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A
fter a hiatus of one issue, your newsmagazine is back in force
this autumn, featuring the 50th Anniversary celebrations of
the  Canadian Hemophilia Society held last May 8-11.

This major meeting marking the Golden Age of the CHS was held
in Montreal, birthplace of the organization. It was extremely
rewarding to meet old friends and to exchange in such a festive
atmosphere. The celebration represented an opportunity to take
stock of the immense progress in the treatment of bleeding disorders
accomplished these last 50 years, and this, despite the terrible
setbacks experienced.

Held at Complexe Desjardins, a public mall in downtown
Montreal, the public display entitled 1953-2003: 50 Years of Tragedy
and Triumph, commemorating a half-century of service to people
with bleeding disorders, was particularly successful. The information
presented was accessible to the public and the parallels to hockey,
with the added contribution of Mario Lemieux, attracted many
visitors.

The CHS took advantage of the occasion to highlight the
significant work of volunteers since the creation of the Society,
including Past Presidents and health care providers, by awarding
them the Queen’s Jubilee Medal. Other noteworthy events were
incorporated: the 1st Canadian State of the Art Conference on von
Willebrand Disease, the medical symposium on research into
bleeding disorders, and the launchings of the commemorative book,
50 Years to Remember, and of the campaign entitled Bleeding
Disorders Initiative, whose objective is to make the public aware of
the complete range of bleeding disorders. The four days were
extremely busy.

In this issue you can relive these moments through the
testimonials of people who attended the various events. What’s
more, you can consult on-line versions of the commemorative book
and the public display on the CHS web site: www.hemophilia.ca.

And now for the next half-century of progress…

EDITOR’S KEYBOARD

Please feel free to respond to this editorial or to any other article that has appeared in
Hemophilia Today by writing to The Editor, Hemophilia Today, 119 Thomassin,
Beauport, QC, G1B 2W6 or by E-mail at larochef@sympatico.ca.

A New Title for the CHS Newsmagazine

Hemophilia Today now has a new title. The editorial committee, following the appeal for
suggestions addressed to readers several months ago, retained a proposal which incorpo-
rates the concept of service for people suffering from the full range of bleeding disorders,
while at the same time ensuring a certain continuity with the past. Consequently, as you
may have noticed on Page 1, your newsmagazine is now entitled: Hemophilia Today —
Serving the Bleeding Disorders Community. Thank you for your ideas.
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It was thanks to someone at the CHS that I discovered that I have a
bleeding disorder called von Willebrand Disease. It’s actually the
most common bleeding disorder, and yet, even today, most people

and many physicians have never even heard of it.
It’s estimated that 300,000 Canadians have von Willebrand

Disease and another very common condition called platelet
function disorders. That’s one person out of every 100. These are
potentially life-threatening diseases; however, the majority of people
who show symptoms often ignore them, or their doctors may not
recognize the real cause of these symptoms.

It saddens me to know that thousands of Canadians who have
very obvious symptoms suffer in silence without knowing the actual
cause of their medical problem. Somebody who bruises easily, or
has frequent nosebleeds, or prolonged bleeding after dental work,
may have von Willebrand Disease or a platelet function disorder.
The same holds true for any woman who suffers from heavy or
prolonged menstrual bleeding. It’s very disturbing to think that
many of these women may end up having unnecessary
hysterectomies unless their condition is properly diagnosed and
treated.

The Canadian Hemophilia Society was founded 50 years ago to
assist Canadians with bleeding disorders, particularly those with
hemophilia. Today, the Bleeding Disorders Initiative reflects the
expanded efforts of the CHS to extend our focus to include other
bleeding disorders such as von Willebrand Disease and platelet
function disorders.

The objectives of the Bleeding Disorders Initiative are to raise
public awareness about the prevalence of bleeding disorders,
provide information and support, ensure that proper diagnosis and
treatment are available, fund research to improve the quality of life
for patients and eventually to find a cure.

We are proud that hockey superstar Mario Lemieux has joined
our team as Honorary President. He will help us get the message
out so that more people will seek proper diagnosis and treatment.

For the Canadian Hemophilia Society, this is a time to reflect on
the triumphs and  tragedies of the past 50 years. It’s also time to
celebrate the beginning of a new era as we expand our scope to
include people with all forms of bleeding disorders.
Editor’s note: This President’s Message is an excerpt of Dr. Alloway’s
speech at the launch of the Bleeding Disorders Initiative in Montreal
on May 8, 2003.

PRESIDENT’S
MESSAGE
Tom Alloway, Ph.D.

Launch of the 
Bleeding Disorders Initiative

My friend Jim Love
by Kathy Mulder, Physiotherapist,
Winnipeg

O
n September 6, 2003 the
Hemophil ia  family  in
Manitoba gathered to say

good-bye to Jimmy Love. For me, it was the end of an era.
Jimmy was born in 1954. At that time, the life of a boy with

hemophilia was destined to be filled with painful bleeds and days of
bed rest. Survival to adulthood was not guaranteed. The discovery of
cryo in 1966 and the subsequent development of factor concentrates
revolutionized the lives of hemophiliacs but, in the case of people
like Jimmy, irreversible damage to his joints had already been done.

I first met Jim in the mid-1970s. I remember his flaming red
hair—and there was lots of it! I remember working with him when
he was hospitalized for one particularly bad knee bleed. I remember
him screaming in pain for days, and the other physiotherapists ask-
ing, “Who is that guy and why is he in so much pain?” Unfortunately,
those were the days when the concept of adequate pain control was
not understood. Strong pain killers were never prescribed “because
we don’t want patients to get addicted.” I remember Jimmy taking
matters into his own hands and using ‘extra-curricular’ drugs (hey, it
was the 70s) to try to get the pain under control.

But somewhere along the way Jim became the model citizen
whom we will now remember most clearly. He and five other hemo-
philiacs and I created an evening physiotherapy program for adults
with hemophilia—a first in Canada. He was there every week for
hydrotherapy, weight training, sports in the gym—and the social
gathering with ‘my boys’ at a local watering hole afterwards! He
began to get involved with the Hemophilia Society… “so the young
guys don’t have to go through what we did.” He was a surveyor for
the first Canadian Hemophilia Society patient registry project, tak-
ing to the road and meeting dozens of hemophiliacs and their fam-
ilies. He organized men’s retreats with his “Hemophilia brothers”
and gently but very firmly guided many of the younger hemophili-
acs to become involved in the activities of the society. He was always
available to lend a hand at any workshop or conference. I treasure a
photo I took of him at a family weekend, surrounded by spellbound
boys as he showed them his ravaged joints and described what it was
like to have hemophilia “in the old days.”

He and Erma (spouse, Erma Chapman) made a formidable team.
Together, they worked many long and difficult hours preparing their
testimonies for the Krever Inquiry and lobbying for compensation
for the many victims of tainted blood. They traveled to many coun-
tries and conferences to promote development of safe treatments
and comprehensive care. He and his daughter Charlotte made quite
the team as well. They were best buddies and I cannot begin to imag-
ine how much she will miss her dad.

Jimmy was like a cat with at least nine lives. The rest of ‘my boys’
had long gone, but Jimmy carried on despite many, many close calls.
He always told us he “couldn’t be better.” I decided he was just too
stubborn to die!

Almost exactly a year ago, I was giving a lecture to physiotherapy
students about hemophilia on the day that the Manitoba Hepatitis C
compensation package was announced. Jimmy’s picture was all over
the front page of our local paper. I encouraged my students to read
his story. This year, immediately following the same lecture, I
learned that the last of my boys had died.

Jimmy was my friend and my teacher and I will miss him.

Jim Love and his daughter Charlotte.

L-R: Daniel Lapointe, CHS Executive Director; M.J. O’Grady; Justine O’Grady; Rochelle Winikoff,
hematologist, Hôpital Ste-Justine; Pierrette Lemieux, mother of Mario Lemieux; David Page, CHS
Blood Safety Coordinator; and Tom Alloway, CHS President.



H E M O P H I L I A  T O D A Y F A L L  2 0 0 34 n e w s u p d a t e

� FDA APPROVES ADVATE 
By François Laroche

On July 25, 2003, Baxter Corporation
announced that the U.S. Food and Drug

Administration (FDA) had approved its recom-
binant factor VIII product, manufactured with-
out plasma or albumin, to be marketed under
the name of ADVATE®.

ADVATE is the first of the third-generation
factor VIII products, made without the addition
of human or animal derived plasma proteins or
albumin at any stage in the manufacturing
process, to receive U.S. FDA approval.

According to Baxter, phase II and III clinical
trials demonstrate that Advate is as effective as
Recombinate® (the first-generation recombi-
nant product which the company presently
markets in Canada) for the treatment of bleed-
ing episodes in hemophilia A patients.

Baxter submitted its new product before
Health Canada’s Biologics and Genetic
Therapies Directorate in September 2002 in
order to obtain approval to market it in this
country. Health Canada’s reply is expected in
the coming months.

� MONONINE NOW DISTRIBUTED 
IN CANADA

By David Page

Mononine®, a monoclonally-purified
plasma-derived factor IX concentrate

used to treat bleeding in hemophilia B, is now
distributed in Canada by Aventis-Behring.

This product joins Immunine®, a plasma-
derived product manufactured by Baxter, and
Benefix®, manufactured by Wyeth through
recombinant technology, in the array of licensed
products available to treat factor IX deficiency.

Mononine is currently available in the
province of Quebec where it is distributed
through Héma-Québec. In the rest of the
country, the Canadian Blood Services reports
that the product could be made available after
evaluation on a case-by-case basis. Physicians
would need to demonstrate the medical need
for Mononine in comparison to the two other
factor IX concentrates commonly used.

� REFACTO NO LONGER TO BE 
DISTRIBUTED IN CANADA

By David Page

In late September Wyeth announced its
decision to no longer distribute its second-

generation, B-domain-deleted, recombinant
factor VIII concentrate, Refacto®. Wyeth will,
however, maintain current its license for
Refacto so as to be able to respond to any
eventual Canadian demand for the product.

Refacto was approved for use by Health
Canada in June 2002 after earlier licensing in
the U.S. in 2001 and in Europe in 1999. The
therapy continues to be widely used in these
jurisdictions and elsewhere around the world.

Two other recombinant factor VIII con-
centrates, Kogenate FS®, manufactured by
Bayer, and Recombinate®, manufactured by
Baxter, continue to be distributed in Canada.
Contracts between these two manufacturers
and the blood operators, the Canadian Blood
Services and Héma-Québec, for the vast
majority of Canadian factor VIII needs run
until 2006.

Wyeth also announced that it will contin-
ue to involve Canadian hemophilia treatment
centres in clinical trials for its third-genera-
tion, albumin-free version of Refacto.

� PEGASYS NOW AVAILABLE IN CANADA 

By François Laroche

In mid-August, the Hoffman-LaRoche phar-
maceutical company announced that

Pegasys®, its drug to treat hepatitis C, was
approved by Health Canada.

Pegasys is a monotherapy of alfa-2a pegylat-
ed interferon, a molecule which remains active
in the blood for a longer period of time and at
more constant levels than interferon alfa-2a
(not pegylated) that Hoffman-LaRoche markets
under the name Roferon-A®.

The combination of Pegasys and ribavirin is
being studied in over a hundred centres in
Canada as part of a clinical study called RAP
(Ribavarin Access Program). The company
hopes that results for safety and efficacy will
lead to Canadian approval of this combination
therapy. The therapy is already marketed in the
U.S. and Europe.

Pegetron® (pegylated interferon alfa-2b plus
ribavirin), a comparable product manufactured
and distributed by Schering, was launched on
the Canadian market in December 2002.

� RECYCLE HEMOPHILIA IN PERSPECTIVE
A new document, All About Hemophilia: A Guide for Families, was recently produced by the CHS to
update the old binder, Hemophilia in Perspective, which was given to every family when a child was
diagnosed with hemophilia. The older document can be reused to help families in other countries
learn about the disorder. Sending educational materials to twinning partners is common. While 
concentrates are not available in some countries, the basic information about hemophilia doesn’t
change. For this reason, we’d like to ask you to return your old copy of Hemophilia in Perspective,
to the CHS so that we may send it along to others.

� 2003 CHS SCHOLARSHIP AND
BURSARY PROGRAM RECIPIENTS

The CHS is pleased to announce the
recipients of the 2003 Scholarship and
Bursary Program. Each year CHS awards a
scholarship, a bursary and a mature student
bursary in the amount of $4000 each. This
program is supported through an educational
grant from Baxter BioScience. This year’s
applicants were of an exceptionally high
standard and indicate that the next
generation of leaders in the Society will bring
strong and varied talents to the organization.
Congratulations are extended.

SCHOLARSHIP RECIPIENT:
Maxime Lacasse-Germain,
Rouyn-Noranda, Québec.
Maxime will begin his studies
in art education in the fall at
Concordia University in
Montreal. The program of art
education is a combination of artistic practice
and education which includes fine arts classes
as well as courses in the psychology of
education. This program leads to a degree in
teaching fine arts in primary and secondary
school. Maxime has severe factor VIII
deficiency.

