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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.
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Word
fromthe
editor

François Laroche

L ike many of you, I enjoyed participating in Rendez-vous Québec, which
was held from May 24 to 27 in my own home town. Perhaps it was the
heat generated by all those who got together and the warm ambiance at

the event, but Quebec City served up some truly tropical conditions during these
four days.

The event featured a number of activities, including excellent workshops on
fundraising and on international partnerships now running across the country.
At the Saturday evening banquet, a terrific video designed to encourage funding
and donations from large corporations was launched. Most important, however,
is the fact that Quebec will forever be remembered as the city where
multidisciplinary standards of care for the treatment of hemophilia and other
bleeding disorders were officially adopted.

Care standards were identified, discussed and put forward at the Winnipeg
(1978) and Winnipeg II (1998) conferences. For the most part, they are in effect
in the 25 hemophilia treatment centres in Canada, but had never been officially
adopted by the CHS, the Association of Hemophilia Clinic Directors of Canada,
and caregivers as a whole. To everyone’s great satisfaction, this has now been
done. In particular, this will ensure equitable access to a uniform quality of care
across Canada, as well as establish clear benchmarks for eventual representations
to government agencies.

It is now up to the CHS and its chapters to support the treatment centres in
their self-evaluation exercise in order to help them meet the standards and set
up a peer review system.

This is just one way we can maintain, if not improve, the excellent care being
provided to people with bleeding disorders in Canada. (See other text on p.12.)
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In 2004, the multidisciplinary Canadian National
Hemophilia Standards Group was struck and their
work culminated in May with the adoption of the
Comprehensive Care Standards.

SUBSCRIPTION TO HEMOPHILIA TODAY

You are a reader of Hemophilia Today and you like it…
talk to your friends about it!
You are discovering Hemophilia Today and are enjoying it…
subscribe now! It’s FREE!

Hemophilia Today is a great source of information about
what’s going on in the bleeding disorders community, in
Canada and abroad.

In Hemophilia Today, you can read all about your Chapter’s recent and
upcoming activities, be touched by personal stories, and learn more about a
great variety of topics such as research that is being conducted to find a
cure or to improve the quality of life of those with an inherited bleeding
disorder.

Call us now or send us an e-mail to receive your copy of Hemophilia Today.

1 800 668-2686 chs@hemophilia.ca
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President’s
Message

Pam Wilton, RN

I’ve had the privilege of being the
President of the CHS for about
ninety days now and so far so

good! The most difficult thing I’ve
had to deal with is setting up my CHS
email account, but I know this
honeymoon phase will soon end and I
will be faced with much more
difficult and challenging issues.

My first solo trip as President took
me to Halifax on the last weekend of
July where I was delighted to join the
Nova Scotia Chapter for their annual
Family Weekend. It was good to be
reunited with Whim and Paulien
Peters, a couple who became involved
as volunteers with their Chapter at
about the same time as my husband,
Brock, and I did. Although most of
their children are grown and inde-
pendent now, the Peters continue to
participate in and support the work of
their Chapter. Not only are they will-
ing to share their knowledge and wis-
dom about raising sons who have
hemophilia with young parents, they
are also willing to step out of their
comfort zone to do some special
fundraising for the CHS. Whim, who
told me that he really doesn’t like
being on the water or even in the
water, is training hard to paddle the
Nova Scotia Chapter’s entry, a 600-
pound, hollowed-out pumpkin, to vic-
tory in the famous Pumpkin Regatta,
in October. Why would he do that?

e d i t o r i a l p a g e s

The evening before I left for the
east coast I met with a physician in
my own community to ask her to
share her expertise by speaking at the
WFH Congress in Istanbul. I told her
about the work of the CHS and the
people we serve. She asked me about
my own connection and I told her.
First thing on Monday morning, her
secretary called me to confirm that
she will re-schedule her own clinics to
make herself available. Why would
she do that?

The following weekend I participat-
ed in the South Africa Hemophilia
Foundation’s Strategic Planning
Meeting in Johannesburg, as part of
our twinning project. Bradley Rayner,
SAHF President, and a handful of ded-
icated volunteers have made slow but
steady progress since I was last there
about two years ago. I had dinner one
evening with a young man who shyly
told me that he nearly bled to death
when he took part in his tribe’s ritual
of becoming a man. He spoke of his
fear, his anguish, his beliefs and his
determination to advocate for safer
practices. Why would he do that?

Twenty years ago, the Chairperson
in my Region, Southwestern Ontario,
asked me to organize a Christmas
party for the kids. I knew I could do
that. It wasn’t hard. A couple of years
later someone asked me to join

I am proud to
represent the CHS,
an organization that
has done so much to
improve the lives of
people with bleeding
disorders and ordinary
people all around
the world.

Hemophilia Ontario’s Service
Committee and help out with the
provincial Standards of Care. I wasn’t
sure I could do that, but I tried. I had
help and I learned. Two years ago a
leader asked me if I would ever con-
sider being CHS President. I laughed
and said no. He persevered and asked
me a year later. That would be hard.
Why would I do that?

I am proud to represent the CHS,
an organization that has done so
much to improve the lives of people
with bleeding disorders and ordinary
people all around the world. Initially, I
know the responsibility I am taking on
will be difficult but I also know,
despite our successes in the past,
there still is much work to be done to
improve the lives of the people we
support. I believe in the mission and
values of the CHS. I want to see the
Standards of Care implemented in
every Hemophilia Treatment Centre in
Canada. I know we can work better
together to broaden and strengthen
our funding base. I care about the
children, men and women I have met
who have bleeding disorders. And I
want a cure.

Why wouldn’t I do that?

Why would they do that?
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Community
News

� CHS Board of Directors for 2007 – 2008

The CHS Annual General Meeting and first Board of Directors Meeting for 2007 – 2008
were held on May 26 and May 27 in Quebec City. At this meeting Pam Wilton was
elected as the new President of the organization. On behalf of the community,
Hemophilia Today takes this opportunity to thank Eric Stolte for the leadership he has
demonstrated over the past three years as President, and congratulate Pam for her
nomination.

The members of the Board of Directors for the coming year are:

President
Pam Wilton, RN

Past President
Eric Stolte

Vice Presidents
Tom Alloway, PhD
Mike Beck
Maureen Brownlow, RSW
Craig Upshaw

� CHS announces hiring of new
Executive Director

I am extremely pleased to
announce that David Page is the
new Executive Director of the
Canadian Hemophilia Society.
David has served as the Interim
Executive Director for the past
nine months and prior to that was the
Director of Programs and Public Affairs,
and Blood Safety Coordinator. Although
David has been a member of the CHS staff
for almost six years, he has a long history
of volunteer service with the organization
and is a Past President. David brings a
wealth of knowledge and experience to
this position and is well respected in
Canada and internationally for his dedica-
tion and determination.

Please join me in welcoming David to
his new role.

Pamela Wilton, President
August 14, 2007

� Applications are now being
received from Canadians who
became infected with the
hepatitis C virus (HCV)
through the Canadian blood
supply prior to 1986 or
after 1990.

After a seemingly endless battle
involving the federal and several provincial
governments, lawyers, and people who
became infected with the hepatitis C virus
(HCV) through the Canadian blood supply,
applications are now being received from
those who contracted HCV prior to 1986
or after 1990.

Details of the compensation plan that
has now been approved by the courts, as
well as application forms and answers to
frequently asked questions (FAQ’s), may be
found on the Web site of the company
that has been chosen to administer the
program (Crawford Class Action Services)
at: www.pre86post90settlement.ca.

Treasurer
Norman Locke

Secretary
James Kreppner, LL.B

Directors
Colleen Barrett
Jeff Beck
Bea Bohm-Meyer
JoAnn Craig
Venanz D’Addario
Mylène D’Fana

David Page

Bill Featherstone
Martin Kulczyk
Aline Landry
Ann Lukian
Tony Niksic
David Pouliot
Gabriel Ramos
Bruce Rempel
Sandy Watson
Emil Wijnker

MSAC Representative
Bruce Ritchie, MD

From left to right, standing: Jeff Beck, Craig Upshaw, Tony Niksic, James Kreppner, Mike Beck, Tom
Alloway, Gabriel Ramos, Stephen Glazebrook, Eric Stolte, Bill Featherstone, Venanz D’Addario, Emil
Wijnker, David Pouliot. Sitting: Ann Lukian, Colleen Barrett, Mylène D’Fana, Martin Kulczyk, Pam Wilton,
JoAnn Craig, Aline Landry. Missing from the photo: Maureen Brownlow, Norman Locke, Bea Bohm-Meyer,
Bruce Rempel, Sandy Watson, Bruce Ritchie.



� Saskatchewan and BC index
MPTAP; PEI announces
enhancements

Quebec, Alberta and New
Brunswick continue to stall

The Governments of Saskatchewan and
British Columbia announced this sum-

mer that they will begin indexing to the
cost of living (COL) payments that resi-
dents of those provinces receive through
the Multi-Provincial/Territorial Assistance
Program (MPTAP). At the same time the
Government of Prince Edward Island has
announced that residents of that province
who receive payments through the MPTAP
will see future payments indexed to the
rate of the national average of the
Consumer Price Index (CPI), and that the
indexing will be calculated from the date
of the program’s announcement in 1993.

Meanwhile, as of
mid-August,
residents of Quebec,
Alberta and New
Brunswick who
receive MPTAP
payments continue
to wait, albeit with
less and less
patience, for their
provincial
governments to
provide details of
their plans regarding
MPTAP indexation.
CHS members in those provinces who have
been advocating on this issue for many
years are hopeful that satisfactory
announcements from those provinces will
soon be forthcoming.

The MPTAP provides payments to
Canadians who became infected with HIV
through the blood supply. To date,
Newfoundland and Labrador, PEI, Ontario,
Manitoba, Saskatchewan and British
Columbia provide recipients with indexed
benefits. Quebec, Alberta and New
Brunswick do not. Nova Scotia follows a
different program.

The CHS thanks all those who have
dedicated their time and efforts to making
MPTAP indexation across Canada a reality.
Your hard work is paying off.
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You can raise awareness of VWD
and make a meaningful difference

in the lives of women like you!

As a woman affected by VWD, you know what a great difference support and
treatment makes to quality of life. But there are still many women and girls who
are undiagnosed and untreated because they and/or their caregivers don’t know

the signs of VWD. Together, we can change that!

The Canadian Hemophilia Society is organizing
a National Workshop entitled

VWD in Women: Raising Awareness, Changing Lives
October 26-28, 2007, in Montreal.

For an application to be a sponsored delegate,
please contact your local CHS chapter or

your Hemophilia Treatment Centre before September 24.

Come develop your skills, knowledge and a doable action plan
for getting the word out!

� Dennis Bueckert passes away

The Canadian Hemophilia Society wishes to extend its condolences to the
family of the late Dennis Bueckert who passed away during the week of

August 4, 2007. As an environment and science reporter for Canadian Press,
Mr. Bueckert extensively covered the tainted blood tragedy for many years and
his stories often headlined in major papers across the country.

As former Vice-president of the CHS and long-time advocate for tainted
blood victims, Michael McCarthy was in regular contact with Mr. Bueckert for over a
decade. After learning of Dennis’ death, Michael reflected on their relationship. “Dennis
fielded hundreds of my calls when I would have information or just an idea on how to move
the story forward into the public eye, or even more importantly, how to keep it there.
Without his interest in exposing the facts, I am certain that efforts to right a wrong would
never have materialized. Nor was he just a reporter looking to fill space in a column and
move onto other things. Dennis covered the tainted blood story for more than ten years.
There wasn’t a week in those ten years that Dennis wouldn‘t take my calls to advocate for
continued support of the unfinished saga.”

