other people’s lives     

Shelley was motivated to
become a CODErouge
ambassador to teach women

that their bleeding disorders do not
have to define them. And, that they
can become advocates for
themselves and embrace this aspect
of their lives. She wanted to make
sure that other women would not
struggle with their bleeding disorder
the way that she had. “I have an
example to set for my daughter
who also has VWD.”

Her CODErougemotto became:
“If you are able to touch one person’s
life, then it is all worth it.”

With this small goal in mind
Shelley has been able to accomplish
great things. Last fall, Shelley
sought to create an opportunity in
her community for women to learn
about their unique health needs and get informed about inherited bleeding disorders. She
set to planning and organizing the PEI Women’s Health Expo, and before she knew it the
Expo grew beyond expectations and exhibitors were fully booked. More than 1,600
Facebook invites circulated and community newspaper articles were written. Anticipation
grew with Shelley’s updates; the show would feature not only information booths related
to women’s health, but also include exercise classes open to all. On the day of the Expo,
more than 70 women lined up before the show opened and the event was a huge success
with more than 200 women participating throughout the day. “Our outcome was bigger
than anticipated. The feedback from exhibitors and guests was so positive… and the smiling
faces leaving the Expo were fantastic!” Shelley is planning to make this an annual event
for her community, and for it to grow and get better each year.

The Female Factor 

Joanna Halliday
Spruce Grove, Alberta

“We are all a team
fighting for the
same cause. 
It does amazing
things for your
self-esteem,
confidence and
knowledge.”

  

Diagnosed with von Willebrand disease (VWD) at the age of 19,
Shelley Mountain admits that in the beginning she had a
negative attitude towards her bleeding disorder, but she was
determined to overcome it. “My bleeding disorder has made me
a stronger person who is now happy with who I am and what 
I am accomplishing. In the past year I lost 95 lbs – I began
running last spring, competed in many 5-km and 10-km races,
and started going to exercise classes, she says. I have gained so
much support, understanding, education, love, and acceptance.”

Shelley’s enthusiasm for the CHS and
CODErouge message has also led her to become
the president of the PEI Chapter, chair of the CHS
National Membership Committee, member of the
National Board of Directors and vice-chair of the
PEI Chapter of Healthpartners (a partnership of
national health charities raising funds through
workplace charitable giving programs). She
encourages other women to get involved: “Don't
be afraid to try! You have to do it! You never
know who you might touch, who may be
suffering in silence, or the awareness you are
creating for our organization. We are all a team
fighting for the same cause. It does amazing
things for your self-esteem, confidence and
knowledge.”

When I met Shelley at the 1st Canadian
Conference on Bleeding Disorders in Women held
in Toronto in May 2012, it was evident that this was
a confident woman who strived to be a positive
force in the world. Her energy and determination
make her a wonderful person and CHS volunteer.
Our CODErouge program has been successful and
continues to be strong because of women like
Shelley. Congratulations, Shelley, on all you have
accomplished. Keep up the great work! 
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Connected to the CHS because of her bleeding disorder, Shelley
continues her commitment to volunteer to not only support
the important goals of the organization, but to also pass on

her knowledge to new generations through its meaningful programs,
services and educational activities. Volunteering with the PEI Chapter
and nationally has touched all aspects of her life as she has found
support within a community of new friends and discovered a
renewed sense of self-confidence while supporting a great cause.

“Volunteering really makes a difference!” says Shelley. And we
know this is true as across the country volunteers are making
tremendous contributions daily. As National Volunteer Week
approaches (April 21–27), we want to thank Shelley and all our
amazing volunteers across Canada. You do make a difference!

    — what it’s all about!
Volunteers do make a difference!

If you are looking for ways to
acknowledge and thank the
volunteers in your chapter, remember
that Volunteer Canada has developed
a page of free downloadable tools
(http://volunteer.ca/campaign-kit)
to help you thank your volunteers for
their great work. The Chapter Relations
Committee can also provide you with
additional volunteer recognition ideas.
For more information, please contact
the CHS national office or visit the CHS
Intranet at intranet.hemophilia.ca. 

Ashley Tolton
Chair, National Chapter Relations Committee

Shelley’s enthusiasm for volunteering with her local chapter began in 2007
when she was introduced to the organization and its work dedicated to
providing support for all inherited bleeding disorders, including VWD. 
A year later, she started volunteering at the national level.