BURSARY RECIPIENT:
Daniel Chorney, Vancouver, B.C.
Daniel attends the University
of British Columbia where he
is a 4th year student majoring
in Psychology. He plans to
continue on to Graduate Studies in Clinical
Psychology and to pursue a career in the
treatment and research of anxiety disorders.
Daniel also volunteers as a research assistant
at labs conducting research into relevant top-
ics. Daniel has factor VIII hemophilia.

RECIPIENT OF THE MATURE

STUDENT BURSARY:
Paulette Coté,
Winnipeg, Manitoba.
Paulette is enrolled in the
General Case Management
Certificate Program in the
Continuing Education Faculty at the
University of Manitoba. Paulette has recently
returned to the work force after staying home
with her children and volunteering in the
community for the last seven years. Her
studies will have direct application to her
position as Community Liaison Worker with
the Child and Adolescent Mental Health
Program at St. Boniface General Hospital.
Paulette is the mother of two boys and wife
of Peter, a mild hemophiliac who was
infected with hepatitis C.

NEWS Update
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� CANADIANS AMONG FIRST INTERNATIONAL
RECIPIENTS OF BAYER HEMOPHILIA AWARDS 

Canada awarded three of 24 research and education grants provided
to hemophilia professionals around the world 

Toronto, ON (August 6, 2003) - Bayer HealthCare, Biological
Products (BP) Division announced that three Canadians join the
first ever recipients of the Bayer Hemophilia Awards program
grants, reinforcing Canada’s leadership in advancing patient care for
people living with bleeding disorders. The selected individuals are
among 24 international recipients, representing 10 countries from
around the world, who will receive grants for basic and clinical
research and educational proposals in the field of hemophilia.

In the following award categories, the Canadian recipients are:

•  H e m o p h i l i a  S p e c i a l  P r o j e c t s  -
Dr. Ronald Barr, head of the pediatric hematology-oncology program
at Hamilton Health Sciences (HHS);

•  C l i n i c a l  S c h o l a r s h i p  -
Dr. Jayson Stoffman, fellow in the department of pediatric hematol-
ogy/oncology at the University of Manitoba, Winnipeg; 

•  C a r e g i v e r s  E d u c a t i o n  -  
Andrea Pritchard, RN, hemophilia nurse clinician with the Southern
Alberta Hemophilia Program at Alberta Children’s Hospital and mas-
ter of nursing candidate in the faculty of nursing, University of
Calgary.

“The Canadian success in the Bayer Hemophilia Awards
Program clearly demonstrates that our healthcare professionals in
this field are among the best in the world,” said Jean-Paul Bédard,
head, Biological Products Division, Bayer HealthCare, Canada.
“Bayer HealthCare, Biological Products Division is proud to be part
of a hemophilia community that places such a high priority on
advancing care for people with hemophilia, through research and
education.”

The program, the largest of its kind, was initiated in 2002 and
provides annual grants totaling $2.75 million US to early career
investigators, fellows in training, and other hemophilia care profes-
sionals. The award categories include hemophilia special projects,
early career investigators, clinical scholarships and caregiver educa-
tion. Awarded proposals were selected by a 12-member Grant
Review and Award Committee developed collaboratively between
Bayer BP and the World Federation of Hemophilia (WFH).

Dr. Jayson Stoffman, a fellow in the department of pediatric hematology/oncology at the University of
Manitoba, is awarded a clinical scholarship grant through the Bayer Hemophilia Awards Program. Dr.
Stoffman is one of three Canadians among 24 recipients from around the world who received grants in the
program’s first year. He is joined by Mary Bauman, VP of Global Strategic Marketing-Coagulation, Bayer
Biological Products (left) and Professor Gil White, University of Carolina (right).

The auction was manned by NNCI employees as well as Beth
Walker, from Hemophilia Ontario, and Marc LaPrise, from the
Toronto and Central Ontario Region of Hemophilia Ontario. Items
up for bid included an authentic autographed Mario Lemieux
hockey jersey and stick, as well as stays at some of the nicest resorts
in Ontario. There were many hopeful bidders from other compa-
nies as well as NNCI. As we called “last bid”, it was so quiet you
hear a pin drop. Who would get the jersey? The much sought after
computer printer? Who would be putting their feet up at the resort
or having Sunday brunch at a fine restaurant? 

At the end of the day, everyone was happy. But nobody was
smiling more than the NNCI employees who after soliciting dona-
tions for the auction, making lunch, laughing through the karaoke,
getting stabbed in the finger, donating blood and spending their
money, raised $1160 from the karaoke and $2735 from the auction.
The karaoke money was matched by NNCI and the grand total of
$5055 was then donated to the Canadian Hemophilia Society,
Hemophilia Ontario and the Toronto and Central Ontario Region.
It was a busy, fun-filled day and exemplified, without a doubt, our
Winning Culture.

� WORLD HEMOPHILIA DAY AT NOVO NORDISK CANADA

By Gayle Peddle, Novo Nordisk Canada Inc

It was a typical day at Novo Nordisk Canada (NNCI): answer
phone messages, check email, set up karaoke machine. Karaoke
machine? So maybe it wasn’t such an ordinary day. In fact, there

was a lot going on. The boardroom was being cleverly converted
into a theatre. Downstairs in the lobby the silent auction was being
set up. In the staff lunchroom, Canadian Blood Services was getting
ready. NNCI was celebrating World Hemophilia Day and we were
in fine form.

The day started off with blood typing. For the small price of a
prick of the finger, we found out our blood type, and our corre-
sponding personality, according to old Japanese beliefs. At the same
time, we signed up for the blood donor clinic the following week.

At lunchtime we made our way to the boardroom where for five
dollars you got lunch, lovingly made by our employees, and enter-
tainment. Not a bad deal. The karaoke was a huge hit. Steve Green
(marketing manager for Niastase®) was our Master of Ceremonies.
Co-workers nominated others to sing. Money, of course, was the
key motivator. The reluctant singers, egged on by Steve’s unique
brand of humour, commanded more money. If people were really
shy, they went up together. The audience was quite generous (any-
thing as long as it wasn’t YOU up there), and some singers fetched a
whopping $130. We left well-fed and laughing and headed for the
silent auction which had been running all day and was heading into
the home stretch.
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By Patricia Stewart, Chairperson,
50th Anniversary Celebrations

A
pproximately 200 people gathered in Montreal May 8-11
to celebrate the accomplishments of the Canadian
Hemophilia Society since its founding fifty years ago.
Celebrations began with a media launch of the Bleeding
Disorders Initiative to officially recognize the new inclusive

goals of the CHS. This took place just next to the CHS Public Display
on Bleeding Disorders, put on at Complexe Desjardins, a down-town
Montreal shopping centre, highlighting the history of the CHS as well as
hemophilia, from its first mention in history to breakthroughs in treat-
ment and up to the present, all told through the eyes of M.J. O’Grady, a
young hemophiliac and Mario Lemieux, CHS Honorary President. This
educational presentation brought the reality of bleeding disorders into
the public eye.

At registration, everyone received a copy of the Commemorative
Book, 50 Years to Remember, a comprehensive history of not only hemo-
philia and its treatment, but of the CHS itself over fifty years. No small

feat. The story of each decade is
told in three voices: through the
eyes of a medical person, a
patient or parent and a key vol-
unteer at that time. Interspersed
are commemorative ads and best
wishes, as well as biographies of
each president and of the many
volunteers who contributed to
the growth and strength of this
organization. This precious
keepsake is available for $10 to
any member who wishes a copy.
But you must act quickly—it’s a

limited edition. (For further information contact the CHS at 1-800-668-
2686 or by email at chs@hemophilia.ca.)

On Friday, the MSAC medical symposium for the hemophilia com-
munity took place at which the latest Canadian research projects were
presented. In the evening, youth from across the country met to share
ideas on getting others involved and networking. On Saturday, the
Annual Meeting of the CHS took place followed by the meeting of the
Board of Directors. Five different consumer workshops were held which
dealt with pain, accessing the Emergency Room, safety and supply of
blood products, hepatitis C treatment and issues for women with bleed-
ing disorders. During the day, people attending meetings, meals and
workshops could enjoy perusing the posters highlighting some of the
people and events that have occurred over the past 50 years, finding old
and new faces.

The highlight of the weekend was the banquet Saturday evening. The
theatre troupe, Théâtre à la Carte, presented a retrospective of the highs
and lows of the past five decades.

Past-Presidents, volunteers and health care providers who have made
extraordinary contributions to the CHS community were honoured
with a presentation of the Queen’s Jubilee Medal. There was also special
recognition given to Chapter Pioneers, those people who spearheaded
the founding of each provincial chapter. Two of the original members of
the CHS from 1953, Douglas and Enid Page, were presented with their
award by François Laroche, Quebec Chapter President. Once the official
ceremonies were over and thanks were given for all the incredible work
done by staff and volunteers, the hemophilia family including staff,
members and medical personnel, had a rollicking good time catching up
with old friends and dancing the night away.

Greatest Achievements 
Still to Come
“Whenever a people or an institution forgets its
hard beginnings, it is beginning to decay.” –
CARL SANDBURG

As a Past-President and Honorary Life
Member of the Canadian Hemophilia

Society and founder of the Hemophilia Research
Million Dollar Club, may I thank you for your
kind invitation to join in celebrating the 50th Anniversary of the
society. May I also congratulate all those who contributed to make
the event a resounding success. What a brilliant idea to bestow the
honour of the Golden Jubilee Medal on past contributors to the
success of the organization! Thank you for making me one of the
recipients of this prestigious award.

For my guardian angel, Darlene, and I, it was an occasion of
contrasts. The opportunity to converse with past colleagues who set
the stage for the current success of the organization while meeting
new ones who have picked up the torch first lit some 50 years ago.
Seeing people who have survived but not forgetting those whose
lives were tragically cut short. Honouring those who have obvious-
ly been contributors but saying a prayer of thanks to those who
have given heroically without the recognition they deserve. Vividly
reliving the memories of the countless hospital visits while realizing
that in much of the world these memories are still a nightmare. We
were given the opportunity to see that we have come a long way
but that the journey is not over. When young M.J. O’Grady leapt
onto the stage tears came to my eyes for that show of physical abili-
ty symbolized the progress that has been made, in contrast to my
rolling to the front of the stage in a wheelchair.

The Canadian Hemophilia Society is not in decay. If the fiftieth
anniversary celebration is representative of its organizational abili-
ties and the people who are now in charge, its greatest achieve-
ments are still to come.

Ken Poyser, FCA

To everyone,

What a wonderful convention!
Everything was so well planned.
The medical talks were so informa-
tive. The ambiance, as usual, was
very warm, and the closing banquet
finished it all off in a fine way.

Many awards were given out to
hardworking volunteers for their years
of dedication. I salute you all.

I want to tell you all that we appreciate everything you did for us!
The words, the plaque and the flowers will be cherished forever.
We are so proud to see what the CHS has become.

I was too overwhelmed to say this from the stage so please accept
these words of thanks and praise to all. Keep up the wonderful work!

Very sincerely,

Enid M. Page, founding member of the CHS

Patricia Stewart, chair of the CHS 50th Anniversary
Celebrations Committee, and Eric Stolte, CHS Vice-
President and Master of Ceremonies at the Saturday
evening banquet.

François Laroche, President of the Quebec
Chapter, presenting the Chapter Pioneer
Award to Enid and Douglas Page.

Celebrating 50 Years of Continued Service and Support
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My Trip to Montreal

By Heather O’Grady

Hello, my name is
Heather O’Grady.
This letter is about my
trip to Montreal with
my family for the 50th

Anniversary of the
Canadian Hemophilia
Society.

I really enjoyed the
trip to Montreal. It
was a really neat expe-
rience. We had lots of
fun doing things with
the hemophilia society
like the trip to see the
singing group called
the Les Charbonniers de l’Enfer (Coalminers from
Hell), the displays, the lunches and the banquet. I
got to meet a lot of new people such as Colin Craig,
his wife JoAnn and their little girl. It was nice to
see other people again as well, especially Rochelle
and Daniel.

As a family, we also got to spend time with Aunt
Betty Anne, Uncle Dean and Adam. We went to the
Biodome, walked around Montreal, went downtown
to the Notre Dame Basilica and had our portraits
done, which was a lot of fun. We even met a really
nice RCMP officer who told us about Montreal and
the things to do as he gave us a ride back to our hotel.

While I was there, I learned lots of new things
about hemophilia, such as a long time ago, there was
not very much technology and they couldn’t treat
hemophilia as well as we can now. We are very lucky
to have the technology we do now. Hopefully some
day, doctors will find a cure for hemophilia.

I was also very proud of my brother, M.J. The
display at the Complexe Desjardins that showed
M.J. with Mario Lemieux was neat. M.J.’s speeches
were really good and also helped me learn more
about hemophilia.

The other fun thing we did was to meet Mario
Lemieux’s family. His brother, Richard, and his sis-
ter-in-law, Nathalie, were very nice. They met us on
Sunday before we left to come home and took us to
Mario’s parents’ house. When I was there, I got to
meet Madame and Monsieur Lemieux and Richard
and Nathalie’s son and daughter. We got to see pic-
tures of Mario Lemieux and his brothers on the
walls of their house. It was really neat. Madame and
Monsieur Lemieux gave us lunch and we had a nice
visit. They also gave us some nice posters before we
left. It was a great way to end our trip to Montreal.