Canada has lost a tremendously dedicated journalist and the tainted blood community
a wonderful friend.

The CHS thanks
all those who
have dedicated
their time and
efforts to
making MPTAP
indexation
across Canada
a reality. Your
hard work is
paying off.
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Hemophilia Ontario

Hemophilia Ontario hosted its annual
summer camp at YMCA Wanakita

from July 1-28. There were a total of 44
participants between the ages of 7 and 16.
Giving kids the opportunity to be kids is
one of the key elements of the camp.
But it wasn’t just fun and games as the
children also learned to manage their
bleeding disorder.

This year, Hemophilia Ontario conducted
a camper questionnaire at Wanakita. The
following is a sample of responses.

I’m thankful that Hemophilia Ontario
sent me to Camp Wanakita because…

They give children like me with
hemophilia a chance to be
unrestricted, and enjoy fun games
like everyone else without
hemophilia.

I learned how to self-infuse and
then I got my port-a-cath removed.

It is an opportunity to feel safe and
be able to go to camp.

ChapterSpotlight

Toronto and
Central Ontario
Region (TCOR)

� June 24, 2007 – Families
in Touch (F.I.T.) Annual
Summer Picnic

A beautiful summer day was
enjoyed on Toronto Islands’
Hanlan’s Point by 50 of TCOR’s
members. The day included a
picnic with two community
volunteers who provided face
painting and balloon animals.

� June 21, 2007 – Annual Hemophilia
Golf Classic

This year’s 8th Annual Hemophilia Golf
Classic took place Thursday, June 21, 2007
at the Lionhead Golf & Country Club. The
day was a great success with an
attendance of 140 players. The activities
included a day on the Masters course,
great prizes, a live auction, reverse draw
and Cheetah Forest as the evening’s MC.

Central and
Western Ontario
Region (CWOR)

� August 12, 2007 — Annual
CWOR Summer BBQ

One of our more popular events,
the summer BBQ at Marineland
provided an opportunity for new
and old families to connect with
one another, and a great day
was had by all!

� August 4, 2007 — Annual
CWOR Golf Tournament

Approximately 36 people
participated in this event,
raising both awareness and
funds for the region.

� July 21, 2007 — Niagara Triathlon
Try-a-Tri

A smaller event organized to raise
awareness and funds for the CWOR region.
One family member of an affected family
participated in the triathlon.

� June 2, 2007 — 2nd Annual CWOR Bike-
a-thon

A 50-km bike loop going through various
places in the Niagara region such as Niagara
on the Lake and Welland was organized to
raise funds and awareness for the bleeding
disorders community. The event participation
increased from 2 to 19 participants this year!

� AAuugguusstt  1177,,  22000077 - Red White & You
A successful Red White & You Event was
held in the building of the Toronto offices.
$375 was raised!

Andrea Lajdecki, TCOR Regional Service
Coordinator; David Page, CHS Executive Director;
Nigel Small, TCOR Regional Service Coordinator

� June 2, 2007 – Stress and Anger
Management Workshop 

The Toronto Reference Library was the
meeting place for this year’s event. Two
members of Inalex Communications flew
in from New Jersey to host the day’s
events. This year the workshop, previously
for men only, was extended to include
women. Participants’ ages ranged from 
22 to 65. 



addition, we have developed a plan of
action, including a full evaluation of all
the organizations activities, in order to
help us implement the measures required
to achieve our mission.

By working as a team for the same
cause, with a shared understanding of the
goals that must be achieved, our
organization follows the principle of
healthy management, and can achieve
significantly better results.

The CHSQ has embarked upon a more
dynamic course, and will undoubtedly
emerge from this exercise stronger and of
even greater service to its members.
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Manitoba Chapter
� Manitoba’s 2007 Walk’n Roll-A-Thon

June 10, 2007 marked the thirdanniversary of the Canadian
Hemophilia Society, Manitoba Chapter
Family Walk’n Roll-A-Thon (WNRAT). This
year, Chapter friends and families raised
$6,000 for Chapter programs. This was a
very bittersweet day for the planning
committee as it was their last year to
produce this fundraiser.

The WNRAT committee has been
comprised of a group of dedicated
women who wanted to share their
enthusiasm for healthy living and their
support of the Chapter. Paulette Coté and
her friends and family have built the 
5- or 10-km walk or ride from 45
participants to over 100 participants in
2007 by offering a wonderful morning
full of family fun. Tenex and Heartland
Archery gave us an archery
demonstration and allowed us the
opportunity to try it!

The WNRAT committee was the first

South Western
Ontario Region 
(SWOR)

We welcome our 2007 SWOR Board,
already hard at work – Heather

Moller, Chair; Annette Kavelaars-Burrows,
Past Chair; Joyce Jeffreys, Treasurer; Jeff
Beck, Secretary; Directors: Matthew
Maynard, Michelle Lepera, Adriana
Balderas-Lopez, Emil Wijnker, Paul Wilton,
Karen St. Peter-Catton. 

June 9 brought sunshine and over 40
members to our annual summer BBQ. The
history-filled train ride provided our
members a bit of local rail nostalgia as
we shared 24 years of tradition,
woodlands and wild flowers. At the
Whyte’s Park stopover, members explored
a 1929 snow plow, a circus car and a
1967 caboose. Following the train ride,
we journeyed to the local community
centre where Mark and Emil served as
chefs for our BBQ. The ever enthusiastic
Pinecrest Camp staff led the youth in
activities until the food was served. 

After the BBQ, the secret theme for this
year’s Pinecrest Camp was revealed—Super
Spy Adventure Camp! This year’s camp was
held August 22 – 26 at Camp Menesetung
near Goderich. Co-Directors Emil Wijnker
and Paul Wilton did an amazing job of re-
designing the CIT training program with
more interaction and progressive
leadership development of our youth,
building leaders today for tomorrow.

Quebec Chapter

Because it seeks to act in keeping with
its vision and mission, and to achieve

the best possible results by effectively
serving the needs of Quebecers coping
with a bleeding disorder and victims of
tainted blood, the CHSQ embarked on a
strategic planning exercise earlier in the
year. Now, with the first phase of this
exercise completed, and after a
brainstorming session last May attended
by members, employees and partners with
ties to the hemophilia community, the

Chapter fundraiser to have its own Web
site and they were successful in creating a
sponsored television ad through Shaw
Cable TV. For all of their three years, we
were delighted to be entertained by the
Pushing Daisies. In an effort to build
community support for the WNRAT, they
developed a relationship with École Laura
Secord School. Awareness presentations
were delivered to 11 classrooms and the
entire school raised $388 for the WNRAT
in support of two students with
hemophilia in their school. 

Luckily for Manitoba, the ladies have
decided that they would like to work on
other Chapter fundraisers. Unable to leave
the WNRAT entirely, they have all
volunteered to help the day of the WNRAT
in 2008 and have offered to be a resource
to the new committee. The Chapter is
hoping that this family event will continue
and be run by the Youth Committee.

Thank you to Paulette Coté, Debra
DeGagné, Andrea Labossière, Diane
Houston and Tera Lachance. We are
grateful for the gift of your time and
your hearts.

central principles of our organizations
operations have been defined.

The shared vision that emerged from
this exercise, which is identical to the CHS
vision, is of a world free from the pain and
suffering of inherited bleeding disorders.

Our mission was subjected to a
thorough review, and has been redefined
as follows: to improve the state of health
and quality of life of people suffering from
inherited bleeding disorders, as well as
people affected by the consequences of a
transfusion of tainted blood. We have also
identified seven strategic directions that
will serve to guide our activities. In
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What’s new on the CHS Web site?
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a Dare to Dream for Hemophilia National Signature

Fundraising Event – Find out how you can participate in
this inaugural event that will capture the spirit of car
racing and raise funds for CHS programs and services.
www.idaretodream.ca

National Youth Committee Web Section – Visit the new
section of the Web site devoted entirely to youth
programming. Find out about recent activities and
upcoming events nationally, provincially and locally.
www.hemophilia.ca/en/12.0.php

CHS Annual Report – Read the Canadian Hemophilia
Society Annual Report and find out about the
organization’s principal accomplishments in 2006.
www.hemophilia.ca/en/1.5.php

Canadian Comprehensive Care Standards for Hemophilia
and Other Inherited Bleeding Disorders – Read the
complete document approved by the CHS Board of
Directors and health care provider groups at Rendez-vous
Québec in May 2007.
www.hemophilia.ca/en/1.2.php

All About Carriers: A Comprehensive Guide for Carriers
of Hemophilia A and B – Download the complete
document published by the CHS in May 2007.
www.hemophilia.ca/en/13.1.php

All About von Willebrand Disease (Second Edition) –
Download the Second Edition of this comprehensive
guide first published in 2000 and revised in 2007.
www.hemophilia.ca/en/13.1.php

The home page – Follow the latest news in the Canadian
bleeding disorders community by regularly consulting
the CHS Web site home page.
www.hemophilia.ca/en

Editor’s Note: The Canadian Hemophilia Society mourns the passing 
of Odas White who for the past five years devoted himself diligently 
to the development and maintenance of the CHS Web site. He was
instrumental in ensuring that this crucial communications tool remained
comprehensive, up to date and easy to use. “Odie” was proud to
contribute to the mission of the CHS and didn’t count his hours. Those
of us who worked with him on an almost daily basis will miss him dearly.

UpcomingEvents

CANADIAN HEMOPHILIA SOCIETY
▪ October 5, 2007 – Dare to Dream for Hemophilia National
Signature Event (Bridgestone Driving Academy, Mosport, Ontario)

▪ October 26-28, 2007 – VWD in Women: Raising Awareness, 
Changing Lives (Montreal). A National Workshop organized by
the Canadian Hemophilia Society (See page 6 for details.)

▪ November 23, 2007 – Chapter Presidents/Staff Meeting (Ottawa)

▪ November 24, 2007 – CHS Semi-Annual Board of Directors
Meeting (Ottawa)

▪ November 24, 2007 – CHS National Awards Banquet (Ottawa)

▪ May 17-19, 2008 – CHS Annual General Meeting and Board of
Directors Meeting (St. John’s, Newfoundland and Labrador)

QUEBEC CHAPTER
▪ October 19-21, 2007 – Family Inhibitor Weekend

▪ October, 2007 – Social activity in the Quebec City area

▪ December, 2007 – Social activity in the Montreal area
– Volunteer Recognition Evening 
– Youth activity in the Quebec City area

HEMOPHILIA ONTARIO
▪ September 21-23, 2007 – Just the Guys weekend retreat.
This year’s event will follow a “Survivor” theme developed by
the Manitoba Chapter. This father and son/guardian event will
include three regions, SWOR, CWOR and, for the first time ever,
TCOR.  

▪ October 14, 2007 – Hemophilia and Families in Motion Fun
Run/Walk contained within the Toronto Marathon. Enter the 
5 km Family Fun Run and collect pledges on behalf of those with
bleeding disorders. Pledge your financial support by calling the
Hemophilia Ontario office at 1 888 838-8846 or e-mail
info@hemophilia.on.ca.