V lunteer Fileh
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The Sage Page

George Stephenson
Vancouver, British Columbia

The original reasons for surgery arose from what many ageing
men eventually experience: the need to urinate frequently,
particularly at night – a truly troublesome state of affairs
because it often just keeps getting worse, eventually

resulting in serious sleep deprivation which can generally wreck
quality of life. So here I was, without any sign of cancer at all, but
with an enlarged prostate (which is common in men over age 50),
and my life literally disappearing down the toilet. After referral to
a urologist, I tried what seems in recollection to be at least 12
different solutions suggested by him over several years, but despite
my hemophilia finally arrived at the conclusion that the only
alternative remaining was a TURP (trans urethral resection of the
prostate) – which means surgery in a fairly vascular area. 

I approached this with some trepidation, but actually I know that
we hemophiliacs are living much longer than past generations (I’m
a prime example) and that the results of living longer are that we
will encounter the health issues that happen to all people with age

TURP tips for men
with hemophilia

[TURP = Trans Urethral Resection of the Prostate]

ONE OF THE MANY THINGS I’ve discovered as I get older is that when older people meet
in groups, you can almost predict the number of minutes until one of them starts
talking, often at length, about health issues. My perception is that this is particularly
bad among men, but then I suppose most women wouldn’t choose to discuss their issues
with me. In any event, I decided long ago that I wouldn’t go that route and so have
generally avoided discussing my own health issues like the plague. In this case, however,
I became convinced that other hemophiliacs could benefit from my experience in early
2010, and so here goes, breaking a promise of sorts both to myself and others. Please
be assured I won’t offer to show you any scars.

(lucky us). In fact, I already had in 2004 an aortic valve transplant,
which went very successfully.

The TURP surgery went fine and I had good care for the most
part, but the problem was that bleeding kept recurring despite all
of that and it continued on and off for over two months. I was in
and out of hospital several times. Finally I developed a bone-rattling
fever and was off to the hospital again – but this time to the one
where the hemophilia clinic is located. To my great fortune, I was
placed under the care of a new urologist, this time one who had
experience in hemophilia; he took a somewhat different approach
to the problem and after a few days of hell got the bleeding to stop!
Wow!

It took me many months to recover from all of this and now I
regard the whole affair as a life-changer. In the midst of recovery,
I began to think about what I might have done differently, and
better, and prepared a list of do’s and don’ts which I hope may be
of benefit to others. Here they are:
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DO

� Satisfy yourself thoroughly that you need
the surgery; don’t hesitate to get two
opinions.

� Choose the hospital and a surgeon where
your hemophilia clinic is located to have the
surgery.

� Consult thoroughly with your hemophilia
team who will prepare a plan for you
relating to your care; if a prolonged period
of taking factor is possible, consider the use
of a permanently inserted cannula.

� Remind your surgeon to take special care to
seal off sites where there is potential of
blood leakages.

� Remind your surgeon that the catheter
should remain inserted longer than is usual.

� Expect that you will take longer than men
who do not have hemophilia to recover;
plan on a minimum of two weeks to really
“take it easy” and heal – take more than a
few days after the surgery for almost no
activity (not quite bed rest) and take it “very
slow” getting back on your feet.

� Have a caregiver in place to permit you to
heal properly.

� Develop a plan with your doctor and care
team prior to the surgery to enable easy
bowel movements post-surgery without
straining (e.g., a combo of prunes or prune
juice, stool softener, laxative, suppository).

DO NOT

� Engage in sexual activity of any kind;
suppress erections until you are certain that
the bleeding has fully stopped.

� Bend or lift.

� Take hot showers or baths; use tepid water.

� Towel/dry yourself vigorously after you
shower or bathe, particularly in the pelvic
and torso regions.

� Use a portable computer on your lap – 
a computer generates heat.

REMEMBER

The bleeding will stop but it may take
significantly longer for you compared to
normal. Resist the temptation to get back on
your feet and to your usual activities too
quickly and you will be OK!

Most of these are, I suppose, common
sense, but I didn’t think of all of them as I
would now and if this helps even one other
person, I’ll be mighty happy. It’s my hope that
in the not too far distant future, we’ll have
means of sharing our experiences more often
– it will I think be really helpful to all of us
who “bleed.” 

If you have any questions concerning any
of my suggestions, or any comments, do not
hesitate to e-mail me at
georgelstephenson@hotmail.com.



R E S E A R C H

Chantal Raymond, CHS national communications manager

Our Stories

How did this 11-year-old Montrealer come to
have such a unique family tree? Very simply he
had his wish granted by the Children’s Wish

Foundation. But first, we should start at the beginning
of his remarkable story.

Arnaud is the eldest son of
Katia and François, and big brother
to Loïc. Arnaud and Loïc both have
severe hemophilia A. The
hemophilia community first met
Arnaud as the five-year-old star of
the French version of CHS’ video
Hemophilia: What School Personnel
Should Know. It was at about the
same time that Katia, Arnaud’s
mother, submitted his name to the
Children’s Wish Foundation. Arnaud
was already in love with marsupials
and especially with koalas. When he
was little, he was in the Koala group
in daycare, and it seems he has felt a
kinship with them ever since.