I had a great trip. When we got home we were
tired from the long drive there and back, but we had
lots of great memories of the fun we had during the
weekend in Montreal.

It Was Certainly an Eye-Opener 
to See How Far Treatment Has Come

By Colin, JoAnn and Olivia Craig, PEI Chapter

With Colin’s reinvolvement in the Canadian Hemophilia Society due
mainly to the birth of our daughter with severe FVIII hemophilia, we
felt it was important to partake in the 50th Anniversary Celebrations in

Montreal this May. It was certainly an eye-opener for me to see how far treatment
has come since my husband’s childhood, to present-day treatment for our daughter.
Colin has shared his past experiences, but to see some old photos on display, hear
some of the stories, and read about new methods of treatment and research gave a
certain degree of comfort. At the tender age of 2 months, Olivia was positively diag-
nosed last winter with hemophilia due to a spontaneous bleed on the back of her
hand. She has had her share of bleeds already, and at 9 months of age, underwent
surgery for a port-a-cath. We now infuse her twice a week at home, and this not-so-
simple act has enabled us to involve her older sister, and to take greater responsibil-
ity for her care and treatment. Our “advantage” is that Dad has first hand knowl-
edge of what to watch for. Olivia and her father’s family are presently being
researched by the knowledgeable staff at the Genetics Department at the IWK in
Halifax, NS.

We took in some of the seminars, including the Research Symposium on Friday,
and Women with Bleeding Disorders on Saturday, and of course the banquet! It was
pleasing to see the many avenues being pursued by leading researchers, and to see
the puzzled (and sometimes skeptical) expressions when we had opportunity to
explain our little daughter’s scenario. Of greatest interest to me was the Women
with Bleeding Disorders conference. Although it mainly dealt with von Willebrand
Disease, it seemed that it all applied to what lies ahead for Olivia. Though quite
frightening, I felt comforted by the nurse coordinators’ and doctors’ efforts as a
team, their knowledge, and the amazing steps that are taken to ensure quality care
for those with inherited bleeding disorders.

For someone whose knowledge of hemophilia up until last year came mainly
from her husband of 5 years, the banquet brought many things close. I came to the
realization that my husband is very blessed (as are the rest of his family) not to have
met the same fate as many others before him (which prompted a short lecture from
his wife asking “Why tempt fate any further?! “). And the speech recited by M.J.
O’Grady left me in awe of the fearlessness and the positive perspective of someone
from Olivia’s generation, that “Hey, this isn’t so bad. I can handle this!” So if an
affected child feels this way, why can’t we, as parents? For Colin, the reality of the
skits about hemophilia over the past 50 years was bittersweet, and he was thankful
that those days won’t be a part
of our child’s life. He, along
with the rest of the audience,
didn’t have a dry eye during the
standing ovation M.J. received.
This was a true highlight for us.

As we left the hotel that
Sunday, we closed our eyes,
took a deep breath and thanked
God for our beautiful healthy
children. Thanks in part to the
pioneers and their families who
helped pave the way for the rest
of us, and also to the medical
improvements that can only
mean great things for all chil-
dren with inherited bleeding
disorders in the years to come.

Heather and M.J. O’Grady.

Colin Craig, Brian Whitehead, Elaine MacRae, JoAnn Craig, members of the PEI Chapter;
and Debbie Boswell of the BC Chapter.
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This was a huge opportunity
By Silvia Travaglini 

When South Western Ontario Region sent out
invitations to families to attend the 50th

Anniversary Celebrations in Montreal, we were
very happy to attend. Because we went as a family—
2 adults with 4 kids—we had to do a bit of juggling to
make sure we all came away with something.

I attended all of the sessions that I could schedule.
I was amazed at the level of commitment on the part of
the speakers. During the session on the safety of the blood
supply, the speakers did a wonderful job of communicating
their work to the audience. Their knowledge on the subject
material helped calm the audience while informing us of
many important issues. At this presentation, as with others,
I was surprised to see the disparity among consumers.
I assumed that all consumers used basically the same prod-
uct, had similar experiences, faced similar challenges and
ordeals. Well, we all know about assumptions! As con-
sumers, we were all over the map! The common thread,
however, was “Let’s keep making it better for the kids that
come after us.” I can only hope that this thread continues
to strengthen.

My husband was responsible for getting the kids out
meeting people at the conference. The kids saw some famil-
iar faces from their father-and-son weekend, but overall,
this was a huge opportunity for them. They were surround-
ed by the people who have been paving the way for our son
Paul. This weekend, our method of introduction for our
kids was: “Please meet X. This is the person who ...”
The kids now have faces to associate a thank you with.

At one point during the banquet, I looked over at my
seven-year-old son Paul. He was sitting there taking it all
in—not saying a word—yet thinking volumes. “All of these
people are on my side.”

I’d say the weekend was a success!

The commemorative postcard series commissioned by Wyeth Canda,
depicting the Canadian Hemophilia Society’s contribution to the
advancement of hemophilia care in Canada, was presented to CHS
President Tom Alloway, Ph.D., at the Wyeth booth during the week-
end celebration of the 50th Anniversary of the CHS. On hand, (from
left to right) were Theodora Samiotis, Director, Corporate
Communications, Wyeth Canada; Mark Omoto, Assistant Vice-
President, Sales and Marketing, Wyeth Canada; Daniel Lapointe,
Executive Director, Canadian Hemophilia Society; Anne Myerson,
Product Manager, Wyeth Canada; and Tom Alloway, CHS President.

CHS CHAPTER PIONEERS

This is to recognize those who spearheaded 
the founding of Chapters of the Canadian
Hemophilia Society. While these are the 
official dates for the Chapter incorporation,
many of these pioneers worked for years before
this, gathering families together to support each
other to share their experiences with hemophilia
and to work for better treatment.

1960Colombie-
Britannique

LE CAPITAINE DICK RUDD
a commencé à regrouper des
familles en 1959 ; il a été
l’instigateur de la création de la
section de Colombie-Britannique.

1965
Saskatchewan

The Saskatchewan 
Chapter was founded
around the kitchen 
table of LISLE SPENCE
in Rosewood,
Saskatchewan.

La section de la
Saskatchewan a été
fondée autour d’une
table, dans la cuisine 
de LISLE SPENCE, 
à Rosewood, en
Saskatchewan.

L I S L E S P E N C E
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B A R R Y I S A A C

1960 British Columbia

CAPTAIN DICK RUDD began
working to organize families in
1959 and was the driving force
behind the founding of the British
Columbia Chapter.

1966 Alberta

ART and LEONA OLSON
from Edmonton were actively
working to organize families
in 1956. On October 1, 1966,
the Alberta Chapter held it’s
first official meeting. 

Barry Isaac helped establish
the Calgary area group and
took part in this meeting. 

1966 Alberta

ART ET LEONA OLSON,
d’Edmonton, ont commencé 
à rassembler des familles à
compter de 1956. Le 1er octobre
1966, la section de l’Alberta
tenait sa première réunion
officielle. 

Barry Isaac, présent à 
cette réunion, a contribué à
l’établissement du groupe de
Calgary.
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LES PIONNIERS DES SECTIONS DE LA SCH
Ceci rend hommage aux hommes et aux femmes qui ont
fondé les sections provinciales de la Société canadienne
de l’hémophilie. Les dates indiquées ci-dessous
correspondent à la constitution officielle des sections,
mais les fondateurs ont préparé le terrain pendant de
longues années : ils ont rassemblé des familles et créé 
un réseau d’entraide où chacun pouvait parler de son
expérience de l’hémophilie et travailler à l’amélioration
des traitements. 

1968 Newfoundland
DON WRIGHT of St. John’s
worked to seek out

hemophilia families in
Newfoundland and to
officially organize the
chapter.  

Terre-Neuve

DON WRIGHT, de 
St. John’s, a pris

l’initiative 
de retrouver les familles

d’hémophiles de Terre-Neuve,
puis d’organiser la section
provinciale.

1965 Nova Scotia
Beginning in 1961, HENDERSON
ALLEN organized activities for
families and then worked to
officially create the Nova Scotia
Chapter. 

Nouvelle-Écosse
Dès 1961, HENDERSON ALLEN
organisait des activités pour les
familles. Il a ensuite entrepris les
démarches pour créer la section de la
Nouvelle-Écosse. 

1953: Canadian
Hemophilia
Society
FRANK SCHNABEL
gathered families,
hemophiliacs and
their doctors
together in
Montreal to 
found the
Canadian Chapter
of the National
Hemophilia
Foundation which
then officially 
became the Canadian
Hemophilia Society.

1962 Manitoba

CHARLES C. J. KUBIN
and RAY DANIEl were
instrumental in the
creation of the
Manitoba Chapter.

CHARLES C. J. KUBIN
et RAY DANIEL ont
joué un rôle
déterminant dans la
création de la section
du Manitoba. 1958 Ontario

Joyce Rosenthal a fondé la section Ontario avec l’aide
de sa sœur, Lois Bedard. Elle a été la première employée
de la Société canadienne de l’hémophilie, embauchée en
1965 à titre de secrétaire de direction. Elle a sillonné le
pays pour rencontrer d’autres familles désireuses
d’organiser une section. Joyce a été présidente
d’Hémophilie Ontario de 1957 à 1965.

1959 Québec
DOUGLAS ET ENID PAGE ont
participé à l’établissement de la SCH,
en 1953, aux côtés de Frank Schnabel
et du Dr Cecil Harris, qui ont cherché
à améliorer la vie des familles aux
prises avec l’hémophilie. Douglas Page
a été le premier président de la section
Québec, de 1959 à 1966.

1966 New
Brunswick
ALLEN E.

QUARTERMAIN
initiated the first

activities to
support people with

hemophilia in New
Brunswick in 1961.    

Nouveau-Brunswick
En 1961, ALLEN E. QUARTERMAIN
commençait à organiser des activités
pour venir en aide aux hémophiles de
sa province. 

R A Y D A N I E L
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1959 Québec
DOUGLAS AND ENID PAGE were part of
the original CHS organization in 1953
along with Frank Schnabel and Dr. Cecil
Harris who worked to improve the lives
of families living with hemophilia.
Douglas Page went on to serve as the first
President of the Quebec Chapter from
1959  to 1966.

1965 Prince
Edward Island 
CORPORAL C. R. CRAIG
from Souris founded the
Prince Edward Island
Chapter.

Île-du-Prince-Édouard 
LE CAPORAL C. R. CRAIG,
de Souris, a fondé la section
de l’Île-du-Prince-Édouard.

1953 : 
la Société
canadienne de
l’hémophilie
À Montréal, FRANK
SCHNABEL a réuni 
des familles, des
hémophiles et 
leurs médecins 
pour fonder la
section canadienne 
de la National
Hemophilia
Foundation, qui 
allait officiellement
devenir la Société
canadienne de
l’hémophilie.

F R A N K S C H N A B E L

1958 Ontario

JOYCE ROSENTHAL worked to
found the Ontario Chapter,
aided by her sister, LOIS
BEDARD. She was hired as the
first employee of the Canadian
Hemophilia Society in 1965 as
Executive Secretary when she
traveled across the country to
meet other families wishing to
organize a chapter. Joyce was
President of Hemophilia
Ontario from
1957 to
1965.
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T
he word “jubilee” has a long history. Its roots come from the
Hebrew word for a ram’s horn. These horns were blown as a
mark of celebration during biblical times. So, a jubilee can be
any kind of celebration. When the Queen celebrates her “Golden
Jubilee” it means a fifty-year (golden) celebration (jubilee) of her

accession to the Throne as Queen of Canada. A once-in-a-lifetime event!
To commemorate this unique opportunity a medal was created for special

Canadian citizens. If a citizen was alive on February 6, 2002 and had made a
significant contribution to Canada, select national organizations were given the
opportunity to nominate such people to receive this medal. The CHS was
provided with 25 Commemorative Medals to distribute to our people who are
exemplary citizens and whose achievements extend over a period of years.

The Awards Committee went to work and immediately we felt that
all of our Past Presidents who were alive on Feb. 6, 2002 and were
Canadian citizens were certainly worthy recipients. They included:

T O M A L L O WA Y, P H . D.
M A J O R J A C K B A R R

F R A N K B O T T

E R M A C H A P M A N , P H . D.
R O N G E O R G E , P H . D.
L I N D A L A X D A L

K E N L I T T L E

D AV I D PA G E

B O B P E D E R S E N

K E N P O Y S E R

P E T E R WA C H T E R

E L A I N E W O L O S C H U K

D U R H A N E W O N G R I E G E R , P H . D.

