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WE WOULD LIKE TO THANK THE FOLLOWING COMPANIES

WHO HAVE GENEROUSLY ACCEPTED TO PARTICIPATE IN

OUR NEW NATIONAL CORPORATE SPONSORSHIP PROGRAM

This program is intended for companies that sell
pharmaceutical products for the treatment of
bleeding disorders. The participating corporations
accept to donate an amount proportional to their
share of the Canadian market without specific
restrictions or conditions. This creates a transparent,
equitable and arms-length relationship. The National
Corporate Sponsorship Program supports the
Canadian Hemophilia Society to better serve families
confronted with a bleeding disorder.

In this way the pharmaceutical companies generously
contribute to the well being of those who use their
products.

We would also like to thank our numerous donors – 

individuals, corporations and foundations – 

who each year express their confidence in us 

by making substantial donations.

Thanks to all of these generous contributions, the Canadian
Hemophilia Society…

• Offers national programs of training, education and awareness  

• Supports research into hemophilia and other bleeding disorders 

• Produces educational publications, periodicals (such as
Hemophilia Today) and keeps up to date an Internet site
http://www.hemophilia.ca

• Interacts with stakeholders in the health care field to promote
the well being of all our families. 

▼

CHS
NATIONAL

CORPORATE
SPONSORSHIP

PROGRAM

CHS
NATIONAL

CORPORATE
SPONSORSHIP

PROGRAM

BAXTER | BAYER | NOVO NORDISK | WYETH | ZLB BEHRING
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WORD
FROM THE
EDITOR

F r a n ç o i s  L a r o c h e

In an important development in the tainted blood saga, on May 30, the
Canadian Red Cross Society pleaded guilty to reduced charges of distributing
blood products it knew were contaminated.

The sentence, a $5,000 fine, the maximum penalty for an infraction of the
Food and Drug Act, is unlikely to satisfy victims any more than the $1.5 million
paid into  a scholarship fund for victims and the creation of a foundation for
research into medical errors. (By comparison, the Red Cross has already paid $70
million in compensation.)

What is satisfying, at least in my opinion, is that for the first time, the Red
Cross is admitting its responsibility and wrongdoing in what many are calling the
worst tragedy that our public health system has ever experienced.

Small consolation, you might say. Perhaps, except that this admission of
responsibility had to be made in order to apply salve to the still open sores of many
families of victims or victims themselves who have lost either someone dear or
their health in this affair, which has been dragging on for almost 20 years.

Perhaps also because it has paved the way for court appearances by other
players who were front and centre in the 1980s against whom charges are pending.
However, the fact that the Red Cross was able to plea bargain must not mean that
individuals and private companies also facing criminal charges whose cases are still
before the courts should be able to do the same.

It is a question of public trust, especially the victims’ and their families’ trust
in our legal institutions.

A legitimate question may nevertheless come to mind: “Can we now count
on a truly safe blood system in this country?” In other words, “Have we learned
from past mistakes?” I would have a tendency to answer both of these questions in
the affirmative.

After the Commission of Inquiry on the Blood System in Canada chaired by
Justice Horace Krever filed its report, a number of measures were taken, as you
know. From the creation of Canadian Blood Services and Héma-Québec to the
establishment of exclusion criteria and rigorous testing of each blood donation,
the setting up of the Blood-borne Pathogens Division of Health Canada, the Comité
d’hémovigilance in Québec, the Patient Notification System, and much, much more.
The result is that the chances of another tragedy happening are very slim.

Not to mention the fact that most Canadian hemophiliacs now inject
recombinant products created by genetic engineering, making the possibility of
transmitting pathogens for all practical purposes nil.

Of course, given that individuals suffering from coagulation disorders cannot
all count on recombinant products to treat bleeding, that blood and blood by-
products are biological products, and that not all blood-borne pathogens are
known, a risk, however small, of transmission of infectious agents is always
inherent in any transfusion of blood products.

But in my view, this should not prevent us from promoting blood donor
clinics, as you may already be doing—especially in the summer period, the time
of year when the demand for blood products is most acute. In so doing, we are
acting as good citizens of our society and community, acutely aware of the need
for blood products.
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Milestones

PRESIDENT’S
MESSAGE
Eric Stolte

FROM THE
EXECUTIVE DIRECTOR
Stéphane Bordeleau

MILESTONES: stone markers set up on a roadside to indicate the distance
in miles from a given point.

During the past several years, we’ve celebrated various milestones in
our history, both nationally and provincially. I was privileged to chat
with Corporal Colin Craig, founder of the PEI chapter, and his family
at the Canadian Hemophilia Society Annual General Meeting
celebrating the PEI Chapter’s 40th anniversary. To see a hall filled with
people who benefit from the Chapter’s work and to hear about its
humble beginnings was deeply rewarding.

Looking back, former milestones remind us of significant
destinations on our journey. The CHS has recently placed two
milestones on this road. Years from now, I believe we’ll look back with
joy and gratitude for the hard work so many have devoted to two
current milestones.

Our Policy on Relationships with Companies in the Pharmaceutical
Industry marks a milestone on the road to open, equitable and
transparent relationships with our pharmaceutical sponsors. We
sincerely appreciate their strong support of the CHS and acknowledge
that without this support, we would not enjoy the current number and
quality of programs.

Such strong support, however, can also give the appearance that we
are beholden to our sponsors. When advocating for the best care, our
voice can be discounted if we are perceived to be compromised by such
support. Our pharmaceutical relations policy helps ensure that their
support is never linked to undue influence or even the appearance of
such influence.

Negotiating such territory can be a challenge. The CHS owes a debt
of gratitude to David Page, Stephane Bordeleau and so many others
who put in the hours it took to put this policy together. Along with the
National Corporate Sponsorship Program, this policy will also help
ensure the continuation of our sponsors’ generous support.

…
Another extremely significant milestone is our nation-wide

Comprehensive Fundraising Program. Countless hours of work of
many volunteers and staff over the past two years have resulted in a
program that holds the hope and promise of a future characterized by
an expanding and diverse funding base. My special thanks to Tom
Alloway and Daniel Lapointe as well as Terry and Wanda Slobodian for
their leadership and extra work in initiating and contributing to the
early stages of this project, and to Stéphane Bordeleau and Joyce Gouin
for pursuing the work. The strength we achieve through the successful
implementation of this program will enable continued vigilance as we
care and watch out for one another.

Now comes the hard part – making it work! I’m confident that, as a
volunteer organization that has changed Canada’s blood system, we
have the inherent willpower, determination and commitment to make
this program fruitful. I trust that each of you reading this will carefully
consider the vital role you can play.

Now is not the time for modest action or sitting back and resting on
our achievements. There are very real threats out there that could
compromise the care and health of a new generation of people with
bleeding disorders. We must all play our part so that when we are gone
and others look back on this milestone, they will have the same joy we
have – benefiting from a legacy of hard work and committed effort.

THE CANADIAN HEMOPHILIA SOCIETY is a remarkable
organization. Whether in its research programs, its support and

education programs, its role in advocating for the best care for the
bleeding disorders community, its efforts to create a safer Canadian blood
system, or its involvement in the global hemophilia community, the 
CHS demonstrates the highest level of commitment. Other health organi-
zations may be much larger; however, the CHS, with its more limited
financial and human resources, achieves as much or more. Why is that?

People are what make the CHS so special. And the CHS leaders are,
in my experience, unique. Members of the national Board of Directors
with whom I work have extensive expertise. They know the history of
the CHS and understand every aspect of the programs and services we
deliver. They generously share their time, energy and skills. They also
act as the main channel for information from one level of the
organization to another. They are the core reason why CHS is today so
strong and well-respected.

I would like to take this opportunity to mention that one of them,
Sheila Comerford, has just finished her term on the board and the
Executive Committee. She was involved for almost 10 years in a
leadership capacity and on our Blood Safety and Supply Committee.
Her knowledge and expertise, her leadership and devotion were
outstanding. Sheila is a good example of this impressive group of
CHS leaders. She contributed to our organization in a major way and
we will miss her very much.

Hundreds of people are also involved in the organization at the
chapter and regional levels. They are vital for the CHS as they are the
foundation on which our house stands. The chapters and the regions
provide essential support to our community and do so with limited
resources. Volunteers are vital in the success of this work. Over the past
several years, the different parts of our organization have become more
closely linked together. Just as one volunteer’s achievements are linked
to many other volunteers’ efforts, our regions, chapters and national
levels depend on each other. Our achievements are always the
achievements of a group. The CHS is a people organization, a
community of citizens sharing a rare and difficult condition, a group
doing what it needs to overcome problems.

The CHS has taken a new direction lately. It will put even more
emphasis on its people, thinking not only about the final outcomes 
but also about the people behind them. The Executive Committee has
approved a recommendation to give new responsibilities to Hélène
Bourgaize. As the new National Director of Volunteer Development
and Human Resources, she will play a key role in making sure all of
the people giving so much to the CHS have everything they need to
contribute positively, happily and effectively.

For your information, Hélène just celebrated her 20th anniversary
with the CHS; outstanding longevity for anyone in today’s work
environment. She says she has always felt appreciated by the people
involved in the CHS. “This is what really motivates me every day.”

Working for the CHS is more than a job; staff become emotionally
involved. We want to make a difference. As part of the team, we want 
to serve the mission of our organization and try to respond to all the
needs of our volunteers. Hélène Bourgaize is just one of many staff
who are part of this group of people very much involved in the
successes of the CHS. People are really what make this organization.

People
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To learn more about the Step by Step Program, please contact
the CHS or visit www.hemophilia.ca/stepbystep/en

“Thank you so much for the opportunity to travel to PEI and
participate in the Step by Step Program. I am extremely excited
about the potential of this program, and how it will help parents
cope with hemophilia.”

“I have had a real eye opening weekend. This was my first
National level meeting and it was great. Congratulations to all for a
great job on this program!”

“Thank you for everything this weekend! The experience was
positive and I look forward to future participation.”

“I was thrilled to be able to take part in the Step by Step Parent
Workshop. I hope to be able to take part in more meetings and
workshops in the future.”

The Step by Step Program is designed to provide parents
with information and support during the different stages or
“steps” of their child’s development. Initially, parents will be

welcomed into the bleeding disorders
community by receiving Info Kits,
information packages that contain
educational material, information about the

CHS and useful items offered to the family by the HTC nurse
coordinator at the time of diagnosis. Follow-up packages will be
presented after one year and before the child starts school.

Following the conclusion of the workshops, all participants
attended the official launch of the program.

Everyone then followed the footsteps to a reception where they
received a Step by Step sunhat and a glass of wine to toast the new
program’s success.

A new section of the CHS website has been developed for the
Step by Step Program at www.hemophilia.ca/stepbystep/en
Some of the features of the website are:

PARENT TO PARENT - an online program
that allows parents to connect with another
parent to share experiences and strategies.

FORUM - an online bulletin board where parents
can read about specific topics related to raising a child
with a bleeding disorder and share experiences, tips
and success stories.

Just the Guys - a place where a dad can learn
more about how to take an active role in the
care of his child with a bleeding disorder.

Left to right: The
members of the Step
by Step Parents
Program Steering
Committee: Clare
Cecchini, Pam
Wilton, Mylène
D’Fana, Brian
Whitehead, Julie
Serrador and Clara
Penner.