▪ October 22, 2007 – Transition Program. Tentatively booked
for to be held at St. Michael’s Hospital from 6 to 9 p.m.

▪ December, 2007 – Families in Touch Annual Winter Party (TBA)

CENTRAL AND WESTERN ONTARIO REGION
▪ Parent Support Group and All About Carriers Information Sessions

to be announced

▪ December 2, 2007 - Annual CWOR Christmas Party

HEMOPHILIA SASKATCHEWAN
▪ December 1, 2007 – Hemophilia Saskatchewan’s Kids’
Christmas Party. Radisson Hotel (Saskatoon). Remember to
bring swimsuits and towels.
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FUNdraising Across the Nation

Calling all children’s story colouring book enthusiasts.
We need your help!
by Wendy Wong, National Director of Resource Development

Have you ever searched for great children’s stories and colouring books to keep the little ones entertained?
Do you have someone on your Christmas shopping list who would love a giant Bilingual Story Colouring
Book? Do you have need for quality bilingual story book material? Have you ever wanted to get involved
as a volunteer with the CHS?

We have a solution. Why not purchase your own copy of our new Bilingual Story Colouring Book for
$10.00? Two book options are available. Or, help us to sell them to your family, friends and colleagues. The
proceeds from the sale of the Bilingual Story Colouring Book are split 50/50 between the local Chapter and
CHS. This ensures a direct benefit to those with inherited bleeding disorders in your local community and
support for both local Chapter programs and services and Canada-wide programs, services and research.

To order your copy, or to get more information on how you can volunteer and help us to sell the Bilingual
Story Colouring Books, please call: 1 800 668-2686 or e-mail us at: pmajor@hemophilia.ca.

THE BILLIEWHIZZLE HUNT

LA CHASSE AUX BIRILUCHONS

H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 7 11



H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 712 r e n d e z - v o u s q u é b e c

by David Page, CHS Executive Director

On May 25, 2007, during the morning session of the Joint CHS-AHCDC
Medical/Scientific Symposium, the Canadian Hemophilia Society (CHS)
and the teams of physicians, nurses, physiotherapists and social

workers who work in Canada’s 25 hemophilia treatment centres adopted a
document entitled Canadian Comprehensive Care Standards for Hemophilia
and Other Inherited Bleeding Disorders.

This was accomplished at Rendez-vous Québec, a biannual meeting which
included a medical symposium, a workshop for health care providers with
less than three years experience working in bleeding disorders, consumer
workshops and the various groups’ annual general meetings.

“This is an historic moment,” according to Pam Wilton, CHS President and
member of the multidisciplinary Canadian National Hemophilia Standards
Group. “While Canada has a well-developed network of treatment centres, a
national hemophilia registry, a national information system to manage
patient data and well-defined treatment guidelines, no formal standards of
care existed… until now.” 

There had been many efforts. In 1978 the Winnipeg Conference, organized
by the CHS, first defined multidisciplinary comprehensive care, and the
network of treatment centres was established. In 1998 the CHS and the
Association of Hemophilia Clinic Directors of Canada (AHCDC) convened
Winnipeg II, a national consensus conference on standards of comprehensive
care for people with hemophilia and other inherited bleeding disorders.
While no formal standards were adopted, it was agreed that:

▪ National standards of care should be promulgated by a
multidisciplinary working group and regularly updated.

▪ Funding for clotting factor concentrates and their surrogates should
remain centralized.

▪ Comprehensive care programs for hemophilia should be designated
and supported by provincial Ministries of Health.

▪ Designated programs must be periodically reviewed for adherence to
national standards by multidisciplinary review teams.

▪ Designated programs must be accountable for all clotting factor
concentrates distributed within their areas of jurisdiction. 

In 2004, the multidisciplinary Canadian National Hemophilia Standards
Group was struck, under the chairmanship of Dr. Irwin Walker, Professor of
Medicine, McMaster University, and Dr. Jerry Teitel, Professor of Medicine,
University of Toronto, and with the strong support of Julia Sek, RN, then
Ontario Provincial Hemophilia Coordinator. Their work culminated in May
with the adoption of the Comprehensive Care Standards. The group took
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New Team Workshop break-out 
sessions ..............................................................90%
Joint CHS/AHCDC Medical and
Scientific Symposium session on 
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CPHC and CSWHC meetings ........................94%
Volunteer Recruitment Consumer 
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Standards of care for inherited
bleeding disorders adopted
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inspiration from similar work, conducted notably in Ontario and in the
United Kingdom where national service specifications for hemophilia were
completed in 2001 and inform those responsible for hemophilia services in
the U.K. of the recommended standards of care. The specifications include an
audit tool for external peer review of comprehensive care centres. The
standards are useful to administrators as well as to hemophilia professionals
making the case for maintenance and development of service. The
specifications are reviewed every three years. In Europe, an interdisciplinary
working group, in collaboration with the European Haemophilia Consortium,
is developing European principles of care.

The newly adopted Canadian document states:

The purpose of national standards is to encourage Hemophilia
Treatment Centres to adhere to uniform practices that are
desirable, accountable, transparent and organized.

Comprehensive care is the recommended method of care delivery,
enabling people with inherited bleeding disorders to have access
to effective and expert health care. The provision of high quality
multidisciplinary care will improve patient outcomes and optimize
resource utilization.

Standards will help in:

▪ Achieving recognition of Hemophilia Treatment Centres by
hospital and provincial authorities, thereby enabling the
provision of optimal care according to recognized standards

▪ Assuring equitable access and quality evidence-based care
across Canada

▪ Establishing a reference for future advances and needs
▪ Establishing a focus and unifying force for staff of various
disciplines that are serving the small and geographically
dispersed population of people with inherited bleeding disorders

▪ Promoting discussion and research regarding optimal ways to
deliver care

▪ Providing the basis for design of clinics, for accreditation, and
for audit and evaluation.

The work of the Canadian National Hemophilia Standards Group is not
complete. Over the coming year, its task will be to help facilitate self-
assessment by Hemophilia Treatment Centres of adherence to the adopted
standards, assess and update the standards based on these evaluations and
begin the design of a peer audit system.

“There is an important role for the Canadian Hemophilia Society and its
Chapters,” said Pam Wilton. “We will need to devote time and energy to
working with the treatment centre personnel, hospital administrations and
provincial governments to ensure these standards are applied across Canada.”

The Canadian Comprehensive Care Standards for Hemophilia and Other
Inherited Bleeding Disorders are available at www.hemophilia.ca/en/1.2.php.

The afternoon session of the Medical/Scientific Symposium was devoted to
outcomes measurement in bleeding disorders and tools to assess quality of
life, economic impact and adverse events. A webcast of all of the lectures is
available at www.hemophilia.ca/en/index.html.

r e n d e z - v o u s q u é b e c



by Clare Cecchini, CHS
Program Coordinator

The second Canadian
Hemophilia Society

workshop for
Hemophilia Treatment
Centre (HTC) team
members with less
than 3 years experience
with bleeding disorders
took place in Quebec
City on May 24, 2007
in conjunction with

Rendez-vous Québec.
Sixty participants,
including 14 physi-
cians, 19 nurse coordi-
nators, 13 physiothera-
pists, 13 social workers
and 3 international
hemophilia health care
professionals attended
the day-long session.

For the first time,
new hemophilia clinic
directors and fellows
were invited to partici-
pate in the New Team
Workshop.

The morning pro-
gram began with two
introductory presenta-
tions about bleeding
disorders. Dr. Georges-
Étienne Rivard, Director
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A hilarious skit on “what not to do at
the ER”, opened the workshop and initiat-
ed a lively discussion on effective and
not-so-effective strategies for accessing

optimal care. 
Dr. Wade Kean, an

ER physician from
New Brunswick, and
father of a young per-
son with hemophilia,
gave a presentation on
Accessing Emergency
Care. Dr. Kean pointed
out that, with the
advent of home infu-

sion, individuals now go to the ER much
less frequently. ER physicians do not have
a chance to gain experience with bleeding
disorders. That is why it is critical for

patients to be well
prepared for their
visits and be edu-
cated about the
management of
their bleeding dis-
order.

“Carrying the
Factor First wallet
card at all times is
critical,” stated Dr.
Kean. The Factor

First card was developed as a resource for
the individual with a bleeding disorder to
carry in his/her wallet for presentation to
ER staff when accessing emergency care.
The card contains important patient infor-
mation including details on diagnosis and
treatment guidelines, and contact names
and phone numbers of the patient’s
Hemophilia Treatment Centre. 

Several role-playing scenarios were then
acted out by the participants to demon-

strate typical situations lead-
ing to ER visits. Dorine
Belliveau, Hemophilia Nurse
Coordinator from Moncton,
facilitated a follow-up dis-
cussion about the most
effective ways to speak to
the triage nurse and the ER
physician.

The workshop concluded
with an overview of CHS
resources designed to help
people with bleeding disor-
ders prepare for ER visits.
These included the emer-

gency pack, instructional manuals on
hemophilia or VWD for medical profession-
als, and Prepare to Succeed, a guide to the
ER for people with bleeding disorders.
Participants received a take-home package
with suggestions on how to implement ER
related activities in their chapters. These
resources are available for downloading at
www.hemophilia.ca/en/11.7.php.

The CHS would like to thank Dorine
Belliveau, RN, Sherry Purcell, RN, 
Dr. Wade Kean, and Colin Patterson, OEOR
Regional Service Coordinator for their help
with the planning and implementation of
the workshop. 

We also greatly appreciated the con-
sumers who participated in the role playing
sessions that made the learning both edu-
cational and entertaining. 

Workshop on
Navigating the
Emergency Room
by Clare Cecchini, CHS Program
Coordinator
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Dr. Wade Kean

Factor First wallet card

Alyson Haiart, RSW

Dr. Georges-
Étienne Rivard 

Comprehensive Care:
The New Team
Workshop

Starring in one of the role-playing skits: Sherry Purcell, RN;
Silvana Moran; Dr. Wade Kean; Dorine Belliveau, RN.

Maureen
Brownlow, RSW

Carolyn Jarock, PT

Dr. Christine Demers

Greig Blamey, PT

“Having
physicians
participate in
this year’s 
New Team
Workshop was
a key element
in the success
of the event!”

visits will be necessary from time
to time, despite the best efforts of

people with bleeding disorders to prevent
injury. Learning effective strategies to
obtain timely and appropriate emergency
care was the goal of the consumer work-
shop on Navigating the ER that was pre-
sented on May 26 during Rendez-vous
Québec. 

Approximately 25 participants includ-
ing adults, young people and parents of
children with bleeding disorders and
health care providers participated in the
afternoon session. 

ER

GUIDELINES FOR EMERGENCY

MANAGEMENT OF HEMOPHILIA 

AND VON WILLEBRAND DISEASE

FactorFirst
Canadian Hemophilia Society

Association of Hemophilia 
Clinic Directors of Canada
(AHCDC)
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of the Hemophilia Treatment Centre and
the Quebec Centre for Coagulation
Inhibitors at Sainte-Justine Hospital in
Montreal, spoke about Hemophilia and
Inhibitors, and Dr. Christine Demers,
Director of the Hemophilia Treatment Centre
at the Hôpital de L’Enfant-Jésus in Quebec
City, spoke about von Willebrand Disease. 