In addition to these 13 deserving candidates, others from medical,
care giving and volunteer roles were honoured. These included:

D R . G E R S H O N G R O W E

D R . M A R T I N I N W O O D

J A M E S K R E P P N E R

D R . D AV I D L I L L I C R A P

M I C H A E L M C C A R T H Y

J A C K M C D O N A L D , P H . D. , S O C I A L W O R K E R

K A T H Y M U L D E R , P H Y S I O T H E R A P I S T

E L I Z A B E T H PA R A D I S , R . N .
J O H N P L A T E R

D R . M A N - C H I U P O O N

D R . G E O R G E S - E T I E N N E R I VA R D

D R . I R W I N WA L K E R

This unique opportunity added to the festive atmosphere at our 50th

Anniversary Celebration Banquet. Although unable to be present herself, our
Governor General, Adrienne Clarkson, sent a letter stating:

“My congratulations and kindest regards to the Canadian Hemophilia Society
(CHS) on its 50th Anniversary, and to the 25 outstanding volunteers being
honoured this evening with the Golden Jubilee Commemorative Medal.

You mark your milestone by coming together in Montreal for a banquet, awards
ceremony and the chance to celebrate 50 years of helping others. The 25 Medal
Recipients this evening are only the most prominent among the countless volunteers
who are the foundation of the Society’s work.

My best wishes to everyone attending this special event. I am sure that the spirit of
humanitarian service that animates the efforts of the Canadian Hemophilia Society
will be renewed and strengthened during tonight’s celebration.”

As we look to the future we trust there will be other worthy people who,
following the example of those honoured, will devote themselves to improving
the quality of life for all people with bleeding disorders and finding a cure.

Golden Jubilee Medal Presentation
By Eric Stolte, Chair, National Awards Committee

T O M A L L O WA Y, P H . D.
M A J O R J A C K B A R R

F R A N K B O T T

E R M A C H A P M A N , P H . D.
R O N G E O R G E , P H . D.

L I N D A L A X D A L

K E N L I T T L E

D AV I D PA G E

B O B P E D E R S E N

K E N P O Y S E R

P E T E R WA C H T E R

E L A I N E W O L O S C H U K

D U R H A N E W O N G R I E G E R , P H . D.

D R . G E R S H O N G R O W E

D R . M A R T I N I N W O O D

J A M E S K R E P P N E R

D R . D AV I D L I L L I C R A P

M I C H A E L M C C A R T H Y

J A C K M C D O N A L D , P H . D. , S O C I A L W O R K E R

K A T H Y M U L D E R , P H Y S I O T H E R A P I S T

E L I Z A B E T H PA R A D I S , R . N .
J O H N P L A T E R

D R . M A N - C H I U P O O N

D R . G E O R G E S - E T I E N N E R I VA R D

D R . I R W I N WA L K E R

Members of the theatre
troupe, Théâtre à la carte,
performing at the Saturday
evening banquet. This scene
portrays hemophilia at the
ER in the 1970s.

M.J. O’Grady, sending a
message of hope for the
future, at the conclusion of
the theatre presentation.

Eric Stolte present-
ing the Golden
Jubilee Medal to
Erma Chapman,
long-time CHS
volunteer and
President from
1998 to 2001.
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Members of Les
Charbonniers de
l’Enfer, a traditional
Quebec a cappella
group, performing
for the participants
in the 1st Canadian
State of the Art
Conference on
VWD, May 8, 2003.

The CHS public
display, 50 Years
of Tragedy and
Triumph, held
May 8-11, 2003
at Complexe
Desjardins in
downtown
Montreal.

M.J. O’Grady, whose written 
narration helped explain bleeding
disorders to visitors to the CHS
public display.

Participants at the 1st Canadian
State of the Art Conference on
VWD, May 8, 2003.
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By David Page

The First Canadian State of the Art
Conference on von Willebrand Disease
(VWD), entitled Managing the Bleeding
Patient: von Willebrand Disease Diagnosis,
Treatment, and Gynaecological Considerations, was held on May 8-9,
2003, in Montreal, Canada. Sponsored by the Canadian Hemophilia
Society (CHS), the meeting, believed to be the first of its kind anywhere
in the world, brought together Canadian and international experts with
the goal of developing recommendations on the management of VWD.

Four internationally renowned speakers gave plenary presentations.
Dr. Robert R. Montgomery, from the Medical College of Wisconsin,

spoke on the challenges of diagnosing VWD, including the lack of correla-
tion between lab diagnosis and clinical symptoms, and explored the ques-
tion of whether low VWF is a disorder or a risk factor. He also stressed the
importance of doing a careful personal and family history in conjunction
with specific VWF testing.

Dr. David Ginsburg, from the University of Michigan Medical
School, gave a talk on the genetics of VWD and the implications of dif-
ferent genetic sub-types on clinical practice. He noted that while chil-
dren of a person with VWD have a 50% chance of inheriting the disor-
der, not everyone who inherits the gene mutation has clinical symp-
toms of the disease. Ginsberg said that VWD exists in all mammals and
examined the reasons why VWD is so prevalent. Reasons included that

the size of the
gene (it is a large
gene, therefore a
large target), and
that the disorder is
fairly well tolerat-
ed by evolution.

Dr. Craig
Kessler, from the
Georgetown
University School
of Medicine,
spoke on the
many complexities
of VWD treat-
ment. He noted
that desmopressin
acetate was the
treatment of

choice for Type 1 and Type 2N VWD, but that it does have side effects
and recommended that patients should be tested before they actually
need it. For Types 2A, 2B, 2M, and Type 3 VWD, factor VIII-VWF con-
centrates are recommended. He added that recombinant and high-
purity concentrates do not contain enough VWF protein, and also that
not every concentrate will perform the same.

Finally, Professor Christine Lee, from the Royal Free Hospital in
London, UK, looked at the management of VWD in women. She dis-
cussed the link between very heavy periods (menorrhagia) and VWD,
noting that a study conducted at the Royal Free Hospital found that
73% of patients studied had menorrhagia. She noted that during preg-
nancy VWF and factor VIII levels increase; however, a woman’s factor
level should be checked in the third trimester to make sure it is high
enough. Because factor VIII levels fall rapidly after delivery, excessive
bleeding after delivery is a problem, affecting about 20-25% of women
with VWD.

Following the plenaries, participants then
worked in groups to develop recommendations
on four topics:
• testing and diagnosis of VWD;
• treatment options;
• gynecological and obstetrical management of women with VWD;
• the patient voice in the management of VWD.

Recommendations on testing and diagnosis included the
International Society for Thrombosis and Haemostasis providing
consensus criteria for diagnosis of Type 1 VWD; identifying required
diagnostic tests (VWF: Ag, VWFRCo,FVII:C, VWF multimer analysis);
establishing ABO blood group standards; and changing the name of
VWD from disease to deficiency. The full recommendations on
diagnosis and treatment will be published in an upcoming issue of
Haemophilia, the official journal of the World Federation of
Hemophilia.

Some of the proposed recommendations from the treatment forum
included proposing treatment protocols for different types of VWD;
taking into account risk factors before prescribing desmopressin acetate,
and administering it when the patient is lying down; administering
antifibrinolytic agents (such as tranexamic acid) before concentrates.

In the gynecological and obstetric forum, proposed
recommendations included using a pictorial scoring system to assess
amount of bleeding; having initial evaluations include personal history,
pelvic exam, pelvic ultrasound, and if there is no local cause for
menorrhagia then further investigations are done; not performing
surgery on women with menorrhagia without investigating for a
bleeding disorder; providing counseling for adolescents; ensuring
availability of treatment at delivery; and seeing patients two weeks after
delivery. The conclusions of this forum will appear in the Canadian
Journal of Obstetrics and Gynaecology.

The patient forum recommended providing diagnosis and
treatment for people with VWD at all hemophilia treatment centres;
changing the name of “hemophilia treatment centre” to “bleeding
disorders treatment program” to promote the inclusion of all patients
with bleeding disorders; having an obstetrician/gynecologist as part of
the comprehensive care team; ensuring health ministries provide the
funding that comprehensive care programs require to treat all people
with bleeding disorders properly; and making drugs used in the
treatment of VWD available at no cost to the patient for people who
have no private drug plan and are ineligible for government plans.

This article originally appeared in the September 2003 issue of
Hemophilia World, published quarterly by the World Federation of
Hemophilia.

1ST Canadian 
State of the Art Conference on 
von Willebrand Disease

VWD

Canadian Hemophilia Society Organizes 
First State of the Art Conference on VWD

Dr. David Lillicrap, Chair 
of the Conference Steering
Committee

Members of the conference organizing committee: Dr. Christine Demers, Ania Szado, Dr. Tom Alloway,
Daniel Lapointe, Julia Sek, Dr. David Lillicrap, Dr. Georges-Étienne Rivard and Clare Cecchini.

Aventis Behring Canada was the principal sponsor of the First Canadian
State of the Art Conference on VWD.
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Exciting to See So Many Experts

W hen the 1st Canadian State of the Art Conference on von
Willebrand Disease was announced, I was sure this would

be an amazing conference. Because I am personally affected by the
complexities and shortcomings of the current VWD tests, I had
decided from the start that this was an opportunity to educate
myself, and be part of a great event.

I was not disappointed! It was exciting to see so many experts
come together to share ideas and set standards of treatment and
diagnosis for von Willebrand patients! It was particularly
interesting to note how many women attended this event, and the
careful attention paid to the issues facing female VWDs! I was also
part of the media event at the Place des arts, where a TV reporter
interviewed me about von Willebrand Disease. I felt (and still do)
that public education could have a tremendous impact on those
who are affected by VWD and may not know it.

In 1996, an extraordinary event took place in my life: I was
finally given an explanation for a series of nosebleeds which had,
seven years earlier, led to transfusions. This meant that my four-
year-old daughter could also be referred to a hematologist for
VWD testing. She had been plagued by debilitating nosebleeds,
which meant that by the age of three she could recite, by heart, the
flavours of the month for laughing gas and carefully enunciate the
word “cauterization” to her peers. To me, having the appropriate
diagnosis meant access to lifesaving information and care.
However, my case was not so clear-cut, and two subsequent
tests could not confirm my VWD. As for my daughter, her
diagnosis changed her life… and saved my sanity! 

Needless to say, issues relating to diagnosis and access to
appropriate medical care are of great interest to me, and I hope
that the knowledge gained or shared by many during this
conference will translate into more accessible and accurate
diagnosis for the von Willebrand community. When I left
Montreal, I thought of the many individuals who will benefit from
such an event, but none will benefit more than those individuals
with bleeding disorders.

Fatima Mukai

P.S. To the people who put so much hard work into the conference, my
heartfelt thanks.

Recommendations from Patients Most Clearly Presented

In May 2003, I was very pleased to receive travel support from the
Canadian Hemophilia Society to attend the 1st Canadian State of the

Art Conference on von Willebrand Disease. I currently hold the
Aventis Behring – CHS – AHCDC Fellowship in Hemostasis and
work in the laboratory of Dr. David Lillicrap on The Molecular
Genetic Basis of Type 1 VWD and was therefore eager to have the
opportunity to attend such an informative and relevant meeting.
The conference was truly first-rate, with an excellent series of plenary
presentations from four internationally recognized leaders in the field.

I found the presentation from Dr. David Ginsburg particularly
stimulating and we have endeavoured to incorporate his concepts
into our model of the genotype-phenotype link in Type 1 VWD.
I was also very interested in the reports from the Forums, particu-
larly in the thoughts and ideas from the participants of Forum #4 –
Patient Voice in the Management of VWD. I think that the recom-
mendations from the Patient Group were the most clearly present-
ed and provided a snapshot of the most important issues; including
the importance of choosing an appropriate name for the clinics
where the patients receive their care, and the frustration at the 
difficulties of diagnosis. I hope to continue to be involved in the
research and care of patients with von Willebrand Disease, and one
future idea includes evaluating the prevalence and impact of Type 1
VWD at the level of primary care. Our hope is that we will be able
to establish a truly Canadian perspective, including not only an
understanding of the genetic causes, but of the significance of the
breadth and scope of VWD in our population.

Paula James, M.D.

The Conference Exceeded Expectations

In May 2003, I was given the opportunity to attend the 1st Canadian
State of the Art Conference on von Willebrand Disease through a

scholarship program provided by the Canadian Hemophilia Society. I
am currently a chief resident in Obstetrics and Gynecology at the
University of Alberta, and will be starting a fellowship in Maternal-Fetal
Medicine upon completion of my residency program. My interest in
attending the VWD conference was to further my understanding of the
pathophysiology, diagnosis and management of patients with von
Willebrand Disease. I realized the importance of this conference in
improving the medical care I provide to gynecologic and obstetrical
patients with von Willebrand Disease.

The conference greatly exceeded my expectations. I thoroughly
enjoyed the multidisciplinary environment the conference fostered,
and benefited most from my interactions with other gynecology
residents, hematologists and nursing professionals. The obstetrics and
gynecology symposium was extremely productive and educational. In
addition to developing professional relationships, I was able to meet
two young women with VWD on my flight home to Edmonton. We
had a great discussion about their experiences with gynecologists
(good and bad!), and the beneficial role this conference will have in
the medical care of patients with VWD.

I have prepared a presentation on the conference material and
O&G symposium recommendations for my obstetrics and gynecology
colleagues. I have presented at resident academic half-day, obstetrics
and gynecology grand rounds, and have been asked to present at
maternal-fetal medicine rounds and anesthesia grand rounds. I hope
by presenting these rounds, I will improve our understanding and
interest in the diagnosis and management of von Willebrand Disease
in obstetrics and gynecology. Thank you for the great experience and
opportunity to participate in the conference and symposium.