Parent
Parent

TO

Forum
Just

theGuys

N FO
K TS

Left to right: Eric
Stolte, CHS
President; Clare
Cecchini, CHS
Program Coordin-
ator; Alan Birrell
and Rena
Batistella of Bayer
Canada, at the
launch of the Step
by Step Program.
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“I was thrilled 
to be able to take

part in the 
Step by Step

Parent Workshop.
I hope to be able
to take part in
more meetings

and workshops in
the future.”The Canadian Hemophilia

Society, with the support of

Bayer Inc., has initiated an

exciting new program for parents of children

with bleeding disorders, called Step by Step. The

program was developed with input from hemophilia treatment

centre (HTC) health care providers and parents of young children

with bleeding disorders from across the country. It was launched

on May 27, 2005 in conjunction with the CHS Annual General

Meeting in Charlottetown, PEI.

Parents were introduced to the new program at the Step by

Step Workshop held during the day. One parent and one staff

member from each province were funded to attend the workshop

with the goal of gaining knowledge and skills to enable them to

implement the program in their regions. Many chapters also

funded additional parents to attend so that a total of 45 people

participated in the workshop.. . .

Supported by BAYER

StepbyStep
A Canadian Hemophilia Society Program for
Parents of Children with Bleeding Disorders

NEWS 
UPDATE

8449_SCH_ANG_C1  8/22/05  5:19 PM  Page 5



n e w s u p d a t eH E M O P H I L I A  T O D A Y S U M M E R  2 0 0 56

President
Eric Stolte

Past President
Tom Alloway, Ph.D.

Vice Presidents
Mike Beck
Razek Syriani
Pam Wilton

Treasurer
Norman Locke 

Secretary
James Kreppner, LL.B

Front row: Colleen Barrett, Clara Penner, Martin Kulczyk, Mylène D’Fana, Pam Wilton.
Middle row: Betty Anne Hines, Stéphane Bordeleau, CHS Executive Director, Mike Beck, Tony
Niksic, Heather Moller, James Kreppner, Norman Locke. Back row: Craig Upshaw, Bob Steffens,
Daryl McCarvill, Eric Stolte, Steven Bardini, Razek Syriani, John Plater. Missing from photo:
Tom Alloway, Mike Watt, Dominick Eden, Christine Keilback and Bruce Ritchie.

� CHS BOARD OF DIRECTORS 
FOR 2005 – 2006 

Directors
Steven Bardini
Colleen Barrett
Mylène D’Fana
Dominick Eden
Betty Anne Hines
Christine Keilback
Martin Kulczyk
Daryl McCarvill
Tony Niksic
Clara Penner
John Plater
Bob Steffens
Craig Upshaw
Mike Watt

The latest in hepatitis C
Dr. Kevork Peltekian, hepatologist, from
the Queen Elizabeth II Health Sciences
Centre in Halifax, Nova Scotia, giving a
presentation on the effects of hepatitis C on
the lives of patients infected with the virus
(HCV) and its treatment.

The first Board of Directors Meeting for
2005-2006 was held on May 28 and 29 in
Charlottetown, PEI. The members of the
Board of Directors elected for the coming
year are:

A fact of life of any organization is the coming
and going of various board and executive
committee members. This year two key executive
committee members have chosen not to renew
their tenure. We would like to acknow-
ledge and thank John Plater and Sheila
Comerford for their hard work and dedication
on the CHS Executive Committee over the years.

Passport to Well-Being:
Roadmap for Managing Pain
Maureen Brownlow, Co-chair of the CHS Pain
Management Working Group and social
worker at the hemophilia treatment centre at the
IWK Health Centre in Halifax, Nova Scotia,
facilitated a session on pain management. In
addition to a presentation on available
resources, participants heard how four people
with bleeding disorders have found different
strategies to manage pain. Read the last
installment of Hemophilia Today’s series Pain –
The Fifth Vital Sign: Complementary and
Alternative Approaches to Pain Management
by Sophia Gocan on page 13.

Highlights 
of the 

Annual General
Meeting 

Held in Prince
Edward Island,

May 27- 29, 2005

MSAC Representative Bruce Ritchie, M.D.
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CHS Research 60 Minutes
In a technological first for the CHS, and
thanks to support from the Canadian
Institutes of Health Research, simultaneous
broadcasts occurred between the CHS
Annual General Meeting in Charlottetown,
PEI, and the meeting of the health care
providers in Hamilton, Ontario. Four
presentations on the latest research in
bleeding disorders were made: Dr. David
Lillicrap, hemophilia gene therapy; Dr.
Victor Blanchette, prophylaxis in Canada;
Dr. Georges-Etienne Rivard, inhibitors; and
Dr. Bruce Ritchie, the Blood-Borne Pathogen
Surveillance Project (see page 19). Watch the
next issue of Hemophilia Today for more
information on viewing these excellent
résumés of current research.

PEI Trailblazers
The Canadian Hemophilia Society was in
Prince Edward Island to help Islanders
celebrate the Chapter’s 40th anniversary of
service to people with bleeding disorders.
Featured in this photograph are the founders
of the PEI Chapter, Mary and Colin Craig,
Sr. (left). They are with their grand-
daughters (centre), and JoAnn and Colin
Craig, Jr. (right). Those who attended from
chapters across Canada will not soon forget
the welcome extended by the members of the
PEI Chapter at the Saturday evening
banquet… not to mention the fresh lobster.

On sale the night of the PEI banquet was a beautiful a handmade quilt, donated to the PEI
Chapter by a women’s church group in Newfoundland. On June 30, the draw was made
and the winner was Gerri Herring from Murray Harbour, PEI. Almost $700 was raised for
the Chapter. Thanks to everyone who sold and purchased tickets, both near and far! Stay
tuned for the Chapter’s next raffle of a Nascar Adirondack lawn chair later in the year.

� AN INTRODUCTION TO 
THE NEW DIRECTOR 
OF VOLUNTEER
DEVELOPMENT AND
HUMAN RESOURCES

Hélène Bourgaize

As the new Director of Volunteer
Development and Human Resources my
goal will be to establish an on-going
volunteer development program to
provide training and skills building
opportunities on an annual basis.

As a first step, a workshop on
volunteer recruitment and retention was
held in Charlottetown on May 28 as part
of the Annual General Meeting activities.
We felt that offering this kind of
workshop at this time was essential for
the CHS, as recruiting new volunteers
will be crucial to secure the long term
stability of the entire organization in the
coming years.

This workshop was led by Ms.
Veronica McNeil, owner of a consultant
firm in Halifax who specializes in training
and education in board governance,
organizational structure, strategic
planning and volunteer management.

Participants were able to learn about
the trends in the voluntary sector in
Canada, tips on how to motivate
volunteers, and exchange on strategies for
recruiting and retaining them. This two-
hour workshop made us realize how
important it is for an organization such as
ours to recognize its volunteers, and that
often our current volunteers are the best
recruiters for new volunteers. For
members who were not present in
Charlottetown and who are interested in
learning more about recruiting and
retaining volunteers for their chapters,
please feel free to contact me at
hbourgaize@hemophilia.ca and I will be
pleased to provide you with a copy of the
workbook distributed to all participants at
the workshop.

The organization has still a long way to
go in implementing a volunteer
development program; however, we are
motivated and excited by this new
opportunity and ready to do the work
that has to be done. In the coming
months we will be putting in place a
volunteer development task force which
will work with us in finding ways our
organization can help our chapters to
recruit, train, retain and recognize our
must precious resource: our volunteers.

A special presentation was
made to Frank Bott (left),

retiring trustee of the Hemophilia
Research Million Dollar Club
(HRMDC) by John Plater (centre) and
James Kreppner (right), members of
the CHS Board of Directors. In 2000,
Frank Bott, as Chair of the HRMDC,
spearheaded an ambitious fundraising
campaign to increase the combined
endowment from $1,000,000 to
$1,600,000 by the end of 2006 through
the offering of a new series of Voting
Memberships. Thanks to Frank’s
commitment and determination, the
”impossible dream” of attaining
$1,600,000 in combined endowment
was reached by the end of 2004.

n e w s u p d a t e
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� HEPATITIS C
COMPENSATION FOR
THOSE INFECTED BEFORE
1986, AFTER 1990, STILL
NOT A DONE DEAL! 

On  April 20, 2005, all members present
in the House of Commons voted in favour
of a motion that, “…continues to urge
the government to extend compensation to
all those who contracted Hepatitis C from
tainted blood…” . MP’s also called on the
federal government to do so immediately.

The vote, highly symbolic in nature, is
non-binding on the part of the federal
government, currently in a minority
situation in The House, and led by the
Liberal Party of Canada.

This means that, despite the unanimous
support of MP’s from all parties – 
the governing Liberals, as well as the
Conservatives, Bloc and New Democrats in
opposition – the status quo remains. There
has still been no clear indication on the

Twenty Years of Dedication!

On May 6, 2005, Hélène Bourgaize, celebrated her 20th anniversary as an employee
of the CHS. Hélène began working for the CHS in 1985 and shared her time between
the Quebec Chapter and the National Office before making the change full-time to
National CHS in 1988. Hélène has worked under 8 different Executive Directors and
in 3 different locations and has recently been appointed Director of Volunteer
Development and Human Resources.

Two special events were held to mark the occasion. On May 6, the Montreal staff
organized a surprise party for Hélène at the office to which former staff were invited.

And, on May 28, at the PEI Chapter’s 40th Anniversary Banquet in Charlottetown,
John Plater, on behalf of CHS volunteers, paid tribute and hosted a slide show
featuring Hélène over the past twenty years. Eric Stolte, CHS President, presented
Hélène with a gift and souvenir scrapbook to thank her on behalf of the Board for
her twenty years of exceptional devotion and dedication to the Society.

� BIO-SET® TO BE
INTRODUCED IN CANADA

David Page

In the coming months, Bayer Inc. will
introduce in Canada BIO-SET®, a needle-
less reconstitution device for its Kogenate®
FS recombinant factor VIII product. The
device was approved for use by Health
Canada in late 2004. (See the Fall 2004
issue of Hemophilia Today.)

According to a study, financed by Bayer
and published in the Journal of Outcomes
Research, “Compared with currently avail-
able systems, use of BIO-SET involves no
exposure to needles during the reconstitu-
tion process, and minimal risk of contami-
nation with the medicinal product during
reconstitution owing to the special vacuum
seal and handling of fewer component
parts by the user.”

The study, involving 161 caregivers,
nurses and patients, compared BIO-SET
with two conventional reconstitution
devices. The investigators concluded, “The

part of the Government as to when
potential compensation recipients from
outside of the 86-90 timeframe may begin
to submit claims.

Earlier in the day, a verbal exchange
took place between federal Health Minister
Ujjal Dosanjh and one of his Liberal
colleagues, in which Dosanjh indicated
that:

“We are committed to the
discussions launched in November 
to explore all available options for
providing compensation. However,
while we are supporting the motion,
we recognize the limitations and flaws
of that motion. It must be made clear
that compensation can only be made
once the discussions underway have
concluded. Everyone is working in good
faith as fast as they can to reach a
successful outcome.”

