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S
electing exercises and fitness activities that are safe for people with hemophilia
can be a challenge but it is not impossible. Making regular physical activity a
part of one’s daily schedule is at least as important as eating vegetables and

remembering to floss!
Do we get enough exercise? No. Is it too late to start? Never!
But what about some of the complications that can

go along with hemophilia? Target joints, chronic
hepatitis, and inhibitors can make selecting and
participating in physical activities even more of a
challenge. These situations require careful assessment
and regular communication between the hemophilia
treatment team and the individual.

In this feature on exercise and fitness, I have tried to
address some of the many aspects of physical activity
for people with bleeding disorders.
Continued on page 13
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EDITOR’SKEYBOARD

These lines are normally reserved for the wise

words of “your Editor”, as he has called himself

since he took over the volunteer position at

Hemophilia Today in the spring of 1991. Sadly, your

Editor, Barry Isaac, passed away suddenly in July.

Instead, these lines are devoted to his memory.

In his first issue, 11 long years ago, Barry wrote

about his plans for the newsletter, concluding, “Together

we can make sure this publication serves all our

members.” Under his leadership, Hemophilia Today has

grown from a 12-page newsletter reporting on CHS

activities into a professional newsmagazine presenting

in-depth articles on a wide range of hemophilia-related

topics which is read around the world. Much of the

credit for that transformation goes to Barry Isaac.

However, Barry’s contribution to the CHS and

its members is not limited to Hemophilia Today. He was

instrumental in the creation of the first hemophilia

treatment centre in southern Alberta in the 1970s and

was tireless in supporting the clinic and the southern

Alberta chapter ever since. So knowledgeable was he that

for 13 years in a row, Barry presented a lecture on

hemophilia to Dr. Man-Chiu Poon’s medical students at

the University of Calgary.

From 1986-1992 he served on the national

Board of Directors and Executive Committee. Barry was

noted for his knowledge, communication skills and the

sound thinking he brought to bear on the difficult issues

facing the CHS in the ‘80s and ‘90s.

Barry was a member of the HIV Catastrophe

Relief Committee in the late ‘80s and played a major role

in lobbying to secure financial assistance for HIV-

infected hemophiliacs. During a critical time in the

1990s when the CHS was pushing for the introduction

of recombinant factor concentrates, Barry chaired the

Blood Products Committee.

Over the last two years, Barry led the work 

of the CHS Awards Committee. For a man who never

had an unkind word for anybody, this was an ideal role.

He took great pleasure in helping to recognize the

achievements of others, whether they were CHS

volunteers or staff, or health care providers. In

November 2000, Barry himself received the Frank

Schnabel Award in recognition of his outstanding

achievements over 30 years.

Barry chaired the CHS Scholarship and Bursary

Program since its inception. This seemed entirely fitting,

given Barry’s own academic road. Growing up with

severe hemophilia in High River, Alberta, in the 1940s

and 1950s, Barry had no formal schooling and received

all his instruction at home from his mother. At the age

of 25, with the support and encouragement of his new

wife, Joan, Barry obtained his high school diploma and

went on to university, eventually earning a Ph.D. in

English literature. His Ph.D. thesis was on Renaissance

alchemy, the process of transforming base metals into

gold. At Barry’s memorial service, his colleague and

mentor at the University of Calgary, Dr. Jim Black, said,

“After graduating, Barry turned to teaching. He was a

master at finding the gold in his students. And they

realized, without his saying a word, that Barry had

transformed himself.”

I had the privilege of attending Barry’s

memorial service, attended by several hundred relatives,

good friends and colleagues from both the university

and the CHS. Many shared their memories. The

speakers were unanimous. What they would miss most

was Barry’s huge and genuine interest in people, his vast

enthusiasm and his smile as wide as the prairies.

Our profound sympathies to Joan.

David Page, friend and colleague

BARRY ISAAC

1942-2002
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O
ne of the most enjoyable things
about being president of the
CHS is the opportunity to attend

family weekends and chapter meetings
across the country. During the past two
years, I have attended family weekends in
Saskatchewan, Manitoba, and Ontario,
and, most recently, Newfoundland and
Labrador; and I’ve participated in annual
general meetings in Saskatchewan,
Manitoba, Newfoundland and Labrador,
and several regions of Ontario.

CHS chapter and regional family
weekends and annual general meetings
offer a combination of educational
programming and recreation for the
whole family. The educational
programming covers a range of timely
topics. All the recent weekends have
included up-to-date information about
the recent shortage and current
availability of recombinant Factor VIII;
and several of the weekends and general
meetings have included information
about von Willebrand disease and
bleeding disorders in women. Often,
there are special information sessions for
children with bleeding disorders.
Depending on the number of children
present, special programmes tailored to
the specific interests and needs of
children of different ages are often
featured. For example, at the recent
Toronto Central Ontario Region family
weekend this past April, the teenagers
with bleeding disorders participated in a
career-planning programme; and the
unaffected brothers and sisters of
children with bleeding disorders engaged
in a programme specifically designed to
enable them to express their special
concerns.

Depending on the time of year and
the place where the weekends and
meetings are held, people also participate
in a wide variety of recreational

activities. The joint Manitoba-
Saskatchewan Family Weekend held in
August, 2001, at Riding Mountain
National Park featured horseback riding
and the chance to observe live bison. The
August 2000 Saskatchewan Family
Weekend held at Jack Fish Lodge
featured golf and swimming. And the
recent Newfound and Labrador Family
Weekend held at the Max Simms Camp
featured softball, a treasure hunt,
swimming, boat rides, and a “no-talent”
talent show.

However, I believe that the most
important thing that goes on at these
get-togethers is the informal networking.
Families of very young children gain
strength and hope from meeting older
children and their parents. People with
HIV or HCV discuss the issues that they
are facing. And comprehensive-care
teams and families with bleeding
disorders get to know one another in a
personal way that provides a basis for
improved care and understanding.

Our chapters’ and regions’ family
weekends and annual meetings highlight
a very important characteristic of the
CHS. The CHS is not only an
organisation whose purpose is to
promote a better quality of life for
people with inherited bleeding disorders;
it is also an organisation composed of
people with inherited bleeding disorders
and their families. The active
participation of affected people and their
families is something which sets us apart
from most other health charities. And it’s
one of our greatest strengths.

The year 2003 will mark the CHS’s
fiftieth birthday. And we’re planning the
biggest get-together that we’ve ever had
to celebrate the event. I invite you all to
come to Montreal May 8-11, 2003. Let’s
make our fiftieth anniversary the biggest
celebration ever!

PRESIDENT’SMESSAGE Tom Alloway, Ph.D.

Getting Together as a
Community
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◗ REFACTO APPROVED BY HEALTH
CANADA

On June 14, 2002, Wyeth-Ayerst Canada
Inc. announced that it had received
approval from Health Canada to market its
recombinant factor VIII concentrate,
ReFacto®. The product was previously
approved by European Union regulatory
authorities in 1999 and by the U.S. Food
and Drug Administration (FDA) in 2001.

ReFacto is a second-generation
recombinant product. No albumin is added
to the final formulation as a stabilizer for
the factor VIII molecule. Instead sucrose
and other chemicals are used. The process
to make ReFacto continues to rely on
human albumin as a nutrient in the cell
culture at early stages in the manufacturing
process. So little remains after processing
that it cannot be measured. (See the fall
2001 issue of Hemophilia Today for an
interview with Dr. Jay Feingold, Director of
Hematology and Oncology, Global Medical
Affairs, Wyeth, for more information on
the product.)

In its press release Wyeth-Ayerst Canada
Inc. reports that ReFacto has been studied
in 218 patients in 15 countries over five
years. “More than 84 million units of
ReFacto have been administered without
any evidence of viral transmission.”
(Editor’s note: This is roughly equivalent to
84,000 infusions.)

Earlier this year the FDA gave
regulatory approval to a new Wyeth
manufacturing facility for ReFacto in St.
Louis, Missouri. This and a second new

facility in
Algete, Spain
will increase
the world-wide

production of recombinant factor VIII and
ease shortages seen over the last two years.

Wyeth-Ayerst Canada Inc. says it
expects that ReFacto will be commercially
available in Canada in September 2002.

James Kreppner, Chairperson of the
CHS Blood Safety Committee says that he
is pleased ReFacto has been approved. “As
far as the CHS is concerned, quality factor

replacement therapy implies that a patient
and his/her physician have the option to
choose products which meet that patient’s
individual needs. Therefore, access to a
range of products must be provided.
Ultimately, the decision as to choice of
product has to be made jointly by the
physician and the patient.”NEWSUPDATE FEDERAL/PROVINCIAL/

TERRITORIAL ASSISTANCE
PROGRAM

FOR HIV SECONDARILY INFECTED
INDIVIDUALS

On December 15, 1998, Federal/Provincial/
Territorial Health Ministers announced a
financial assistance package for HIV/AIDS
secondary infected individuals who are first
order relatives (spouse/partner or child) of
Extraordinary Assistance Plan (EAP)
recipients.

This assistance package, funded by the
federal, provincial and territorial
governments, consists of one lump sum
payment of $240,000 tax-free.

You may be eligible to apply for this
assistance if you are:
� a first order relative (spouse, partner or

child) of a federal Extraordinary
Assistance Plan (EAP) recipient;

� HIV positive resulting from the
relationship with the primary EAP
recipient, and not from other risk
factors; and

� you are a resident of Canada and were a
Canadian citizen or landed immigrant at
the time you were diagnosed HIV
positive.

The estates of deceased persons who
would have met the above criteria  are also
eligible to apply.

As of March 1, 2002 Liberty Health is
administering the HIV secondary program.
Liberty Health is now ready to continue
with the evaluation of all pending
applications as well as accepting new
applications. For more information or to
apply for assistance, please contact:

Manager, Medical Underwriting
Liberty Health
3500 Steeles Avenue East
Markham, Ontario
L3R 0X4

For service in English: Ms. May Owen
Telephone: (905) 946-4679
For service in French: Mr. Gilles Wong
Telephone: (905) 946-4603

May 2, 2002

n e w s  u p d a t e
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◗ NOVO NORDISK FELLOWSHIP
APPLICATIONS FOR 2002

For the second year, the CHS and the
Association of Hemophilia Clinic Directors
of Canada (AHCDC) in collaboration with
Novo Nordisk, are offering a Fellowship in
Congenital and Acquired Bleeding
Disorders. This program provides fellows
in hematology or other relevant fields, the
opportunity to obtain additional clinical or
research skills necessary to improve the
care and lives of patients with hemophilia
and other inherited bleeding disorders.
Application packages have been sent to all
hemophilia clinics, University Hospitals
and Research Centres. The deadline for
applications is December 16, 2002. For
further information please contact: Joyce
Gouin at the National Office.

◗ CARE UNTIL CURE RESEARCH
GRANT APPLICATIONS FOR 2002 

For the third year, the CHS, in
collaboration with WYETH/Genetics
Institute, is supporting the Care Until Cure
Research Program. The goal of the
Program is to provide funding for research,
including outcome evaluation, aimed at
improving the quality of life of persons
with inherited bleeding disorders.
Application packages have been sent to all
hemophilia clinics, University Hospitals
and Research Centres. The deadline for
applications is September 30, 2002. For
further information please contact Joyce
Gouin at the National Office.
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CHS 50TH ANNIVERSARY
- A PROUD HISTORY

In May 2003, the Canadian Hemophilia Society
will be celebrating fifty years of continuing
service to the Canadian hemophilia

population. Preparations are underway for a
weekend of celebration in Montreal, the city
where it all began.

Half a century of service is definitely
something to celebrate. While we’re aware of
many of the activities and accomplishments of
the organisation over the years, I’d like to ask all
of you to rummage through your scrap books and
talk to older members and friends. One of the
major projects we are undertaking is a written
and visual record of the history of the CHS. This
would include anything related to the National
level and its chapters: treatment milestones,
advocacy efforts, educational materials,
fundraising projects, support groups, AGMs,
history, research breakthroughs, conferences…
anything that’s a part of our history. 

The hemophilia family needs a family photo
album to keep alive the memory of those who
went before as well as to honour their
accomplishments. If you have any newspaper
articles, photographs, pamphlets, good stories or
other memorabilia from the past fifty years,
please contact the CHS offices or me, Patricia
Stewart (stewart.page@globetrotter.ca). This is a
golden opportunity to celebrate our
accomplishments. 

CHS EXECUTIVE COMMITTEE 
MEMBERS 2002 - 2003

PRESIDENT

Tom Alloway, Ph.D 

PAST PRESIDENT

Erma Chapman, Ph.D 

VICE  PRESIDENTS

James Kreppner, LL.B.
Chair of Blood Safety Committee

Bonnie Schmitke 
Chair of Finance and Administration Committee

Karttik Shah 
Chair of Youth Committee

Eric Stolte 
Chair of International Projects Committee

Co-Chair of Resource Development Committee 

Pam Wilton, R.N.
Chair of Program Committee 

TREASURER
Maurice Marette, C.A.