These were followed by two case stud-
ies describing the role of HTC team mem-
bers in delivering comprehensive care to
patients with bleeding disorders. Sue Ann
Hawes, RN, Carolyn Jarock, PT, and
Maureen Brownlow, RSW, from the
Pediatric Bleeding Disorder Clinic at IWK
Health Centre in Halifax, presented a case
study on the Diagnosis of hemophilia in a
family with no history, and Greig Blamey,
PT, and Alyson Haiart, RSW, from the Adult
Bleeding Disorders Program at Health
Sciences Centre in Winnipeg, presented a
case about an Adult with mild hemophilia
A with an inhibitor.

Reaction to the morning program was
very positive. 

“Excellent speakers to address VWD
and hemophilia.”

“Case studies really helped to pull the
information together.”

“Great overview! It was of immense
value in making me more confident
as a new team therapist.” 

In the afternoon, break out sessions were
held for each discipline to allow the par-
ticipants to discuss specific issues relating
to their role in delivering comprehensive
care. The opportunity to network and meet
with other health care providers from their
specific discipline was greatly appreciated. 

“Wonderful to interact and share experi-
ences and ideas with colleagues.” 

“It was really great to meet other social
workers in the hemophilia community
and share our experiences.”

“I found the specific physiotherapy top-
ics very helpful 
and practical.”

Participants enjoyed networking over
dinner and listening to the final presentations. 

Dr. Bruce Ritchie, Hemophilia Clinic
Director from Edmonton and Chair of the
CHS Medical and Scientific Advisory
Committee, spoke about MSAC and the
Blood Borne Pathogen Surveillance Project.
Clare Cecchini, CHS Program Coordinator,
gave a presentation on CHS and
Hemophilia Health Care Providers: an
Ongoing Collaboration. David Page, then
interim CHS Executive Director, gave the
final presentation of the evening on The
History of Comprehensive Care for the
Treatment of Bleeding Disorders in Canada.

Comments, taken from the Rendez-vous
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Québec evaluation survey, indicate that
providing an opportunity for new HTC
team members to meet together to gain
new knowledge and network was greatly
appreciated and should continue to be
offered by the CHS on a regular basis.

“Meeting with peers and gaining insight
from them is invaluable!”

“Thank you so much for this memorable
opportunity to build up strong working
links with colleagues from our specific
practice but also from other provinces.”
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Canadian Social
Workers in Hemophilia
Care – CSWHC

by Clarke Dale, RSW, Health Sciences
Centre, St. John’s, Newfoundland and
Labrador

After attending Rendez-vous Québec
I feel professionally renewed and

enthusiastic about my work in hemophil-
ia. It is amazing to have the opportunity
to step away from the day-to-day care
we provide and to meet with colleagues
and the bleeding disorders community to
see and work on the “large picture”. Great
progress is being made within the bleed-
ing disorders community as our new stan-
dards of care attest to.

Great progress is also being made with-
in CSWHC. Social workers now have an
official name and logo! At Rendez-vous
Québec we had an unprecedented fifteen
social workers participate! I speak on
behalf of all CSWHC when I say thank you
to the CHS for such tremendous support!

At Rendez-vous Québec we had many
new social workers who brought great
enthusiasm and new energy. This renewal
process is vital to any profession and
organization. It is equally vital for these
new social workers to become oriented
and meet colleagues and the bleeding
disorders community. The New Team
Workshop and the CSWHC meeting cer-
tainly helped in their orientation and
commitment.

While discussing renewal and new
members, we are sad to see Maureen
Brownlow, our longest serving social
worker, resign as co-chair of CSWHC.
Maureen is retiring in November, 2007.
Maureen has spent many years working
with the bleeding disorders community
and her caring attitude and expertise will
be greatly missed within CSWHC.

On a positive note, Maureen has been
elected to the CHS Board of Directors,
and she has accepted the position of
Chair of the Program Committee. She
attended her first Board meeting at
Rendez-vous Québec where she presented
on behalf of CSWHC and the role of
social work with bleeding disorders.
Congratulations, Maureen!

During our meeting at Rendez-vous
Québec, we elected Linda Waterhouse as
our new CSWHC co-chair. The CSWHC has
two chairs. Ruanna Jones, from Calgary is
the other.

During our meeting in Quebec great
discussion occurred around the whole
issue of transition from pediatric to adult
care. This can obviously be a very confus-

ing and stressful
event for patients
and their families.
Social workers can
play a vital role in
the design and
implementation of
a clinic’s transition
process. Many of
our social workers
have already been
or are still in the
process of being
part of transition
planning.

With the high
turnover of social
workers, we dis-
cussed developing
a new social work-
ers’ orientation
manual. For new
social workers it
would be helpful
to have a job
description, defini-
tion of the role of
the social worker in
their hemophilia
clinic, a mentorship

program, list of Web sites, database and
suggested readings.

We had a lot of discussion on devel-
oping a social work assessment template
to be used by all social workers in all

Some of the social workers who attended Rendez-vous Québec

Update on hepatitis C
presented by Dr. Kevork
Peltekian at Rendez-vous
Québec

Hepatitis C virus (HCV) affects the lives
of many CHS members. In an ongoing

effort to keep the community informed, Dr.
Kevork Peltekian, a hepatologist at the
Queen Elizabeth II Health Sciences Centre
in Halifax, Nova Scotia, presented an
update on care and treatment to an
appreciative audience at Rendez-vous
Québec on May 26. Beginning with an
overview of what happens to a person
infected with HCV, Dr. Peltekian then out-
lined the most up-to-date treatments
available to Canadians and provided a look
into the future for those living with HCV.

Dr. Peltekian’s PowerPoint presentation
is available by contacting the National
Office of the CHS, 1 800 668-2686.
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clinics across the country. This uniformity
would enhance quality and meet stan-
dards of practice. Currently we are
encouraged to use the existing assess-
ment tool found on the National
Hemophilia Foundation Web site.

We decided to review and update a
social work brochure to be made available
to patients and their families.

These were just some of the highlights
of the many accomplishments made by
the CSWHC during our meeting at
Rendez-vous Québec. Of course, this
meeting would never have taken place
without the support of the CHS! We are
so grateful for the continuing support we
receive as we strive to provide the high-
est possible quality of social work care to
the bleeding disorders community.MAUREEN

BROWNLOW, our
longest serving
social worker,
resigned as co-
chair of CSWHC.
Maureen is
retiring in
November, 2007.

On a positive
note, Maureen
has been elected
to the CHS Board
of Directors, and
has accepted the
position of Chair
of the Program
Committee.
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Patricia Stewart,
Chair of the

Canadian Hemophilia
Society (CHS) Carrier
Working Group, wel-
comed 25 women from
across Canada to the
CHS All About Carriers
Workshop, held May 26,

2007, in Quebec City as part of Rendez-
vous Québec. 

The workshop began with several pre-
sentations on medical topics of interest to
carriers. Dr. David Lillicrap, Professor of

Pathology and Molecular Medicine at
Queen’s University and Director of the
Kingston Regional Inherited Bleeding

Disorders Clinic,
described the genetics
of hemophilia and
hemophilia carrier
detection. Nisa Renault,
a PhD candidate in
pathology at Dalhousie
University, described X-
chromosome inactiva-
tion and how it influ-
ences the expression of
hemophilia in carriers.
Dr. Rochelle Winikoff,
Medical Director of the
Women’s Bleeding
Disorders Program at
the Sainte-Justine
Hospital Hemophilia
Treatment Centre gave
a presentation on the

Some participants at the All About Carriers Workshop 

Dr. David Lillicrap

Patricia Stewart

symptoms and treatment options for
managing bleeding in carriers. Dr.
Winikoff stated that, although historical-
ly hemophilia carriers have been charac-
terized as asymptomatic, more recent lit-
erature, including articles published in
the journal Blood, indicates that approxi-
mately 20 per cent of carriers are symp-
tomatic. She concluded by stressing the
importance of carriers having access to
comprehensive care. 

“I learned there are some
recommendations for carriers before,
during and following pregnancy and
childbirth. Having had seven
pregnancies and only one child
survive makes me realize how
important these recommendations
would have been to me when I was
wanting a large family. It made me
realize how important bleeding
disorder clinics for women are to
provide education, counseling,
support and care to improve the
quality of life for women with
bleeding disorders.”

The final speaker of
the afternoon was Lisa
Little, a psychologist
from Alberta, mother
of a young man with
hemophilia, and a
symptomatic carrier
who spoke about
quality of life issues
affecting carriers. 

Lisa described the significant impact
that carrier symptoms such as menorrha-
gia can have on a woman’s quality of
life. She stated that although diagnosis
can bring relief with the explanation of
the disorder underlying the symptoms, it
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Nisa Renault

Dr. Rochelle
Winikoff

is sometimes met with denial, anger, guilt
and sadness. Decisions surrounding repro-
duction are intensely personal and depend
very much on the particular circumstances
of each case, said Little. Comments from
several participants indicated that the ses-
sion on quality of life was a highlight of
the workshop.

“I enjoyed Lisa Little’s session the most;
laughter is always the best medicine.”

Overall, the participants indicated that the
workshop successfully achieved its goal of
providing information and support to car-
riers of hemophilia A and B. 

“Thank you to CHS for an excellent
conference. The sessions were very
informative.” A participant

“I learned that some of the symptoms
that I as a carrier have experienced over
the years are not unusual. This was a
relief and an enlightening experience as
we all discussed how we thought things
like bruising easily and heavy menstrual
periods were normal and had never been
discussed with our mothers or sisters or
any other carriers.” 

In her closing remarks, Patricia Stewart
stated that greater awareness of bleeding
disorders in women is needed among
physicians, gynecologists, and the public
at large. She encouraged participants to
share the knowledge gained from the All
About Carriers Workshop in their chapters
and regions, launch advocacy and
information campaigns, organize support
groups and educational seminars, and
write articles to bring the message to their
communities.

Lisa Little

All About Carriers
Workshop
by Clare Cecchini, CHS Program
Coordinator



H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 718

Twinning Workshop
by David Page, CHS Executive Director

On May 26, the Canadian Hemophilia
Society organized a workshop on

twinning for those in the organization
actively involved in the World Federation
of Hemophilia (WFH) Organization

Twinning (HOT)
program as well as
those considering
getting involved.

“The CHS, with its
chapters across Canada,
is involved in more
twinning activities than
any other national
member organization

of the WFH,” stated Mike Beck, Chair of
the CHS International Projects Committee.
“It’s exciting that we’ve been able to get
the groups together to report on what
they have been doing, good practices, and
lessons learned.”

The CHS and its chapters are involved
in seven of the 16 organization twinnings
around the world. They are: 

• Iran – Hemophilia Ontario
• Jordan – Toronto and Central Ontario
Region

• South Africa – CHS
• Tunisia – Quebec Chapter
• Mongolia – Hemophilia Saskatchewan
• Serbia – Central Western Ontario Region
• Belarus – South Western Ontario Region

The WFH coordinates two types of
twinning programs: the HOT Program
focuses on patient groups, while
Hemophilia Treatment Centre (HTC)
Twinning involves medical centres and
focuses on diagnosis and treatment. 

The Twinning Program is sponsored
exclusively by Wyeth, which provides an
unrestricted educational grant to WFH

that supports twinning
activities and
administrative costs. 

Assad Haffar, WFH
Regional Program
Manager (Africa and
Middle East), described
some initiatives and
accomplishments of the
WFH twinning program.