As it stands, discussions are currently
underway between: representatives from
the federal government, lawyers

representing those people already covered
under the 1986-1990 Agreement and
lawyers representing people excluded from
the 86-90 plan, in efforts to determine the
most reasonable way to extend
compensation.

At the same time, an actuarial study is
being conducted to determine the amount
of money that remains in surplus in the
86-90 fund. It is thought that this money
may potentially be used to assist those
outside of the 86-90 window. The study
was to be completed by June 2005;
however, as of the writing of this article
(July 4, 2005), the actuarial study has not
yet been completed.

The position of the CHS remains the
same: to protect the monies already set
aside for claimants accepted into the 86-90
plan, and to provide equal compensation
to those outside of the 86-90 period. There
are several ways that compensation could
be extended to those excluded, including
using surplus funds from the 86-90 plan,
and having the government guarantee to
top up any shortfall. It would be likely that
a parallel fund would have to be set up for
the new claimants.

Representatives from the Canadian
Hemophilia Society will continue to follow
this issue very closely and provide updates
on the CHS website - www.hemophilia.ca

Hélène receives her souvenir
scrapbook from CHS President,
Eric Stolte, at the CHS Annual
General Meeting in
Charlottetown.

Some of Hélène's colleagues over the last 20 years. Standing 
(left to right): Isabelle Fournié, Serge Séguin, Stéphane Bordeleau,
Stéphane Lemieux, Geneviève Beauregard, Aline Ostrowski,
Daniel Lapointe, Robert St-Pierre, Joyce Gouin, Clare Cecchini,
Jeff Rice, Christiane Brossoit, Danny Collins. Seated: David Page,
Hélène Bourgaize, Paul Rosenbaum, Normand Latulippe.
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� RED CROSS PLEADS
GUILTY

On Monday, May 30, the Canadian Red
Cross Society – distributors of blood and
blood products in the 1980s that were
tainted with the human immunodeficiency
virus (HIV) and the hepatitis C virus
(HCV), entered a plea of guilty to an
offence under section 8 of the Food and
Drugs Act, a federal statute, on an
indictment filed in the Superior Court of
Justice at Hamilton, Ontario.

Charges against the Red Cross for
distributing tainted blood between 1983
and 1990 came in 2002 after thousands of
Canadians became infected with HIV and
HCV from tainted blood transfusions.

As a result of the guilty plea and
public apology, both defense and Crown
lawyers have agreed the Red Cross should
pay a $5,000 fine, the maximum fine for
an offence under this Act, and make a
$1.5 million dollar payment to the
University 
of Ottawa, half of which will provide
scholarships for tainted blood victims
and their families, with the other half
going for the creation of a national
endowment for research into medical
errors.

On Thursday, June 30 in Hamilton,
Ontario, Mr. Justice James Kent of
Ontario Superior Court accepted the plea
bargain.

outcomes of this preference study suggest
that the primary benefits of this new
reconstitution device are speed of reconsti-
tution and convenience, which translate
into easier, time-saving infusions.”

Rena Batistella of Bayer Inc. in Canada
said that the devices will first be intro-
duced to accompany the 500 and 1000 IU
vial sizes and later with the 250 IU vial
sizes. “We have done extensive field testing
with the device,” she said, “and the reaction
has been extremely favourable.
Nevertheless, we will keep the former
reconstitution system on hand in case there
are individuals who, for whatever reason,
prefer it.”

Nurse coordinators in Canada’s 24
hemophilia treatment centres have already
received training with the new device.

Reference: Butler et al, Journal of Outcome
Research 2004; 8; 63-78.

Each time you or a family member participates
in a Passport to Well-Being activity you are
entitled to have your passport stamped with a
visa. Once you have collected a minimum of

three visas, you are eligible to have your name
entered in a draw for the following great prizes:   

1st PRIZE Roundtrip airplane tickets for 2 people 
to any Canadian destination........................ (1 winner)

2nd PRIZE 2 piece set of luggage .................................. (2 winners)

3rd PRIZE Backpack  .................................................... (5 winners) 

To participate in the PPaassssppoorrtt  ttoo  PPrriizzeess  DDrraaww, complete the entry form
below and return it, along with a photocopy of your stamped Passport
pages to CHS at the address below. Entry forms are also available on the
CHS website at www.hemophilia.ca (go to CHS Programs, Passport to Well-
being Program). Please note that only one entry per family will be accept-
ed. AAllll  eennttrriieess  mmuusstt  bbee  rreecceeiivveedd  bbyy  NNoovveemmbbeerr  1155,,  22000055.. The winners will
be announced in December, 2005 on the CHS website.   

Canadian Hemophilia Society
625 President Kennedy, Suite 505

Montreal, Quebec
H3A 1K2

P A S S P O R T  T O  P R I Z E S  E N T R Y  F O R M  F O R  D R A W

Name:

Address: Prov.: Postal Code

Tel:            Bus: Res: 

Email:

Chapter:

VViissaass    (Please indicate the Passport to Well Being Activities you or a family member have participated 
in and attach photocopies of the stamped passport pages with your entry form. 
A minimum of 3 visas must be collected in order to enter the draw)

Homecare: The Road to Independence Destination Fitness 

Roadmap for Managing Pain Charting Your Course 

PASSPORT
to PRIZES!

❑

❑

❑

❑

C a n a d i a n  H e m o p h i l i a  S o c i e t y
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New colours to match the CHS logo. And
on the front page to facilitate navigation,
logos of some of our prominent programs
(Step by Step, Passport to Well Being, Care
until Cure, the Network of Rare Blood
Disorder Organizations).
http://www.hemophilia.ca/en/index.html

And lots of new content. For example:

The Step by Step Program for Parents
http://www.hemophilia.ca/stepbystep/en/in
dex.php

The 2004 CHS Annual Report
http://www.hemophilia.ca/en/1.5.php

The CHS Pain Management Program
http://www.hemophilia.ca/en/11.1.php

A selection of hepatitis C research abstracts
and news
http://www.hemophilia.ca/en/5.8.php

The latest in CHS educational materials
http://www.hemophilia.ca/en/13.1.php

A way of donating on-line to the CHS
through CanadaHelps.org. Find the link
at…
http://www.hemophilia.ca/en/1.4.php#4

w w w . h e m o p h i l i a . c a

New resource on 
managing pain 

CHS is very pleased to announce the
publication of a new resource entitled,
Pain – The Fifth Vital Sign: A Resource for
People with Bleeding Disorders.

“It takes a village to raise a child.” The
bleeding disorder community in Canada is
such a village. In the late ‘90s, a small
group of men from various areas of
Canada were at a CHS meeting and began
to speak about the pain that they’d been
suffering for years, and the various
attempts they’d made to get relief. CHS
volunteers were listening and the
movement began. From the panel at
Mont-Tremblant in ‘99, where three men
shared their struggles with pain, joined by
a pain specialist and a physiotherapist, a
working group was formed. This group
took the valuable insights learned at Mont-Tremblant, added to them through a survey of
youth and adults in a number of clinics across the country, and began a process which
would result in increased understanding of appropriate methods of assessment and
treatment of pain in people of all ages, and would increase the ability of persons with
bleeding disorders and their families to advocate for effective pain management.

Many people have been involved in this project: those who originally raised the topic,
individuals who contributed their experiences with pain by participating in a survey or by
telling their stories, professionals in the health care community who acted as contributors to
the book and, finally, the members of the working group. The dedication of this team in the
planning of the project, the writing and editing of chapters and the selection of the
illustrations has been the fuel to the entire effort.

The CHS would like to thank Wyeth for providing the funding, and the many volunteers
and health care professionals who volunteered their time and expertise to make Pain – The
Fifth Vital Sign something that we can all be proud of but, more importantly, a resource that
will help many people in the bleeding disorders community.

Copies of the new resource have been distributed to all hemophilia treatment centres
and CHS Chapters and is also available in PDF format on the CHS website
(http://www.hemophilia.ca/en/13.1.php). Additional copies may also be ordered by
contacting the CHS office.

VWD educational book for kids    
Finding a lack of educational materials available for children diagnosed with von

Willebrand Disease, Susan Zappa, a hemophilia treatment centre nurse from the U.S.,
worked with medical centres in Texas and Louisiana to develop a tool that would allow
children to easily explain this problem to their friends and classmates. Funded by ZLB
Behring, interviews were done with children with von Willebrand Disease from 7 to 12 
years of age to find out exactly what they knew about the disorder, and what they wanted 
to know. The personal comprehension of each child varied greatly and their need for
information ranged from understanding the mechanisms of bleeding to the heredity of this
disorder. As a result of this survey, a book called Rafting Rescue! An Adventure at Camp
Cascade was published. This adventure helps the characters realize that they possess skills
that include taking care of injuries, finding ways to overcome fear, assessing and using
supplies carefully and caring for each other. Children with other bleeding disorders are 
also characters in the book. To receive a copy, you can contact Susan Zappa at:
SusanZ@CookChildrens.org. There are plans to write a sequel about VWD for younger 
and older age groups.

NEW PUBLICATIONS 

A Canadian Hemophilia Society
Program for Parents of Children with

Bleeding Disorders
Supported by BAYER

� WHAT’S NEW ON THE CHS
WEB SITE?

StepbyStep
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With the message that the
Newfoundland and
Labrador Chapter of the
Canadian Hemophilia
Society is here to help, ads
appeared in the April 17
weekly editions of sixteen
newspapers throughout the
island and Labrador. The
same message was broadcast
on all of the community cable channels in
recognition of World Hemophilia Day.
Deanna Stokes interviewed Dr. Mary-
Frances Scully, hematologist, for an article
in The Telegram that highlighted ongoing
research on the clinical impact of mild
hemophilia. At Lewisporte Academy, seven-
year-old Jeffrey Snow encouraged his
schoolmates to learn more about
hemophilia. He spoke to his grade two
class about how hemophilia affects him
and set up an informative display. The
entire school participated in a ‘hat day’
fundraiser and the money raised will go to
the Chapter’s scholarship fund. Jeffrey and
his mom, Colleen Barrett, were featured in
their local newspaper.

S A S K AT C H E WA N

Hemophilia Saskatchewan held a steak
night fundraiser on Saturday, April 16 at
Sylvester’s Bar & Grill, in Saskatoon.
Tickets were $12, and the evening featured
various door prizes, including a stained
glass “Memorabilia” rose by Lynne Pratt.
The CHS presentation, The History of the
Treatment of Bleeding Disorders in Canada,
was used in order to acquaint attendees
with the history of hemophilia care in
Canada, but also to point out that much of
the rest of the world does not yet have
adequate care. Approximately 90 people
attended, including some people who
responded to the promotional
advertisements who had not been
previously involved in the chapter cause.
The evening raised $650 for Hemophilia
Saskatchewan.

H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 5 11

A L B E R TA

Southern Alberta Region

The Southern Alberta Region held its
annual World Hemophilia Day
presentation at the Alberta Children’s
Hospital in Calgary. The display was held
on Friday April 15. A number of CHS
posters, pamphlets, and other educational
tools were distributed to the public along
with educational material provided by the
clinic nurses. As in past years, a local TV
morning program reported on the event.