Dr. Tracy Pressey
Obstetrics and Gynecology Resident V
University of Alberta

Plenary speakers: Dr. Craig Kessler, Dr. Robert R. Montgomery, Dr. Christine Lee and Dr. David Ginsburg.



CHS Research
Program

Supporting research
towards improving 
the quality of life 
for persons with
hemophilia and finding
a cure have been goals
of the Canadian
Hemophilia Society
(CHS) since it was
founded in 1953. 
Since 1989, through
funds provided by the
Hemophilia Research
Million Dollar Club and
the CHS, the Society
provides basic scientific
research grants and
studentships aimed at
developing treatments
for hemophilia and
finding a cure. The
following reports
describe the projects
funded in 2003.

CHS RESEARCH PROGRAM
Role of Gamma-Carboxyglutamic
in Blood Coagulation

Mark Blostein

McGill University, Montreal

Hemophilia is a commonly inherited
disorder that results in an inability to form
a blood clot required to stop bleeding.
Patients afflicted with this disorder often
suffer spontaneous, debilitating and life
threatening episodes of haemorrhage. The
fundamental defect leading to this inability
to stop bleeding is a deficiency in proteins
that are important in blood clot formation.
In hemophilia A, the defective protein is
factor VIII, whereas in hemophilia B, the
defective protein is factor IX. The goal of
my research funded by the Canadian
Hemophilia Society is to explore the bio-
chemistry of factor VIII and factor IX with
the goal of improving our understanding
of these disorders at a biochemical level in
order to develop novel therapies.

There are two goals in my research proj-
ect. The first goal will utilize biochemical
techniques to understand better how factor
IX is activated to its active and functional
form, factor IXa. Normally, upon activa-
tion of the blood clotting cascade, factor IX
is converted to factor IXa by a protein
complex known as the factor VIIa-tissue
factor complex. There are multiple inter-
active sites between factor IX and the fac-
tor VIIa-tissue factor complex and the goal
of the research outlined in this section will
be to identify, at an atomic level, novel sites
of interaction between these two proteins.

A second goal of my research will be to
further characterize the biochemical prop-
erties of peptides that can accelerate blood
clotting. These peptides have previously
been published by myself to accelerate fac-
tor IX function and can potentially be used
as blood coagulation enhancers in situa-
tions in which standard therapies for
hemophilia are not useful, namely hemo-
philiac patients that develop antibodies or
inhibitors to infused blood products.
Understanding the biochemical properties
of these peptides will aid us in the design
of peptides that can be used therapeutically
to treat the hemophilias.

f o c u s  o n r e s e a r c h

CHS
RESEARCH
Dr. Gershon Growe, Chair, CHS Research
Grants Review Committee

This past year the
grants supported two
fine young researchers
who, hopefully, will
actively participate in
hemophilia care in the
future. Both doctors,
Luigina Mollica and
Paula James are
working on molecular techniques for
hemophilia diagnosis and for the
development of new therapies.

The projects funded continue to be
comprised of a mixture of clinical and
basic research. Some of the clinical
applications include: the impact of exercise
on joint awareness and recovery of
function; the completion of the dose
escalation study on young boys; a
retrospective analysis of long term side
effects of radioactive synovectomy; and an
evaluation of the underlying cause of
bleeding in a group of women with
menorrhagia.

Several basic research projects are
underway related to the potential  of gene
therapy in FVIII and IX deficiencies.
Another looks at specific gene mutations in
an isolated population in Newfoundland
and Labrador. The last area of interest is
that of the function and application of
Recombinant FVIIa in the management of
FVIII inhibitors. Two studies focus on the
action of the factor on the vessel wall.

As last year, I heartily thank our review
panel and the great supportive staff at the
CHS.

H E M O P H I L I A  T O D A Y F A L L  2 0 0 314 f o c u s  o n r e s e a r c h
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CHS RESEARCH PROGRAM
A Soluble Tissue Factor which
Binds Inhibitors and Increases
Efficacy of rFVIIa

Herbert Lau, Ph.D.
University of Toronto

Hemophilic A patients have a deficiency
of a clotting factor VIII, and hemophilic B
patients have a deficiency of a clotting fac-
tor IX. These factor deficiencies make
blood clotting very difficult, and the hemo-
philic patients are usually treated by artifi-
cially replacing the missing clotting factors.
However, some of these patients develop
antibodies in their blood stream which
oppose the clotting activity of the replaced
factors, and have to be treated with a
genetically engineered recombinant factor
VIIa (rFVIIa). This factor clots blood with-
out using either FVIII or FIX.

Unfortunately, it has to be given to
patients in large amounts and therefore the
therapy is very expensive. The aim of this
project is to find a way of enhancing the

CHS RESEARCH PROGRAM
A Study of Gene Analysis in an
Isolated Population of Mild
Hemophiliacs in Forteau,
Labrador

Ya-Gang Xie, MD, Memorial University,
St. John’s, Newfoundland

Hemophilia A, an X-linked recessive
blood coagulation disorder, is caused by
deficiency or dysfunction of the coagula-
tion co-factor VIII (FVIII). Early diagnosis
and treatment is the key to minimizing the
long-term complications of hemorrhages.
We have identified two isolated popula-
tions with extremely high prevalence of
hemophilia A from rural areas of
Newfoundland (approximately 44 in 3,300
males) and Labrador (approximately 14 in
260 males), respectively. The high preva-
lence of hemophilia A in these two small
isolated populations raises the potential of
founder effect(s) from one, or at the very
most, a small number of factor VIII muta-
tions. The clinical presentation and plasma
FVIII:C levels in affected individuals from
both populations were all compatible with
a mild hemophilia A. We recently, success-
fully identified a founder mutation of the
FVIII gene, Val2016Ala, from the isolated
Newfoundland population. The mutant

allele has been identified from all of the
tested affected subjects and obligate carri-
ers in this population, but none of the
patients from the Labrador population.
Therefore, another possible founder effect
may account for the mild hemophilia A in
Labrador patients.

We have collected clinical information
and family history on quite a large number
of Labrador patients. All presently identi-
fied affected patients have been linked to
one big kindred with approximately 567
individuals in six generations. DNA muta-
tion screening of FVIII gene has been per-
formed on a group of DNA samples from
selected patients with known clinical sta-
tus. The possible founder effect of the
mutation will be determined by using hap-
lotyping analysis of FVIII intronic poly-
morphisms in affected patients. A direct
mutation testing will be immediately estab-
lished based on the nature of the identified
mutation, and a permanent DNA diagnos-
tic service for the identified mutation will
be offered to the local community. It will
be a long-term benefit in: a) precise and
pre-symptomatic diagnosis of the mild
hemophilia, especially for those with atypi-
cal results in coagulation tests; b) defini-
tive hemophilia genetic counseling to the
community by determining the carrier sta-
tus for all individuals who are at risk.

Care Until Cure
The Care Until Cure
Research Program was
established in the year
2000 in collaboration
with Wyeth Canada.
Wyeth Canada is
engaged in the
discovery, development,
and commercialization
of human pharm-
aceuticals through
recombinant DNA and
other technologies.

This program allows
Canadian investigators
to conduct research on
various medical and
psychosocial aspects of
bleeding disorders.
Grants are given for
clinical research,
including outcome
evaluation, in fields
relevant to improving
the quality of life of
persons with hemophilia,
persons with von
Willebrand Disease or
other inherited bleeding
disorders, persons with
related conditions such
as HIV or hepatitis C as
well as carriers of an
inherited bleeding
disorder. The following
reports describe projects
funded in 2003.

activity of rFVIIa, so as to reduce the
amount that is needed to initiate blood
clotting, which might provide an efficient
and cost-effective solution to treating these
patients.

FVII is an inactive protein and its enzy-
matic activity is realized only when it com-
bines with a clotting co-factor called tissue
factor (TF). TF converts the inactive FVII
into an active FVIIa. The TF:FVIIa combi-
nation then directly clots blood, bypassing
the use of the hemophilic factors. However,
this combination is also susceptible to inhi-
bition by many blood-borne inhibitors and
destruction by cells. One way of overcom-
ing these shortfalls will be to administer
rFVIIa in conjunction with a very active TF
molecule. In this way, the TF molecule will
convert the patients’ own FVII into active
FVIIa, and relieve the inhibition and
destruction imposed on the therapeutic TF.
This will then reduce the amount of rFVIIa
that is necessary for initiating blood clot-
ting. By searching TF molecules from dif-
ferent sources, it is hoped that the active TF
molecule will be found at the end of this
project.



H E M O P H I L I A  T O D A Y F A L L  2 0 0 316

CARE UNTIL CURE
A Cohort Study on the Risk of
Cancer Associated with
Radioactive Synovectomy

Georges-Étienne Rivard, MD

Hôpital Ste-Justine, Montreal

Chronic inflammation of the synovium,
which results in recurrent articular bleed-
ing, is a major source of disability among
hemophiliac patients worldwide. The pro-
cedure known as radioactive synovectomy
is an efficacious and widely used technique
to treat this condition. Among its major
advantages, compared to other available
treatment options, is the fact that it is sim-
ple, has a low complication rate, does not
require patient hospitalisation or rehabili-
tation and is cost effective. In fact, for all
these reasons, radioactive synovectomy is
ideal to treat this condition, especially in
countries where cost and medical resources
are limiting factors. Despite the fact that
there exists no convincing evidence to sug-
gest that radioactive synovectomy causes
cancer, this fear has led to considerable
reluctance on the part of treating physi-
cians to consider it as a treatment option
for their patients.

In order to
address whether
radioactive syn-
ovectomy causes
cancer, we have
designed a retro-
spective cohort
study whose aim
is to assess the
cancer rate and
cancer related
mortality rate of
patients treated
with radioactive
synovectomy
compared to the
general popula-
tion. The effect of increasing radioactive
dose and/or number of treatments on these
cancer outcomes will also be studied. The
current study will be carried out on a large
group (~4000) patients who have under-
gone this procedure at least once at one of
two University of Montreal affiliated teach-
ing hospitals since 1978. The average time
of follow-up for the entire group is 14
years (range 3-25 years). We feel that this
is a badly needed study to answer a long-
standing and important but unresolved
question.

CARE UNTIL CURE
Aminoglycoside Treatment of
Severe Hemophilia

David Lillicrap, MD
Queen’s University, Kingston, Ontario

The aim of this research project, is to
perform a pilot clinical trial of a novel form
of hemophilia therapy. This trial represents
the first form of “targeted gene
therapy” in which a particular
type of hemophilia mutation is
being treated with a drug not
previously used in the manage-
ment of hemophilia.

The six patients who will be
studied in this project have all
previously been identified with
mutations in their clotting factor
genes that prematurely stop the
synthesis of the newly produced
clotting protein. This type of
“premature stop” mutation accounts for
approximately 20% of the mutations result-
ing in severe factor VIII deficiency and
about 10% of severe hemophilia B. In
recent studies carried out in both cultured
cells and animals with certain forms of
genetic disease, there has been a suggestion
that these “premature stop” mutations can
be “overwritten”, in some instances, with
the use of a group of antibiotics called the

Dr. Gershon Growe, Chair of the CHS Research Grants Review Committee; Mark Omoto, Assistant Vice-President, Sales and Marketing, Wyeth;
Dr. Georges-Étienne Rivard, Hôpital Ste-Justine; Dr. Tom Alloway, CHS President; Dr. Mary-Frances Scully, Memorial University; Dr. David
Lillicrap, Queen’s University.

aminoglycosides. These observations have
now been extended to several small clinical
studies in human patients where, to date,
the results have been inconclusive.

In this project, we have identified six
hemophilia patients with “premature stop”
mutations who will receive three daily
treatments of the aminoglycoside antibiot-
ic, gentamicin. During the course of the

treatment, the patients’ clotting
factor levels will be examined on
several occasions to assess a poten-
tial therapeutic response. In addi-
tion, tests will also be performed
to measure the blood levels of the
antibiotic and to assess any poten-
tial drug-related toxicities. This
class of antibiotics has been used
extensively to treat infections for
many years, and although their use
can be associated with kidney and
hearing problems, these adverse

effects usually occur at doses far higher and
after a much longer duration of treatment
than will be used in this pilot study.

The attainment of clotting factor levels
of even 2-3% following this treatment
would be an important and clinically useful
result. This type of result would suggest that
the development of drugs such as these
could then be used to provide an alternate
form of prophylactic therapy in hemophilia.

f o c u s  o n r e s e a r c h

Chronic
inflammation of 
the synovium, which
results in recurrent
articular bleeding,
is a major source 
of disability among
hemophiliac
patients worldwide.

This trial represents
the first form of “tar-
geted gene therapy” in

which a particular
type of hemophilia
mutation is being

treated with a drug
not previously used in

the management of
hemophilia.
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NOVO NORDISK FELLOWSHIP
In Vivo Control of the Endothelial
Cell Protein C Receptor (EPCR)

Dr. Luigina Mollica
Imperial College of Science, Technology and
Medicine, London, United Kingdom

A better understanding of the mecha-
nisms that regulate hemostasis is crucial 
for the development of new diagnostic and
therapeutic strategies for patients presenting
with coagulation disorders. Many groups
around the world are focusing on the role 
of the endothelium (cells lining the blood
vessels) in the regulation of hemostasis.