– Organizational unity 
– Improvements in organizational structure 
– Youth involvement
– Succession planning/leadership
development

– Constitutional modification
– Strategic planning
– Chapter building
– Diversified fundraising
– Improved government relations
– Patient education
– Creation of a national patient registry
– Strengthened relations with the
medical community

WFH Program
Officer Nicola Hope
presented some tips
for successful
twinning. Goals
should be short-
term, specific and
realistic. “Plan for a
three- or four-year
timeline, and keep
sustainability in
mind,” she said.
“Make sure that
when the twinning
closes, they can
maintain what has
been achieved and
move forward with
it on their own.”
Good administrative
practices, regular
reports and
photographs of
activities by both
twins are very
important. 

Assad Haffar
said twinning
experiences have
ranged from very
easy to difficult.
Lack of support for
the twinning from
the Board and
volunteers in the

established twin (in the more developed
country) can present difficulties when
individuals involved in the twinning move
on before the project is finished. 

Clear and regular communication
between the twins and with the WFH is
essential. Safety and security when
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Assad Haffar

Mike Beck

I found the twinning workshop to be
very interesting and informative. It
was great to hear volunteers who
have been through the process share
first hand experiences and advice on
how to make a twinning project work.
It has motivated us, in the PEI
chapter, to try to identify basic
essential resources that will be
required over the duration of a
twinning project. Hopefully we can
apply for a twinning project in the
near future. – Dan Doran

traveling abroad (i.e., in tense political
climates) also need to be carefully
considered. 

Measurements of twinning success
include the achievement of goals within
the timeframe set, increased membership
and volunteers, visits by twins, production
of educational materials, media exposure,
fundraising and representation on a
national health committee. “At the same
time, there are immeasurable benefits to
the established twin such as networking
opportunities, friendships, increased
motivation and greater awareness of
global issues in hemophilia,” he concluded.

Each of the
Canadian twins
presented a detailed
report on its
accomplishments and
lessons learned. A
written summary of the
workshop and a CD of
all the presentations
are available. Please

contact Chantal Raymond at:
craymond@hemophilia.ca or 
1 800 668-2686. 
A section of the CHS Web site is also
devoted to twinning. See
www.hemophilia.ca/en/11.6.php.

“My impression of
the twinning
workshop was that it
was impressive to see
not only how many
Canadians are
involved in WFH
twinning, but how
passionate each and
every one of the
volunteers is. 
The presentations 
and discussion
provided important
information for 
the WFH as we
appreciate hearing
directly from the
twins what sort 
of challenges 
they face. This
information helps us
improve the “living”
program that is WFH
twinning.” 

–Nicola Hope, WFH

Faye Katzman Matthew Maynard

John Plater

Some of the presenters at the workshop.
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trained us to do home infusion. Leah, the
SBDP social worker, was an invaluable
resource who helped us adjust to our
new reality. 

The CHS binder All About Hemophilia:
A Guide for Families and Laureen Kelley’s
Raising a Child with Hemophilia were
there to answer questions as they came up. 

Isaac’s hemophilia diagnosis was a
shock to our family because there was no
known family history. We have since dis-
covered that I am actually a carrier, the
only one in my extended family. Now, we
have learned more about the warning
signs of joint and internal bleeds and
have started the lifelong journey of edu-
cating ourselves and others about what
hemophilia is and what it means for Isaac.
In the past two years, with twice-weekly
prophylaxis, Isaac has had only a couple
of joint bleeds and a handful of tissue
bleeds. The port has been very easy to use
and maintain, and he hasn’t had any
infections or problems. Isaac’s grandpar-
ents have learned to access his port, so he
can have sleep-overs with them, and
we’re starting to learn about venous
access, too. 

Isaac is now a big, strong, active 
3-year-old, and he’s really looking for-
ward to preschool in the fall. We are
already planning to meet with the teach-
ers, principal and SBDP staff to go over
what to expect. Dean is a stay-at-home
dad, so he’s always on call if an emer-
gency comes up. There will be challenges
ahead, but we feel we have a lot of sup-
port to help us work through them.

Through Leah, and Hemophilia
Saskatchewan (HSK), we have met other
families that are living with hemophilia,
many of whom have shared stories, both
encouraging and tragic, about the effects
hemophilia has had on their lives.

The annual HSK Children’s Christmas
Party and Family BBQ’s have been great
venues for talking to other families and
learning from each other. Isaac is still the
youngest of the boys that we see at HSK
events, but if we could pass along one
piece of advice to a newly-diagnosed
family, it would be to keep it all in per-
spective. Boys will be boys, including boys
with hemophilia! With prophylaxis, life
with hemophilia can be pretty normal!

Stay positive, stay active and stay
proactive, and your son will follow suit.

an X-ray, neither the doctors nor we had
any idea what caused the swelling. A cou-
ple of weeks later, he started crawling on
only one knee and stopped putting any
weight on one of his legs when he pulled
himself up to stand. He was first incor-
rectly diagnosed with a “toddler fracture.”
After a few weeks with no noticeable
improvement, we were referred to a
rheumatologist who diagnosed him with
juvenile rheumatoid arthritis in the knee. 

In late June 2005, Isaac was put under
anesthesia and an aspiration-injection
procedure was performed to treat the
swelling. Within 24 hours of the proce-
dure, his hand was swollen so much that
he couldn’t move it, his knee was still
swollen and his elbow had also swollen to
twice its normal size and was black with

pooled blood. Isaac’s rheumatologist came
to our home and quickly realized that this
was not arthritis. He had us admitted to
the pediatric ward at Royal University
Hospital in Saskatoon and we were
referred to a hematologist.

Within four hours of being admitted
to the hospital, Isaac was diagnosed with
severe hemophilia A.  The swelling in his
knee was a joint bleed (by the time he
was properly diagnosed, the bleeding had
been going on for nearly two months),
and the swelling in his hand and elbow
were tissue bleeds from attempts to start
an IV for the procedure. 

Once diagnosed, he immediately start-
ed receiving major infusions of recombi-
nant factor VIII. Within 24 hours of his
diagnosis, Isaac underwent surgery to
have a port-a-cath inserted. We stayed in
the hospital for just over a week. During
that time, Isaac received factor three
times a day and his swollen knee began
to heal. Colleen and Maureen, the won-
derful nurses with the Saskatchewan
Bleeding Disorders Program (SBDP),

Our experiences as people living with 
the challenges and impact of bleeding
disorders are unique, yet so familiar. 

I was reminded of earlier days in my
life, when I read Angie Bedard-Haughn’s
article about her experiences as a new
mom of a son with hemophilia. Angie,
Dean and Isaac live in Saskatoon. Thank
you for sharing your story with us, Angie.
I hope your reflections will provide sup-
port to other parents in the same boat
and encourage young families to reach
out and get involved in the Canadian
Hemophilia Society. Combined with
hemophilia treatment centres across
Canada, we are very fortunate to have
the support, education and encourage-
ment of a great team of medical profes-
sionals and our extended community. 

As always, keep in touch and be safe.

Iwould like to share with you the story
of our son, Isaac. He was born in 2004
while my husband Dean and I were liv-

ing in California and I was attending
graduate school. I was blessed with a very
healthy pregnancy, and the delivery was
quick and uneventful. When Isaac was
two months old, we moved back to
Saskatoon (Dean’s hometown) so I could
take up a position at the university. 

The first months of Isaac’s life were
quiet and joyful. He was a happy and
incredibly healthy baby boy. He occasion-
ally had some bad bruises, but I had
always bruised easily and chalked it up to
my genetic influence. When he started to
crawl at eight months old, however, we
noticed a few strange developments. The
bad bruises got worse: big, swollen, dark
purple bruises from the smallest bump, or
sometimes for no apparent reason at all.
One morning in the spring of 2005, he
woke up and one of his little hands was
swollen the size of a baseball. Even after

Families
Touch
by Karen Creighton
Mississauga, Ontario

Isaac’s story

in

by Angie Bedard-Haughn

Isaac is now 
a big, strong,
active 3-year-
old, and he’s
really looking
forward to
preschool in
the fall. 



H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 720 y o u t h  f i l e

Rendez-vous Québec and it was, like the
rest of the weekend, a huge success.
Thirteen youth from almost every corner
of the country were there! The committee
itself consists of representatives from each
province, most of whom were fortunate
enough to be sponsored by their chapters
to attend the weekend. The youth were
there to organize a new beginning for
youth programming in the CHS. 

It came as no surprise that the youthful
presence at  Rendez-vous was warmly
welcomed. One youth who attended
reported, “The people were great and will-
ing to help where help was needed. I had
a great time and learned a lot!” 

Another youth said, 

“Rendez-vous Québec was for me a
memorable experience, as I had the
opportunity to meet so many new peo-
ple, and it was so good to see friends-
made at past conferences. These confer-

ences really put everything into perspec-
tive and refocus energy within the
bleeding disorder community for anoth-
er year. Such was the case with our
newly developed youth committee
which took a giant step forward and has
some great plans in place. It was espe-
cially wonderful to have Quebec City,
with all its historical past, as a backdrop
for the conference.” 

The youth enthusiastically took part in
the national conferences and were equally
as enthusiastic at play as they were at
work. Many of the youth enthusiastically
took in Quebec City as well as the (gor-
geous and huge!) hospitality suite. Many

toasts (to bleeders!) could be
heard echoing well into the
early hours of the morning! 

The CHS National Youth
Committee sits poised to do
great things! I’ve said it before
and I’ll say it again: there are
great wheels turning at the
CHS! If the youth’s reception
at  Rendez-vous Québec is any
indication of the excitement
and expectations of the youth
within the bleeding disorders
community, then you can
expect great things from the
youth in the very near future!
We have already come a long

way! There is a new section on the CHS
Web site (www.hemophilia.ca/en/12.0.php)
completely and solely devoted to the youth

committee and youth programming! We
have been officially established as a com-
mittee of the CHS and have a representa-
tive who sits on the Board of Directors.
Look for more and more programming for
youth coming from the CHS in the future!
We are in the beginning stages of plan-
ning a youth leadership retreat for youth
from all across the country! Contact the
CHS or your local youth representative for

YouthFile
Sarah 

Bradshaw

Emil 
Wijnker

National Youth 
Committee Co-Chairs

more information. In the meantime, I’m
leaving you with some thoughts and com-
ments from some of the participants at
Rendez-vous Québec.

“Rendez-vous Québec was very well
organized and filled with interesting
meetings. The medical symposium,
workshops, youth meeting and the 
presence of CHS partners gave several
opportunities to have questions
answered and to reaffirm the impor-
tance of our organization’s strong unity.
As a member of the National Board of
Directors representing the province of
Quebec, I had the pleasure to see the
motion recognizing the importance of
having a youth representative sit on the
National Board of Directors approved
unanimously. We, the members of the
National Youth Committee, now have
the opportunity to make our voice heard
and to help shape the future of the
organization. During the weekend, the
message was clear. As a non-profit
organization fighting for the rights of
all people with bleeding disorders, there
are still many hurdles to surmount and
many obstacles to overcome.
Nevertheless, with the strength and par-
ticipation of all of our members, we will
thrive in our endeavours and protect
what past and current generations have
fought so hard to obtain for all of us.” 