SECRETARY
Sheila Comerford

◗ STATE OF THE ART 
VON WILLEBRAND DISEASE
CONFERENCE AND CHS 50TH
ANNIVERSARY CELEBRATIONS

CHS is pleased to announce that it will be
sponsoring a National State of the Art
Conference on Von Willebrand Disease
May 8-9, 2003 in Montreal. A Steering
Committee, chaired by Dr. David Lillicrap,
has been established to plan the
conference. The conference will be
followed on May 10-11 by the CHS Annual
General Meeting and 50th Anniversary
Celebrations, the Annual General Meetings
of the Association of Hemophilia Clinic
Directors of Canada (AHCDC) and
Canadian Association of Nurses in
Hemophiia Care (CANHC) and meetings
of hemophilia physiotherapists and social
workers. A 50th Anniversary Celebrations
Committee, chaired by Patricia Stewart,
has been established to plan activities for
this special event. The committee is seeking
historical memorabilia, newspaper articles
or other material relating to the history of
the Society. For further information about
the Conference or the 50th Anniversary,
please contact Clare Cecchini at the
National Office.

CHS BOARD MEMBERS 2002- 2003

DESIGNATED DIRECTORS
Heather Carlson – Ontario
Mylène D’Fana – Quebec
Cyril Dubourdieu, R.N. – 
Newfoundland and Labrador

Marius Foltea – Quebec
Betty Anne Hines – Nova Scotia
Faye Katzman – Saskatchewan

James Kreppner, LL.B – Ontario
Lisa Léger – New Brunswick

Emery Martin – British Columbia
Darryl McCarvill – Prince Edward Island

David Mitchell – Ontario
Bonnie Schmitke – Manitoba

Karttik Shah – Ontario
Bob Steffens – British Columbia

Patricia Stewart – Quebec
Craig Upshaw – Alberta

Bob Verreau, C.A. – Alberta
Pam Wilton, R.N. – Ontario

DIRECTORS-AT-LARGE
Tom Alloway, Ph.D - Ontario
Sheila Comerford – Quebec

Maurice Marette, C.A. – Quebec
Eric Stolte - Saskatchewan

MEDICAL SCIENTIFIC AND ADVISORY 
COMMITTEE REPRESENTATIVE

Bruce Ritchie, M.D. – Alberta

Lisle Spenser, founder of Hemophilia
Saskatchewan, surrounded by his 
family; Faye Katzman, Chapter President;
and Eric Stolte, Past-President

2002 ANNUAL GENERAL MEETING &

BOARD OF DIRECTORS MEETING 

JUNE 6th to 9th, 2002 

DELTA BESSBOROUGH

SASKATOON, SASKATCHEWAN 

50YE A R S •

A
N

S
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Brenda Young
Brenda Young is this year’s recipient of the
CHS Mature Student Bursary. A wife and
mother of three children, she is pursuing a
lifelong dream of becoming an elementary
school teacher. Brenda made the decision to
return to school after sixteen years in the
workforce.

Brenda began her Bachelor of Education
degree last May at Daemen College in
Amherst, New York, three hours from her
home in Ontario. This college allows her to
follow a full-time, 45-week course of study on
weekends, and is certified by the Ontario
College of Teachers.

Brooke Wilton
Brooke Wilton is this
year’s recipient of the
CHS Scholarship.
Brooke  will be attend-
ing the University of
Western Ontario in the
fall. She has received
early acceptance to the
Richard Ivey School of Business. Her first two
years will be spent studying under Ivey’s
Academic Excellence Opportunity. During
her third year, she will study Honours
Business Administration at the Richard Ivey
School of Business.

Curl for Hemophilia
The 1ST Annual Curl for Hemophilia was
held in Moncton, NB on Saturday, March
23 and Sunday March 24, 2002. Over
$10,000 was raised to help send Maritime
children with inherited bleeding disorders
to summer camp. The winning team was
Stephen Glazebrook, Nova Scotia Chapter,
Pam Glazebrook, Glenn Churchill, Daniel
Lapointe and alternate Dean Jr Hines.

A big thank you to the Gold Sponsors
for the event: Aventis Behring Canada,
Baxter, Bayer and Wyeth-Ayerst Canada Inc.

Shown in photo left to right; Tradina Meadows,
Regional Coordinator for the CHS Maritime
Division, Manon Nadeau, Aventis Behring
Canada and Daniel Lapointe, Executive Director
for The Canadian Hemophilia Society.Brenda Young with her husband and three

children. Brenda sent along the family pic
because, “We all benefit by my return to school
and they all support me.”

Karttik Shah, CHS Vice-President and
Chair of the Youth Committee

The Canadian Hemophilia Society
has been committed to providing
quality educational and support

services to members of the hemophilia
community affected by HIV and Hepatitis
C for many years. In early 2002 the CHS
completed a psychosocial needs assessment
of the hemophilia community infected
with both HIV and hepatitis C. At

approximately the same time the CHS
Youth Committee began the process of
organizing a national HIV and Hepatitis C
Educational Workshop to coincide with the
2002 CHS Annual General Meeting.

After several months of research and
planning, the HIV and Hepatitis C
Educational Workshop was held on Friday,
June 7 in Saskatoon. According to all
reports, it was a smashing success.

The program began with a
comprehensive medical presentation by

Karen Doucette, Infectious Diseases
Consultant at the Viral Hepatitis C Unit at
the Winnipeg Health Sciences Centre.

Following the medical presentation, a
session on Naturopathy was given by
Allison McCutcheon, who is an associate
with the Tzu Chi Institute at the University
of British Columbia. Her talk generated
much interest and lively discussion. Both
Karen and Allison were key speakers at the
First Canadian Hepatitis C Conference in
2001 hosted by the Canadian Hemophilia
Society.

The program continued with a
presentation on the importance of
nutrition in the management of hepatitis C

HIV and Hepatitis C 
Educational Workshop

CHS SCHOLARSHIP AND BURSARY WINNERS FOR 2002
program funded by Baxter BioScience

continued on page 9

Chris Lakhan
Chris Lakhan is this
year’s recipient of the
CHS Bursary. Chris is
currently enrolled as a
third-year student at the
University of Toronto,
where he is pursuing a
degree in Environmental Management. While
maintaining high academic standing, Chris is
also an active participant in school activities.
He organizes environmental study groups
and is a member of the Golden Key Society.

Chris volunteers in local schools and
community centres. “I enjoy working with
children,” says Chris. “I want to help them
explore their potential, regardless of any
limitations placed on them, be they physical,
social or otherwise.”

His love of children and desire to help
others has helped shape Chris’ goal of
receiving his Doctorate in International
Development, after which he intends to work
in less developed countries promoting health,
education and sustainable development.

n e w s  u p d a t e
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hemophilia organization or Hemophilia Treatment Centre when
they require access to services.

In March 2002, a woman from Algeria, Ms B, wrote to our
French-language forum, saying that she was desperately looking
for help. She had a bleeding disorder and was having many
problems. She had no medical treatment and didn’t know what to
do or where to go. We contacted the World Federation of
Hemophilia, got the name of the doctor in Algeria and her
address, and then sent them to Ms B. In June, while at the WFH
training session for National Member Organizations in Spain, I
met the doctor from Algeria. I mentioned Ms B and said I hoped
she didn’t mind that I had given her name to this woman. She was
not only pleased that I had referred the woman, but she had
actually met the woman the week before! When I got back from
Spain, I had this e-mail message from Ms B.

Bonjour Patricia,

I want to thank you because I was finally able to see Dr. X, and
now I am being followed by her and it is thanks to you. I thank
you again and, what’s more, I find her so friendly and helpful. I
feel protected in a way I did not think possible and happy to have
finally been extended a helping hand. I thank you and sincerely
appreciate your help and I hope to keep in touch with you and
would like to have you as a friend, if you wish, in order to get to
know you better.

Affectionately,
Ms B

Another story is that of the two people with hemophilia from
North Africa. One wrote in to the forum asking for information.
The next week, another boy with the same name in a
neighbouring country, wrote to say that, though they had never
met, they were possibly cousins. They began corresponding with
each other and discovered they were indeed from branches of the
family that had lost contact with each other.

The CHS web site is still in the process of being updated and
revised. The front page now provides the latest information on
CHS activities and issues. You can download articles from current
and past issues of Hemophilia Today to share with others. This
summer, many of the CHS educational publications have been
made available on the site in pdf. format so that more people can
have access to them. In addition, the English and French forums
from the old web site will be consolidated in a new forum on the
new site. If you have any ideas you’d like to share with us, don’t
hesitate to contact David Page (dpage@hemophilia.ca), the web
site coordinator.

CHS Web Site - www.hemophilia.ca

LINKED TO THE WORLD
Patricia Stewart

W
hen the CHS decided to create its own web site in 1999,
most people in the organization felt its main purpose
was to make information available quickly to members

with access to the Internet. What we didn’t count on was the way
this site would touch people from around the world.

In November 2001, the site was completely revamped and
modernized. Sarah-Louise Quig at the CHS National Office
deserves much of the credit for leading this effort. To give you an
idea of how popular the CHS new web site is, please see the
statistics for the last 12 months. They show the number of times
people have logged on to our site (visits) and the total number of
hits. In less than one year, the number of visitors per month has
quadrupled, from 5613 in July 2001 to 20, 223 in April 2002. Hits
have increased in the same time period by more than ten times,
to 687,538 during the month of April.

MONTH DAILY AVG MONTHLY TOTALS

VISITS HITS VISITS HITS

May 2002 583 18,466 18,086 572,460
Apr 2002 674 22,917 20,223 687,538
Mar 2002 596 19,959 18,482 618,749
Feb 2002 600 19,586 16,824 548,425
Jan 2002 442 10,559 13,709 327,356
Dec 2001 398 8,913 12,365 276,303
Jul 2001 181 1,831 5,613 56,783

It’s interesting to note the higher number of visits during April
when International Hemophilia Day occurred. Hemophilia
organizations around the world celebrate this day and there are
interviews and articles about bleeding disorders in the media.

What these numbers don’t show is that it is not only our own
members who use the site. We have received queries from countries
all over the world, including Pakistan, India, Algeria, Ile de la
Réunion, Indonesia and France, to name just a few. Several
hemophilia organizations have requested (and received)
permission to translate sections of the CHS web site into other
languages for their own web sites. They are specifically interested in
those sections that describe the nature, symptoms and treatment of
hemophilia and other bleeding disorders. Many people have
written to express their thanks after finding information
unavailable elsewhere.

The web site has elicited queries to the CHS in both French and
English on a wide variety of topics related to bleeding disorders.
When possible, and with the help of health care professionals,
we’ve been able to answer these general questions about bleeding
disorders. However, this site has become something else – a way for
people to get help. We regularly direct people to their local
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New Emergency Room Education
Program

GUIDELINES FOR EMERGENCY

MANAGEMENT OF HEMOPHILIA 

AND VON WILLEBRAND DISEASE

FactorFirst

Canadian Hemophilia Society

Association of Hemophilia 
Clinic Directors of Canada
(AHCDC)

TREATMENT FOR MINOR BLEEDS

Hemophilia A: (severe/moderate)
Recombinant factor VIII concentrate 15-25 IU/kg.

Hemophilia A: (mild)
DDAVP 0.3 µg/kg. (max. 20µg)

Hemophilia B: (severe/moderate/mild)
Recombinant factor IX concentrate 35-50 IU/kg.>15 yrs
Recombinant factor IX concentrate 50-70 IU/kg.<15 yrs
The dosage for recombinant factor IX is 
substantially higher because of its lower 
recovery, particularly in children.

Von Willebrand Disease:
Type I and Type2A or 2B known to have used DDAVP
safely and effectively – DDAVP 0.3 µg/kg. (max. 20mcg)

For patients not responding to DDAVP (such as Type III)
use Humate-P 40-60 Ristocetin cofactor units/kg.

For mucosal bleeds in all above add:
Cyklokapron 25 mg/kg po tid/qid 1-7 days
(contraindicated if hematuria)

MAJOR/LIFE-THREATEN-
ING BLEEDS:
• Head (intracranial) and neck
• Chest, abdomen, pelvis, spine
• Illiopsoas muscle and hip
• Massive vaginal hemorrhage
• Extremity muscle compart-

ments
• Fractures or dislocations
• Any deep laceration

MINOR BLEEDS: 
• Nose (epistaxis)
• Mouth (including gums)
• Joints (hemarthroses) 
• Menorrhagia
• Abrasions and superficial 

TREATMENT FOR MAJOR/ 
LIFE-THREATENING BLEEDS

Hemophilia A: (severe/moderate/mild)
Recombinant factor VIII concentrate 40-50 IU/kg.

Hemophilia B: (severe/moderate/mild)
Recombinant factor IX concentrate 100-120 IU/kg.>15 yrs
Recombinant factor IX concentrate 135-160 IU/kg.<15 yrs
The dosage for recombinant factor IX is 
substantially higher because of its lower 
recovery, particularly in children.