The fellowship grant offered by the Novo
Nordisk – Canadian Hemophilia Society –
Association of Hemophilia Clinic Directors
of Canada is a very important contribution
to the advancement of our knowledge on
the mechanisms that regulate hemostasis.
The fellowship will take place at the Imperial
College of Science, Technology and
Medicine (ICSM) in the United Kingdom,
one of the world’s most renowned institu-
tions in the field of molecular hemostasis
and thrombosis.

The research project I will be working 
on concerns the newly described endothelial
protein C receptor (EPCR). This receptor is
being increasingly recognised as an impor-
tant regulator of the protein C anticoagulant
pathway. This pathway represents the major
anticoagulant system of the human body.
I will be working in the laboratory of
Professor David Lane, a world-renowned
expert in the field of molecular coagulation.
The major focus of my fellowship will be the
characterisation of the EPCR gene expres-
sion through a transgenic approach (with
laboratory mice). During my fellowship, I
will also be exposed to the activities of the
local haemophilia and thrombosis clinics.
At the ICSM, there is a well-established col-
laboration between clinicians, clinical-scien-
tists and fundamental researchers. Thus, the
ICSM exposes me to a scientific process
adapted to my training as a clinically orient-
ed fundamental researcher.

By financially supporting my fellowship,
the Novo Nordisk – Canadian Hemophilia
Society – Association of Hemophilia Clinic
Directors of Canada gives me the opportu-
nity to offer our scientific community a state
of the art expertise on the biology of the
endothelium. After my fellowship, I will
return to Montreal to join the team of aca-
demic hematologists at Maisonneuve-
Rosemont Hospital. My main mandate upon
return will be to develop a research program
oriented toward the resolution of clinically
pertinent coagulation issues.

Novo Nordisk
Canada Inc. –
CHS – AHCDC
Fellowship in
Congenital and
Acquired Bleeding
Disorders 

The Novo Nordisk 
Canada Inc. – Canadian
Hemophilia Society –
Association of
Hemophilia Clinic
Directors of Canada
Fellowship in Congenital
and Acquired Bleeding
Disorders is a fellowship
program established in
the fall of 2001. Novo
Nordisk has a leading
position within areas
such as coagulation dis-
orders, and manufactures
and markets pharmaceu-
tical products and servic-
es that make a signifi-
cant difference to
patients, the medical
profession and society.

The goal of this fellow-
ship program is to pro-
vide fellows in hematol-
ogy or other relevant
fields the opportunity 
to acquire clinical or
research skills necessary
to improve the care 
and quality of lives of
patients with hemophilia
and other congenital 
or acquired bleeding 
disorders. The following
report describes the 
project funded in 2003.

CARE UNTIL CURE
Development of a
Clinical/Laboratory Screening
Tool for Women Presenting 
with Menorrhagia

Mary-Frances Scully, MD 
Memorial University, St. John’s,
Newfoundland

This study will include 100 women 
seen by gynecologists in the Health Care
Corporation of St. John’s, Newfoundland
because of menstrual periods that are
heavy and/or last a long time. Those
women who wish to participate in the
study will be referred by their gynecologist
to a hematologist for investigation of the
possibility of an underlying, undiagnosed
hereditary bleeding disorder.

Hereditary bleeding disorders are
responsible for problems with blood clot-
ting and can be very serious, even life-
threatening. Hereditary bleeding disorders
occur in up to 1% of the population. In
women with menstrual periods that are
heavy and/or prolonged, however, heredi-
tary bleeding disorders may be found in up
to 20%. Currently, testing for hereditary
bleeding disorders is costly and time con-
suming. For these reasons, women with
heavy/prolonged menstrual periods are not
routinely investigated for hereditary bleed-
ing disorders. Because of the high preva-
lence of hereditary bleeding disorders in
women with heavy or long periods it will be
useful to develop an easier way to test those
women for hereditary bleeding disorders.

Women who are part of the study will
undergo routine screening for hereditary
bleeding disorders, which involves obtain-
ing a detailed medical and family history as
well as laboratory testing. Based on the
results of the history and testing it will be
determined what aspects of the patient’s
history and what laboratory tests are most
useful in diagnosing a hereditary bleeding
disorder associated with menstrual prob-
lems. These results will be compiled into a
single diagnostic tool that can be used by
gynecologists to investigate their patients
presenting with heavy and/or prolonged
periods for hereditary bleeding disorders.
Such a tool will result in a more rapid and
cost effective diagnosis. It will also help
identify women with a hereditary bleeding
disorder who might not otherwise be iden-
tified and thereby allowing them to get
proper treatment.

f o c u s  o n r e s e a r c h



H E M O P H I L I A  T O D A Y F A L L  2 0 0 318 m e d i c a l  n e w s

PAIN - 
THE FIFTH VITAL SIGN

Maureen Brownlow, Social worker, IWK
Grace Health Centre, Halifax; Co-Chair,
CHS Pain Management Working Group

In our first article in this
series on pain and pain man-
agement, a consumer sug-
gested, “Suffering along in
silence is certainly not the
way to cope.” At the recent
CHS 50th Anniversary
Celebration in Montreal,
Michel, Ian and Francis, all
people with pain related to
their bleeding disorders
shared their stories about
how they and their families
have worked to deal with
the impact of pain on their
lives. Their presentations
were received with such
enthusiasm that they agreed
to have them included in
this series. Their ages and
situations are different, but
they speak of working with
a variety of health care pro-
fessionals and family mem-
bers to arrive at a plan that
meets their needs. Successful
pain management, for most
people, is a work in progress,
requiring a variety of strate-
gies in different situations…
including cats, dragons and
golf! 

� I Like to Call Pain
the “Dragon”

By Ian DeAbreu

My name is Ian DeAbreu. I am 35 years
old, co-infected, and have severe

hemophilia A. With regards to pain and
bleeding, I have two target joints: the right
elbow and left knee. These joints are in poor
condition and both have been candidates
for replacement for some five years now.

I’m active. I hold an automobile
mechanic licence. I have designed and built
our cottage, and still insist on being
involved in all repairs and renovations
around the house. I still enjoy wood work.

It’s interesting
that I should be
asked to describe
the pain I live
with and how I
manage it. I never
considered myself
one to take drugs
to manage pain, at
least not in the
obvious sense like
taking Tylenol,
because I rarely

do this. While preparing for this talk, it
became clear that, consciously or not, I do
have a strategy and do in fact take drugs to
manage my pain. I infuse with clotting fac-
tor on a prophylactic basis to prevent
bleeds and thereby prevent episodes of
pain. I take Celebrex®, not every day as I
should, but when I start to feel constant
nagging pain or know that I will be
involved in activity the next day.

I experience pain daily. It can be mild or
severe. It can be relentless. It can some-
times be unpredictable. I associate my pain
with an imaginary companion I like to call
the dragon. This dragon travels with me all
day, every day. He makes it his point to
remind me when I am doing something
destructive by breathing his heat and mak-
ing me uncomfortable. As I like being
active, I would hate to see the trouble I
might get into if I could silence this dragon
completely.

My pain has progressed significantly in
the last six years. It has an impact on most
aspects of my life. My ability to climb

stairs, walk distances (especially on uneven
ground), type at the computer, hammer a
nail and open a jar, to mention only some
examples, have all been affected. On days
when the pain is extreme, it can have a
negative impact on my mood and some-
times does affect those around me.

I have experienced no challenges in
obtaining good pain control because I have
never focused on pain control. I have never
asked for a referral to a pain control spe-
cialist. Until recently, I was unaware that
such a specialist even existed. It would be
interesting to see how I could slot yet
another specialist into my growing list of
medical appointments.

Right or wrong, my perception is that
visiting a pain control specialist will result
in being advised to start consuming yet
another drug.

Living with hemophilia and being co-
infected requires me to make my daily
activities revolve around the eight drugs I
take. Any way you look at it these drugs,
injected or ingested, have to be processed
by my body. Drugs in combination make a
“chemical soup” of sorts leaving one to

wonder about the possibility of drug inter-
actions. With co-infection in mind, now
consider that some of the eight drugs I
consume are amongst the most toxic, being
processed by a liver struggling with HCV. I
find myself thinking daily about what I
take in and whether or not it may result in
further liver injury.

Beyond issues of interactions and co-
infections, I am also concerned that the
severity of my pain would require a very
strong pain killer. Something strong
enough to negate my pain could result in a
dulling of the senses and impairment or
reduction in my overall ability to function.
I live in a small community where there is
no public transit and driving an automo-
bile is a necessity, not an option. Besides
that, I don’t like living in a cloud.

It’s not to say that managing pain by tak-
ing pain killers can’t work for someone, but
it’s still a matter of choice. I believe you have
to be comfortable with the idea and it has to
be a good fit with your personal situation.

I infuse with 
clotting factor on a
prophylactic basis
to prevent bleeds

and thereby 
prevent episodes 

of pain.

MEDICAL
NEWS

I believe you have to be 
comfortable …and it has to be
a good fit with your personal
situation.
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� My Cat Helps me
to Manage my Pain

By Francis Roy

Iwould like to thank the organizers of the
conference for inviting me to participate

in this workshop on managing pain.
My name is Francis Roy. I am 13 years

old and I live in Mont-Laurier with my
parents and my younger sister, Cassey.
Mont-Laurier is a small town, a three-hour
drive north of Montreal.

I am a severe hemophiliac with factor
IX deficiency. I developed a factor IX
inhibitor when I was still a baby. People
tell me that when I was a kid I was a little
rascal who wanted to try everything. This

probably partly
explains why I
had to be hospi-
talized so many
times to treat
bleeding. Dr.
Rivard tried
numerous times
to get rid of my
inhibitor but
without success.

I now know I
have to get treat-
ment as soon as
possible when I
think I am bleed-
ing. Sometimes I
think I can get
away without
treatment and I
wait before
telling my moth-
er. This is often
how the pain gets

very bad (but not always). Since I bleed
quite often, I am often in pain, which I
don’t like; this is why I think managing the
pain is very important.

When I’m in pain, I tend to express it by
complaining verbally (to tell the truth, by
screaming). My family doesn’t like to see
me suffer and they do their best to comfort
me and distract me. My mother gives me
my Niastase and also morphine for the pain
if necessary. My sister tries to watch TV
with me. My father talks to me about
hunting and fishing, which I’m crazy about,
and we often look at magazines together.

I can inject my treatment myself but
when I’m in a lot of pain I prefer my
mother does it for me.

Sometimes applying ice helps a bit. I

� Five Joint Replace-
ments/Fusions…
And I Still Have a Slice
By Michel Lalonde

I am a 49-year-old with severe hemophilia
A (factor VIII deficiency).

I have had a total of five joint replace-
ments/fusions since 1975:
• a total right knee replacement in 1975
• a right ankle fusion in 1986
• a left ankle fusion in 1988
• a total left knee replacement in 1990
• a right elbow replacement in 1999.

My mother gives
me my Niastase

and also morphine
for the pain if
necessary. My 

sister tries to watch
TV with me. My
father talks to me

about hunting and
fishing, which I’m
crazy about, and

we often look 
at magazines

together.

have several orthoses I can use to immobi-
lize the affected joint if the bleeding is in
the joint. I also use crutches or my wheel-
chair when I have to. Because I had many
hemorrhages, I didn’t go to school for a
few years. I have been back at school since
September 2002 and I love it. I have a lot
less bleeding because I am more active and
my muscles are stronger.

Last summer I rode my bike and had
to use my leg to keep my balance. I didn’t
think I had hurt myself but I started to
bleed in a large muscle in my abdomen –
the psoas. I was doubled up in my wheel-
chair when I got to Ste-Justine. I was in
great pain and the morphine my mother
gave me every 3 or 4 hours didn’t control
my pain. At the hospital the pain manage-
ment team put me on a pump so I could
administer extra doses of morphine myself
when I felt pain. I didn’t have to ask for
and wait to get my painkiller. It was also
very useful when I started to move around
again with the help of Nichan, my physio-
therapist. I manage my pain and can do
my exercises better.

When I’m not bleeding, I don’t need
anything for pain.

One last thing. When I’m at home, I
find that my cat helps me a lot to manage
my pain. I see a huge difference since he
became part of our lives. My family says
the same thing as me; they see a big differ-
ence since we got our cat.

I had quite numerous bleeding episodes
at a young age and throughout my teenage
years which caused great stress on the
joints and much pain. This affected my
school and social life. For example, a
bleeding episode in the knee could occur
within a few hours without physical stress
on the joint itself. Before the elbow
replacement in 1999, I was in tremendous
pain continuously for a period of about 8
months to the point of having to stop
working.

To manage the pain caused by bleeding
in the joints, factor VIII has been compara-
ble to the invention of the wheel or the
microwave. It could control the bleeding,

which would
most of the time
control the pain.
In turn, this
improved my
quality of life. In
the most serious
cases, however,
only strong med-
icines such as
morphine could
alleviate the pain
and then, not
always.
Ultimately, the
operations

(replacement/fusion) were godsends and
did relieve the pain.