Martin Kulczyk, Quebec

“Rendez-vous Québec was a wonderful
experience. Finally seeing the faces of
the people I have been speaking with
was very rewarding for me. It was great
that we had the time to go to the ses-
sions and learn, and also to sit with one
another and talk about anything at all,
and just get to know one another. I
made friendships in that one weekend
that I believe will last a lifetime, and I
am very grateful for that, and for the
opportunity to have attended such a
wonderful weekend of events.”

Katie Hines, Nova Scotia

“It’s always a great learning opportunity
to attend CHS events. One of the
things I liked the most was the youth
forum on Friday night. I’m eager to see
again the people I met in Quebec City.”

David Pouliot, Quebec

The first CHS National Youth Forum took place in Quebec City
on May 25, in conjunction with Rendez-vous Québec. Thirteen
youth from across the country attended this event. 

by Emil Wijnker, National Youth
Committee Co-Chair

For anyone who attended, it was obvi-
ous that Rendez-vous Québec was a
resounding success! There was, howev-

er, something new at the meeting this year,
a new presence. For the first time in a long
while, the CHS has a National Youth
Committee. The committee held its first
national forum in May during 

…“I made friendships in that one
weekend that I believe will last a
lifetime, and I am very grateful for
that, and for the opportunity to
have attended such a wonderful
weekend of events.”
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My name is Sarah Bradshaw. One of the many things 
I do within the Canadian Hemophilia Society is to
co-author the newly revitalized Youth File column. 

I was born with von Willebrand disease, although it wasn’t
known until I ran into some problems at the age of twelve. 
All I knew was that there was a history of bleeding disorders
in my family but not that I could be affected. I was soon
taking many trips to the Hospital for Sick Children in
downtown Toronto for lots of tests I’d never heard of with
dozens of doctors I’d never met. Soon enough everything was
sorted out and I was introduced to the great people within the
Toronto and Central Ontario Region (TCOR) and the CHS. I
went on my first Hemophilia Ontario Youth (HOY) canoe trip
that summer. It was there that I met some very memorable people I’m sure will be
lifelong friends. For a few years I continued to go on the canoe and winter trips.
Then we started talking about forming an Ontario Youth Committee. It has all taken
off since then. From the formation of one committee, we have grown to put
together a National Youth Committee. We have all also brought home our learnings
to help out with youth programming in our own areas on our local Boards of
Directors. Life was moving along amazingly. Then, as Murphy’s Law has it, if
something can go wrong… and well, something did.

As I grew up in a hockey family, being diagnosed with von Willebrand disease
wasn’t going to end my hockey career after ten years of playing. I had a scholarship
and career ready and waiting for me. The problem was that I had always had overly
flexible and loose joints, though this had never proven to be a big problem, at least
in my mind not a career-ending problem. In December of last year, doctors tried to
drain my knee, which resulted in the worst verdict you could hear: “The time has
come for surgery.” Not only minor surgery, but total reconstructive, bone and
muscle (i.e. career ending) surgery. It was a very tough change to adapt to, but one
that would be worth it in the long run.

This past April I had my knee surgery and am very quickly on my way to healing.
Although I will never be able to play hockey at the level I did in the past, I will
return one day to the rink. I’ve found more time now to do things I didn’t have the
time to do before, especially with the CHS. I co-chair our National Youth
Committee, which I would never have been able to accomplish if I had continued on
my hockey path. This experience was something that taught me to really believe
that everything does happen for a reason and, no matter how it may appear at first,
something good will always come out of it. 

If you have the time to get out there and take part in a youth event in your
community, then don’t sit and contemplate it, go for it! It’s a great opportunity to
meet new people and to try things you may never be able to do anywhere else. 

Keep reading our new column to learn about what else is happening in your area
and be sure to check out our Web site for even more details. If you are interested in
becoming involved at a higher level, or have any questions, feel free to e-mail any
of us and we will do our best to help you. Keep reading!

Our Stories

Sarah Bradshaw

If you have
the time to
get out there
and take part
in a youth
event in your
community,
then don’t 
sit and
contemplate
it, go for it! 
It’s a great
opportunity to
meet new
people and to
try things you
may never be 
able to do
anywhere
else. 

I was born with
von Willebrand
disease,
although it
wasn’t known
until I ran into
some problems
at the age of
twelve. All I
knew was that
there was a
history of
bleeding
disorders in my
family but not
that I could be
affected.
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Hepatitis C Press
Review
� Selected patients with genotype 1 HCV

may attain SVR by extending treatment
duration to 72 weeks

BARELONA, Spain. 42nd Annual Meeting of
the European Association for the Study of the
Liver. April 11-15, 2007 - The current
standard of care for chronic hepatitis C
patients with genotype 1 is pegylated
interferon plus ribavirin 1000-1200 mg/day
for 48 weeks. However, just under half of
patients on this regimen do not experience
sustained virological response (SVR), defined
as undetectable HCV viral load (< 10 IU/L)
24 weeks after the end of treatment.

In a retrospective analysis of data from
3 multi-centre studies conducted in Spain,
Austria, and Germany (n = 1338),
researchers investigated the relationship
between virological response after 4 and 12
weeks of treatment and SVR rates in
patients treated for 72 vs 48 weeks. The
objective was to identify which patients
would be most likely to benefit from
extended treatment duration. 
All studies compared 48 vs 72 weeks of
treatment with pegylated interferon alfa-
2a plus ribavirin (800 mg/day or 1000-
1200 mg/day). Overall, 95% of participants
had genotype 1 HCV infection. 

Rapid virological response (RVR) was
defined as HCV RNA < 50 IU/mL after 4
weeks of treatment. Early virological
response (EVR) was defined as no RVR but
HCV RNA < 50 IU/mL after 12 weeks of
treatment and at least a 2 log drop in HCV
viral load from baseline. Sustained
virological response (SVR) was defined as
undetectable HCV RNA 24 weeks after the
end of treatment.

In patients with RVR, SVR rates were
relatively high after 48 weeks of treatment. 

In these patients, extending treatment to
72 weeks provided only limited additional
benefit. 

However, among patients who did not
achieve RVR but experienced EVR (> 2 log
HCV RNA decrease), sustained response rates
were higher after 72 vs 48 weeks of therapy.

In conclusion, the authors wrote, “These
exploratory data indicate that genotype 1
patients with an EVR (> 2 log drop) receive
benefit from extension of combination
therapy to 72 weeks.”

They added, “Treatment optimization in
these patients requires confirmation in large
prospective studies using the currently
recommended doses of ribavirin (1000-1200
mg/day).”

� Hepatitis C patients who are at high
risk of developing cirrhosis can now be
reliably identified

Science Daily. April 27, 2007 – A genetic
test has been developed that can identify
patients who are at high risk of developing
cirrhosis from chronic hepatitis C infection.
High-risk patients could be directed toward
a long course of expensive, debilitating drug
therapy, while patients at low risk of
cirrhosis might be better off delaying
treatment.

“Management of cirrhosis patients is
challenging,” said Ramsey Cheung, MD,
chief of hepatology at the Palo Alto
Veterans Affairs Health Care System. “This
test is the first of its kind to use the genetic
makeup of each patient to determine who is
likely to develop cirrhosis. High-risk patients
should be targeted for early treatment.”

The dilemma physicians face, explained
Cheung, is deciding who to treat and who
can wait for better therapies to come along.
The key is being able to determine which
patients are likely to see the infection
progress to cirrhosis. Doctors consider such
factors as age, gender and alcohol
consumption to predict such risk, but
because of individual variability, these
factors don’t yield a very accurate
prediction. A liver biopsy can indicate the
amount of damage to the liver up until the
time of the biopsy, but can’t reveal how
much future damage will occur. The new
test assessed by Cheung and his colleagues
is a way to hedge the bets.

Medical
News

The test was developed by initially
scanning the DNA of more than 1,000
people who had hepatitis C. Out of 25,000
genetic variations tested, the researchers
discovered seven that could be used
together as a “signature” for predicting
progression to cirrhosis in Caucasians.

The resulting gene signature - the
Cirrhosis Risk Score - was then
independently validated on 154 hepatitis C
patients. Among patients with early-stage
liver disease, the researchers were able to
divide them into a high-risk category based
on their gene pattern, compared with those
who had low-risk gene patterns. “The
Cirrhosis Risk Score was superior to the
known clinical factors, such as alcohol
consumption, in predicting the risk of
developing cirrhosis,” said Cheung.

“This test allows both physicians and
patients to make an intelligent decision
about the urgency of beginning antiviral
therapy,” he said. “If a patient turns out to
be low-risk, we might advise the patient to
consider deferring treatment, avoiding
unnecessary side effects and expense of
current therapy.”

� Baseline HCV RNA and week-4 response
are the best predictors of relapse after
treatment with pegylated interferon
plus ribavirin in HIV-HCV coinfected
patients

www.hivandhepatitis.com, July 17, 2007 - A
considerable proportion of HIV-HCV
coinfected patients experience relapse after
treatment for chronic hepatitis C virus
(HCV) infection, and therefore do not
achieve sustained virological response (SVR).

In the August 1, 2007 Journal of Acquired
Immune Deficiency Syndromes, investigators
with the Spanish PRESCO (Pegasys
Ribavirina España Coinfección) trial reported
on factors that predicted relapse in this
population.

PRESCO included 389 HIV-HCV
coinfected individuals with a median age of
40 years; 49% had genotype 1 HCV, 39%
had genotype 2 or 3, and 12% had
genotype 4. About three-quarters were on
HAART, and the median baseline CD4 cell
count was about 500 cells/mm3.

Patients were treated with 180
mcg/week of pegylated interferon alpha-2a
plus 1000-1200 mg/day weight-based
ribavirin. Those who experienced early
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In February 2007, the Canadian Hemophilia Society organized a Research
Summit to explore ways to maximize the impact of bleeding disorder research
conducted in Canada, especially research funded by the CHS. (See Hemophilia
Today, Spring 2007, Vol 42, No 1.) Researchers suggested that the CHS has an
important role to play in publicizing current research so that patients can
choose to participate. At the Association of Hemophilia Clinic Directors of
Canada meeting in May, the following studies and surveys were discussed.
More information is available at Canada’s 25 hemophilia treatment centres.

� Patient Survey about Gene Therapy

This brief two-page questionnaire will ask patients 11 questions about their
knowledge of gene therapy and ask them about certain options for
potential future gene therapy studies. The study is being carried out as a
prelude to the next round of hemophilia gene therapy trials that may
include genetically-modified stem cell approaches. The survey is sponsored
by the Canadian Stem Cell Network and the Principal Investigator is
Professor Bartha Knoppers at McGill University in Montreal.

� Type III von Willebrand Disease Study

The aim of this study is to determine the genetic pathology of severe type
3 VWD in about 25 families with this condition. This information will then
be compared and contrasted with our knowledge of the genetics of type 1
VWD. The Principal Investigator is Paula James (Queen’s University,
Kingston). The study is supported by the CHS.

� Role of Prophylaxis in Severe VWD Study

This is a study supported by CSL Behring. The aim is to assess the role of
von Willebrand factor concentrate prophylaxis in patients with severe VWD
(either type 3 or severe type 1 disease). In most instances, this will be to
prevent recurrent musculoskeletal or mucocutaneous bleeding. The final
treatment protocol is being finalized but may take the form of an
escalating dose schedule, rather like the Canadian hemophilia prophylaxis
regimen. The Canadian contacts for this international study are Manuel
Carcao (Hospital for Sick Children, Toronto) and Rochelle Winikoff (Sainte-
Justine Hospital, Montreal).

virological response (more than a 2 log drop
in HCV RNA after 12 weeks of therapy)
continued on treatment for 48 or 72 weeks
if they had genotype 1 or 4 HCV, or 24 or
48 weeks if they had genotype 2 or 3.
(Standard treatment duration is 48 weeks
for genotypes 1 or 4 and 24 weeks for
genotypes 2 or 3.) 