M A N I T O B A

Once again, the Canadian Hemophilia
Society, Manitoba Chapter (CHS-MC) and
Canadian Blood Services (CBS) held a
blood donor clinic together on Monday,
April 18, 2005. This year’s clinic coincided
with World Hemophilia Day, a day on
which bleeding disorders awareness is
promoted throughout the world.
Volunteers manned an information table at
the clinic and the event received favourable
media coverage.

As members of CBS’s “Partners 4 Pints”
program, the Chapter is committed to
recruiting donors not only on this clinic
day but throughout the year as well. Many
friends of the Manitoba Chapter have
become dedicated blood donors and keen
supporters of its partnership with CBS.
“I have donated blood 5 times since Chris
called me…I am doing this for your kids and

for anybody else who may need the supply,”
said Steve B to Christine Keilback, Chapter
President.

CHS-MC is very proud of its successful
partnership with CBS and looks forward to
building on its successes.

Q U E B E C

World Hemophilia Day – Quebec Chapter

Every year around April 17, the SCHQ
sends a delegation to the Quebec National
Assembly for a session in which World
Hemophilia Day is commemorated. On
April 14 this year, Members of the National
Assembly were given badges with a motif
depicting the event, and Health Minister
Philippe Couillard and the official
opposition health critic, Louise Harel,
tabled motions without notice addressing
the problem of hemophilia. Ms. Harel also
called attention to certain concerns we had
expressed to her earlier, in particular our
fear of a loss of expertise in hemophilia
treatment centres resulting from
decentralization of budgets for blood
products and their substitutes to
designated hospitals, and our demand that
the Multi Provincial-Territorial Assistance
Plan (MPTAP) for victims in Quebec who
contracted HIV as a result of a blood or
blood product transfusion be indexed to
the cost of living.

H E M O P H I L I A  O N TA R I O

Toronto and Central Ontario Region

The Toronto and Central Ontario Region
(TCOR) celebrated WORLD
HEMOPHILIA DAY on April 17 at the Air
Canada Centre where thousands of Raptor
fans were made aware of bleeding
disorders. The Hemophilia Ontario logo
was displayed on the score board prior to
the game, and volunteers were stationed at
a booth handing out World Hemophilia
Day magnets along with information on
hemophilia and von Willebrand disease.
What a great way to raise awareness about
bleeding disorders!

c h a p t e r s p o t l i g h t

CHS Chapters and Regions Across the Country
Celebrate World Hemophilia DayCHAPTER

SPOTLIGHT
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If your child was recently diagnosed in a hemophilia treatment
centre, the nurse coordinator probably gave you an It’s a Boy
kit with a copy of All About Hemophilia: A Guide for Families or

the old blue binder, Hemophilia in Perspective. If the problem was
von Willebrand disease, you received All about von Willebrand
Disease. This package included kneepads, information about the
CHS and how to get in touch with your local chapter. This kit was
conceived by the National Program Committee but is used by
Chapters to welcome new parents. In 2005, the information kits for
new parents have  been updated as part of the new Step by Step
Parent Program and will soon be available for distribution at
clinics. This is an example of the combined efforts of the National
and Chapter levels working together to serve the bleeding disorders
community.

The CHS National Program Committee works on the creation
and development of educational materials and models of support
activities for people living with a bleeding disorder. The provincial
chapters make use of this material to offer services and programs
to their members.

SUPPORT ACTIVITIES AND EDUCATIONAL MATERIALS

The CHS National Program Committee develops much of the
educational material that you receive. This Committee is made up
of representatives from across the country who identify the needs
of the bleeding disorders community. National staff work with
volunteers from both the patient and medical communities from
across Canada to form working groups to develop the original idea
into a program. For example, problems people had when visiting
the emergency room led to the recent ER Program and resources
such as the Factor First cards and the guidebook, The ER: Prepare to
Succeed. Educational documents such as All About Hemophilia: A
Guide for Families and Pain, the Fifth Vital Sign, or programs such
as the von Willebrand Disease Awareness Campaign were developed
nationally. All of these programs and documents are available to
the chapters, along with help on using them.

Over the years, the National CHS has organized a number of
workshops and conferences covering topics for parents of children
with hemophilia, families living with inhibitors, HIV issues,
hepatitis C issues and women’s issues, bringing together people
involved in hemophilia comprehensive care, from patients to
doctors. The goal of these activities is to have key people from each
provincial chapter participate in the workshop or conference and
take back what they’ve learned to share with their provincial
organizations.

The CHS often develops a workshop model, in the form of a
binder with written information that may also be available on CD,
slides, overheads or slide presentations. The provincial chapter can

CHS and its Chapters  
Programs: Who does what?

Patricia Stewart
Member, National CHS and Quebec Chapter Program Committees

then use this model to transfer the knowledge to its own members
during local activities such as family weekends. Examples of
workshop models include the Passport to Well Being Program and
the Community Education Kit on Women and VWD.

COMMUNICATIONS

Hemophilia Today, the CHS newsmagazine published three
times a year, covers national and international news, medical news,
research, news about factor concentrates, items of psychosocial
interest for all, and special Chapter activities. Each provincial
chapter sends a list of its members to the CHS office so that their
members will receive Hemophilia Today free of charge. Most
provincial chapters have their own newsletter as well, which will
usually cover items of more local interest including activities,
fundraising and local governance.

The CHS is also responsible for a website that is kept up to date
with the latest news about treatment, blood products,
compensation issues, programs and research. It also has a wealth of
basic information on bleeding disorders. The individual chapters
have their own webpage that can be accessed from this site, and
two chapters, B.C. and Ontario, have their own independent
websites. You can log on at www.hemophilia.ca

The CHS website has over 700 pages of information in both
English and French. Over 100 documents can be downloaded
directly. The site is updated weekly, sometimes daily. Over 20,000
visitors per month log on to the site from more than 175 countries
around the world. This amount of traffic testifies to the wide
appeal and quality of the site! 

SCHOLARSHIPS

To encourage people from the bleeding disorders community to
continue their post-secondary education, both the National and
many individual provincial chapters offer scholarships.
Applications for the CHS scholarships are due in April each year.
There are 2 scholarships and 1 mature student bursary (over 25
years of age) of $4000 each awarded yearly by the CHS.

One of the goals of the CHS Program Committee in 2005 is to
evaluate the effectiveness of recent programs and improve the way
these programs are promoted and implemented throughout the
country.

Adapted from an article which appeared in L’Écho du facteur, the
Quebec Chapter newsletter, in December 2004.
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Complementary and Alternative 
Approaches to Pain Management

Maureen Brownlow, Co-chair,
CHS Pain Management Working Group

This article is the last in a series on

appropriate pain management that began

in the fall of 2002. It coincides with the

publication of Pain – The Fifth Vital

Sign: A Resource on Managing Pain for

People with Bleeding Disorders. The

message that has been consistently given

throughout the articles is that pain can be

managed primarily through a partnership

between the person with the bleeding

disorder and the members of his or her

health care team. From the consumer’s

point of view, education about

appropriate assessment and treatment

options is crucial to a good outcome. This

knowledge equips members of the bleeding

disorders community who are seeking

treatment for pain to be advocates for an

effective pain management plan.

Many Canadians look to alternative and

complementary approaches to their health

care. The following article provides an

excellent introduction to the topic in

relation to pain and bleeding disorders.

Pain has become the 5th vital sign to be

measured during each clinic visit. If your

hemophilia team members forget to assess

your pain, give them a friendly reminder.

As a person with hemophilia said in our 

first article,

“Suffering along 
in silence is certainly
not the way to cope.”

PAIN - 
THE FIFTH VITAL SIGN

MEDICAL
NEWS

Sophia Gocan, R.N.

What are complementary and
alternative approaches to pain
management?

Complementary and Alternative
Medicine (CAM) are therapies that are
considered outside of mainstream medical
practices. The National Center for
Complementary and Alternative Medicine
(NCCAM) is a component of the United
States National Institutes of Health.
NCCAM describes CAM as: a group of
diverse medical and health care systems,
practices, and products that are not presently
considered to be part of conventional
medicine. In Canada, CAM practices are
referred to as Complementary and
Alternative Health Care (CAHC).

Complementary therapies are used
together with conventional medicine. An
example of a complementary therapy is
using aromatherapy to help
lessen a person’s discomfort
following surgery. In contrast,
alternative medicine is used in
place of conventional medicine.
An example of an alternative
therapy is using a special diet to
treat cancer instead of
undergoing surgery that has
been recommended by a
conventional doctor.

While there is scientific
evidence supporting some
CAHC therapies, for most there
are key questions yet to be
answered through well-designed
scientific studies—questions
regarding the safety and
effectiveness for the diseases or
medical conditions for which various
therapies are used.

The list of therapies considered to be
CAHC changes continually, as those
therapies that are proven to be safe and
effective become adopted into conventional
health care and as new approaches to
health care emerge.

What are some commonly used
complementary and alternative
therapies?

NCCAM classifies CAM therapies into
five categories, or domains:

1. ALTERNATIVE MEDICAL SYSTEMS

Alternative medical systems are built
upon complete systems of theory and
practice. Often, these systems have evolved
apart from and earlier than the
conventional medical approach used in
North America. Examples of alternative
medical systems that have developed in
Western cultures include homeopathic
medicine and naturopathic medicine.
Examples of systems that have developed
in non-Western cultures include traditional
Chinese medicine and Ayurveda.

2. MIND-BODY
INTERVENTIONS

Mind-body medicine uses a
variety of techniques designed
to enhance the mind’s capacity
to affect bodily function and
symptoms. Some techniques
that were considered CAM in
the past have become
mainstream (for example,
patient support groups). Other
mind-body techniques are still
considered CAM, including
meditation, prayer,
biofeedback, humour therapy,
and therapies that use creative
outlets such as art, music or
dance.

3. BIOLOGICALLY BASED THERAPIES

Biologically based therapies in CAM use
substances found in nature, such as herbs,
foods, and vitamins. Some examples
include oxygen therapy, dietary
supplements, herbal products, and the use
of other so-called “natural” but as yet
scientifically unproven therapies (for
example, using shark cartilage to treat cancer).

To protect
yourself from
potential risks
involved when
using CAHC
therapies, be

sure to seek out
only fully

competent and
licensed

practitioners.
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professions there are significant differences
across Canada as to whether a particular
profession is formally regulated.
Mainstream professional regulatory bodies
or professional associations may have
policies or regulations regarding the
practice of alternative therapies by their
members. The scope, depth, and duration
of education and training for
complementary and alternative
practitioners vary according to the area of
practice. Try to gather information from
sources that look at both sides of a
therapy—those who oppose and those who
support the therapy. This will give you a
balanced view of the therapy you are
considering.

It is important that the choices you
make are informed. Be cautious about
any of the claims that you come across.

Reliable information may be hard to find.
Examine the scientific information that is
available to back the effectiveness of a
therapy before making health care
decisions. Some CAHC products contain
powerful pharmacological substances
which can be toxic on their own, or when
used with other medications. Some can
affect the ability of your blood to clot. This
is especially dangerous for a person with a
bleeding disorder. Some substances known
to negatively affect clotting are:

• black cohosh
• cat’s claw
• feverfew
• garlic
• ginkgo biloba
• pau d’arco.