Arnaud’s wish was to travel to Australia to adopt a real
live koala. He was immediately accepted into the
foundation’s program. At that time though, travelling to

Our Stories Arnaud in the
land of dreams

ARNAUD knows all about
marsupials. He knows that
marsupial babies stay
hidden in their mother’s
pouch for up to six
months before venturing
into the outside world
and that marsupials never
drink (astonishing, isn’t
it?). Arnaud knows all this
because he is the proud
adoptive father (and also
a grandfather) of Peach, 
a koala that lives at
Australia’s Featherdale
Wildlife Park.
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“Going to
Australia with
Arnaud’s family
was one of the
best moments
of my career. 
I thank them
from the
bottom of 
my heart for
their generosity
and their faith
in me.”

- ISABELLE CLÉMENT
photographer

the other side of the world was just too daunting for Arnaud, so
the project was put on the back burner for a few years.

Meanwhile, Isabelle Clément, a talented young
photographer, approached the Children’s Wish Foundation

with an interesting proposal. She wanted
to accompany a child and his or her family,
step by step, as a wish became a reality, to
document the experience through
photography. The images would then
become the backdrop of a book authored
by a talented writer. The Children’s Wish
Foundation team immediately thought of
Arnaud. And thus began an incredible
adventure and a dear friendship!

Now we jump ahead to March 2011.
Our band of travellers landed in

Australia for a week-long trip during
which they never seemed to stop. They
discovered the world down-under

including surfing, Sydney, the Taronga Zoo, the
Sydney Aquarium, the Blue Mountains, the Royal Botanical
Garden and its giant bats. Arnaud and his family saw it all, 
as did the observant and keen eye of the photographer
accompanying them.



But nothing could overshadow Arnaud’s
meeting with Peach, his koala. I had

mentioned earlier that Arnaud found out that
he was not just a dad, but also a granddad. It
turned out his koala was a female koala, and
had had a baby, named Honey. Arnaud was
able to grasp his dream in his hands as he sank
his fingers deep in Peach’s thick coat. It was a
most incredible moment, when all the
frustrations and difficulties experienced by a
young boy with hemophilia, all the small and
not so small sorrows, and all the painful bleeds
seemed to melt away in the moment when his
dream became a reality. The entire family knew
that Arnaud had earned this moment, he
deserved to have this wish granted.

Once they were back at home, the surprises
kept coming. Firstly, the dream didn’t wane.
Isabelle, the photographer who captured so
magnificently everything Arnaud and his
family had seen in Australia, set to work to
produce and publish a book about their
adventure. Now, the publishing world can be
complex and often fraught with hurdles but
nothing was going to keep Isabelle from her
objective. She convinced a publisher (Del
Busso) to sign onto the project. Then
internationally acclaimed author Arlette
Cousture joined the team. Having won many
literary prizes and authored books that have
had millions of copies published in Quebec,
France and the other francophone countries
around the world (books such as Les Filles de
Caleb, Ces enfants d’ailleurs, etc.) she took on
the task of writing from Arnaud’s point of view,
in his words, the adventure he had
experienced. The result, Arnaud au pays des
koalas (Arnaud in the Land of Koalas) is
written with sensitivity and humour.

Added to that was a second dream Arnaud
hadn’t even imagined. What would that

be? Finding himself immersed in a world so
completely unknown to him up to that point:
the literary community. It was a whirlwind and
Arnaud, his parents and brother were right in
the middle of it all. Once the book was
published he had the hair-raising experience
of participating in the Montreal Book Fair,
known as the Salon du livre de Montréal. Right
before his eyes, Arnaud watched as 120,000
visitors walked by, many of whom stopped at
his publisher’s booth to meet Isabelle Clément,
Arlette Cousture and Arnaud himself. Signing
books, smiling for media photos and meeting
other authors; it was a remarkable experience
for an 11-year-old boy!

Speaking of dreams, Arnaud hopes to
someday become a comic strip artist. He could
not believe his luck to meet in person, real live
comic strip artist, Samuel Cantin, who was also
the illustrator for Arnaud au pays des koalas.
If Arnaud had any doubts about drawing

“The most
beautiful 
part of the
adventure 
was to have
discovered 
the poetry 
of Arnaud’s
world.”

- ARLETTE COUSTURE
author

stories as a profession, they soon disappeared. The adventure allowed
him not only to live an incredible journey but also planted a seed for
the future. Quite an accomplishment!