In conclusion, the authors wrote, “High
baseline serum HCV RNA level and lack of
undetectable viremia at week 4 are the
most significant predictors of relapse in
HCV/HIV-coinfected patients treated with
pegylated interferon plus weight-based
ribavirin.”

� FIB-4: An Inexpensive and Accurate
Marker of Liver Fibrosis in Patients with
Hepatitis C

www.hivandhepatitis.com, July 4, 2007 
- While liver biopsy is considered the “gold
standard” for assessing liver fibrosis, the
procedure is expensive and is associated with
a small risk of complications including
excessive bleeding. Therefore, researchers
have developed a variety of non-invasive
biomarker and imaging methods to reduce
the need for biopsies.

As reported in the June 13, 2007 advance
online edition of Hepatology, French
researchers performed a study to validate a
non-invasive test called FIB-4 which
combines patient age and 3 standard
biochemical values, platelet count, alanine
aminotransferase (ALT), and aspartate
aminotransferase (AST) in HCV monoinfected
patients who received 847 liver biopsies.
They also compared the results of 780 FIB-4
and FibroTest assays performed on the same
day in 592 patients with HCV. FibroTest
combines patient age and sex with 5
biomarkers: alpha2-macroglobulin,
haptoglobin, apolipoprotein A1, total
bilirubin, and gamma-glutamyl
transpeptidase (GGT).

In conclusion, the authors wrote, “For
values outside the 1.45-3.25 range, the FIB-4
index is a simple, accurate, and inexpensive
method for assessing liver fibrosis and
proved to be concordant with FibroTest
results.”

This study confirms previous data
showing that while non-invasive methods
perform well at distinguishing between
absent or mild fibrosis and extensive fibrosis
or cirrhosis, they do less well at distinguishing
between intermediate stages.

Opportunities 
to participate 
in research
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Canadian Physiotherapists in
Hemophilia Care

10th Musculoskeletal
Congress of the World
Hemophilia Federation

by Greig Blamey, PT, CHT, Health Sciences
Centre, Winnipeg; President, CPHC

From May 3 – 6, 2007 the 10th

Musculoskeletal Congress of the
World Hemophilia Federation (WFH)

took place in Stresa, Italy. This meeting,
comprised primarily of Physiotherapists
and Orthopedic Surgeons, takes place
every two years on an alternating schedule
with the World Congress, which last took
place in Vancouver in May of 2006.

This year’s congress was the largest
ever, with over 180 participants from
countries all around the world. Amongst
the delegates were five members of the
Canadian Physiotherapists in Hemophilia
Care (CPHC), marking the largest contin-
gent ever from our organization. Taking
part were Pam Hilliard, Carolyn Jarock,
Nichan Zourikian and me, Greig Blamey.
Kathy Mulder was also in attendance, not
only as a CPHC member, but also as the
Chair of the Musculoskeletal Committee of
the WFH.

The program for the meeting covered a
wide variety of musculoskeletal topics
both in terms of surgical interventions as
well as rehabilitation for people with
hemophilia. Free paper sessions highlight-
ed new work that is being done by
researchers around the globe, and topic
specific sessions allowed for more in-
depth discussion of the individual ele-
ments of musculoskeletal care for people
with hemophilia.

The CPHC members were very active
participants in the Congress, particularly
Kathy who was instrumental in the plan-

ning and running of the congress, and lay-
ing out the scientific program. She also
chaired the Musculoskeletal Committee
business meeting, which took place directly
after the closing of the Congress. The con-
tributions of the other CPHC members were
as follows:

Carolyn Jarock represented the CPHC at
the first ever multinational meeting on
physiotherapy standards of care for hemo-
philia, which was held as a pre-Congress
session prior to the opening ceremony. The
meeting was chaired by a therapist from
the United Kingdom, and was convened
with the vision that member nations of the
WFH who currently have their own stan-
dards documents may one day be able to
generate a global set of standards. This
meeting in Stresa represented a very impor-
tant first step toward achieving that long-
term goal.

Nichan Zourikian gave two presenta-
tions during the congress. The first was
during a multidisciplinary session regard-
ing the treatment of synovitis. The session
included the perspectives of Hematology,
Orthopedic Surgery, and Physiotherapy.
Nick shared his expertise and wealth of
knowledge with the assembled academy a
second time during the Congress, dis-
cussing the early identification and man-
agement of muscle bleeds.

I also took on a dual role during the
conference, first serving as the chair of the
Physiotherapy Workshop, which took place
as a concurrent session with a live demon-
stration of a total knee replacement being
done on a hemophilia patient. The
Physiotherapy Workshop was comprised of
free paper presentations from delegates
from Italy, Spain, Brazil, India and the
United States. These were followed by two
video presentations by the Italian
Physiotherapists on hydrotherapy as well
as in-clinic treatment for hemophilia
patients. I also presented to the congress
on the topic of rehabilitation following
total elbow joint replacement surgery.

Canadian Physiotherapists in Physiothérapeutes canadiens
Hemophilia Care en hémophilie

Pam Hilliard along with Nichan
Zourikian were attending not only the
Musculoskeletal Congress while in Italy,
but also a meeting of the International
Prophylaxis Study Group. Pam and Nick
have had a long association with this
committee, and in addition to their discus-
sions over the three days, Pam presented
to the Congress regarding the muscu-
loskeletal status of the Canadian cohort of
boys involved in this very important study
project over the past 10 years.

Over the course of the meeting it was
evident that the CPHC is a world leader in
expertise regarding the musculoskeletal
effects of hemophilia and the provision of
treatment for joint and muscle impair-
ments, both acute and chronic. It was
equally evident that we stand in the fore-
front of discipline specific organization.
The CPHC has one of the most well-devel-
oped Standards of Care documents and
communications networks in the world.
The tools at the disposal of Canadian
physiotherapists will no doubt allow us to
continue to take a leadership role in the
global community of hemophilia care.

The CPHC would like to acknowledge
the most generous support of our industry
partners, NovoNordisk and Baxter
Bioscience, for making possible the atten-
dance of our members at this most impor-
tant forum for the musculoskeletal care of
hemophilia. 

Over the course of the
meeting it was evident that
the CPHC is a world leader 
in expertise regarding the
musculoskeletal effects of
hemophilia and the provision
of treatment for joint and
muscle impairments, both
acute and chronic.
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by David Page, 
CHS Executive Director

� Prophylaxis prevents joint
damage

DENVER, Colorado, August 9, 2007 –
According to a new landmark study
published in The New England Journal of
Medicine, infusions of factor VIII used
preventively can significantly reduce the
risk of developing joint damage in young
children with hemophilia A. The multi-
centre study involved 15 academic and
major treatment institutions throughout
the United States, including University
of Colorado at Denver and Health
Sciences Center, as well as collaboration
with the Centers for Disease Control and
Prevention and the National Institutes
of Health.

The study is the first and only
randomized, prospective trial comparing
the progression of joint disease in boys
with hemophilia A who were treated
either with prophylactic infusions to
prevent bleeding, or who received on-
demand treatment in response to episodic
bleeding. The findings showed that 93
percent of boys who received prophylactic
treatment had normal joints at the age of
six compared to only 55 percent in the
episodic treatment group. This trial
provides the strongest medical evidence
to date comparing joint outcomes
associated with prophylactic and episodic
treatment approaches.

“Our results show for the first time
that prophylaxis, initiated between six
and 30 months of age, is effective at
preventing joint bleeds and preserving
joint function and structure in young boys
with hemophilia A,” said Marilyn Manco-
Johnson, MD, principal investigator of the
study and director of the Mountain States

Regional Hemophilia and Thrombosis
Center at the UCDHSC School of
Medicine. “These results provide health
care professionals as well as parents of
children with hemophilia A with solid
information to guide optimum treatment.”

“Results from the study indicate the
importance of initiating prophylaxis
before recurrent bleeding has occurred in
individual joints in young boys with
severe hemophilia,” said Keith Hoots, MD,
study investigator, professor of pediatrics
and division head/pediatric hematology,
University of Texas Medical School at
Houston.

In Canada, prophylaxis, where
appropriate, is a standard of care in the
newly adopted document, Canadian
Comprehensive Care Standards for
Hemophilia and Other Inherited Bleeding
Disorders.

� Baxter introduces Baxject II
in Canada

TORONTO, Ontario, August 9, 2007 –
Baxter has announced that starting in
September its Advate® factor VIII
concentrate will be accompanied by the
second generation of its needle-less
transfer system, called Baxject II®. It is
designed to reduce needle stick injury and
simplify the process of reconstituting and
mixing hemophilia factor therapies.

According to a Baxter press release,
“The device does not require air injections
or valves, and colour coding makes
connecting easy. It takes less than a
minute to mix. The Baxject II has a built-
in filter to maintain product purity and as
there is no transfer or filter needle
required, there is less risk of needlestick
injury. Unlike other devices, the Baxject II
is compatible with existing injection ports
and butterfly sets.”  

Ann Marie Stain, nurse coordinator of
the Hemophilia Treatment Centre at 

The Hospital for Sick Children in Toronto,
stated, “Baxject II is simple and easy to
use for little hands and big hands. 
The new colour coding system on the
Baxject II is an easy guide for which vial
to use first.”

Users of Advate will begin to see the
Baxject II transfer system later this fall.
At the same time, Baxter has introduced
barcoding with Advate packaging. The
CHS Blood Safety and Supply Committee
has long pushed for all manufacturers to
introduce barcoding for blood products as
a means to reduce errors in tracking
products and inventory.

Demonstration of the new BAXJECT II
device is available on line. Go to
www.baxject2.com and click on the
Canadian flag.

� Wyeth adopts changes to
Benefix delivery system

MONTREAL, Quebec, June 26, 2007 –
Wyeth has announced that it has received
approval from Health Canada for its R2
Rapid Reconstitution Kit to accompany its
recombinant factor IX product, Benefix®.
Benefix will be shipped with the R2
system starting in October.

According to materials released by the
company, the R2 system has the following
advantages over previous technology:

– simpler preparation with a needle-
less reconstitution device

– less diluent for all vial sizes (5 mL)

– a pre-filled syringe to contain the
diluent.

Another change will be a switch from a
sterile water diluent to sodium chloride.
This is to address rare cases of
agglutination which had been observed
on reconstitution.

Users will also be happy to learn that a
2000 IU vial size will be available in early
2008.

BloodFactor
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� CBS stands firm on donor
deferral criteria

OTTAWA, Ontario, June 21, 2007 – The
Canadian Blood Services announced its
decision not to seek a change in the policy
of indefinitely deferring any male from
donating blood if he has had sex with
another male, even once, since 1977 (MSM).
The announcement came at an open Board
meeting held in Ottawa on June 21.

Any proposed change in donor deferral
policy would have required the agreement
of Health Canada.