Consult your physician and pharmacist
to ensure the product will not cause you
dangerous side effects.

Check with your primary care physician
to ensure the therapy you are considering
will be safe when taking into account your
current health status. Some aspects of your
health history could put you at higher risk
for complications. Liver disease, for
example, can be aggravated by certain

herbal preparations. Find out
about possible side effects

and how a given therapy
may interact with food,
alcohol or other drugs.

The cost of some
CAHC therapies may
also be an important
factor for you when
deciding if you would

like to explore a given

• Enhancing your sense of well-being
• Assisting you in experiencing inner

calm and peacefulness
• Assisting you in obtaining better

insight into your personal healing.

Or even more specifically:
• Improving blood circulation
• Decreasing swelling
• Increasing range of motion in joints.

The results that people experience,
however, are highly individual, and not all
CAHC therapies are equally suitable or
credible. Before you try anything, learn as
much as you can about the therapies you
are interested in, then discuss them with
your doctor.

Are complementary and
alternative therapies safe?

Any information that you obtain
regarding the safely and effectiveness of a
CAHC therapy is not intended to
substitute for the medical expertise and
advice of your primary health care
provider. Be sure to discuss all of your
CAHC practices with your physician and
other health care providers. Your health
care team is an important part of helping
you decide if a treatment may be
appropriate and safe for you. Do not be
afraid to ask their advice if you have a
question. It is very important that you
maintain open communication with your
health care team. By working with your
doctor and health care team, you can
access reliable advice and your team can
provide you with supervision of your
progress.

To protect yourself from potential risks
involved when using CAHC therapies, be
sure to seek out only fully competent and
licensed practitioners. Some providers are
licensed by professional licensing bodies.
Do not hesitate to ask individuals about
their training and experience. Your
provincial or territorial Ministry of Health
can provide information on the training
and supervision of CAHC therapy
providers. There is a core
group of professions
(medicine, dentistry,
registered nursing,
optometry, and
pharmacy) which are
regulated in all of the
Canadian
jurisdictions, but for
the balance of the

4. MANIPULATIVE AND BODY-BASED
METHODS

Manipulative and body-based methods
in CAM are based on mani-pulation
and/or movement of one or more parts of
the body. Some examples include
chiropractic or osteopathic manipulation,
reflexology and massage.

5. ENERGY THERAPIES

Energy therapies involve the use of
energy fields. Bio-field therapies are
intended to affect energy fields that
allegedly surround and penetrate the
human body. The existence of such fields
has not yet been scientifically proven. Some
forms of energy therapy manipulate bio-
fields by applying pressure and/or
manipulating the body by placing the
hands in, or through, these fields. Examples
include qi gong, Reiki, and Therapeutic
Touch. Bio-electromagnetic-based
therapies involve the unconventional use of
electromagnetic fields, such as pulsed fields
and magnetic fields.

Are complementary and
alternative health care therapies
helpful in reducing pain?

The growing popularity and increased
demand for CAHC is evident. Many
consumers report using CAHC in order to
maintain current health and wellness, or to
promote their health further and prevent
future illness. Remember, however, that
these are not scientifically proven
treatments.

It is important to ask yourself what you
expect from CAHC therapies. While you
may not be able to find relief for your pain,
some CAHC therapies may be able to
provide you with indirect benefits.

Consider the potential benefits before
starting a treatment. Monitor how you feel
as a result of the treatment. Then make a
decision about whether to continue it.

A few of the benefits that different
therapies may be able to exert include:

• Improved management of stress-
related symptoms

• Easing your perception of pain
• Increased mobility
• Decreased anxiety
• Reduced tension
• Improved posture and flexibility
• Improved appetite or weight gain
• Restoring a sense of “balance”

in your body
• Improved sleep
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The Canadian Health Network, funded
by Health Canada, provides 89 items on
alternative health. These include
documents from and links to the Arthritis
Society, the Canadian Chiropractic
Association, the Canadian College of
Naturopathic Medicine, the Canadian
Medical Association, the Canadian
Pediatric Society, the College of Massage
Therapists of Ontario, the Community
AIDS Treatment Information Exchange,
and Health Canada, to name a few.
www.canadian-health-network.ca

Your provincial or territorial Ministry
of Health can provide you with
information regarding the training and
licensing of all health care providers. Links
to each of the provincial and territorial
government web sites is available from the
Canadian Health Portal website. www.pcs-
chp.gc.ca

NCCAM is the U.S. Federal
Government’s lead agency for scientific
research on complementary and alternative
medicine. www.nccam.nih.gov

www.camline.org is the address for
CAMline, an evidence-based website on
complementary and alternative medicine
(CAM) for healthcare professionals and the
public.

The National Library of Medicine
(www.ncbi.nlm.nih.gov/PubMed/)
provides free, open search of Medline, a
large biomedical database.

Books and magazines are also a good
place to start obtaining information about
a specific therapy. Be cautious, however, as
there are no regulations requiring
publishers to ensure the accuracy of the
material they print in books or magazines.

Libraries also offer access to research
publications. A few well-designed studies
are now appearing in high-quality, peer-
reviewed mainstream journals such as: the
Journal of the American Medical
Association, and the New England Journal of
Medicine.

*The mention of any product, service, or therapy in
this booklet is not an endorsement by the CHS and
we encourage you to discuss any decisions about your
medical treatment or care with your primary health
care provider.
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therapy. Be sure to find out how much
money a therapy will cost up-front. If you
have private health insurance, inquire with
your insurance carrier if it covers any of
the costs you may incur. Most importantly,
monitor your response to therapy.

Can I use complementary
therapies as well as

conventional
medicine
techniques?

Integrative
medicine, as

defined by NCCAM,
combines mainstream medical therapies
with complementary and alternative
medicine therapies for which there is some
high-quality scientific evidence of safety
and effectiveness.

A truly integrated health care system is
something we all strive for—obtaining the
best and most effective treatments available
to keep illness from occurring, and to heal
our minds, bodies, hearts and souls.

As these therapies become better
understood and validated with sound
scientific research, CAHC therapies will
become integrated into traditional medicine.

This process of integration is assisted by
current trends in conventional health care
which are focusing more on the complete
emotional, physical, psychological, social
and intellectual needs of people. There is
also increased attention to the evidence
base of treatment and a greater regard for
health promotion and disease prevention.

Where can I learn more about
Complementary and Alternative
Health Care?

While the Internet provides a wealth of
information, there is no control over the
information that is provided to the public.
Personal stories and anecdotes may be
misleading, and it is difficult to validate the
information presented. It is best to use web
sites that stem from the government,
recognized medical organizations, well-
known scientific sources or academic
institutions.

Health Canada offers information
regarding CAHC therapies and has specific
information regarding certain therapies.
They also have valuable information
available through the Health Protection
Branch and the Office of Natural Health
Products. www.hc-sc.gc.ca

Introducing…
CANADIAN
PHYSIOTHERAPISTS 
IN HEMOPHILIA CARE

The physiotherapists associated with
the hemophilia treatment centres
across Canada are pleased to

announce the birth of a new organization! 
The Canadian Physiotherapists in

Hemophilia Care (CPHC) consists of ther-
apists from across Canada with an interest
in the treatment of bleeding disorders. The
organization was formed during the meet-
ings of the hemophilia clinic directors,
nurses and physiotherapists held May 27-
28, 2005 in Hamilton.

“No one knew what to call us,” says
Kathy Mulder, one of the Co-chairs. “We
got tired of being called “The Physio
Group” and decided we needed a proper
name, with terms of reference and specific
objectives.”

The physiotherapists were an active
group during the late 1970s and early
1980s. But during the HIV crisis, muscu-
loskeletal issues took a back seat and the
group was not able to meet. With the sup-
port of the CHS, the physiotherapists met
again as a group in 1997 in Toronto, and
have tried to meet annually since.

“We are the musculoskeletal experts on
the comprehensive care team,” says Mulder.
“With improvements in prophylaxis and
care of bleeds, the role of the orthopaedic
surgeons has decreased, but the need for
physiotherapists is as great as ever. We have
an important role to play, educating fami-
lies about how to prevent, assess and man-
age bleeds into joints and muscles. In the
80s, there was an attitude that with every-
one on factor concentrate our job would be
redundant. That has not proven to be the
case. The physiotherapist continues to be
an essential member of the core hemophil-
ia treatment team.”

The CPHC has a unique organizational
structure: the leadership is a “triumvirate”
of three co-chairs with equivalent responsi-
bilities and power. “This throws people for
a bit of a loop,” says Mulder. “But it works
well for us. We have complementary skills
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and variable schedules, so we take turns
being the ‘leader’, depending on what the
requirements are.”

The current triumvirate consists of Pam
Hilliard from the Hospital for Sick
Children in Toronto, Kathy Mulder from
the Children’s Hospital in Winnipeg and
Nichan Zourikian from l’Hôpital Ste-
Justine in Montreal. Between the three of
them, they have about 80 years of hemo-
philia experience! “Now our goal is to
encourage the younger therapists to get
more involved in a leadership role. Nichan
has a few more good years in him, but Pam
and I probably won’t be around all that
much longer. We need to make sure that
the organization is in good shape and will
continue to serve the hemophilia popula-
tion for many years to come.” With that in
mind, three therapists are being mentored
as “Co-chairs in Training”: they are
Catherine van Neste from Quebec City,
Nicole Graham from Sudbury and Greig
Blamey from Winnipeg.

Mulder advises that they have drafted
guiding principles and a mission statement
(see below). “Now all we need is a snazzy
logo… and we’re working on that!”

Guiding Principles 
The activities of the CPHC will reflect a

commitment to…
–health promotion
–evidence-based practice
–interdisciplinary communication.

MISSION OF THE CPHC 
The CPHC exists to… 
• identify and mentor physiotherapists

new to hemophilia care
• assist clinics across the country to

achieve a consistent and appropriate
level of physiotherapy staffing 

• develop or enhance clinical skills by
planning educational workshops and
networking opportunities, and encour-
aging attendance at relevant hemophil-
ia-related events (e.g. World Federation
of Hemophilia World Congress, WFH
Musculoskeletal Congress, etc.)

• develop recommendations regarding the
management of the musculoskeletal
effects of hemophilia based on the best
available evidence

• educate the other members of the care
team and our patients regarding man-
agement of the musculoskeletal effects
of hemophilia 

• develop leaders within the group to
continue this work until a cure for
hemophilia is found.

June 2005 

Canadian
Physiotherapists
in Hemophilia
Care Workshop
Karen Christie, Physiotherapist
Hemophilia Program, Hamilton Health
Sciences Corporation

On May 26-28, 2005 in Hamilton,
Ontario, I attended my first
hemophilia physiotherapy

workshop. I not only had the opportunity
to meet physiotherapists
from across the country and
draw on their expertise in
treating patients with
bleeding disorders, but I also
had the pleasure of being
present for the birth of
Canadian Physiotherapists in
Hemophilia Care.