Dr. Denis Desjardins, an orthopedic
surgeon, and the medical team from the
Ottawa Campus of the General Hospital

have contributed greatly to improving my
physical quality of life. Even when factor
VIII was controlling the bleeding episodes,
the pain sometimes did not subside.
Surgery was then the only alternative to
eliminating the pain in my case.

On a personal note, I have a very sup-
portive wife, a wonderful family and
friends. I retired three years ago after 19
years as a nursing orderly in a rehabilita-
tion institute in Ottawa. I really enjoyed
my work.

I do not run or skate and I avoid stairs
like the plague. My wife and I play golf (I
still have a slice) and I am able to enjoy
some travel and visit family and friends.

Overall, I believe my life is good!

To manage the
pain caused by
bleeding in the

joints, factor VIII
has been compara-

ble to the inven-
tion of the wheel
or the microwave.

When I’m at home, I find 
that my cat helps me a lot to
manage my pain. I see a huge
difference since he became
part of our lives.

My wife and I play golf (I still
have a slice) and I am able to
enjoy some travel and visit
family and friends.
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CHAPTER 
SPOTLIGHT

BRIDGING THE GAP
Second Annual Maritime
Family Weekend

By Tradina Meadows, CHS Regional
Coordinator, Maritime Region

The Second Annual Maritime Family
Weekend was held in Brackley Beach, PEI,
on September 5-7, 2003. Over 300 people
from across Nova Scotia, New Brunswick
and Prince Edward Island attended. This
year’s theme “Bridging the Gap” focused
on families learning about and coping with
inherited bleeding disorders.

For the first time in the Maritime
region, a grandparents’ session was intro-
duced into the educational portion of the
family weekend. Maureen Brownlow, the
social worker from the IWK Health Centre
in Halifax, did an excellent job facilitating
this session. The grandparents were able to
discuss and share with one another their
feelings of guilt, anger and denial. These
sentiments were echoed throughout the
day in the other sessions that included a
mothers’ group, a fathers’ session and a
youth session. The discussion, led by Colin
Craig and James Kiberd, dealt with bleed-
ing disorders and careers. Other sessions
throughout the weekend included a talk by
Carrie Keizer, a local dietician, on nutrition
and bleeding disorders, and a VWD session
by Patricia Stewart. Carol Mayes, the Saint
John Nurse Coordinator; Sue Anne Hawes,
Pediatric Nurse Coordinator at the Halifax
IWK; and Lynn Payne, Nurse Coordinator
at the IWK, presented the Guide to the ER
for Persons with Bleeding Disorders. These
nurses also did an excellent job with their
talk on bleeding disorders to the 7- to 11-
year-olds. A very informative session was
also given by Dr Bethune on children with
bleeding disorders and the new school
year. Tracey Doran and her team of early
childhood educators did an excellent job
providing age appropriate activities to the
children.

A thank you goes out to the members of
the planning committee: Elaine MacCrae,
Brian Whitehead, Dan Doran, Betty Anne
Hines, Pauline Peters, Lawry Macleod,

Rachel Cormier and Liane Curtis, but
especially to JoAnn and Colin Craig
who worked around the clock to
ensure that the weekend was a success.

Families bonding over lobster sup-

pers, campfires and
smiles on children’s
faces during an after-
noon frolic in the
dunk tank were just
some of the weekend
highlights. JoAnn
Craig summed it up
best in her welcome
message to the fami-
lies, ”As long as we all
leave here with some-
thing—new knowl-
edge, new friends, or
even new hope—our
mission will have been
accomplished.”

The Second Annual Maritime Family
Weekend was made possible through the
generous support of industry partners
Baxter BioScience, Bayer and Wyeth.

Fortieth Anniversary
Celebrations in Central
Western Ontario
By Helen Adams

On July 26, 2003, the Central Western
Region of Hemophilia Ontario celebrated
its 40th Anniversary with a barbeque for its

members!  It was an excellent opportunity to have
fun and remember the years we have spent togeth-
er. Thanks to the generous support of Baxter
BioScience, each child received a camping blanket,
a camera and other camping equipment. In addi-
tion, the adults received golf shirts and the children
got t-shirts with the 40th anniversary logo on them.
It rained as the barbeque began but the sun came
out and the clouds stayed away from then on.
Sixty-seven people attended and participated in
water games, ate great food and cake as well as re-
connected with each other. There were
some new families who also enjoyed the
day. A clown painted the children’s faces
and made balloon characters. The event
also allowed us the opportunity to recog-
nize Julia Sek for her years of dedication
as the Hemophilia Nurse Coordinator in
the Central Western Ontario Region and
wish her well in her future endeavors.

The Central Western Ontario Region
also received congratulations from Prime
Minister Jean Chrétien, Ontario Premier
Ernie Eves and Hamilton’s Mayor Robert
Wade. We hope we have many more years
in the Central Western Community,
supporting our members.

This event was made possible through
the support of Baxter BioScience.

Brian Whitehead and Colin Craig holding the blanket for the winning horse at the Charlottetown Racetrack.

Dr Irwin Walker, Adult Hematologist at the Hemophilia
Program, speaking with Diane Norman and Alan Sutton,
members of the Central Western Ontario Region.

Kids participating in some of the water activities.



The opening speeches at the Medical Symposium with representatives from the Association sénégalaise des hémophiles, the World Federation of
Hemophilia, the Centre national de transfusion sanguine, family physicians, the Ministry of Health and the Quebec Chapter of the CHS.
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THE
GLOBAL 
PERSPECTIVE

Eric Stolte 
Chair, International Projects Committee

By Patricia Stewart

The Québec Chapter (CHSQ) has
been working with the Association
Sénégalaise des hémophiles (ASH)

since 1997 and it has been a true learning
process.

Over the years, communication differ-
ences had to be overcome on both sides for
us to come to a working agreement. World
Federation of Hemophilia Congresses gave
us the chance to meet our partners face to
face, ask specific questions and learn more
about each other’s needs and expectations.
Canada has a North American work ethic
of efficiency, speed and productivity. Africa
works at a different speed with an oral tra-
dition and demanding protocol. Our prior-
ities were not necessarily those of ASH and
vice-versa. There were also cultural differ-
ences to which we had to adjust. It took
time to clarify all this.

A working plan was signed in
November 2000 when François Laroche,
CHSQ volunteer, and Claudine Amesse,
nurse at the HTC at l’Hôpital Ste-Justine,
visited Senegal. Some of the goals identi-
fied then included increasing diagnosis
(only 10% of hemophiliacs were  diag-
nosed), equipping a permanent office for
the ASH with a computer, fax and printer,
sharing French educational materials on
hemophilia, physiotherapy as well as med-
ical information, improving treatment for
hemophiliacs by funding medical person-
nel to attend WFH congresses and sharing
information on volunteer organizations.
Funding for these projects came from a
number of sources including the WFH,
CHS, CHSQ and the cooperation of
l’Hôpital Ste-Justine.

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

QUÉBEC – SENEGAL 
Twinning Project

In addition to the above, there have
been a number of accomplishments and
encouraging results:

• The number of hemophiliacs diag-
nosed in 1999 was 118. In 2002 this num-
ber rose to 201, a 70% increase. There was
also a 24% increase in the number of
patients followed during the year.

• Information sessions for families were
held during the visit in November 2000.

• Conferences for doctors, physiothera-
pists, pharmacists and families were held
during the visit by Patricia Stewart
(CHSQ), Assad Haffar (WFH) and Nichan
Zourikian, physiotherapist from l’Hôpital
Ste-Justine, in March 2003.

• Treatment itself has slightly improved.
While the only concentrates Senegal

receives are donated through the WFH,
partly thanks to the lobbying efforts of
the President of ASH, Mrs. Anta Sar, and
the treating hematologist, Dr. Saliou
Diop, blood donations in Senegal are now
tested for hepatitis B and C as well as
HIV and the Centre national de transfu-
sion sanguine (Blood Transfusion
Service) is able to make cryoprecipitate in
an emergency. However the triple bags
necessary for this process are expensive
and difficult to obtain, so this treatment
is not used regularly.

In future, Dr. Diop will be working with
the Hemophilia Centre in Lille, France as
part of a WFH medical
twinning project. He,
along with lab techni-
cians and physiothera-
pists, will have access
to training specifically
for hemophilia care.

The treatment and
organization models in
Senegal and Québec
are extremely different.
We’ve gained a great
deal from the sharing
of experiences, not to
mention from personal
contacts. Members of
the CHSQ have
increased their appreci-
ation for the services hemophiliacs enjoy
here and are committed to continuing our
efforts by sharing our knowledge and
expertise with other organizations. We are
richer for the experience.

The official opening of the office of the Association sénégalaise des hémophiles at the Centre national de transfusion sanguine in Dakar.

The Québec
Chapter (CHSQ)
has been work-
ing with the
Association
Sénégalaise
des hémophiles
(ASH) since
1997 and it 
has been a 
true learning
process.
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BLOOD
THE

FACTOR
David Page, 
CHS Blood Safety Coordinator

Gene Therapy: 
Two Steps Forward,
Two Steps Back
By David Page

T
wo views were put forward at the Sixth
Workshop on Gene Therapies for
Hemophilia organized by the National

Hemophilia Foundation in La Jolla,
California on April 25-26, 2003. One view
was that research in gene therapy has been a
failure, that it has reached a dead end, and
that there is little hope for a cure. The second
view was that, despite recent setbacks, basic
knowledge is growing every year, that novel
approaches are being investigated, and that
gene therapy remains the answer for the hun-
dreds of thousands of people who suffer from
hemophilia A and B. Whatever their view,
most speakers acknowledged that the chal-
lenges have been greater than anticipated and
that a cure through gene therapy is still, at
best, several years away.

One speaker spoke of a safe passage from
infusion therapy to gene transfer. She defined
successful gene therapy as bringing FVIII and
IX levels to a point where spontaneous bleeds
are prevented (5% of normal?), that one dose
is sufficient for life, that the therapy is not
toxic, that it sparks no immune reaction to
the gene or the delivery vector, that there is
no germline transmission of the vector from
generation to generation, and that the thera-
py is affordable. It is interesting to note that,
except for the frequency of dose, the issue of
affordability and the problem of inhibitors,
current infusion therapy already meets these
criteria.

A major setback to gene therapy occurred
in the last year when two children developed
a leukemia-like disease. The children were
part of a group of nine who had been cured
of severe combined immune-deficiency
(SCID) by inserting the missing gene using a
retrovirus. The U.S. Food and Drug
Administration ordered that trials using simi-
lar gene delivery vectors be stopped.

Phase 1 trials for hemophilia gene therapy
(to measure the treatment’s toxicity) have
also encountered setbacks, though none so
dramatic. All human trials involving gene
therapies for hemophilia are currently on

Hemophilia in Senegal
A Physiotherapist’s Experience

By Nichan Zourikian, Physiotherapist,
l’Hôpital Ste-Justine, Montreal

Ithank you for having given me the
opportunity to experience in person
how a country like Senegal and its peo-

ple try to deal with hemophilia, a relatively
rare and high-cost condition. No matter
how much one reads in books, sees pictures,
hears stories and tries to imagine and pre-
pare for the situation, it was really a sober-
ing and eye-opening experience.

After having given my three presenta-
tions, and exchanged with everyone
involved during the week we were there, it
became clear that most of the hemophilia
care and follow-up of patients was being
shouldered by Dr. Saliou Diop, a young,
bright and keen hematologist. Most of the
Senegal hemophilia association work was
likewise being carried out by only one per-
son, Anta Sar, a pharmacist and owner of
her own pharmacy.

The afternoon “physiotherapy work-
shop”, where various patients with their dif-
ferent musculoskeletal complaints came up
to the front to obtain a physiotherapy opin-
ion, was probably very helpful for everyone.
It was certainly a good way to show the peo-
ple, other physiotherapists and doctors
alike, “live” clinical cases, after having sat
through the previous two days of medical
presentations.

What really left me with a lasting
impression was a little 7-year-old who came
for an opinion on a knee synovitis. Upon
initial examination I noticed that his limp-
ing gait was way too pronounced for the
amount of knee swelling he presented! This,
especially since he was examined right after
another boy, slightly older, who had a very
similar swollen, chronic (non-acute)
knee with only the slightest evidence of a
limp! Sadly, further examination revealed

an almost completely paralyzed quadriceps,
already there for a relatively long 6 months,
likely due to an inadequately treated psoas
bleed. This resulted in femoral nerve
involvement and was complicated by inade-
quate rest and physiotherapy follow-up.
Another observation was that almost half of
the boys had either moderate or severe
hemophilia and still presented advanced
joint involvement typically seen in Canada
only in patients with inhibitors.

Notwithstanding the fact that lack of
adequate factor replacement was the pri-
mary cause of these patients’ handicap lev-
els, I ask myself the following question:
Could better education re the physiothera-
py/musculoskeletal complications and treat-
ment of hemophilia of the patients/
families as well as of the physios, physia-
trists and other doctors have helped to avert
the 7-year-old’s very tragic/unfortunate
handicap? 