Von Willebrand Disease:
A VW factor containing factor VIII concentrate such 
as Humate-P 60-80 Ristocetin cofactor units/kg. 

All major bleeding episodes
should be considered potentially
critical (life-or limb-threatening)
The goal is to raise the factor
level to 80-100% immediately.

Cathie Morris 

Ableeding episode can happen any
time, anywhere. You can be ready
to head out on a camping trip

when your son falls and whacks his head
on the front steps. Or you may be reaching
into the car to grab your jacket and
someone slams the door on your hand.
Bleeds can happen any
time and, as a result,
one must always be
prepared to treat.

In order to assist
individuals with
bleeding disorders get
access to the emergency
care they need, the
Canadian Hemophilia
Society, with financial
assistance from the
Canadian Blood
Services, Bayer and
Novo Nordisk, formed
an ER advisory group
comprised of doctors,
nurses, parents and
patients. The outcome
of their efforts has been
the development of a
variety of educational
resources. Among the
resources developed are

a Clinical Focus insert in the Medical Post
for ER physicians, a wallet card entitled the
Factor First Treatment Card and a manual
called A Guide to the ER.

With the advent of home infusion,
individuals now go to the ER much less
frequently. ER staff do not have a chance to
gain experience with bleeding disorders. To
help remedy this, a Clinical Focus insert

was written for
the Medical Post
which offers a
guide to the
emergency
management of
bleeding
disorders for ER
staff. The
objectives of
this Clinical
Focus are to
raise awareness
among ER staff
about bleeding
disorders, the
current
treatments
recommended
and the need for
prompt
treatment.

A second resource, the Factor First
Treatment Card, was developed for the
individual with a bleeding disorder to carry
in his/her wallet, preferably clipped to the
health card. This card contains a
tremendous amount of important
information that can help ER staff provide
treatment. Included in The Factor First
Treatment Card is a section to be
completed with your personal treatment
information and the phone numbers of
your Hemophilia Treatment Centre. The
clinics will be provided with overlay
stickers so that the information can be
updated at your annual visit. The card is to
be shown to the ER staff when you arrive.
It explains your need for prompt
treatment, lists your personal treatment
information, provides key phone numbers
and encourages the ER staff to contact
your hematologist and/or nurse
coordinator. Having it clipped to your
health card makes it easier for you to find
and, in the event that you are unable to
speak for yourself, more easily discovered
by emergency workers.

Has a healthcare worker ever asked you
the question, “How long have you had
hemophilia?” Have you waited for hours in
the ER trying to comfort your child in pain

Dosages are patient specific – these are general guidelines only. Round doses up to the nearest vial.
If the products listed are not available, please call the nearest Canadian Blood Services or Héma-Québec Centre.

n e w s  u p d a t e

Remember…

FactorFirst
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S
imon Wong’s life changed instantly with a
phone call on Valentines Day 2000 telling
him his wife Jenny and son Alex had been

seriously injured in a car crash. Ambulances
took them to two different hospitals forcing
Simon to make a hard choice. He decided to
rush to his son, a hemophiliac, who was at risk
of bleeding to death. “Alex was covered in blood
and wasn’t moving,” said Simon. Thankfully,
Alex’s MedicAlert bracelet was able to speak for
him. The bracelet provided the paramedics with
the vital information they needed to begin the
treatment that was urgent for Alex. At the
hospital, the emergency room nurse called the
MedicAlert 24-hour emergency hotline and
obtained information about Alex that was
crucial to saving his life.

On that terrible day Simon Wong lost his
wife and almost lost his son. As his son Alex
tells anyone who asks, “MedicAlert saved my
life.” That’s why Simon actively supports
MedicAlert. Better than most he understands
why every person with a medical condition
should be wearing a MedicAlert bracelet.
“Without it,” he says, “their life is at risk.” Simon
is committed to helping ensure that everyone
who needs MedicAlert protection is aware of its
benefits and has access to enrolment
information.

Canadian MedicAlert Foundation is also
committed to providing awareness, education
and access to MedicAlert services to all
Canadians. The MedicAlert KidsProtect

MedicAlert: 
Protecting Children with Hemophilia

with a serious joint bleed? Have you met
an ER physician who has no clue how to
treat you but insists there is no need to call
your hematologist? In an attempt to help
individuals in these situations, the third
resource, Prepare to Succeed: A Guide to the
ER is being developed. This guide contains

practical suggestions on how to prepare for
that unexpected bleed and what you can
do to make things go smoothly at the ER.
Individuals are encouraged to develop a
personal plan of what to do in an
emergency and who to call. In the back
portion of this guide, is a copy of
Emergency Care for Patients with
Hemophilia: An Instructional Manual for
Medical Professionals.

Emergencies happen in spite of our best
efforts. All we can do is be prepared to
handle them as best we can.

• Be knowledgeable about your bleeding
disorder. Our disorders are rare; therefore
ER staff may not be familiar with our
treatment needs.

• Develop an emergency plan with a
listing of phone numbers to call.

• If you need to go to the ER, have your
Hemophilia Treatment Centre or
Hematologist on call make ER
arrangements for you.

• Carry your Factor First Treatment
Card and present it to the ER staff.

• Obtain and wear Medical ID such as
MedicAlert to identify your bleeding
disorder. Identifying yourself as having a
bleeding disorder is a vital first step in any
emergency!

Both the Factor First Treatment Card
and A Guide to the ER will soon be made
available through you Hemophilia
Treatment Centre. Obtain a copy of each,
read them and keep them with you for an
emergency. Remember, with such rare
disorders, you are your own best resource.

Cathie Morris is the mother of a child with
severe factor VIII hemophilia and inhibitors,
and a member of the ER Advisory Group.

HIV and Hepatitis C 
Educational Workshop
continued from page 6

by Barbara Wendland, who brings
extensive knowledge from her research into
nutrition and related liver function at the
University Health Network in Toronto.
Barbara had previously presented
information sessions to the Toronto and
Central Ontario Regional Hemophilia
Society in October of 2001. Her
presentation complemented the session on
Naturopathy by educating the audience on
nutritional substances and supplements
that may prove to be beneficial for the liver
for those with hepatitis C infection.

Finally the CHS HIV and Hepatitis C
Educational Workshop program concluded
with a special presentation by Mahmood
Morshedi on fertility approaches for HIV
serodiscordant couples. This had been
identified in the needs assessment as a key

n e w s  u p d a t e

Assistance Program is part of this commitment
to make sure that every child who needs the
protection offered by a MedicAlert membership
and bracelet or necklet has access, regardless of
a parent’s ability to pay.

Whether at home, in the playground, in the
classroom or on the sports field, children at risk
are protected by a MedicAlert bracelet or necklet
custom engraved with a child’s critical medical
and personal information; access by healthcare
professionals to the 24-hour emergency hotline;
and a membership card that lists medications
along with personal physicians and emergency
contacts.

MedicAlert is a national registered charity
that protects tens of thousands of Canadian
children with medical conditions, allergies or
personal needs through its medical
identification information services.

To obtain more information about
Canadian MedicAlert Foundation programs
and services, including the KidsProtect Assistance
Program, please call 1-800-668-1507.

issue for many individuals with
hemophilia. This presentation was the first
of its kind at a CHS HIV and hepatitis C
workshop.

The Canadian Hemophilia Society
remains active in ensuring that the needs
of community members infected and
affected by HIV and hepatitis C continue
to be met. One of the key roles of the
Canadian Hemophilia Society is to provide
the community with relevant educational
opportunities so that individuals with
hemophilia remain active participants in
improving the quality of their own lives.
The CHS Youth Committee is envisioning
an extension of this HIV and hepatitis C
programming initiative to coincide with
the Canadian Hemophilia Society’s 50th
anniversary celebrations in 2003. For
further information on the contents of the
CHS HIV and Hepatitis C Educational
Workshop, please contact the Canadian
Hemophilia Society.
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Multiple Levels of Viral Safety

Carol Kasper is a well known and respected
name in the hemophilia community. Her
purpose was to address the topic of blood
safety and she mentioned that the world’s
blood systems are moving to stricter
standards of safety. In particular, she
mentioned that a number of systems already
test minipools of plasma for viral nucleic
acids (HIV and HCV). There is a move
underway to add HBV, HAV and Parvovirus
B19 as well. Many of these viruses are also
detected via antibody tests. (An antibody test
tells whether or not the immune system has a
generated a response to a particular
infectious agent, whereas the nucleic acid test
looks at whether any nucleic acid from the
actual virus can be detected in the sample.)
Nucleic acid testing is usually judged to be
superior as it often takes some time for the
body to generate an immune response (often
termed the “window period”), and so an

individual may have infectious virus
circulating in his blood system which will be
missed by an antibody test.

The second part of the process to ensure
safety is viral inactivation, and Dr. Kasper
referred to three methods that have some
utility in eliminating viral contaminants. She
mentioned slow heat treatment, solvent
detergent treatment, and nanofiltration
(especially for Factor IX which is a small
molecule). Dr. Kasper stressed that it is
important to have as many protective
measures as possible, as you may have a
donation which contains a high level of
viremia. In that circumstance, you cannot
count on the viral inactivation process alone
to be effective to make the end product safe.
Some have argued that the purification the
product goes through in the production
process also lowers the risk of any viral
contamination, but she felt this to be only a
minor contribution to safety.

The final level of protection is surveillance

of recipients (she mentioned the Centers for
Disease Control in the U.S.), and she pointed
out that there has been no HIV transmitted
since 1987 in North America. The CDC started
a specific surveillance for Hepatitis C in
hemophilia patients three years ago. Again,
there have not been any “true seroconversions”
from blood.

The concluding comment was that both
recombinant and plasma derived products
that are provided by the major
manufacturers in the developed world are
now very safe and effective products. Dr.
Kasper also made a comment regarding
vCJD. She felt the dilution that took place in
the pooling process made this an unlikely
threat. In the question and answer session
after her talk, I queried her about this point,
as this sounded quite similar to the
arguments made in the past about HIV and
hepatitis, namely that pooling would reduce
the infectious element to such a low level that
it would not be infectious. This was proven

XXV CONGRESS OF THE WFH, MAY 19-24, 2002, SEVILLE, SPAIN

Blood Product Issues at the Conference
James Kreppner, CHS Vice-President and Chair of the Blood Safety Committee

There were various presentations at the WFH Congress that concern blood product use. The four presentations I would
like to summarize include one on blood safety by Carol Kasper, two on blood safety and regulation by Albert Farrugia,
along with another by William Velander on transgenic pigs and their potential as a cheap source of factor product.

T h e  G l o b a l  P e r s p e c t i v e

Photos

THEGLOBALPERSPECTIVE

Eric Stolte,
Chair, International 
Projects Committee

In this issue, THE GLOBAL PERSPECTIVE presents reports,
written by James Kreppner, Chair of the CHS Blood Safety
Committee, and photographs from the XXV Congress of
the World Federation of Hemophilia, held in Seville in May.

The participants in
this workshop,
including Marion
Stolte, Saskatchewan
Regional Coordinator,
are discussing better
communications with
members.

More than 125 people from 71 countries attended the 3-day
training session for WFH National Member Organizations in
Huelva, Spain, held in conjunction with the XXV Congress.
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not to be the case. In response, she pointed
out that prions are different and they have a
very low level of presence in blood to start
with, unlike HIV for example, which may
have millions of viral particles per cubic
millimeter. I pointed out that little is known
about the levels needed to effectively
transmit vCJD (or other TSE infections), and
especially low levels may just mean
exceptionally long incubation periods. (On
the positive side, these longer time periods
may perhaps be longer than average life
spans.)

The Role of the Regulator

Albert Farrugia is known for his dynamic
views on a range of issues, and he spoke
from his perspective as a regulator in
Australia. He pointed out that regulation is
dominated by the U.S. Food and Drug
Administration (FDA) and by the European
Agency for the Evaluation of Medicinal
Products, the EMEA. He stated that all other
regulators, including his own, are heavily
influenced by these two agencies. He said
that regulators look at the safety, quality and
efficacy of both the products and the
manufacturing facilities. With respect to
manufacturing, they ensure that the
facilities are clean and that the
manufacturing process follows Good
Manufacturing Practices (GMPs). Of
course, they also look at the individual
products for safety and efficacy. Dr. Farrugia
pointed out that product safety is a multi-
step process. He stated, “We control very
strictly the quality of plasma for
fractionation, and the importance of this
cannot be overemphasized. It is the first
point of quality control for ultimate
product safety and it is extremely critical.”
Like Dr. Kasper before him, he went on to

emphasize that all levels of protection are
needed. It is not enough to say, “If you test
the plasma, that is enough,” or, “If you
virally inactivate, that is enough.”