As the physiotherapist
with the hemophilia clinic
in Hamilton, Ontario, I am a
member of a multi-
disciplinary team that treats
patients with bleeding
disorders of all ages. Upon
starting my role in January
of this year I was
overwhelmed by the amount
of knowledge required of
me to meet the needs of my
patients. I also felt very
isolated. I would never have
been able to keep up with
the pace if it had not been
for the fantastic clinic nurses
and physicians. By the middle of March, I
was starting to feel more comfortable with
my new role and I began to receive emails
about the May physiotherapy workshop. I
was really excited at this opportunity to
meet physiotherapists with extensive
knowledge and expertise in hemophilia.
Baxter, Bayer, NovoNordisk, Wyeth,
AHCDC and the Canadian Prophylaxis
Study pledged support for our group, and
all of our members were given the
opportunity to attend. By supporting us,
our sponsors acknowledged the important
role that physiotherapists, as integral

members of the multi-disciplinary team,
play in treating patients with hemophilia. A
big thank you also goes out to Clare
Cecchini of the Canadian Hemophilia
Society who handled all of the logistics for
our group. We would not have been there
without your support. Thank you!

One of the highlights of the workshop
was the presentation by Catherine van
Neste on osteoporosis and hemophilia.
Catherine completed an extensive literature
review and critical appraisal, which
indicated that the most important stage for
bone development is in early adolescence
at the start of puberty. This finding
initiated an insightful discussion on sport
selection and activity recommendations.
Therefore, a focus group was formed to
analyze the specific biomechanical aspects
of several sports to aid in the decision
making process when advising patients
about sport selection.

The presentation on the
use of ice in acute bleeds by
Nick Zourikian and Kathy
Mulder sparked an
informative and interesting
debate. In short, the current
literature does not clearly
indicate that the use of ice
during an acute bleed will
hasten hemostasis.
However, since ice has been
a mainstay of practice in
hemophilia and acute injury
management, a focus group
was formed. This focus
group will delve into the
research literature and
attempt to establish best
practice recommendations
for all hemophilia clinics
across the country.

As a “rookie”
physiotherapist in
hemophilia care, I found
the clinical and case
presentations extremely

beneficial. Several of our group members
presented clinical scenarios of patients and,
as a group, we debated and discussed the
most appropriate physiotherapy
treatments. This session provided a relaxed
and open atmosphere for a novice to ask
questions.

The finale of the entire event was a
dinner with the clinic directors and nurses.
It was truly a wonderful evening and a
great way to end an exceptional conference
especially with the Canadian Physio-
therapists in Hemophilia Care as the last
ones on the dance floor! 

m e d i c a l n e w s

Upon starting my
role in January of
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overwhelmed by the
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with the pace if it
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nurses and
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THE HEPATITIS C

PRESS REVIEW 
Jeff Rice, CHS Hepatitis C Coordinator

IDENTIFICATION OF SPECIFIC 
GENES PREDICTS WHICH PATIENTS
WILL RESPOND TO HEPATITIS C
TREATMENT

TORONTO, May 3, 2005 -  For the first
time, physicians at University Health
Network and University of Toronto have
identified a small subset of genes that can
predict whether a patient with chronic
hepatitis C will be able to respond to
current treatments. These genes could also
become the basis of a simple new test in
the future to predict which patients will
respond to therapy.

The study found that the difference
between those patients who responded to
treatment and those who did not was the
level of expression—whether the genes
were turned on or turned off—of 18 genes.

“Our results demonstrate that a
relatively small number of genes can
predict response to therapy. These genes
may be important to the ability of the
patient to eliminate the virus, so studying
these genes in more detail will hopefully
lead to novel antiviral treatments,” said Dr.
Ian McGilvray, the senior author of the
study. “By manipulating the products of
these genes, we might be able to improve
treatment responses to this chronic
disease.”

In the near future, determining the
levels of a small subset of genes in patients’
liver biopsies, with perhaps a simple blood
test, may be helpful in deciding who will
respond to treatment of chronic hepatitis
C with current combination therapy.

NEW DATA CALLS INTO QUESTION
THE “WATCH-AND-WAIT”
TREATMENT STRATEGY 

BASEL, Switzerland, April 13, 2005 - A
recent study will sound a wake-up call for
thousands of hepatitis C patients who are
not currently receiving treatment for their
disease.

New data demonstrate that patients

with “normal” liver enzyme levels (alanine
aminotransferase or ALT) who are treated
earlier, at a younger age, are much more
likely to achieve a sustained virological
response (indicative of a cure) than older
patients. These findings reinforce the
growing body of evidence that the “watch-
and-wait” treatment strategy for hepatitis
C patients may not be the most effective
approach.

“Many hepatitis C sufferers with so
called ‘normal’ ALT levels are not receiving
treatment, either because they have been
told they don’t require therapy or because
they’re choosing to wait,” said Professor
Gane, from Auckland and Middlemore
Hepatitis Clinics and the New Zealand
Liver Transplant Unit, and lead author of
the study. “The results from our study
confirm that not only do these patients
benefit from peginterferon alfa-2a and
ribavirin combination therapy, they also
experience better results when treated at an
early age.”

LIVER BIOPSY
USEFUL/CONTRAINDICATED IN
HEMOPHILIAC PATIENTS WITH HIV-
HCV CO-INFECTION?

ST. LOUIS, Missouri, May, 2005 - Patients
with hemophilia pose a particular problem
when it comes to liver biopsy. It has long
been known that liver biopsy can be
performed safely in hemophiliacs, but it
requires the use of costly clotting factor
concentrates and close supervision by
expert physicians. Thus, liver biopsy is not
contraindicated. However, is it useful? The
recent National Institutes of Health
Consensus statement on the management
of hepatitis C still identified a role for liver
biopsy in giving some idea about prognosis
(whether cirrhosis is present) and in
indicating whether treatment was
necessary (liver disease severity). Many
physicians believe that a biopsy is not
necessary for patients infected with HCV
genotypes 2 or 3 because almost all of
these patients respond to antiviral therapy
and can be treated directly. For those
infected with HCV genotype 1 for which
response rates are low (and even lower
among those with HIV co-infection), a
case can be made for only treating patients
with histologic evidence of severe or
progressive liver disease, thus requiring a
biopsy. Finally, it is common practice to
screen patients with cirrhosis at regular
intervals for hepatocellular carcinoma;

thus, a biopsy would identify those
individuals in need of screening.

Editor’s note:  Many of these stories were
uncovered by Ian DeAbreu, a volunteer with
Hemophilia Ontario, who valiantly searches
the Internet every morning before most of us
are awake to find news about hemophilia,
vWD, HIV, HCV and blood safety. If you
would like to be on Ian’s mailing list to
receive the original articles every morning,
contact him at ideabreu@sympatico.ca

Self-infusion
Training at Age 3!
Patricia Stewart
Member, CHS Program Committee

Most children begin learning self-
infusion at about the age of seven.

Some studies in the UK show a slightly
younger age. However, Dr. S. Eliane
Sandoval, a paediatrician from Brazil, has
developed a method for teaching children
to self-infuse beginning at the age of three!
In her oral presentation at Hemophilia
World Congress 2004 in Bangkok,
Thailand, Dr. Sandoval cited a number of
reasons for encouraging children this
young to learn the procedure:

–Children have an innate curiosity for
learning the process.

–They like to imitate the nurses and the
ritual for infusion.

–They need to learn about their own body.
–It helps them learn to identify bleeding

symptoms for themselves.
–They need to learn about hemophilia.
–Children feel more autonomous when

they control the infusion process.

Obviously, the child must have good
venous access to carry out self-infusion,
and parents must be willing to work with
the nurse and the child to accomplish this
task. Having a clear teaching procedure
worked out with a reward system of some
kind can help to get through difficult
moments. It is helpful to work with a
psychologist to find a teaching method.

The procedure for learning self-infusion
was presented with photos of a four-year-
old boy carrying out the full procedure,

m e d i c a l n e w s
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I’M TWELVE YEARS OLD and have suffered from factor XIII

deficiency since I was born. I had a lot of bruising, and once I had cerebral

haemorrhaging. I also have bleeding into my joints. When I was five, the

doctors discovered that I had a factor XIII inhibitor. My body was destroying

the factor XIII every time I was injected.

At first, I was given big doses of chemotherapy in the hope of getting

rid of the inhibitor. Later, it was injections of factor XIII concentrate every

day. The doctors hoped my body would adapt to it. At the same time, they

tried more than twenty treatments with plasmapheresis and

immunoabsorption: all the plasma in my body was passed through a

machine to remove the factor XIII antibodies. But none of these things

worked. Today, I continue to receive six vials of factor XIII every day. My

father and mother do the perfusions. I’ve been getting shots every day for

three years now.

The only sports I can do are swimming and walking. The others are

too dangerous for me. One day, when I’m cured, I’ll start horseback riding.

It’s something I’ve always wanted to do. I love horses.

I still do pretty well at school. In grade 5, I missed three months of

classes, but I passed. Now I’m in high school. I’m in a theatre group and I do

improvisation. This year, I’ll only miss one day every three months, because

I have to go to Sainte-Justine Hospital for tests, and it’s 10 hours round-trip

by car.

Disease might be the worst thing that can happen to someone. I

haven’t had any big problems so far, but I know it could happen one day. I

hope that my body will adapt to factor XIII some day, so I won’t have any

more inhibitor. Some people have already had this, but they’ve been trying

with me for three years and it hasn’t worked.

The doctors are looking for new treatments to try out on me. I could

be completely cured. I wouldn’t have to worry any more. I would be able to

do sports. I could go and sleep over at friends’ houses.

In 10 years, I think I’ll be cured. I plan to study to become a dentist or

doctor. What I would tell people is “never give up.”

OUR 
STORIES

Editor’s Note: We invite you to submit your own story or the story of
someone you think deserves to be better known. One story will be 
chosen to appear in each issue of Hemophilia Today.

“ N E V E R  G I V E  U P ”
What I tell people is
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from washing his hands, to preparing the
concentrate, to the big grin of satisfaction
on his face as he showed off his infusion
skills.

These directions are included in the
learning process:

–Give the child confidence and
encouragement.

–Show the routine simply. It is simple.
The parents learned it, too.

–Repeat the proper names of items, such
as syringes and tourniquets.

–Repeat the sterilization procedure
frequently.

–Talk about hemophilia, giving proper
information about this disorder and its
effects.

One of the problems encountered while
the child learned to self-infuse included
parents who were not confident in the
child’s ability to learn. At other times, it
was the nurses who had to be convinced
that children can learn to self-infuse at this
early age. Children have different moods
and sometimes they don’t want anything to
do with self-infusion. This is where being
prepared with a teaching procedure comes
in handy. And sometimes, either the
parents or the children are simply not
interested in learning self-infusion. Both
have to be ready and motivated.

Results showed that 90% of children
who attempted were successful in learning
self-infusion. There must be a good
cooperative relationship between the
parents, the nurse and the child for the
learning process to be successful. Parents
should only help when it’s absolutely
needed. A reward system is used to
encourage success, and there should be a
special reward once the child has
successfully learned to self-infuse.

o u r  s t o r i e s
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What is the Blood Borne Pathogens
Surveillance Project?
The BBPSP consists of a secure collection
of blood samples collected through
Canadian comprehensive bleeding disorder
clinics, with a link to clinical data from the
Canadian Hemophilia Assessment and
Resource Management System (CHARMS)
database. The collection or archive of
blood samples is housed in a secure lab in
Edmonton, where it is made available to
laboratories looking for known and
emerging blood-borne pathogens, as well

Canada has agreed to provide guidance for
counseling patients who have been found
to have evidence of exposure to a new
blood-borne pathogen.