Clotting factor
concentrates
licensed/distributed 
in Canada 
(other than FVIII and IX)

This chart (see facing
page) lists the products
currently used in Canada
to treat patients with
inhibitors, von Willebrand
disease and rare factor
deficiencies such as
factors I, II, V, X, XI and
XIII. Many of these
products are not approved
for regular use by Health
Canada; instead they are
made available on an
individual request basis
through the Special
Access Programme.
Hemophilia Today has
produced this chart to
provide some basic
information on factor
concentrates currently
licensed and/or distributed
in Canada by Canadian
Blood Services and 
Héma-Québec. For more
complete information, see
the product monographs
that accompany the
products.

The Canadian Hemophilia Society Board
of Directors fully supports this decision. In
May 2006, the CHS Board passed a motion
in favour of maintaining this donor
deferral criterion in the interest of blood
safety. (See CHS Position on Donor
Deferrals on the CHS Web site at
www.hemophilia.ca/en/1.2.php.) Since
then, members of the CHS Blood Safety
and Supply have contributed to the
discussions leading to the CBS Board
decision.

The full text of the CBS statement is
presented below.

Canadian Blood Services’ statement regarding the decision on the
policy of deferring any male from donating blood if he has had sex
with another male

OTTAWA, Ont, June 21, 2007 - Today, Canadian Blood Services announced its decision on
the policy of indefinitely deferring any male from donating blood if he has had sex with
another male, even once, since 1977 (MSM). The announcement came at an open board
meeting held in Ottawa.

Background: The MSM deferral policy is part of our screening procedures that are
designed to identify a variety of behaviours and circumstances known to increase risk to the
safety of the blood supply. As another example, we also indefinitely defer individuals from
giving blood that have spent more than three months in the United Kingdom or France
between 1980 and 1996, due to the increased risk of potential exposure to vCJD.

Since the MSM deferral policy was implemented, there have been improvements in
testing as well as evolving science and technology. In addition, a number of blood operators
have made changes to their MSM deferral policies. As part of Canadian Blood Services‘
commitment to ensuring our policies and procedures remain in the best interest of
Canadians, we took steps to review our policy.

The review process began with a literature review, analysis of surveillance data and
assessment of international MSM policies. Next, the Board of Directors commissioned the
McLaughlin Centre for Population Health at the University of Ottawa to undertake an
independent risk assessment of the current policy.

Following the independent risk assessment, we initiated a comprehensive consultation
process to involve Canadians in the decision-making on this issue. The consultations
involved gathering the insights, through facilitated sessions, of key stakeholder and high
interest groups such as student associations, gay rights activists, healthcare professionals
and patient advocates to provide to the Board of Directors.

Decision: After careful consideration, the Board of Directors has determined that
Canadian Blood Services will maintain the current policy while actively gathering knowledge
to close the gaps in information that were identified through the risk assessment and the
consultations. As such, we will take steps to better understand emerging pathogens,
examine the risks and benefits of behavioural-based questions and monitor the experiences
of blood agencies that have modified or changed their MSM deferral policies.

The Board recognizes that this is an important issue and for this reason we need to assess
potential solutions that will address both the safety of the blood supply and the concerns
about discrimination. As we work towards the best decision for Canadians, we remain
committed to informing and involving stakeholders in the process.

Special Note: Canadian Blood Services would like to thank the stakeholders whose
participation in the consultations provided valuable knowledge, information and insights
into the decision-making on this issue.
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Niastase
Manufactured
and distributed
by Novo Nordisk

FEIBA VH
Manufactured
by Baxter

PRODUCT TYPE ALBUMIN ALBUMIN VIRAL INACTIVATION VIAL SIZE STORAGE AVAILABILITY COMMENTS
IN CELL CULTURE AS STABILIZER

Recombinant

Plasma-derived,
US voluntary,
remunerated
plasmapheresis

donors

Yes 
(bovine 
albumin)

Not 
applicable

No

Yes 
(human
albumin)

None

Vapour heat, 
60°C, 10 hr @ 190
mbar; then 80°C, 1
hr @ 375 mbar

1.2 mg
(2.2 mL),
2.4 mg
(4.3 mL),
4.8 mg
(8.5 mL)

1000 IUs

2-8°C

2-8°C

Called NovoSeven
elsewhere in the world.
Used in patients with
both FVIII and IX

inhibitors

Used in patients with
FVIII inhibitors, FEIBA 
is short for Factor 
Eight Inhibitor
Bypassing Agent

Licensed,
distributed in all

provinces

Licensed,
distributed in all

provinces

Humate P
Manufactured
by CSL Behring

Wilate
Manufactured
by Octapharma

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

Multiple
precipitation

Size exclusion
high pressure

liquid
chromatography

Pasteurization
@ 60°C, 10

hours

Solvent 
detergent & dry
heat (100°C, 120

minutes)

- 250 IUs of FVIII 
(600 IUs of Ristocetin

co-factor)
- 500 IUs of FVIII
(1200 IUs of

Ristocetin co-factor)
- 1000 IUs of FVIII

(2400 IUs of
Ristocetin co-factor)

450 IUs of FVIII (400 
IUs of vWF)

- 900 IUs of FVIII (800
IUs of vWF)

1.2 mg
(2.2 mL),
2.4 mg
(4.3 mL),
4.8 mg
(8.5 mL)

1000 IUs

2-8°C,
room

temperature
for up to 6
months

2-8°C

Albumin added as
stabilizer.

Contains von Willebrand
factor with a ratio of
vWF/FVIII > 2.2

Albumin added as
stabilizer.

Contains von Willebrand
factor with a ratio of
vWF/FVIII of  ~1:1

Licensed,
distributed in all

provinces

Licensed, not
currently available

in Canada

Haemocomplettan
Manufactured by 
CSL Behring

Prothromplex-T
Manufactured
by Baxter

Bebulin VH
Manufactured by

Baxter

Factor VII
concentrate

Manufactured by
Baxter

Factor XI
Manufactured by 
Bio Products 
Limited (BPL)

Fibrogammin P
Manufactured by 
CSL Behring

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

US voluntary,
remunerated
plasmapheresis

donors

Multiple 
precipitation

Ion exchange
adsorption

Ion exchange
adsorption

Aluminium hydroxide
adsorption

Affinity heparin
sepharose

chromatography

Multiple 
precipitation

Pasteurization 
@ 60°C, 20 hr

Vapour heat @ 60°C
for 10 hr @ 190 mbar,
then 80°C for 1 hr 
@ 375 mbar

Vapour heat @ 60°C
for 10 hr @ 190 mbar,
then 80C for 1 hr 
@ 375 mbar

Vapour heat @ 60°C
for 10 hr @ 190 mbar,
then 80°C for 1 hr 
@ 375 mbar

Dry heat 
@ 80°C for 72 hr

Pasteurization 
@ 60°C for 10 hr

1.0 g 

600 IUs

600 IUs

600 IUs

1000 IUs

250, 1250 IUs

2-8°C

2-8°C

2-8°C

2-8°C

2-8°C

2-8°C

Used to treat 
fibrinogen (factor I)

deficiency

Contains factors II, VII,
IX and X. Used to treat
prothrombin (factor II)
deficiency and factor X

deficiency

Contains factors II, VII,
IX and X. Used to treat
prothrombin (factor II)
deficiency and factor X

deficiency

Used to treat 
factor VII deficiency

Sometimes used 
to treat factor XI

deficiency

Used to treat 
factor XIII deficiency

Available through
Special Access
Programme,
distributed in
all provinces

Available through
Special Access
Programme,
distributed in
all provinces

Available through
Special Access
Programme,
distributed in
all provinces

Available through
Special Access
Programme,
distributed in
all provinces

Available through
Special Access
Programme,
distributed in
all provinces

Available through
Special Access
Programme,
distributed in
all provinces

PRODUCTS FOR PATIENTS WITH INHIBITORS

PRODUCT TYPE ALBUMIN ALBUMIN VIRAL INACTIVATION VIAL SIZE STORAGE AVAILABILITY COMMENTS
IN CELL CULTURE AS STABILIZER

FACTOR CONCENTRATES TO TREAT VON WILLEBRAND DISEASE

PRODUCTS TO TREAT RARE FACTOR DEFICIENCIES

STORAGE AVAILABILITY COMMENTSPRODUCT PLASMA SOURCE FRACTIONATION VIRAL INACTIVATION VIAL SIZE

Sources: 1) Canadian Blood Services, List of Plasma Protein Products, 2007-07-13

http://www.blood.ca/CentreApps/Internet/UW_V502_MainEngine.nsf/resources/Plasma+Products+and+Services/$file/List-of-Plasma-Protein-Products-2007-06-15.pdf

2) Registry of Clotting factor Concentrates, Seventh Edition, 2006. Carol K. Kasper, Mark Brooker. World Federation of Hemophilia, Facts and Figures.   www.wfh.org
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Launch of 
All About Carriers

The May 26 workshop for carriers held
in Quebec City marked the launch of
the 2007 CHS publication, All About

Carriers: A Guide for Carriers of Hemophilia
A and B. This resource was developed to
respond to needs expressed by carriers for
information and support. It includes
perspectives gathered through a detailed
survey completed by more than 75 carriers
of hemophilia A and B from across the
country and through six focus groups. It is
a collaborative effort, written and
reviewed by a multidisciplinary team,
including a hematologist, a hemophilia
nurse coordinator, a social worker, a
psychologist, a genetic counselor, a
naturopathic doctor, carriers and members
of families living with hemophilia A and B. 

Females can suffer the same bleeding
problems as males with mild hemophilia,
yet it wasn’t always acknowledged that
their bleeding was related to their low
factor levels; they were designated simply
as ‘carriers’ of the gene. While the majority
of carriers of factor VIII or IX do not suffer
from serious bleeding problems, 57% do
have gynaecological problems, notably
excessive menstrual bleeding that can vary
from mild to severe. Some carriers haven’t
yet made the connection between their
own bleeding problems and their carrier
status, and so have never spoken with
Hemophilia Treatment Centre personnel
about these problems. Today, the notion of
females as potentially having mild
hemophilia is becoming more widely
accepted. 

A modified version of the All About
Carriers book will be developed in the
coming year to meet the specific needs of
young girls from 9 to 12 years of age. This
resource will offer basic information on
bleeding disorders and how to recognize
and deal with the possible effects carrier
status could have on their lives, both
physically and socially. 

The following comments about All About
Carriers indicate that the publication has
been very well received:

“The carrier book is 
well done and will be a
handy tool for educating
carriers. It is something 
I will keep close at hand
and I will make sure 
new families have access
to this great material.
Thank you for putting
together such an
informative tool for
carriers.”

t h e  f e m a l e  f a c t o r

“I think the book is phenomenal and I wish I had a copy to send to 
all the young girls I know that could potentially be carriers.”

“All About Carriers is a very informative book that answered a lot 
of questions for me.  It is full of information written in a way that
everyone can understand.”

“What a wonderful book! Beautifully arranged and a great resource.”

“The new tool for carriers, All About Carriers, will be of great help 
to women who have just learned that they are carriers of hemophilia
since it covers both the physical and psychological aspects.” 

All About Carriers is available in PDF for-
mat on the CHS Web site at
www.hemophilia.ca/en/13.1.php. Printed
copies of the book are available at hemo-
philia treatment centres or by contacting
the CHS at 1 800 668-2686.  

The CHS hopes this book will help girls
and women who may have inherited the
factor VIII or IX hemophilia gene find
answers to their questions. Our goal is to
supply the support and information need-
ed to deal with the impact this disorder
can have on both their quality of life and
their health. 

Female
Factor
by Patricia Stewart

The