He then raised the interesting point that
some viral inactivation processes may
change the nature of the product, and
talked about some cases in which the viral
inactivation produced unusual inhibitors.
Moreover, there are some studies that show
that the quality of the product can be
affected. One example was a solvent
detergent treated plasma that caused
unexpected reactions in patients undergoing
liver transplants. He also showed data from
another study that showed a difference
between a product that was dry heat treated
compared to a similar product that was wet
heat treated. The point is that the regulator
always has to closely monitor, because the
more changes you make with respect to
viral inactivation and the production
process, the more you may affect other
important aspects of the product.

As a further example, he pointed out
that recombinant factor IX is not the exactly
the same as plasma derived factor IX, and
that you have to look closely at these
differences. He would term recombinant
factor IX to be a new drug, and he noted
that one of the differences was the different
recovery in this product compared to its
plasma derived counterpart. (See Recovery
in Factor IX Concentrates on page 21 of this
issue of Hemophilia Today.) Subsequent
testing showed that there was less of the
recombinant product present at a specified
time after the injection, than there would
have been if the product were plasma
derived, and this was especially true in
children. He made it clear that he was not
criticizing recombinant factor IX, and he
did say that it was a good drug, but he was

just illustrating the point that you cannot
assume that one form of a factor product is
necessarily the same as another form of
factor product.

He concluded by stating that blood
products are amongst the most heavily
regulated products, and this is a reaction to
the mistakes of the past. These products are
now very safe. That being said, he felt that
regulators cannot relax their vigilance, and
they must always keep the benefit/risk ratio
in mind, but the general public should have
realistic expectations of their regulators and
the inherent risks of biological products.

Factor Products from
Transgenic Pigs

The last speaker I will mention here is a
researcher from Virginia Tech, William H.
Velander, Ph.D., who spoke about his work
with transgenic pigs. (You may have read a
previous article on this subject by Dr. Paul
Giangrande in Haemophilia World, Vol. 8,
No. 3, September 2001.) In essence, this
researcher argued that pigs are the perfect
bioreactors for factor products, and that
they can be genetically engineered to
produce copious amounts of factor IX
(and hopefully, in the future, factor VIII)
in their milk. They are far more efficient
than the biomechanical bioreactors used to
produce current recombinant products. He
has already produced some of these pigs.
His presentation was really an update and
it was optimistic in nature. An additional
twist is that these pigs may be able to
produce such a tremendous amount of
factor at such a small cost, that it may be
cost-effective to condense the factor into
some sort of pill. Studies have shown that
when individuals ingest factor products

H E M O P H I L I A  T O D A Y S U M M E R  2 0 0 2T h e  G l o b a l  P e r s p e c t i v e

Tom Alloway, CHS President, representing
Canada at the WFH General Assembly.

Applause for acceptance of Jordan, Mexico, Palestine, Saudi
Arabia, Sri Lanka and Uzbekistan as new National Member
Organizations of the WFH.
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Canucks in Seville
In front of the Congress Centre in Seville,
site of the XXV Congress of the World
Federation of Hemophilia in May, are left to
right: JoAnn Nilson, physiotherapist,
Saskatoon; Greig Blamey, physiotherapist,
Winnipeg; Nora Schwetz, nurse, Winnipeg;
Kathy Mulder, physiotherapist, Winnipeg;
and Nick Zourikian, physiotherapist,
Montreal.

CANADA AWARDED XXVII CONGRESS OF THE WFH IN 2006

The General Assembly of the World Federation of Hemophilia chose
Canada as the host country for its XXVII Congress to be held in 2006.
Canada won out in a close vote over Sweden. The medical, scientific
and psychosocial conference will be organized by the WFH in close
collaboration with the Canadian Hemophilia Society. In its presenta-
tion to the General Assembly, the CHS proposed Vancouver as the
ideal city for the Congress.

The last time Canada hosted the biennial Congress was in 2000 in
Montreal. In 2004 the meeting will take place in Bangkok, Thailand.

T h e  G l o b a l  P e r s p e c t i v e

orally, as much as 10% of the amount
ingested can be absorbed into the blood
stream through the intestinal wall. While
this is an inefficient method of delivering
the factor and is certainly wasteful at
existing cost levels, this may be a real
possibility if the pigs can produce the
factor at only pennies per unit. As well, it
may be a much better therapy for
delivering immune tolerance therapy to
those individuals with inhibitors, both
because it doesn’t involve injections, and
because the intestinal route may also
increase the chance of successful immune
tolerance. It may even be possible to start
feeding the factor to babies as soon as
hemophilia is diagnosed and reduce the
risk of inhibitor formation through
tolerization.

Some potential problems were raised by
questioners. Some people, for religious
reasons, may not wish to use products
derived from pigs. Dr. Velander pointed
out that production may be possible in
other animals and that in any case, this is
human factor VIII or IX, and the animal is
merely the vehicle for its production, and
so this fact may successfully circumvent
some religious restrictions. Another
concern was the potential transmission of
porcine viruses. In response, he pointed
out that the epidemiological record of
medicines derived from pigs has been an
extremely safe one. This is also true with
respect to the safety of individuals who
work quite closely with pigs in the farming
industry. Moreover, the product produced
would be purified and put through the
same antiviral steps as the current
recombinant products. In any case, it
would seem to me that the same question
could be posed today with respect to
mouse/hamster viruses, as these types of
cells are used in the current production of
recombinant products.

If this prediction were borne out, it
would be a substantive advance in
hemophilia care. I remember being told as
a child that some day there would be a pill
for factor VIII, and for the last thirty years,
many of us have waited for that dream to
come true. It may now be at hand. Dr.
Velander predicted that he may be able to
accomplish this in the next five years (at
least bring his work to the clinical trial
stage). This was an extremely interesting
presentation, and William Velander seemed
to be eminently credible. He was hoping to
test the product in hemophiliac dogs this
summer, and report his results at a future
conference. We can only wish him well.

These painted parasols
were presented to
delegates at the
Congress to promote
the XXVI Congress of
the WFH to be held in
Bangkok, Thailand in
October 2004.

Kathy Mulder, Guest Editor
of the feature “Physical

Fitness and Bleeding
Disorders”on pages 13 to

20, practicing what she
preaches. Is Flamenco

dancing a recommended
activity?



Kathy Mulder
Physiotherapist, Children’s Hospital, Winnipeg

The statistics are alarming:
� 40% of North American children 5 to 8 years of age are obese.
� The average Canadian child watches more than 26 hours of television and spends

up to 30 hours sitting in school each week.
� Children are spending more time playing video games and using computers.
� 30% of North American adults are obese.
� Between 50 and 60% of adults over 25 are overweight.
� 57% of Canadian adults aged 18 and older are considered insufficiently active for

optimal health benefits.

We know that exercise is important for weight control, and that it can prevent heart
disease, depression, cancer and diabetes.

There are other reasons why exercise and physical activity are especially important
for people with hemophilia. Strong muscles protect the joints from twists and strains,
exercise develops coordination to prevent falls and injuries, and exercise enhances
overall well being.

Selecting exercises and fitness activities that are safe for people with hemophilia can
be a challenge but it is not impossible. Making regular physical activity a part of one’s
daily schedule is at least as important as eating vegetables and remembering to floss! 

Do we get enough exercise? No. Is it too late to start? Never!
But what about some of the complications that can go along with hemophilia?

Target joints, chronic hepatitis, and inhibitors can make selecting and participating in
physical activities even more of a challenge. These situations require careful assessment
and regular communication between the hemophilia treatment team and the
individual.

Sports, fitness, activity, exercise - these can all mean different things to different
people. We can’t all be Lance Armstrong. But we can all find activities to help us feel
strong and fit.

In this feature on exercise and fitness, I have tried to address some of the many
aspects of physical activity for people with bleeding disorders. How do parents help
their child to choose a safe sport? How can they balance the need for safety with the
inevitable need to be part of the crowd? What is it like to feel different because you
can’t participate with your friends? How can you minimize the risks when you do
choose an activity? What activities are recommended? And why are some things NOT
recommended when they seem like so much fun? What if a person has an inhibitor?
And finally, what can you do if you want to start an exercise program but you can only
see the physiotherapist once a year?    

Of course, before you start an exercise program you MUST discuss your plans with
your hemophilia treatment team. And, if you would like additional information, look
up these sources:

� Canada’s Physical Activity Guide for Youth, published by Health Canada.
Call 1-888-334-9769 or visit www.healthcanada.ca/paguide

� www.nlm.nih.gov/medlineplus/exercisephysicalfitness.html
� http://kidshealth.org/parent/nutrition_fit/index.html
� www.americanheart.org/presenter.jhtml?identifier148

I hope that these articles will inspire you to get moving! 

Helping your child make
healthy choices  

But Mom!
Everybody Else 
is Playing…

One of the toughest jobs when one
is a parent is to set and enforce
limits. When your child has

hemophilia, these limits can sometimes
mean the difference between health and
injury. As parents, we need to use
judgment, anticipate problems before they
develop and think of the future for our
children. Sometimes this means that our
children think we are the meanest parents
in the whole world!

An area of serious conflict can be the
selection of sports and activities for your
child. You know (or have been told) that
certain sports are not recommended for
your child with hemophilia. But what if his
brothers and sisters and friends are all
playing those sports? Children do NOT
want to be left out of the group, or worse,
teased and ostracized because they can’t
participate. How can you encourage
inclusion while preventing injury? 

Isla Crawford is a Certified Child Life
Specialist. She offers these suggestions.

First, find out what is popular in your
community. If EVERYBODY plays hockey,
it can be tough. But are there other things
for the kids to do? If you look around, you
might be able to find another activity that
wasn’t apparent at first. There might be an
older role model for your son who does
this activity. Or get your own group
together. Make this activity THE COOL
thing to do.

When your child is small, try to get him
interested in a suitable activity such as
swimming or non-contact Tae Kwon Do. If
he is really hooked, it won’t be such an
issue when “the other kids” start playing
hockey—he’ll be too busy to notice! 

What can you do as a family? Cycling,
swimming, hiking and canoeing are all
activities that the whole family can do
together. Your son can usually participate

Editorial

It’s Never Too Late to Get Moving
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The illustrations in this section are reprinted from Go For It! published by the World Federation of Hemophilia
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INTERVIEW BY KATHY MULDER

Silvana’s Story

Growing up with a
Target Joint 

Silvana is a vivacious teenager who
enjoys music, sports, drawing and
being with her friends. She is a

typical teenager except that she has a
bleeding disorder. She agreed to be
interviewed so that her story might help
other kids.

KM: You were little when you started
having trouble with your joints. What was
that like?

S: It was hard for my parents. I wanted to
do stuff. They always wanted to overprotect
me. When I started school, there were lots
of games I couldn’t play and I had to sit
out. I wanted to rebel, but if I played, I just
got hurt and that was no good either.

KM: How did the other kids treat you
when you had to sit out?

S: They treated me like I was some ticking
time bomb that would blow up any minute
or else they treated me like fragile glass.
Some kids started a rumour that I had
cancer. Some kids thought I had some
horrible contagious disease that they would
catch from me.

KM: How did you handle those
misconceptions? 

S: When I was small, I went to the teachers
for help. Now I have good friends that help
me and they understand. Even now,
sometimes when I meet new people and
they find out I have a bleeding disorder,
they get all nervous, and I feel like a freak.
But my friends help a lot.

KM: You must have missed a lot of things
in Phys Ed. What was that like? 

S: Well, this past year was especially bad.
The Phys Ed teacher was also the football
coach and I bet I had to sit out at least a
quarter of the classes because they were
doing things like lacrosse, football, and
soccer. In a co-ed class that can get pretty
rough so I couldn’t take the chance of

getting hurt. The worst is actually all-girls’
basketball. They girls scratch and grab and
get really rough. It’s actually less dangerous
to play basketball with just the boys! 

KM: Do you think there are things that
you missed out on because of your
bleeding disorder or your target joint?

S: I missed out on being active. I couldn’t
keep up with my friends. They would go to
soccer lessons, Judo lessons and stuff, and I
would have liked to do those things, too.
But I try not to think about it, and I really
try not to dwell on it.

KM: You recently started an exercise
program. What changes have you noticed
since you started exercising more regularly? 

S: I feel more fit. I can do more. I have not
had any recent injuries, especially my target
elbow. I am doing yoga, too, which has
made me stronger and more flexible. I
hope that if I continue, I will be more
capable and maybe even try soccer. I love
soccer.

KM: Do you have any “words of wisdom”
for other kids who can’t do all the things
they would like to?

S: Don’t worry. It seems like a big thing
when you are little, but it really isn’t. Take
care of yourself. Be thankful for your
family and your teachers who are there to
help you and watch out for you. And when
you are older, like an adult, try to teach
others about what you went through and
that it’s not that bad.

as an equal in these activities. As he gets
“too cool” to be seen with his family, he
can bring a friend along on these outings.

What is an acceptable level of risk?
Discuss this with your hemophilia
treatment team. Football is not
recommended, but soccer might be
acceptable. Bicycle riding is usually
encouraged (with a helmet, of course) but
horseback riding might be more risky.