Who is supervising this project?
The BBPSP is directly supervised by the
research committee of the AHCDC, as well
as by a multidisciplinary oversight
committee, which includes members of the
Canadian Hemophilia Society Blood Safety
and Supply Committee. As part of the
oversight process, the BBPSP undergoes
regular audits. It was successfully audited
in 2004 by a multidisciplinary group that
included Health Canada, the AHCDC, and
the Canadian Hemophilia Society, and in
2005 by the US Centers for Disease
Control.

There have been many real and effective
changes in the blood system over the last
decade, that have made the system more
accountable, safe and efficient. Surveillance
of blood products is a key part of the new
blood system, aiming to provide
significantly improved safety of these
valuable treatments for the future. The
BBPSP is central to the new surveillance of
blood products, providing secure and
reliable information to the people affected
by these products, their treaters, the
suppliers and the public health agency that
oversees the system.

In his1997 report, Justice Horace Krever
made many recommendations to improve
the blood system. In particular, in
recommendation 40 he recommended “that
there be an active program of post-market
surveillance for blood components and blood
products”. In response the Federal
Government provided money for surveillance
by the Transfusion Transmitted Injuries
(TTI) section, Blood-Borne Pathogens
Division, of the Centre for Infectious Disease
Prevention and Control, in the Population
and Public Health Branch of Health
Canada. This group in turn asked the
Association of Hemophilia Clinic Directors
of Canada (AHCDC) to set up a
surveillance system for bleeding disorder
patients, leading to what has come to be
known as the Blood-Borne Pathogens
Surveillance Project (BBPSP).

t h e  b l o o d  f a c t o r

From left to right: Nancy McCombie,
Transfusion Transmitted Injuries Section of
the Public Health Agency of Canada: Cyril
Dubourdieu, member of the CHS Blood
Safety and Supply Committee, and Dr. Bruce
Ritchie, during the audit of the Blood-Borne
Pathogen Surveillance Project.

as labs that look for the mutation causing
the bleeding disorder, and other genetic
changes that affect the bleeding tendency.
The collection undergoes regular audits
and oversight to assure that it functions in
a transparent and responsible manner.

What does the lab collect and what are
the samples consented for?
Blood is collected and labeled with a
barcode in the clinic and forwarded to the
surveillance lab, where it is processed into
plasma, DNA, RNA and cells. The
informed consent allows the investigators
to look for known and emerging blood-
borne pathogens, as well as known and
emerging genetic changes causing or
modifying the underlying rare blood
disorder. This is a long-term surveillance
project, in which the investigators request
re-consent and repeat samples every year,
as long as the subject is willing and able to
participate, and funding is available.

Blood is collected in blood collection tubes
labeled with a bar-coded registry number
only and sent to the central surveillance
laboratory. No other identifying
information is on the tubes, so the BBPSP
archive has no information that can
identify any participating individual. In the
lab, samples, are given an inventory
number, which is used for all further
testing. Samples are tested only in labs
specifically contracted to the surveillance
lab, and contracts are supervised by the
research subcommittee of the AHCDC.
Contracts include the statement that: “No
other testing than that described herein,
will be done, and test results will be
reported back to the surveillance lab in a
timely fashion.” Reporting is done in the
form of a pre-formatted spreadsheet, to
facilitate electronic transfer of data back to
the clinic for that patient. Notice is given to
all associated Research Ethics Boards of
each new test, and receipt of all results after
the tests has concluded (not the results
themselves).

How are results handed?
Test results will be sent, as soon as possible,
to the clinics that sent in the samples, to
the research subcommittee of the AHCDC,
and to an oversight board. The research
committee and the oversight committee are
given only summarized data, while the
clinics are given individual test results, so
that participants can be notified of their
results. The Public Health Agency of

BLOOD
THE

FACTOR

The Blood-Borne
Pathogens
Surveillance Project
Bruce Ritchie, M.D. Chair, CHS Medical and
Scientific Advisory Committee
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Interview by Patricia Stewart

Hemophilia Today: Where did you
grow up and where did you study
medicine?  

Dr. Ritchie: I was born, grew up and
went to medical school in Edmonton.
When I graduated in 1978, I went to
New Zealand for post-graduate
training, spending three of the next
four years there. I trained as a “House
Officer” and then as a “Medical
Registrar”. I returned to Calgary in
1983, to complete internal medicine
and hematology training. I married my
New Zealand girlfriend in 1983 (she
tells me the kiwi girls found Canadians
exotic). I moved to Vancouver in 1986
to train in medical oncology, staying
on to work for three years as a post-
doctoral fellow in the biochemistry lab
of Ross MacGillivray. In this position, I
worked on the expression of
recombinant factor XII, and analysis of
mutations of Factor IX and
antithrombin III. In 1991 I moved
back to Edmonton to take up my
current position.

DR. BRUCE RITCHIE 
problems. I believe in the
work the CHS does and am
impressed with their
efficiency, including the
changes they helped bring
about in the blood system.”

Hemophilia Today: What do you do in
your spare time? 

Dr. Ritchie: I have three 75 percent
part-time jobs right now that include
my clinic work, research and teaching
lab students. I’ll have 8 students in all
this summer. And then there’s my
volunteer work that I have trouble
getting time to do because of my jobs.
I spend all of my free time with my
family. My wife Margie and I have
three boys - Nic (19 years), Robbie (16
years), and Scott (14 years). They’ve
kept me very busy over the years,
shuttling them to music lessons
(they’ve finally forgiven me and
thanked me for that), soccer
practices/games, snowboarding, and
camping. I read at night when I can’t
sleep - history, science, and science
fiction.

What other job or profession would you
like to have tried or do in future? 

Dr. Ritchie: Materials
sciences/Engineering attracts my
interest and I read a lot in this area.
I’d like to work more with my hands,
making things. This would include
creating space suit material or making
material so that the knees of kids’
pants don’t always wear out. Or
making the machines used for testing
various materials as well. I also have a
number of friends working in the
developing world. This appeals to me,
although I fear I am too old for
fieldwork. But I think I may have 
some organizational skills that may 
be of use.

t h e  b l o o d  f a c t o r

Hemophilia Today: How did you come
to work in hemophilia? 

Dr. Ritchie: I started working with
blood clotting disorders with Dr. Ross
MacGillivray during my post-doctoral
fellowship in Vancouver. When I
moved to Edmonton I took over the
adult side of the Northern Alberta
Comprehensive Hemophilia Clinic. My
lab has continued to work in the areas
of mutation analysis, gene therapy, and
the tissue archive, of course. We are
particularly interested in using naked
DNA/non-viral vector strategies for
gene therapy. This type of research
offers new possibilities for a cure.

Hemophilia Today: Why did you decide
to get involved in volunteer work with
CHS? 

Dr. Ritchie: It just sort of happened
because of my position as hematologist
at the clinic. I began volunteering with
CHS in the late 1990s, first as part of
their research grant review panel, and
then in 2002 as Chair of MSAC. I
joined the Blood Safety and Supply
Committee in 2003 and the Network
of Rare Blood Disorders in 2004.

“I admire the courage of
people with bleeding
disorders. This isn’t the
Rambo type of courage
people think of, but the
quiet, getting on with
everyday living that people
with a serious illness do on
a daily basis, despite their

Dr. Bruce Ritchie is presently
Chair of the CHS Medical and
Scientific Advisory Committee
(MSAC) and is involved in a
number of other CHS committees
including the Blood Safety and
Supply Committee and the newly
formed Network of Rare Blood
Disorder Organizations. He is the
mastermind behind the Blood-
Borne Pathogens Surveillance
Project. (See page 19.) We’d like
to thank Dr. Ritchie for taking
the time to do this interview.

PROFILE
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the potential for vCJD transmission
through the global blood supply will be
significantly reduced.

One case of vCJD is believed to have
been transmitted in the United Kingdom
through red blood cells. A second case of
infection is also thought to have occurred,
although the recipient died of other causes
before developing symptoms. No cases are
known to have been transmitted through
clotting factor concentrates.

The filter device, known as the
Leukotrap Affinity Prion Reduction Filter,
is currently being tested by blood
transfusion services in the U.K and Ireland.
The filter has already received Council of
Europe “marking,” meaning that it has met
the agency’s safety requirements for
medical devices.

Pall will submit study information to
the U.S. Food and Drug Administration
(FDA) in 2006. Dr. David Asher, head of
the FDA division of emerging and
transfusion-transmitted diseases has stated
that, “Physical removal of vCJD from
blood appears to be the most promising
line of attack.” A test to detect vCJD in
blood donations is not currently available.

Sources: America’s Blood Centers (ABC)
Newsletter, June 3, 2005 and the Seattle
Times, June 12, 2005

� Promising gene therapy results in mice
and dogs reported 

April 18, 2005 – A study in the April 26,
2005 issue of the Proceedings of the
National Academy of Science reported that
significant and sustained increases in factor
VIII levels in 11 newborn mice and two
newborn dogs with hemophilia A have

been achieved through gene therapy by
researchers at Washington University
School of Medicine in St. Louis, Missouri.

The researchers eliminated parts of the
factor VIII gene and other genetic
components to minimize the material
needed and used a large viral vector called
gamma retroviral vector.

Dr. Katherine Parker Ponder, senior
author of the study and associate professor
of medicine, biochemistry and molecular
biophysics, commented, “We are really
pleased with the results, because the
animals produced about 20 times more
factor than has been achieved in prior
attempts using gene therapy for
hemophilia A in dogs.”

Factor VIII activity levels in the
laboratory animals have remained stable
for one and a half years. In addition, the
technique using newborn animals had the
advantage of not prompting an immune
response, which in many other cases has
ended up blocking the blood clotting
activity of introduced factor VIII in
hemophilic animals.

In the future Dr. Ponder hopes to bring
about the same results in animals more
closely related to humans, where the
potential for inhibitor development and
the associated complications are greater.

Source: Washington University, St. Louis,
MO, April 18, 2005

� Hemophilia drug may also work for
strokes

Results from a clinical trial conducted
by Novo Nordisk of acute intracerebral
hemorrhage (ICH) showed that treatment

with NovoSeven, called Niastase® in
Canada, improved neurological and

functional outcomes as compared
to placebo. The study, published

in the New England Journal of
Medicine, was the largest
completed trial for ICH to
date. Prior studies on
treatment options for ICH
had not been very well
documented or as effective.

Source: Mayer, S., et al. NEJM,
Vol.352, No. 8. Pgs 777-785,

2/24/05

� Bayer to begin trials for longer-lasting
recombinant factor VIII product

LEVERKUSEN, Germany, June 29, 2005 -
Bayer Biological Products (BP) announced
that the Food and Drug Administration
(FDA) has granted permission to begin
Phase I clinical trials for a new formulation
of its recombinant factor VIII product,
Kogenate®.

This new formulation uses PEGylated
liposome technology, patented by the
Dutch company Zilip-Pharma, to produce
a longer-acting factor product. If proven
safe and effective in this and later trials,
hemophilia A patients would have access to
a product with a prolonged half-life,
resulting in fewer infusions. Liposomes
have been used successfully with other
approved pharmaceuticals.