When Arnaud was born and hemophilia became part of his
family’s daily routine, his parents didn’t feel like they had been

dealt a winning hand from the start. Now, 11 years later, they don’t
see things in the same light. Living with hemophilia for Arnaud, his
parents and his brother means being part of a larger extended family.
A family that helps each other, that lives through the joy and sadness
together, helps each other through the hardships and knows how to
see the positive side in all situations. A family that pursues their dream
and knows they will succeed in achieving their goal. Arnaud’s dream
is the dream of everyone within the bleeding disorder community.

Arnaud really lived through an adventure. A trip to the other side
of the world to see koalas, a most memorable Montreal Book Fair, an
inspiring meeting with a comic strip artist and new friendships with
an author and a photographer who are both talented and sensitive.
At the beginning of the project, Arnaud was anxious. Fame just wasn’t
for him; he preferred anonymity, to go unnoticed. Now, he
understands that when you are true to yourself, things go well and
you succeed. Being on the front page of the local newspaper, signing
dozens and dozens of books, being on the cover of a book sold in
bookstores are just a few ways of showing that though there is an
illness present, it is not an obstacle to leading a normal life, through
absolutely extraordinary events.

Arnaud au pays des koalas
64 pages  |  $14.95 
($1 per copy goes to the 
Children’s Wish Foundation) 
ISBN 2-978-923792-21-7
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Rendez-vous is jointly organized by the Canadian
Hemophilia Society (CHS) and the members of the Association of
Hemophilia Clinic Directors of Canada (AHCDC), the Canadian
Association of Nurses in Hemophilia Care (CANHC), the Canadian
Physiotherapists in Hemophilia Care (CPHC), and the Canadian Social
Workers in Hemophilia Care (CSWHC). Rendez-vous 2013 is presented
by Bayer HealthCare and sponsored by Baxter, Biogen Idec
Hemophilia, CSL Behring, Novo Nordisk, Octapharma and Pfizer.

This year the Medical and Scientific Symposium will be presenting
sessions on Medical perspectives (Pharmacokinetic vs. weight-based
dosing; Longer-acting concentrates: lower frequency or higher
trough levels… or both?; Gene therapy vs. longer-acting concentrates
in hemophilia B; and Discussion of impact of new technologies on
care) and Psychosocial perspectives (The psychology of prophylaxis;
Vocation, vocation, vocation : The impact of bleeding disorders 
on career choices; Obesity in bleeding disorders – physical and
treatment implications of increased body mass; and Sport and
activity selection: Exercise is a drug.)

This biennial conference will explore state-of-the-art advances in
treatment and research benefiting people with inherited bleeding
disorders. Attending this invaluable meeting is a unique and rare
opportunity, in only one weekend, to gain new knowledge at the
medical and scientific sessions and community workshops, to network
with peers and friends, to visit the pharmaceutical industry exhibits
and to participate in your organization’s Annual General Meeting.
Community workshops will feature a fascinating look at our past, our
present and our future with a presentation on 60 years of care, an
update on our strategic plan and what lies ahead for the next ten years.

On this 60th anniversary, the CHS hopes to bring together as many
people as possible from the bleeding disorder community. To achieve this,
chapters are strongly encouraged to sponsor their members to attend.

For more details, please consult the CHS Web site at
www.hemophilia.ca or contact your local chapter. We hope you can
join us! - C.R.

THURSDAY, MAY 23, 2013

9:00 – 17:00 CANHC annual meeting
9:00 – 17:00 CPHC annual meeting

FRIDAY, MAY 24, 2013

8:30 – 17:30 Medical and Scientific Symposium
Perspectives on personalization of care

17:30 – 18:30 Reception

18:00 – 22:00 AHCDC dinner meeting

SATURDAY, MAY 25, 2013

6:45 – 8:15 Bayer satellite symposium

8:30 – 17:00 AHCDC Scientific & Educational Symposium

8:30 – 17:00 CSWHC annual meeting

8:30 – 9:30 CHS Annual General Meeting

10:00 – 15:00 CHS community workshops
- Celebrating 60 years: The history of
hemophilia care in Canada (Drs. Card and Poon)

- The next 10 years (Dr. Iorio)
- A review of the 2011-2015 CHS strategic plan

15:00 – 17:00 CHS Board of Directors meeting
19:00 Banquet

SUNDAY, MAY 26, 2013

9:00 – 15:00 CHS Board of Directors meeting

Other meetings as scheduled

The Canadian Hemophilia Society 
is pleased to invite you to attend
Rendez-vous 2013 which will be 
held May 23-26, 2013 in Winnipeg.
This significant event will feature the
Medical and Scientific Symposium:
Perspectives on personalization of care,
the CHS Annual General Meeting,
informative community workshops and
annual meetings of the four health
care professional groups.
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