Can you get proper equipment for your
child and does it fit properly? If the answer
to either of these is “no”, the decision is
made for you.

If you live in a smaller town, your
choices might be more limited. If you live
in a real hockey town, you might have to
succumb to the pressure and let your son
at least learn how to skate. There is some
merit to letting your son participate, learn
the skills and the rules of the game, and
develop an interest in the sport. As he gets
older and more contact is involved, he may
find that there are too many injuries to go
on playing. But he may have the skills to
allow him to referee or coach.

If you choose this route, there are things
you can do to minimize the risk. Find out
as much as you can about the coaches and
their attitudes. Do they have a “play to
win” or a “play to play” philosophy? Does
everyone get a chance to play, or only the
stars?  Do they emphasize skill
development and sportsmanship or
winning at any cost? If your child is injured
and has to sit out, will they be supportive
or will they be negative because your son
has let the team down?  

There are other things to consider that
have nothing to do with hemophilia. What
activities are suitable for your family?
There are parents whose children do NOT
have hemophilia who draw the line at
contact sports. Other families are unable to
commit themselves to early morning
practices, out-of-town tournaments and so
on, so participation in activities requiring
that level of commitment is not even an
option.

Believe it or not, and despite the fact
that “EVERYONE else’s parents let THEIR
kids play”, children do survive these family
rules. Your child’s joints need to last a
lifetime. Help him choose wisely.

Isla Crawford, Certified Child Life Specialist,
works at the Children’s Hospital in
Winnipeg.
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HEMOPHILIA AND SPORTS
FOR THE SCHOOL-AGED
CHILD:

To Play or Not to Play?
Brenda Elliott 
Physiotherapist, Children’s Hospital of
Eastern Ontario

One of the most frequently asked
questions in hemophilia is “Should
my child participate in sports?” The

answer to this question is an easy one, “Yes”.
Let me give you some of the reasons why.

First of all, the physical benefits that
school-aged children will gain are well
reported in the hemophilia literature.
Increased strength of the muscles
surrounding the joints helps to protect them
and possibly reduces bleeds. Musculoskeletal
fitness is important and may help to reduce
the occurrences of spontaneous bleeds.

Next the psychological and emotional
needs of the child with hemophilia need to be
considered. A child gains self-esteem and
confidence when participating in a sport that
he enjoys. When he participates in an activity
that he enjoys and he can perform reasonably
well, it boosts his confidence. What child
doesn’t seek the approval and praise of his
parents, coach and peers? Sports can give all
of this to children and adolescents.

The next most frequently asked questions
are “Which sports should my child
participate in?” and “What are safe limits?”
Unfortunately, the answers to these questions
are not clear cut. There are many different
opinions as to which sports are safe and
which ones are not. Before diving into this
debate, one should consider some important
factors.

The child’s body type, bleeding history,
present condition of joints, target joints and
severity of hemophilia should be considered.
If your child has severe hemophilia, contact
sports such as hockey, football and martial
arts, for example, may not be the ones to
choose. If your child has moderate
hemophilia and has an ankle that is a target
joint, long distance running may not be a
good choice for him. Swimming is a sport
that is safe for most people and is very
beneficial for developing strength and
endurance. Since it is not an impact sport, it
is very easy on joints and may be a good
choice for a person with hemophilia. There
are many circumstances surrounding your
child and his condition and these may
influence the type of sport he chooses. The
best piece of advice is to discuss the sporting
options with your physiotherapist, physician
and nurse. They also may refer you to the
recent publication by the World Federation of
Hemophilia, Go For It.

Once the sport has been chosen, adequate
preparation is required. You should discuss
your choice with the hemophilia team so they
can make any recommendations. Proper
conditioning and practice for the sport are
required in order to prevent injuries. The
hemophilia team may also recommend factor
infusion prior to sports. Proper equipment
such as helmets and protective gear may be
essential for the sport of choice. It is
imperative that these meet standards and are
worn properly.

People often ask the question “Should the
sport I choose be recreational, competitive or
even organized?” Again, the answer is not
clear cut, but let me share some thoughts. In
general, organized sports tend to be better
supervised and, when required, have
protective equipment available or mandatory.
“Pick up” games can be more rowdy, not as
supervised, and protective gear tends not to
be used. Also, organized sports have a set
schedule and, if infusion is necessary before
the sport, it can be done in a systematic
fashion. Therefore, in many ways, organized
activities may have an edge.

Competitive sports (for example, soccer
and basketball) may be suitable when a child
is young and less contact is required.
However, they may become a concern as the
child ages and the sport becomes more
aggressive. Football and hockey, which start
out as non-contact sports, usually do change
to contact at a more competitive level and
may not be good choices. These points need
to be considered when choosing the sport
that will suit the child. Parents know their
child best and need to keep their personalities
in mind. Perhaps these choices will be easy to
make as your child ages or maybe they will be
a major challenge in the teenage years. That is
why education as to what sports are friendly
and which ones may be less favourable is
important from a very early age.

The last thing everyone should know
about is injury prevention. Injuries are going
to happen in sports; it doesn’t matter whether
you have hemophilia or not. In order to
decrease the risk, make sure a proper warm-
up and stretching program is done.

What should be done if an injury does
occur? Never play through an injury and use
the acronym RICE & Factor Replacement.
R=rest, I=ice, C=compression, E=elevation.

Parents may be concerned about the risks
involved with sports but it is essential that
children with hemophilia learn what they can
and can not do physically. Children will
explore no matter what and it is part of
growing up. Let’s educate them properly and
then everyone will enjoy sports and life!
Remember - the goal is to be happy!

Kathy Mulder and Greig Blamey
Physiotherapists, Winnipeg 

Thinking of trying a new activity?
One that sounds like fun but that you
have never done before? Or maybe
one that your hemophilia treatment
centre would discourage? 

Before you start, “A little
preparation goes a long way,” says
Glen, a young adult with severe
hemophilia A. “I’ve done some crazy
things that I know the hemophilia team
would never approve of. I even went
sky-diving. But I don’t take risks. I
prepare myself as much as I can. Then
if I think I can handle it, I try it.”  

We certainly cannot endorse high-
speed, high-impact, and high risk activities
such as some of the ones Glen has tried.
But his advice applies to most activities
that you might be tempted to try. 

Glen recommends:
1. Learn as much as you can about

the activity. Read about it, watch other
people doing it. Look closely at what is
involved. Pay close attention to the
movements and impact on joints or
muscles, especially if you have a
problem joint.  

2. Get information about what
equipment is necessary for the activity.
Can it be rented or do you have to buy
it? Can you get the proper fit?
Equipment that fits poorly can be
worse than no equipment at all.

3. Find out if there are some pre-
activity exercises or training that would
be helpful. Do you need to strengthen
your ankles or knees first?

4. Take lessons from a qualified and
experienced instructor. Your buddy
might mean well, but does he have all
the knowledge needed to get you
safely through the activity? 

5. Start out with people who have
experience. (See above.)

6. Talk it over with your treatment
team. Be sure that you understand all
the potential injuries and their
consequences. Perhaps your team
members know of people who tried the
same activity. If they were successful,
they might have tips. If they weren’t
successful, you might want to
reconsider. 

7. If the risks outweigh the
benefits, think again. It really might not
be worth it. 

PREPARATION—
MORE THAN
JUST FACTOR
REPLACEMENT



People with bleeding disorders can
play many sports safely, but some
sports are more risky than others.

Before you choose a sport, use your head!
There are many things to consider when
you choose a sport. Your physiotherapist
can help you decide if you should think
once, think twice or think again.

THINK ONCE

These sports are usually safe choices for
you. They need little or no special
equipment and can be done at an intensity
that suits you. They can help to strengthen
your muscles and develop your heart and
lungs while minimizing the risk of injury.

• SWIMMING
• GOLF 
• BADMINTON 

THINK TWICE

These sports can cause some injuries,
but are fun to do with your friends. They
involve a bit more action, and will
challenge your muscles, heart and lungs.

If you pre-treat (in discussion with your
Hemophilia Treatment Centre), use the
proper equipment, and have learned the
rules and the skills you need, go ahead and
participate in:

• BASKETBALL
• BASEBALL
• BOWLING
• SKATING

THINK AGAIN

These sports can cause injury even to
people who do not have bleeding disorders.
They  involve speed and collisions with
objects or other people. Even though they
may seem fun to do, you need to ask
yourself if the risk of getting seriously hurt
is worth trying them. These sports are
NOT recommended for people with
hemophilia:

• FOOTBALL
• HOCKEY
• WRESTLING
• BOXING

These are just a few examples. The table
(left) from the CHS publication, All About
Hemophilia – A Guide for Families,
categorizes the risks for several other
popular sports.

The nature of these
activities makes them
dangerous even for
those without 
hemophilia. They 
involve high speed or
heavy contact and
collision. The risks
outweigh the benefits 
in these sports, they are 
not recommended for
people with hemophilia.

Boxing
Diving (competitive)
Football
Hockey: field/ice/street
Karate
Lacrosse
Motorcycling
Personal watercraft
Racquetball
Rugby
Snowmobiling
Tobogganing
Trampoline
Wrestling

The majority of sports fall
into this category. 
The physical, social and
psychological benefits
often outweigh the risks in
these sports. These sports
do promote strength,
coordination and
endurance. However, 
the suitability of each 
sport for your child must
still be evaluated.

Baseball*
Basketball
Bowling
Diving (non-competitive)
Gymnastics
Horseback riding*
Ice-skating*
Mountain biking*
Rock climbing*
Rollerblading*
Rollerskating*
Rowing
Running and jogging
Skateboarding*
Skiing/downhill*
Skiing/cross-country
Snowboarding*
Soccer*
Tennis
Track and field
Volleyball
Water-skiing*
Weightlifting

Most individuals
with hemophilia
can safely
participate in
these sports
because they do
not involve speed
or body contact.
However, some of
them do little to
build strength or
endurance.

Bicycling*
Fishing
Frisbee
Golf
Hiking
Sailing*
Swimming
Tai Chi
Walking

Category 1 Category 2 Category 3

*To participate safely in these sports, proper protective equipment, such as a helmet, is essential.

Thinking About Trying
a Sport?
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• HIKING
• HACKEYSACK
• CYCLING

• VOLLEYBALL
• CROSS-COUNTRY SKIING
• RUNNING
• SOCCER

• DIRT BIKING 
• RACQUETBALL
• SNOWBOARDING

Sports and Their Risks
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calories, and improve the cardio-vascular
system. It is probably Fitness Training that
will provide the most benefits for most
people.

Why Fitness Training?

As Kathy mentioned in her editorial,
North Americans are plagued with the
problems associated with poor- and over-
eating and under-exercising. A well-
planned Fitness Program can help to arrest
and even reverse many of these problems.
Cardio-vascular components of a Fitness
Program can help in the treatment of
atherosclerosis by stimulating blood-flow,
hence helping to scour the arteries of
dangerous plaque. Greater heart efficiency
is also a result. Fat-burn programs are self-
explanatory. Reducing the percentage of
body fat improves general health. Elliptical
training machines are safe and virtually
impact-free, helping to preserve the
integrity of ankle, knee and hip joints,
making them ideal for hemophiliacs.

Weight, Resistance and Strength
Training (WRST) have many benefits for
the general population, and hemophiliacs
in particular. Probably the greatest benefit
derived from these types of training is
improved proprioception—the body’s
ability to judge where it is in space.
Improved proprioception will result in
fewer stumbles, trips, knocks, bumps and
falls. Learning to manipulate weights trains
the brain to help you negotiate the curbs,
sharp corners and other hazards that can
cause bleeds. Preventing further injury is
critical to your well-being and improved
proprioception will help in that
prevention.

The second benefit that accrues from
WRST is an increase in bone density. For
years, we’ve been hearing about the
dangers of osteoporosis to women as they
age. Recent research indicates that men are
equally at risk. Weight-bearing exercises
result, almost immediately, in an increase
in bone density.

The third benefit is increased blood-
flow, surely an irony for the hemophiliac.
But increased blood-flow helps to repair
damaged tissue. As long as the exercise is
impact- and injury-free, tendons, muscles,
cartilage and bone will receive the healing
benefit of increased blood-flow.

A fourth benefit of WRST is increased
strength for the activities of daily living
(ADL). Simple things like pushing a
lawnmower or lifting groceries from the
back seat of the car can be potentially

dangerous if we don’t have the requisite
muscular strength.

A fifth—and by no means last—benefit
of WRST is the release of endorphins that
come with physical activity. You just feel
better!

Why a Trainer?

A certified trainer can and will help you
to train safely. S/he will provide you with
safe and proper techniques to help you
train efficiently and effectively. S/he will
show you exercise routines that you can do
in your own home with minimal
equipment. Thera-Bands and Swiss balls
can be used at home or in the gym. Your
trainer will also be able to introduce you to
the appropriate safe and effective machines
and weights at a gym at which you feel
comfortable. S/he will be able to modify
exercises to accommodate your individual
needs. If you have a reduced range-of-
motion in a particular joint, your trainer
will be able to show you how to deal with
that and still get maximum results from
the exercise. Your trainer, knowing your
medical condition, will understand that
you cannot do certain things —”one-rep-
max”, ballistic movements for example—
and will find things for you to do that will
make your workouts productive and
rewarding. And your trainer will help you
have fun doing all this!