Diane Nugent, M.D., from the
Children’s Hospital of Orange County in
California and one of the investigators for
the small Phase I trial to test safety,
commented on the potential benefits to
patients, “This is a treatment option that
would result in less frequent dosing, say,
once weekly or less, and represents a major
advance in hemophilia care, significantly
improving convenience for patients.”

� Device could reduce vCJD
transmission in blood
supply

June 2005 - A device
developed by the Pall
Corporation of Long Island,
NY, is reported to remove
from blood 99.9% of the
abnormal prion proteins
responsible for variant
Creutzfeldt-Jakob disease
(vCJD) in humans. It is hoped
that by separating out these
proteins from the blood of donors
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This article was written to give a simple list
of treatment options available for
menorrhagia. Any treatment decisions must
be made in collaboration with a health care
professional; each case and individual
reaction to treatment differs. Thanks to Dr.
Rochelle Winikoff, hematologist at l’Hôpital 
Ste-Justine in Montreal, for her review of
and contribution to this article.

Several recent studies have estimated the
prevalence of menorrhagia in women
with inherited bleeding disorders to be

between 59-93%. In comparison,
approximately 10% of normal women
experience menorrhagia.1 In a 1998 study by
Kadir et al., 17% of women (26/150) with
menorrhagia were found to have an
underlying inherited bleeding disorder.2

Inherited coagulation disorders are found in
about 20% of adolescents who require
hospital admission for menorrhagia.3

It is estimated that approximately half of
all cases of menorrhagia have a known cause
identified by the gynaecologist. It is
important to consider a bleeding disorder as
a cause of menorrhagia when no
gynaecological cause can be found. In the
past and, unfortunately, still today, many
women with menorrhagia, sometimes as
young as 15 years of age, have undergone an
unnecessary hysterectomy simply because no
one ever thought to do proper testing for a
bleeding disorder.

M E D I C A L  O P T I O N S
Hormonal Therapy
In many women, combination oral
contraceptives are an effective and safe
therapy for menorrhagia, reducing menstrual
blood loss by approximately 50%, due in part
to the thinning of the uterine lining. These
agents also increase the plasma levels of
factor VIII and von Willebrand factor. More
recently, another mode of delivery with
levonorgestrel, a hormone similar to
progesterone, has become available in the
form of an intrauterine device (Mirena®).
This system has been extensively evaluated in
women with menorrhagia without bleeding
disorders who are on waiting lists for

hysterectomy. It has been shown to reduce
menstrual blood loss by between 74-97% and
resulted in 64-82% of women subsequently
cancelling their hysterectomies. Recently, this
method has been shown to be safe and
effective in controlling menorrhagia in a
group of women with congenital bleeding
disorders. (Kingman et al. BCOG
2004;111:1425-9) 

Anti-fibrinolytic Agents
The antifibrinolytic drug, tranexamic acid,
substantially reduces the fibrinolytic capacity
of menstrual blood and, as a result, menstrual
blood loss is reduced by approximately 50%
on average. An advantage of this treatment is
that it only needs to be taken at the time of
menstrual bleeding. The only side effect seen
at all commonly is mild nausea.

Desmopressin (DDAVP®)
For the treatment of menorrhagia secondary
to some types of von Willebrand Disease,
hemophilia A (carriers) or in patients with
platelet dysfunction, administration of
desmopressin is effective; the intranasal or
subcutaneous routes are more practical.
Desmopressin administration should begin
when menstrual bleeding starts and can be
repeated at 12-24 hour intervals for the first
two to three days of menstruation. The side
effects of desmopressin are usually mild and
transient.1 Desmopressin can be a very
effective complement of antifibrinolytic
therapy.3

Coagulation factor concentrates
The use of coagulation factors is to increase
factor levels when other methods are
unsuccessful or not viable. Factor
concentrates exist for the treatment of
Factors I (fibrinogen), FVII, FVIII, FIX, FXI,
FXIII and vWD. Some factor concentrates are
manufactured from human plasma while
others use recombinant methods that don’t
include human plasma.

S U R G I C A L  O P T I O N S
When none of the previous treatments
prevents major menstrual blood loss, surgical
intervention may become necessary. As with
any surgical intervention for a person with a
bleeding disorder, all treatment decisions
should be made in collaboration with a
hematologist and gynaecologist to assure that
proper precautions are taken.

Endometrial ablation
A simple safe outpatient procedure called
uterine or endometrial ablation (EA) will
often alleviate excessive menstrual blood loss.
The lining of the uterus is burned away or
vaporized, depending on the technique.
Newer procedures can be performed in the
doctor’s office, taking less than 15 minutes
and requiring only local anaesthesia.

Most women who have an EA are able to
return to most normal activities within 2-3
days. While conception is unlikely after
endometrial ablation, there is still a slight
possibility of pregnancy.

This procedure is not guaranteed to
produce amenorrhea (cessation of menses).
Most studies have shown that the rate of
absolute stoppage of menstrual bleeding is
50%, while another 25% of patients have very
little bleeding. Approximately 10% of women
will go on to have a hysterectomy and 10%
will require a repeat endometrial ablation for
a failed response to the first treatment. The
re-operation rate at five years may be up to
40% with rollerbarrel ablation.4

Hysterectomy 
Hysterectomy, the surgical removal of the
uterus, is a permanent solution for the
treatment of menorrhagia and abnormal
uterine bleeding, and is usually reserved as a
last resort when other alternatives have failed.
Recovery time is longer than that for uterine
ablation.

There are three major approaches to remove
the uterus: through the abdomen (abdominal
hysterectomy - AH), through the vagina
(vaginal hysterectomy - VH), or through the
vagina with the aid of a laparoscope
(laparoscopic assisted vaginal hysterectomy -
LAVH). Typically, the hospital stay is 1-2 days.
Lifting is not allowed for 6 weeks.
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Dr. Man-Chiu Poon, Calgary
Dr. Koon Hung Luke, Ottawa

T he challenges to developing
hemophilia care in China are
colossal. With a population of 1.3

billion, China is estimated to have about
65,000 to 100,000 people with
hemophilia (PWH).

While there are well-trained
hematologists interested in the care of
these patients, the problems they face
include: insufficient infrastructure and
the high cost of treatment products. Thus
only a fraction of the patients have been
diagnosed and hemophilia care is poorly
developed. In 2004, the National
Hemophilia Registry at Tianjin, reported
4132 PWH registered at 11 clinics,
suggesting that only about 5% of PWH
are accessing hospital care. Most PWH
suffer severe joint disabilities with poor
quality of life and a shorter life
expectancy.

The Canadian Hemophilia Society
(CHS) first became involved with
hemophilia care in China in 1993,
supporting Dr. Poon to travel to a
World Federation of Hemophilia
(WFH) workshop in Tianjin. CHS also
encouraged the establishment of the
WFH twinning between Tianjin
(Hematology Institute) and Calgary
(Dr. Poon) in 1997. In 2000, WFH
launched a priority project for China.
Two twinning partnerships were added:
Guangzhou (Nanfang Hospital) with
Ottawa (Dr. Luke) in 2000, and
Shanghai (Ruijin Hospital) with Calgary
and Ottawa in 2002.

With grant funding from WFH and
CHS, four educational booklets were
published in Chinese. Peter Jones’ Living
with Haemophilia was translated. A team
of professionals was trained in Canada,
U.K. and Singapore. Five patient leaders
were trained by WFH and CHS and they
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are most effective in their roles within
their communities, establishing a web
base, Hemophilia Home of China. Between
2001-05, WFH launched four official
visits to China.

In 2001, at a priority setting
conference in Guangzhou, three priority
projects— registry, nursing and
diagnosis—were launched. The
development of a National Hemophilia
Treatment Centre Collaborative Network
to coordinate future development was
planned. This was inaugurated at the
WFH Hemophilia Conference (Jinan) in
March, 2004, with six founding centres
from Beijing, Tianjin, Jinan, Heifi,
Shanghai and Guangzhou.

The major predicaments facing PWH
are access to care, high cost of treatment
and lack of services for joint disabilities.
Our next strategies will focus on
improving care to a large number of
PWH by addressing these issues. Our
priorities are to promote home care for
hemophilia, and to develop hemophilia
nursing and physiotherapy, essential
services not presently available. In

addition to training initiatives, we will
develop a hemophilia nursing manual
appropriate for use in China and a
physiotherapeutic exercise guide for home
use. A Bayer International Award for 2005
has been granted for the nursing project.

At the regional level, we started
developing outreach networks. In 2004,
in Beijing, a consortium of four hospitals
was established to coordinate hemophilia
care. In Guangzhou, a WFH grant was
awarded to develop a clinical network
with four regional hospitals.

China is perhaps an ideal place to
determine minimal effective therapeutic
factor dose, as concentrates are not
affordable. Minimal dose prophylaxis to
protect children from joint damage is an
urgent need in China.

We appreciate the continued support
from our partners, CHS, WFH and other
stakeholders. At present with the firm
commitment of the National
Hemophilia Treatment Centre
Collaborative Network, we have a great
opportunity to move hemophilia care
forward in China.

China is estimated to have about 65,000 to
100,000 people with hemophilia (PWH)
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THE MEDICAL 
AND MULTIDISCIPLINARY 
PROGRAM COMMITTEES FOR
HEMOPHILIA 2006 WORLD CONGRESS
are busy putting together the most complete 
and informative program to date.

CALL FOR ABSTRACTS
The Congress Organizing Committee invites the submission of abstracts for consideration in the final program.
Contributions will be peer reviewed and the majority of abstracts will be presented as posters. Those accepted as oral
papers will be presented within the Scientific and Multidisciplinary Programs.  Submitting authors have the option of
choosing their presentation preference, oral or poster, but the Program Committees will make the final decision. For
those indicating that their preferred presentation is poster format, please note that during the poster viewing periods,
specific times will be scheduled for the author to be in attendance. 

Abstracts must be submitted on-line at www.hemophilia2006.org. Faxed abstracts will not be accepted.

KEY DATES:

Early Bird Registration Deadline October 21st, 2005

Deadline for abstracts November 30th, 2005

Hemophilia 2006 World Congress: May 21st – May 25th, 2006

Other hot topics to look out for include:
• Treatment of Patients with Inhibitors
• Cellular and Genetic Therapies, and other Novel Therapies
• Pathophyisology of Hemophilic Arthritis
• Joint Replacement Surgery
• Genetic Engineering and Production for Factor VIII 

with Enhanced Properties 
• Quality of Life and Hemophilia
• Dental Care for People with Congenital Bleeding Disorders
• Quality Control in the Laboratory
• Pain Management for Children and Adults

Plenary sessions include:
• Musculoskeletal Issues: Total Joint Replacements 

in Patients with Inhibitors
• The Molecular Basis of vWD
• The Pathogenesis of Hemophilic Arthropathy
• Strategies Toward a Longer-Acting Factor VIII
• The Uterus: A Recycling Model for the Physiology 

of Coagulation and Fibrinolysis
• Why do Inhibitors Develop?
• The Future of Comprehensive Care for Inherited 

Coagulation Disorders

Organized by: Hosted by:
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