To find a certified trainer in your area,
contact your local Recreation and Parks
Association/Fitness Council, the National
Fitness Leadership Alliance or the National
Fitness Leadership Advisory Council.

Michael Dunbar is a Certified Fitness Leader
(Resistance Training) in Winnipeg,
Manitoba. He works out and trains clients at
Fitness City. He can be reached by email at
mdunbar@merlin.mb.ca

Fitness Training,
Trainers and the
Hemophiliac
Michael Dunbar
Certified Fitness Leader (Resistance
Training), Winnipeg

Editor’s note: As a first choice, we always
recommend consultation with the
physiotherapist at your Hemophilia
Treatment Centre. However, we know that
this may not be possible in certain areas of
the country. The treatment centre may be a
long distance from where you live, or the
physiotherapist may not have enough time
allocated during clinics to provide
personalized fitness consultation. An
alternative to consider is a certified trainer.
While the trainer has knowledge and
expertise in fitness training principles, it is
unlikely that he or she will be familiar with
hemophilia. We recommend strongly that
you and your trainer stay in close contact
with the hemophilia treatment team.

Fitness Training, Strength Training,
Resistance Training, Weight Training
and Body Building are all terms that

are often used interchangeably but, in fact,
have slightly different meanings.

Body Building, which can be
recreational or competitive, focuses on
developing lean muscle mass beyond what
most people would consider to be the
“normal” limits of muscular development.
This is a high-risk activity because of the
heavy weight lifting required and one
which hemophiliacs probably ought not to
consider.

Weight Training focuses on developing
lean muscle mass to what might be
considered a more “normal” muscular
development, and makes use of a
combination of machines and free weights.
Resistance Training and Strength Training
focus on using a variety of static
(motionless) and dynamic (moving)
exercises to increase both muscular
strength and endurance. Weight Training,
Resistance Training and Strength Training
are all well within the capabilities of the
hemophiliac. Fitness Training combines
Weight, Resistance and Strength Training
principles and adds components that will
help to decrease the percentage of body fat,
increase the rate at which the body burns
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The physiotherapist
teaching exercises…
assessing joints…
testing muscle strength

Physical Activity
for People with
Inhibitors
Nichan Zourikian, Physiotherapist,
Ste. Justine Hospital and Inhibitor 
Reference Centre, Montreal

When I was asked to write about
participation in sports for
people with hemophilia and

inhibitors I hesitated, knowing it would be
difficult, if not impossible, to provide a
comprehensive outline in the limited
space available. After giving it some
thought, I decided to offer a brief,
personal point of view on the subject as a
physiotherapist.

Before continuing, I recommend
strongly that people ALWAYS consult
with their own health care team BEFORE
making a decision to participate in ANY
sport.

There is another thing to consider. The
term “sport” usually means “competition”.
Competition in turn is associated with
increased effort, velocity, forces, inertia
and ultimately increased performance.
With all this comes an increased risk of
injury. Therefore, for this article, I will use
the term “physical activity”.

Most professionals involved with
hemophilia agree that regular
participation in a safe, appropriate
physical activity, is beneficial for the
majority of patients (ref 1, 2, 3).
Appropriately selected physical activity
may help maintain and/or improve:

• Muscle and bone strength, thereby
providing adequate support for the
joints

• Joint range of motion, contributing to
joint/cartilage lubrication and health

• Coordination and reflexes, helping to
react quickly, and hence possibly avert
sprains/injuries           

• General cardiovascular condition
• Psychosocial well-being, especially in

adolescents, through peer acceptance,
and achieving specific goals.

However, for people with inhibitors,
who are at a high risk of bleeding and
who may already have one or several
target joints, one must ask the following:
Do the benefits of physical activities
warrant their undertaking, or will the
participation in the chosen activity
significantly increase the risk of bleeding
episodes?

This can only be answered following a
thorough discussion between the person
with an inhibitor and his hemophilia
treatment team members. Decisions can
only be made on an individual, case-by-
case basis.

Among things to be considered are:
• Age and maturity level of the individual
• Type of inhibitor (factor IX inhibitors

are associated with a higher risk of
treatment complications/challenges) 

• High vs. low titre inhibitors
• Responsiveness to treatment 
• Presence and location of target joints 
• Frequency and duration of the proposed

activity
• Possibility of modifying the activity in

consideration of inhibitors/target joints 
• Risks and consequences of

injuries/bleeds associated with the
particular activity

• Availability of a qualified physiotherapist
to closely follow up on the person with
inhibitors (and the chosen activity) 

• Chances of injuries/bleeds occurring far
from home/hospital because of the
chosen activity (e.g. bicycling)

• Personal activity preferences

After considering these factors, a
clearer picture should develop as to
whether or not the risks outweigh the
benefits of a particular activity. In certain
rare situations, some people may have to
refrain (at least temporarily) from any
sort of activity at all. This decision may be
revised depending upon the evolution of
the individual’s medical, physical and
psychological status.

Naturally, the variety of activities
recommended for people with hemophilia
and inhibitors is limited. In general, the
following non-contact, low-impact
activities are considered to be relatively
safe:

• swimming 
• cycling 
• walking 
• tai-chi  
• custom fitness/training programs

(prescribed by a physiotherapist with
experience in hemophilia/inhibitors).

In certain situations, even these
activities may have the potential to cause
injury. I again emphasize the importance
of discussion with the physiotherapist at
the Hemophilia Treatment Centre
beforehand.

Swimming and hydrotherapy are
frequently recommended activities in
hemophilia, and with good reason:
• The buoyancy effect of water decreases

weight-bearing stresses on lower-
extremity joints.

• The hydraulic-braking effect of water
helps to maintain movements at a “safe
speed”.

• The hydraulic effect also provides
resistance for strengthening (with or
without the use of floaters, gloves,
flippers, etc.).

• The hydrostatic pressure of the water
assists in providing compression to
swollen joints (this pressure increases as
one goes deeper).

• Swimming provides good cardiovascular
benefits.

Disadvantages to consider are stress on
shoulders and elbows if they are target
joints, knee stress with the “whip-kick”
(breast stroke), or slippery pool-side
surfaces and risk of falling.
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Profile

Kathy Mulder,
Physiotherapist
Over the last 11 years, popular features of
Hemophilia Today have been Barry
Isaac’s profiles of hemophilia caregivers—
physicians, nurses, social workers and
physiotherapists. Just before his death in
July, Barry interviewed Kathy Mulder,
physiotherapist with the Hemophilia
Treatment Centre at the Children’s
Hospital in Winnipeg, and Guest Editor of
this issue of Hemophilia Today. Barry
didn’t have time to finish his article, and
we won’t have the pleasure of his fine
prose. However, with Kathy’s help, we have
recreated, as accurately as possible, the
interview that Barry did with her before
his death. Here is Barry’s final “Profile”.

Hemophilia Today: What made you
choose physiotherapy as a career?

Kathy Mulder: I wanted to do something
involving medicine. I looked at nursing
and medical studies, but decided that
physiotherapy was more to my liking. I
saw it as a very hands-on and practical
way to help with positive outcomes.
People are usually starting to feel better
when we see them.

Hemophilia Today: First, where did you
do your training?

Kathy Mulder: I graduated from the
University of Manitoba. I hope you
aren’t going to ask me when!

Cycling (stationary, tricycle or regular -
if agile/mature enough) is a good way of
strengthening the lower extremities and
providing cardiovascular benefits. Usually,
the lower extremities (especially the
ankles) are placed under less weight-
bearing stress in cycling, due to
distribution of body weight on the
pelvis/seat, hands and feet. Cycling does
require approximately 100 degrees of
flexion at the hips and knees though.
Therefore, proceed with caution and the
physiotherapist’s guidance, especially in
the presence of target joints, recent bleeds
or other injuries. Also, remember to
always wear a helmet and to obtain
advice on proper positioning of seat, feet,
handlebars, etc.

*Of all the activities mentioned in
this article, regular cycling outdoors has
the greatest risk of potential injury.
Therefore extreme caution and/or
supervision are needed if the cyclist is
not proficient. If ANY doubt remains
after the team considers all the risks and
benefits, it would be prudent to consider
stationary biking instead.*

Walking may be indicated for certain
people. It does require relatively healthy
knees and ankles. Proper shoes with
adequate support and control are
recommended. If necessary, your
physiotherapist might suggest the lace-on
type of ankle-support braces. Be very
careful on uneven surfaces (trails) to
prevent ankle sprains or falls.

Tai chi provides benefits to the
postural muscles of the trunk, hips,
shoulders, and helps to improve general
balance and coordination. Because Tai Chi
is done very slowly, there is little risk of
injury from sudden movements. However,
it also requires relatively healthy lower
limbs.

Finally, your physiotherapist may offer
you a personalized fitness/exercise
program. He/she may prescribe
progressive strengthening with free

weights, resistive elastic bands, springs, or
body weight, coupled with flexibility
exercises and possibly proprioceptive
(balance) exercises. If necessary, these
exercises can be done within restricted
ranges of motion. This may be an
alternative for certain people with several
target joints who are unable or unwilling
to perform any of the other activities
mentioned.

In closing:
• In the presence of inhibitors, one

should think in terms of “physical
activities” instead of “sports”.

• Choose your activity following a
thorough, open discussion among you,
your family and your health care team,
and then maintain regular contact with
your physiotherapist.

• Refrain from high-velocity throwing
or kicking to prevent possible synovial
impingement and bleeding.

• Progress your activity intensity and
duration levels slowly and cautiously, and
under the guidance of your
physiotherapist.

• Be prepared to use all recommended
protective devices (braces, taping, helmets,
etc.) and incorporate modifications in the
activity to minimize the risk of injuries.

• Be alert to the early warning signs of
bleeds and get proper treatment
immediately.

Enjoy performing your chosen activity
safely! 
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Hemophilia Today: How did you first
become interested in hemophilia?

Kathy Mulder: It’s actually a long story,
with three chapters. First, in our final
year of training, we had to do a major
paper. One of my classmates had done a
clinical placement at the Children’s
Hospital where she worked with 
Dr. Aggie Bishop and the hemophilia
program, so she wrote her paper on the
role of physiotherapy in hemophilia.
This was in the early 1970’s and
cryoprecipitate had only just become
available, so physiotherapy for
hemophiliacs was a new concept. We
proofread each other’s papers, and I
thought it sounded interesting, but never
thought much more about it.

Second chapter—my first job in
Saskatoon. There, a boy was admitted to
hospital to see what could be done to
straighten his knee. He had a terrible
flexion contracture. There were also two
brothers who had bad knees as well. The
orthopedic doctor referred all three boys
for physiotherapy. Trouble was, no one
on staff had ever treated a hemophiliac
before! Since I had a BIT of knowledge
from reading my friend’s paper, I
decided to see what we could do.

Third chapter— when I returned to
Winnipeg, I worked at the Health
Sciences Centre in the Adult
Physiotherapy Department. One of my
first patients there was Stuart Johnson,
whom the older people in the
hemophilia community will remember.
Again, my smattering of knowledge was
more than my colleagues had, so I
worked with Stuart extensively. He
taught me so much—about growing up
with hemophilia, about living as an adult
with hemophilia and with terrible joint
disease, and about keeping a positive
outlook when he could have had all sorts
of things to complain about. Every time I
looked at Stuart’s crippled joints, I
thought, “Man, we have GOT to do
better than this.” I soon met many other
adults with hemophilia: Ed and Barry
Kubin, and Jim Love were among “my
boys”. All of them had grown up with
little or no treatment, all of them had
bad joints, and all of them could tell
some pretty scary stories about physio-

“terrorists” that they had encountered
along the way. I learned TONS from each
of them, and I think they learned that
exercise didn’t have to be torture, and
could even be good for you! 

Hemophilia Today: Why are you still so
involved with hemophilia? 

Kathy Mulder: Probably the biggest
reason is that it has been so fascinating to
watch the changes that have gone on over
the course of my career. When I began, it
was inevitable that hemophiliacs would
develop joint disease. The discovery of
cryoprecipitate in the mid-sixties meant
that joint surgery had just become a
possibility. Next, I saw the excitement and
the hope of a better life that came with
the availability of concentrates. The guys
could keep their treatments at work and
they could travel freely because
concentrate didn’t have to stay frozen like
cryo did. I saw the heartbreak that
followed as those same concentrates
turned from a blessing to a curse. I lost
many friends during the AIDS years, and
watched as the hemophiliac population
was decimated. But now with
recombinant products and prophylaxis, I
see healthy children with healthy joints
participating in sports and leading
normal lives! To see so many huge
changes in the course of one career is
amazing!

There are only a few therapists still
around who remember what those bad
joints looked like. Now my job is to
remind young therapists and new
families not to take healthy joints for
granted!  

Hemophilia Today: Were there any
particular people who influenced you
along the way? 

Kathy Mulder: I have been fortunate to
have had many mentors and role models
along the way. In the hemophilia
community, I had many teachers. I
already mentioned Stuart. He had the
foresight and the vision to lay the
groundwork for the Manitoba Chapter
(now Hemophilia Manitoba). Ed Kubin
was one of the architects of the “Million
Dollar Club” which was developed to
fund hemophilia research. Ed could be a

difficult person, but his dream of
improving things for Canadian
hemophiliacs was very strong. Now I
treat his grandsons! I remember quite
vividly meeting Frank Schnabel, founder
of the World Federation of Hemophilia.
He was a remarkable man. And my long-
time friend, Jim Love, has been my
teacher and has also helped me teach the
next generation. I have a great photo of
him taken at a family weekend that was
held last summer. I invited him to come
and talk to the 7-12 year-old boys about
his experiences growing up in ‘the olden
days’. In the photo he is surrounded by
wide-eyed speechless little boys looking
on as he shows them his damaged knees.
That was worth WAY more than any
talking I could ever have done.

Hemophilia Today: You were recently
elected to a World Federation position
while in Seville. Could you tell us 
about it?

Kathy Mulder: Yes, I was elected as
Junior Vice-President of the Musculo-
Skeletal Committee. This committee is
made up of orthopedic surgeons and
physiotherapists. I’m the second
physiotherapist to be elected to this
committee. I’m just learning what my
job is as I go along.

Hemophilia Today: Is there anything
else you would like to talk about?

Kathy Mulder: Yes. I would like to
remind all hemophiliacs and their
families not to take anything for granted.
We are so fortunate to live in Canada
where medical care is accessible and
funded. I just came from the World
Federation of Hemophilia Congress in
Spain. Treatment is still available to only
25% of the world’s hemophiliacs. Those
25% are doing quite well. The other 75%
still have terrible joint disease. In our
Canadian system, joint disease should be
completely preventable but I still see it,
and I see it in young children. Factor is
important but it is not the whole answer.
Proper management and rehabilitation
of EACH AND EVERY joint or muscle
bleed is just as important. We must never
let down our guard.
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Recovery in Factor IX
Concentrates

Wilma McClure, R.N.,

H
emophilia B (Factor IX deficiency
hemophilia) is estimated to affect 1 in
30,000 males. It is caused by a genetic

defect of the X chromosome resulting in low or
absent Factor IX coagulant activity.

Clotting factor concentrates have been
available for 30 years for the effective control of
bleeding episodes in people with Hemophilia B.
In the mid and late 1980s, viral inactivation
techniques were developed to eliminate blood-
borne pathogens like HIV and Hepatitis C. Then
in the early 1990s, high-purity factor plasma-
derived IX (pdFIX) concentrates were
introduced. They included Immunine®,
manufactured by Baxter; Mononine®,
manufactured by Aventis-Behring; and
AlphaNine®, manufactured by Alpha. These
products significantly lowered the risk of
formation of unwanted blood clots. Then, four
years ago, the first, and so far only, recombinant
factor IX product (rFIX), BeneFIX®,
manufactured by Wyeth-Ayerst, was approved for
use in Canada.

Inhibitor antibodies to any of the plasma-
derived or recombinant concentrates continue to
be uncommon in hemophilia B, affecting
approximately 3% of patients. There have been
no incidents of viral infection with HIV or HCV
in pdFIX concentrates since the late 1980s;
however, since rFIX was licensed in Canada in
1998, most patients have changed to this product
due to its freedom of risk of blood-borne
pathogens.

Global experience suggests that both the rFIX
and pdFIX formulations are associated with a
high degree of safety and predictable benefits.

The most important difference between
pdFIX and rFIX is the variable pharmacokinetics.
It now appears that recovery for all FIX
concentrates is influenced by patient age and
body weight. “Recovery” is often described as “the
amount of clotting factor a person’s body can
actually use compared to the amount infused.”

Recovery is lower in children, especially young
children with low body weight, for all FIX
concentrates. However, in addition, average
recovery with rFIX is approximately 25% lower
than with pdFIX. Thus, the effect of lower overall
FIX recovery in children combined with the lower
average recovery of rFIX for the group as a whole
can dramatically affect the amount of rFIX that is
effectively infused.

As a condition for making rFIX available in
Canada in 1998, the Canadian Blood Agency
required that hemophilia clinics conduct a post
licensure surveillance study. This was coordinated
by the Factor IX Subcommittee of the Association
of Hemophilia Clinic Directors of Canada
(AHCDC). They investigated the recovery of rFIX
compared to that of the last dose of pdFIX given
before switching to rFIX.

As stated above, the recovery of rFIX following
infusion is significantly lower than that with
pdFIX and, for all products, recovery is
significantly lower in people less than 15 years of
age compared to people more than 15 years of age.

Based on this data, the mean multiplication
factor for rFIX dose calculation to compensate for
lower recovery is:

• 1.29 (1.24 – 1.35) for all age groups
• 1.57 (1.48 – 1.66) for patients less than 15

years of age and 
• 1.19 (1.13 – 1.26) for patients greater than 15

years of age. 

This means that an average person less than 15
years of age would have to infuse 1.57 times the
normal dose of rFIX to recover the same amount
as indicated on the box.

According to Dr. Man-Chiu Poon of the
AHCDC, the individual variation in recovery that
was documented following the infusion of pdFIX
and rFIX suggests that an in vivo recovery study
should be performed on all patients receiving a
new factor IX concentrate to allow more accurate
dosage calculation and achieve desired clotting
factor levels. According to Dr. Poon, these should
be performed periodically to allow dosage
adjustment, particularly in young children. The
new BeneFIX label reinforces this.

In late 2001, as a result of this new data on
recovery, Health Canada approved Wyeth-Ayerst’s
proposed changes to the label for BeneFIX.

The dosage calculation for pdFIX is:

• Number of pdFIX units required = bodyweight
(kg) x % (desired level of FIX) x 1

• Example:1,800 units = 60 kg x 30% (desired
level of FIX) x 1 

The dosage calculation for rFIX as now
recommended by Wyeth-Ayerst Canada Inc. is as
follows:

Adult patients (more than 15 years of age):

• Number of rFIX units required = bodyweight
(kg) x % (desired level of FIX ) x 1.2 

• Example: 2,160 units = 60 kg x 30% (desired
level of FIX) x 1.2 

Pediatric patients (less than 15 years of age):

• Number of rFIX units required = bodyweight
(kg) x % (desired level of FIX ) x 1.4

• Example: 840 units = 20 kilo x 30% (desired
level of FIX)  x 1.4

In summary of the data provided by the
product manufacturer of BeneFIX, Wyeth-Ayerst
Canada, there have been 25 reports of allergic
reactions since the product was released. Twenty of
these were mild to moderate, involving
dermatologic or respiratory reactions. The other
five were anaphylactic type reactions reinforcing
the need for ANA kits or Epipens for patients on
home infusion; some of the five were associated
with formation of inhibitor antibodies. In the four
years that rFIX has been available, there have been
six new reports of inhibitor antibodies. This
incidence is similar to that reported with pdFIX.

There were 17 case reports of red blood cell
agglutination observed in approximately 4,500
patients exposed to rFIX. This has been associated
with the practice of drawing blood back into the
tubing or syringe containing rFIX. A warning
against this practice is now included in the
labeling.

Over the last decade, there have been major
advances in the treatment of Hemophilia B. Both
pdFIX and rFIX are highly effective if proper dose
adjustments are used. rFIX has become the
standard of care at most institutions; however, a
number of patients have preferred to remain on
pdFIX, stating that they felt comfortable with the
product they had been using for many years.
Others, after using rFIX, and even though dose
adjustments to rFIX were made, did not feel that
bleed resolution was as effective, and switched
back to pdFIX.

Further studies will have to be undertaken to
determine whether these anecdotal reports of
lesser efficacy with rFIX have a basis in fact. In the
meantime, it is essential that Hemophilia B
patients, especially children, undergo recovery
studies when starting use of a new clotting factor
product.

Wilma McClure is Nurse Coordinator at the
Northern Alberta Hemophilia Centre in Edmonton
and is a member of the CHS Blood Safety
Committee.
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In this issue, THE BLOOD FACTOR presents three articles. The first is by Wilma
McClure, Nurse Coordinator at the Northern Alberta Hemophilia Centre, on
issues related to recovery in factor IX concentrates. On page 22, I report on the
Fifth Workshop on Gene Therapies, organized by the National Hemophilia
Foundation in April. Finally, on page 23, James Kreppner, Chair of the CHS Blood
Safety Committee, writes on a variety of subjects discussed at the Canadian
Blood Services National Liaison Committee.
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The Latest Findings in Gene
Therapies

David Page,
CHS Blood Safety Coordinator

The U.S. National Hemophilia
Foundation (NHF) held its Fifth
Workshop on Gene Therapies for

Hemophilia at the Children’s Hospital of
Philadelphia, on April 12 and 13, 2002.

The workshop brought together
researchers from the U.S., Canada, and
Europe to present their latest findings on
gene therapy and bleeding disorders. The
scope of the 47 papers presented during the
two days was very impressive.

Dr. Margaret Ragni of the University of
Pittsburgh Medical Center identified the
challenge for gene transfer therapy – effective
treatment which avoids the disabling
complications of past innovations. The ideal
therapy would be effective in a single dose,
would not create inhibitors, would be non-
toxic and non-infectious, and would be
affordable.

Ongoing trials

Dr. Amy Patterson of the U.S. National
Institutes of Health (NIH) reported that of
the 522 research protocols reviewed by NIH,
only five were on hemophilia – three on
factor VIII and two on factor IX. All of these
are in Phase I clinical trials, during which the
therapy is tested for harmful responses with a
very small number of patients. Only at Phase
II and Phase III are therapies tested for their
effectiveness in treating the target disease.

Two updates on these clinical trials were
presented. Dr. Gilbert White of the University
of North Carolina at Chapel Hill presented
the first update on a trial which uses a gutted
adenovirus vector (a modified virus used to
deliver the desired gene to the proper cells in
the body) to insert the factor VIII gene into
the liver. One patient has received this
experimental therapy with the result that
factor VIII levels rose to 1-1.5 percent of
normal. However, the patient developed an
inflammatory response to the vector, with
high fever and increased liver enzymes. This
trial was placed on hold but will now
continue with lower doses. Another concern
with this vector is the development of
circulating antibodies to the vector, a
situation which makes repeat treatment
much more difficult.

Dr. Bertil Glader of the Stanford
University Medical Center in California
presented an update on another clinical trial,
which uses a recombinant adeno-associated
viral (rAAV) vector to deliver the factor IX
gene into the liver via the hepatic artery. He

presented early results from a Phase I clinical
trial with two patients. Both patients received
low doses of the gene therapy, and liver,
kidney and blood tests remained normal.
Factor IX levels rose slightly to around one
percent and no inhibitors to factor IX were
detected. However, the rAAV vector was
found in the semen of both patients.
Although there is no evidence that the vector
can be transmitted from one generation to
the next, this highlights the need to take great
precautions against potential germline
transmission. In the first person, traces of the
vector disappeared after 10 weeks. In the
second, it was still present after eight weeks.
The next stage of the trial, in which four
patients will receive a higher dose, will not go
ahead until all signs of the vector in the
semen have disappeared.

These two early clinical trials represent
only a fraction of the data presented at the
workshop. Participants learned of a wide
variety of research using mice and dog
models, different vectors, such as the
lentivirus (a form of HIV which has been
modified so it cannot be reproduced) and
different modes of delivery. Some show great
promise while others point out potential
dangers.

One case was discussed where a patient
(who was not in a hemophilia trial) received
a very low dose of the adenoviral vector and
died as a result of his body’s immune
response. This highlights the danger that gene
therapy may carry a severe risk of toxicity at a
level that does not provide therapeutic
benefit. As one immunologist warned, “You
are working against an excruciatingly
sensitive immune system designed to fight
against just the kind of invasion you are
engineering.”

Alternative approaches

Other presentations, however, suggested
that genetic research with entirely different
approaches may yield positive results.

Dr. Steven Sommer of the City of Hope
Medical Center in Duarte, California,
described “translation bypass therapy” in
which small-molecule drugs, taken orally, can
be used to bypass factor VIII or factor IX
deficiencies in individuals with a nonsense
gene mutation – about 10 percent of people
with hemophilia. This holds special promise
for people in developing countries as the
treatment would be both low-cost and easy to
administer.

Dr. Steven Pipe of the University of
Michigan described research in which genetic
manipulations of the factor VIII gene, either
in the manufacturing process or in gene
insertions, could lead to benefits – increased
secretion, longer half-life, and increased

specific activity of factor VIII.
Dr. Assem Ziady of Copernicus

Therapeutics presented his work with mice in
which the factor IX gene is transferred
through inhalation. This approach has the
benefit of not needing a viral vector.
Administration with an inhaler, a method
commonly used by asthmatics, might have
the added benefit of a lesser immune
response, thus avoiding the development of
inhibitors.

Dr. William Velander of the Virginia
Polytechnic Institute and State University
presented the most promising research, at
least for people in developing countries. He
spoke about the results of his work with
transgenic pigs that produce human factor IX
in their milk  The production of factor IX is
so abundant that a small herd of pigs could
provide sufficient factor IX for the entire
developing world. Dr. Velander hopes to
achieve the same abundant level of
production from his factor VIII pigs within
two years.

In addition, Dr. Velander and his
associates presented data showing that mice,
when they drink pig’s milk containing human
factor IX, absorb 10 percent into their
bloodstream. This parallels research
conducted 20 years ago in humans. This
finding has two possible benefits. Factor
therapy could be by mouth, instead of by
intravenous infusion. This would be an
immense advantage for small children.
What’s more, the product, taken orally from a
very early age, could be used to “tolerize”
small children to factor VIII and factor IX,
and possibly avoid the development of
inhibitors.

However, these are not today’s products.
Extensive clinical trials with humans still
need to be done and approval from
regulatory authorities needs to be obtained.
As well, production facilities still have to be
built.

It was clear from the presentations that
gene therapy treatments are still years away.
Many challenges remain, but much has been
accomplished since the NHF held its first
workshop in 1996. The variety of research
and the innovative ingenuity exhibited by the
scientists give us much reason to hope.

(Reprinted with permission from the June 2002
edition of Haemophilia World, the quarterly
newsletter of the World Federation of
Haemophilia)

Editor’s note: Abstracts from the conference are
available on the National Hemophilia
Foundation’s web site:
http://www.hemophilia.org/research/
geneworkshop.htm 
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Report from the National
Liaison Committee (NLC)

James Kreppner, CHS Vice-President and
Chair of the Blood Safety Committee

T
he Canadian Blood Services (CBS) has
formed a committee of stakeholders to
advise the Board of Directors with

respect to various issues. This National
Liaison Committee (NLC) consists of
representatives from the Anemia Institute,
Canadian Association of Transplantation,
Canadian Blood & Bone Marrow Transplant
Group, Canadian Healthcare Association,
Canadian Hemophilia Society, Canadian
Society for Transfusion Medicine, St. John’s
Newfoundland Community Liaison
Committee (CLC), Thalassemia Foundation
of Canada, the Winnipeg and London CLCs,
the Neutropenia Support Association,
Canadian Transplant Society, Canadian
Cancer Society, Physicians and Nurses for
Blood Conservation Inc., Arthritis Society of
Canada, Canadian Immunodeficiency Patient
Organization, and is chaired by the two
consumer representatives on the CBS Board of
Directors. At the most recent meeting, the two
primary items for discussion involved the
introduction of Hepatitis B core antibody
testing, and a change to the policy on directed
donations.

Hepatitis B Core Antibody testing

The first issue discussed was the
introduction of Hepatitis B core antibody
(HBc) testing which tests for the antibody to
the Hepatitis B core antigen. At the present
time, donations are tested for Hepatitis B
surface antigen (HBsAg). As their names
suggest, the difference between these two tests
is that the Hepatitis B antibody core test is a
test that looks for antibodies for the DNA core
of the Hepatitis B virus, whereas the surface
antibody tests whether antigens to the exterior
surface of the Hepatitis B virus are present.
Sometimes individuals may be HBsAg
negative, but show HBc positive if that latter
test is done.

Hepatitis B core antibody testing was
introduced in the U.S. in the 1980s to help
screen out HIV and non-A, non-B hepatitis
(which we now know as Hepatitis C). As time
went on, and HIV and Hepatitis C tests
became available, the Hepatitis B core
antibody test was nevertheless retained as a
standard test. This test was a better indication
of whether or not the individual had ever
been exposed to the Hepatitis B virus in the

past, and it was discovered that in rare cases,
donors who were Hepatitis B surface antigen
negative, but who were Hepatitis B core
antibody positive, could still have infectious
virus. The incidence of such infections was
judged to be low, with British and U.S. studies
estimating one in 50,000 units (although there
was a broad range of potential variance in
these numbers). So, while these infections
were rare, they did in fact happen, and the
HBc test was seen as additional protection.

I would also suggest that another reason to
retain this test is that in the past it has served
as an effective surrogate marker for other
blood borne viruses for which no test existed,
previously HIV and Hepatitis C, and I would
argue that it might still be an effective
surrogate marker for other unknown blood
pathogens. Another way of stating this
argument is that donors who test Hepatitis B
core antibody positive (about 1.3% of new
donors) are perhaps in a higher risk group
than the average donor.

At this time, the Canadian Blood Services
is proposing to introduce this test in addition
to its current tests. The key arguments put
forward by CBS are that this would increase
safety by catching those units that pass
Hepatitis B surface antigen testing, but fail
Hepatitis B core antibody testing, and it would
bring Canada in line with Austria, Belgium,
Czech Republic, France, Germany, Japan,
Luxembourg, Sweden, Portugal, Greece, Hong
Kong, Korea and perhaps more importantly,
the U.S. It would also prevent an estimated 40
Canadian recipients a year from being
unnecessarily exposed to Hepatitis B. (Note:
95% of people exposed to Hepatitis B clear the
virus naturally.)

On the negative side, the addition of such a
test could result in the loss of an estimated
1,600 to 7,714 donors, depending on how it
was implemented. CBS presented five options
and reported on their different impacts. The
lowest impact on the donor numbers was with
the “re-entry” model. This would mean that a
donor would only be deferred if he tested
positive for Hep B core, but was anti-HBs
negative.

Health Canada was concerned about any
“re-entry“ algorithm, and I would think that
we would share that concern, although the
Blood Safety Committee will have to discuss
this issue. The U.S. defers all donors who test
positive for Hepatitis B core antibody even
once. There is no doubt that complete deferral
of anyone testing HBc positive even once, is

the safest option, but the difficult question is,
is it worth the lost donations? 

Directed Donations

The second issue which was discussed at
the NLC was expanding the range of directed
donations to bring the CBS policy into line
with the Quebec and American policies. In
Quebec, if you wish to have a directed
donation from a family member or friend, and
your doctor recommends it, you can request
this. The doctor can recommend this for a
number of reasons. Sometimes there are
religious or psychological issues that make this
necessary. At the present time, CBS policy is
that directed donations are not allowed, with
the only exception being parent-to-child. This
policy is now under review and hopefully will
change to reflect the American and Quebec
policies.

A related issue is “cross-over”. This
describes a situation in which a directed
donation is either not required or it is found
to be incompatible with the recipient. In
situations like that, the CBS would like to be
able to treat the unit as a general donation for
use by other recipients. There was some
discussion that directed donors are actually a
riskier population than the general donor
population, but it was also pointed out that
their riskiness seems to be on par with first
time donors. This may not present a problem
if the recipient is informed of the nature of
the donation they are receiving, and is willing
to accept the small additional risk.

Another concern voiced by the committee
was a potential ethical problem with collecting
a donation that you are not sure the recipient
can receive, when it is reasonably easy to
answer that question in advance. Some on the
committee pointed out that this may be
soliciting a donation under a false pretence. In
response, it was argued that the donor would
know that there was a chance that his/her
donation would not go to the intended
recipient, and they he/she was consenting to
make the donation in any case. This issue will
also have to be discussed by the Blood Safety
Committee.

Other issues

The CBS also updated members of the
National Liaison Committee on the service
delivery/transformation process. The CBS is
making some administrative changes, and
there was some discussion about whether
these changes would serve the CBS well. Some
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exercise. It is unclear whether or not mild or
moderate exercise would produce a similar
effect. There is no known significant increase
in other coagulation factors after intense
exercise.

Dr. Winikoff is now in the second phase of
this study. This time, the subjects are
premenopausal women between the ages of
18 and 40; all have Type I VWD and

menorrhagia. This is a crossover
study whereby each subject will
alternate between exercise and
rest cycles for four consecutive
menstrual periods. Subjects in
this phase of the study will do
vigorous exercise at home. For
each menstrual cycle, subjects will
note their blood loss using a
pictogram. From this, a semi-
quantitative menstrual score will
be calculated for each subject and
compared between cycles. Dr.
Winikoff will not know which
cycle the woman is in, exercise or
rest, when she gets the results.
Once again, in order to assure
compliance with vigourous
exercise, the sweat chloride
content of the patch will be used.

At the present time, thirteen of forty subjects
are registered in the study. Due to the limited
number of eligible women, no end time has
been given for the results.

When asked why exercise increases vWF
levels, Dr. Winikoff gave the following
explanation: “It’s known that vWF and FVIII
increase in soldiers and marathon runners
following strenuous physical activity or stress.
It’s possible that there is a relation to
increased adrenaline which releases these
factors. However, there is also an increase in
fibrinolysis which promotes bleeding, until
maximum heart rate is achieved, after which
vWF & FVIII increases take precedence.”

In the hope of avoiding some of the
unpleasant and potentially serious side effects
of desmopressin (a drug commonly
prescribed to reduce bleeding in VWD),
which include headaches, flushing and, in
rare cases, heart attacks, this natural
intervention holds promise in improving the
bleeding profile of women affected with Type
1 von Willebrand disease.

Von Willebrand Factor Levels
and Exercise:
Is it Worth the Sweat?

Patricia Stewart

Studies show that physical exercise affects
hemostasis. The question arises, “What
effect does this have on menstrual blood

loss in women with Type 1 von Willebrand
disease (VWD)?” Dr. Rochelle Winikoff, a
Hematology Clinical Research Fellow at Ste-
Justine Children’s Hospital in
Montreal, conducted a study to
examine whether or not, and to what
extent, intense aerobic exercise
session would affect the level of von
Willebrand factor (vWF), factor VIII
(FVIII) and closure times (in vitro
bleeding time) in a group of forty
healthy, premenopausal women. Dr.
Rochelle Winikoff is Co-Investigator
and Project Director, and Dr.
Georges-Etienne Rivard is the
Principal Investigator. Dr. Winikoff
presented the results of this study at
the World Federation of Hemophilia
Congress in Seville in May 2002.

In the first phase of this study,
forty healthy women aged 18 to 40
without any history of bleeding
participated. These women took
part, individually, in vigorous exercise
sessions at the hospital. A stepping exercise
was done to bring about maximal heart rate
and sweat, and was the equivalent of a slow
to moderate jog. A filter paper patch placed
on the forearm was used to collect the salt
produced in the sweat during the vigorous
exercise. The sodium content from the patch
was measured before and after exercise. On
average, women had fifty times the baseline
measurement increase in the sodium content.
Factor levels were measured before exercising,
immediately after exercising and then again
30 minutes later.

Results demonstrate a mean 37% increase
in vWAg and a mean 58% increase in FVIII:C
levels over baseline when adjusted for
baseline values. These changes remained
significant 30 minutes after the exercise. The
half-life of vWF is known to be 6 to 12 hours
after exercise depending on the duration and
intensity of the exercise. Sixty-five per cent
and 92% of participants achieved at least a
20% increase in vWAg and FVIII:C levels
over baseline values, respectively, after

members of the committee were concerned
that there is a plan to remind donors of their
planned donations through a central call
centre rather than through local volunteers, as
in the past. There was a concern that this could
detrimentally affect donations. CBS presented
a study which showed that individuals were
very happy with the quality of service they
received from the call centre. The CBS is
gradually introducing this project and Toronto
and Vancouver will be the first localities to be
plugged into the Sudbury call centre.

Some of you may remember an earlier
article in Hemophilia Today on the Canadian
Blood Services Selection Advisory Committee
(SAC), which was a committee set up to advise
the CBS on its future contracts with
fractionators and blood product suppliers (Vol.
37, No. 1, Spring 2002). There was a brief
update on this process at the NLC. From the
standpoint of the hemophilia community, very
little will change. Individuals will still have the
same choice of product, with the additional
choice of Wyeth’s recombinant product,
Refacto® (see page 4), which recently received
its license. The details of the contracts are still
in the process of being negotiated but they will
likely be for three years.

Finally, the issue of the Patient Notification
System was raised, and CBS stated that it
would continue advocating with the American
website company to implement a French
language version of the site. The translation
has all been done, and it is merely a matter of
coding it on the website. Hopefully, this will
happen by the end of August.

FEMALEFACTORTH
E

A draft policy on blood, blood
products and their alternatives was
developed for the Canadian
Hemophilia Society (CHS) by its
Blood Safety Committee and
approved on June 18, 2002. It will be
submitted to the CHS Board of
Directors for adoption in November,
2002. In the meantime, the
Committee members welcome
comments or suggestions from
members of the CHS, from health
professionals who treat people with
bleeding disorders and from the
general public. The draft policy can
be found on the CHS web site at
www.hemophilia.ca/en/15.html
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