The concept of a team approach was not
yet established, and patients were often
referred to the musculoskeletal specialists
(i.e. physiotherapists, physiatrists and
orthopedists) only after serious joint prob-
lems were established. Often when we asked
what was the treatment they were getting
for their musculoskeletal involvement, they
showed some basic passive joint stretches.
As I had mentioned to physios and patients
alike, the stretches were good, but there was
so much more to offer.

Physiotherapy treatment, as well as all
other medical care in Senegal, is not paid
for by the government and the people in
general cannot afford the basic health care
services that we take for granted here in
Canada. The musculoskeletal specialists
were aware of basic orthopedic principles,
but not of the special considerations of
hemophilia related problems. The patients
themselves and their families were unfortu-
nately not knowledgeable at all about their
conditions and hemophilia in general. Most
of the boys, for example, did not know
whether they were severe, moderate or mild.
One thing was certain though: everybody

present seemed eager to learn
more about hemophilia.

I will definitely keep in touch
with the doctors and physios 
and try to get across to them 
the importance of hemophilia
education.

*If anyone reading this is 
interested in becoming e-mail/pen
pals with a Senegalese boy, please
contact Nichan Zourikian at 
Tel: (514) 345-4607 or E-mail:
nichan_zourikian@ssss.gouv.qc.caNichan Zourikian, physiotherapist at Hôpital Ste-Justine in Montreal, examining a

young boy with severe hemophilia.
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hold. There is a different reason for this in
each of the trials. They include:
- factor levels not rising sufficiently, or for a

long enough time;
- the treatment causing raised liver enzymes;
- difficulty in recruiting study subjects.

Meanwhile, basic research to find better
viral vectors to deliver the FVIII or IX gene
continues in animal models.

Human trials are also being conducted
using approaches which do not use vectors.
These include:
• transkaryotic therapy™ in which a dermal

fibroblast from a skin biopsy is collected; the
FVIII cells are removed, modified, cloned
and then injected into the fatty tissue of the
liver;

• suppression of nonsense mutations – 
present in approximately 20% of people
with hemophilia A or B – through the oral
administration of an inexpensive aminogly-
coside antibiotic, gentamicin. This is called
translational bypass therapy.

Other research is being conducted with
animals involving:
• the production of milk from transgenic pigs

containing high levels of human FIX;
• the production of a FVIII molecule with a

longer half-life;
• the secretion of activated FVIIa for 

hemophilia with inhibitors;
• the use of stem cells to deliver the FVIII or

IX gene;
• novel, more effective, compounds for 

translational bypass therapy.
A round-table discussion at the conclu-

sion of the workshop, involving both
patients, scientists and regulators, raised
some interesting issues. First, the major play-
ers in the pharmaceutical industry were chal-
lenged to invest massively in a cure for hemo-
philia. Second, given that children and people
with active liver disease or weakened immune
systems are ineligible for most clinical trials
in gene therapy, the problem of recruitment
was raised. Researchers may need to start to
look outside the U.S. for study subjects.
Questions of approving study protocols,
informed consent and eventual access to
licensed therapies by research volunteers in
the Developing World will arise.

After two days of being exposed to the
incredible work of these hemophilia gene
researchers, I left La Jolla with the view that a
“cure” for hemophilia is a realistic goal, but
that we do not know today when or from
what direction the real breakthroughs will
come.

This article originally appeared in the June
2003 issue of Hemophilia World, published
quarterly by the World Federation of
Hemophilia.

By David Page and Bruce Ritchie, M.D.

An Italian study by Azzi et al (Blood, 15
October 2001, Vol 98, No 8, pages 2571-2573)
found that TT Virus was present in some lots of
1st-generation recombinant clotting factor concen-
trates (Recombinate®, Kogenate®) but not in 2nd-
or 3rd-generation products (Kogenate FS®, Helixate
FS®, ReFacto®, BeneFIX®) which have little or no
exposure to human albumin. The lots in question
were produced in the early days before recombi-
nant Factor VIII, and the albumin added as a sta-
bilizer, was pasteurized.

(Editor’s note: First-generation recombinant
products use albumin as a nutrient in the production
of the factor VIII protein and as a stabilizer in the
final bottle. Second-generation products only use
albumin as a nutrient in the tissue culture; as a
result, residual amounts are not measurable. Third-
generation products do not use human or animal
proteins at all.)

TT Virus, or TTV, is a small, non-lipid-coated,
single-stranded DNA virus of the Circoviridae
family. There is no evidence at this time that the

By David Page

Measures introduced by the Canadian Blood
Services and Héma-Québec to reduce the risk
from West Nile Virus (WNV) appear to have been
effective for the summer 2003 season. Information
presented by Dr. Gilles Delage, Senior Director for
Medical Affairs at Héma-Québec, at the October
meeting of Héma-Québec’s Safety Committee,
revealed that there has been no evidence of trans-
fusion-transmitted WNV infection in Canada. A
very small number of cases has occurred among
recipients of fresh blood components in the U.S.
where the incidence of infection in the population
was higher.

On or just before July 1, 2003, blood operators
in North America introduced an experimental
PCR test to detect donors in the viremic period for
WNV. While this test intercepted no infectious
donors in Québec, 14 positive PCR results were
obtained by the Canadian Blood Services (CBS),
10 of which were from Saskatchewan, the province
hardest hit by the mosquito-borne epidemic. The
number of positive results among U.S. donors
already exceeds 600.

In May 2003, the CHS held consumer work-
shops on a variety of topics, including the safety
and supply of clotting factor concentrates. In
that workshop, mention of TT Virus in recom-
binant products sparked considerable interest.
Hemophilia Today is thus publishing this short
review of the relevant study.

In the general population, over 1000 Canadians
were diagnosed with symptoms from WNV, includ-
ing 621 in Saskatchewan, 224 in Alberta, 116 in
Manitoba, 67 in Ontario and 14 in Québec. Seven
people have died.

With the onset of colder weather, the 2003 epi-
demic has ended in Canada. Questions remain,
however, for the coming months. Should blood
operators suspend testing donors during the winter
months when risk from WNV in Canada is non-
existent? Should a geographical exclusion be intro-
duced for donors who have visited areas in the
southern U.S. where WNV may persist longer?
Should blood operators move from mini-pool PCR
testing to testing individual donations, which is
believed to be more sensitive?

In July 2003, Dr. Tom Alloway, President of the
CHS, wrote to the CBS, Héma-Québec and Health
Canada commending them for their efforts in
reducing the risk from WNV in Canada.

It should be noted that strong evidence exists
that WNV cannot be transmitted by virally-inacti-
vated blood products such as plasma-derived clot-
ting factor concentrates.

The 2003 West Nile Virus Season

No Cases Transmitted by Transfusion in Canada

virus causes significant disease. It is known that it
can be transmitted by the fecal-oral route, and
from mother to fetus. It is possible that it can be
transmitted by the oral route as it is present in
saliva. It also seems likely it is transmitted by
blood as a high rate of infection was found in
patients receiving multiple transfusions or plasma-
derived clotting factor concentrates. A significant
minority of people seem to completely clear the
virus from their systems over a period of months.

In addition, the study found that some patients
who tested negative for TTV were found to be
positive after receiving 1st-generation recombinant
products. The researchers could not prove that this
infection was actually caused by the recombinant
products. It is worth noting that infections also
occurred in some patients receiving 2nd-generation
products. As these products were not shown to
contain TTV, this likley indicates community-
acquired infection.

Many viruses infect large numbers of humans
without causing significant disease. TTV may well
be one of these. While it seems unlikely based on
current evidence that TTV is pathogenic, it might
serve as a marker for an unknown disease. These
findings reinforce the current tendency to favour
recombinant clotting factor concentrates which
have been pasteurized or do not use albumin as a
stabilizer. They also underline the importance of
continuing surveillance of patients with hemophil-
ia even if they have been treated exclusively with
recombinant products.

TT Virus Found in First-Generation Recombinant
Products and in Some Hemophiliacs
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This section is related specifically to women
with bleeding disorders and their families. All
articles are reviewed by physicians to ensure
medical accuracy. 
If you have any questions, comments or ideas,
feel free to contact me, Patricia Stewart, at the
following addresses: 
Phone & Fax: 418-884-2208 or e-mail:
stewart.page@globetrotter.ca or simply put pen
to paper and mail to: 389, R.R. # 4, La Durantaye,
Quebec G0R 1W0
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Patricia Stewart

My Journey to a
VWD Diagnosis
By Ann Wood

Von Willebrand
Disease is my con-
stant companion.

I have worried about it
most of my life, although
I never even knew I had
the disease until a few
years ago.

I had lived under a cloud of fear. When
I was three, my six-year-old brother, Bruce,
hemorrhaged to death following a tonsil-
lectomy, performed by a specialist in a city
hospital. The family knew how he’d died,
but not why. When giving this family histo-
ry to doctors, there were two responses:
“That was so long ago, it doesn’t matter,”
or just silence.

This cloud of fear stayed with me as I
grew up. What about my children, grand-
children and other relatives? Would the same
thing happen to one of them? If so, would
the doctors be able to stop the bleeding, or
would the unthinkable happen? When chil-
dren or grandchildren had their tonsils out,
the fear was unbearable. Unfortunately, I
passed my fear onto my children.

There were the many bruises I’d
acquired, often without knowledge of how
I’d gotten them; I thought I just bruised
easily. Even a mosquito bite can leave a
bruise. Only once has a doctor asked about
my bruises. Nosebleeds were another sign,
as were the wonderful bruises I got when a
tooth was pulled. I looked like I’d been
used as a punching bag. “About one patient
in a thousand bruises like that,” the dentist
had told me.

Heavy periods and
pain were part of life.
The doctor told me
they would go away
once I’d had a child.
Not so! After
laparoscopy, I was left
with a huge, black
bruise, pain and
exhaustion. They dis-
missed the bruise and
couldn’t find the
cause of my pain and
exhaustion. I’d been
told I’d miss one to
two days of work.
Actually, I missed two
months.

Following abdomi-
nal surgery I bled and
was given a transfu-
sion. The doctor was
very perplexed and
didn’t know what was
wrong. Since I was on
the waiting list for
another surgery, they
needed to know the
reason I bled, so I was
sent to a hematologist.
The results were nega-
tive the first time I
was tested. Because of
the detailed personal
and family history I
had given them, they continued testing. My
daughter had tested positive the first time,
so they treated me for von Willebrand
Disease and my surgery went ahead with
no complications. Four tests were done
before a positive VWD result showed up.
Once I was diagnosed, however, my fear
lifted. I knew help was available.

Shortly after I was diagnosed, while
travelling to Alberta, we stopped in Swift
Current to stretch our legs. In the mall was
a display on von Willebrand Disease. I con-
tacted the Hemophilia Saskatchewan office
and Marion Stolte gave me all kinds of
information. The books and brochures not
only answered many of my questions, but
also taught me that my companion had
given me many clues throughout my life.
What I’d accepted as normal, were in fact,
classic symptoms of von Willebrand
Disease. That the doctors had never diag-
nosed it was also very normal due to the
fact that many in the medical field do not
know about VWD.

This fact was reinforced some months
ago when I had an invasive procedure. The
specialist performing the procedure didn’t

feel it was necessary to
contact the hematolo-
gist, so I did. When con-
tacted, he had me come
in for a blood test a few
days before my proce-
dure. Once he’d written
the orders out for
DDAVP, he took me to
the unit where I’d be
having the test. Upon
learning that the head
nurse was not available,
he instructed the unit
clerk to put the order
sheet in my file and to
make sure the head nurse
saw it. He then turned to
me and instructed me
not to allow them to do
the procedure until
they’d given me the
DDAVP, just in case a
biopsy was taken.

Upon arriving at the
unit the day of my pro-
cedure, the treatment I
received was very differ-
ent from the last time I’d
been in for the test. The
nurse who took my his-
tory had never heard of
von Willibrand Disease
and asked how you got
it. My nurse for the day

was informed that I was the lady with the
bleeding problem. As each nurse came near
my bed, she was told, “This is the lady with
the bleeding problem.” My nurse asked
another nurse to administer the DDAVP as
she’d never done it before. The nurse who
administered the DDAVP was concerned
because she’d only given it intravenously
and never sub-cutaneously. She scurried
around to find the right kind of needle and
asked where it had been given to me before.

Although another patient was scheduled
to go ahead of me, my nurse insisted that I
have my procedure first. The hematologist
had ordered the DDAVP to be given to me
one hour before my procedure, and that
hour was up. This was very amusing, reas-
suring and concerning. The nurses were
going the extra mile to make sure I was
properly looked after. I appreciated their
care and concern, but what would happen
if I couldn’t contact the hematologist ahead
of time? Would anyone know what to do? I
would have to be assertive.

Knowledge, along with MedicAlert, has
empowered me and given me peace of
mind.

TRAVELLING TO ALBERTA,
WE STOPPED IN 

SWIFT CURRENT TO
STRETCH OUR LEGS. 
IN THE MALL WAS A 

DISPLAY ON VON
WILLEBRAND DISEASE. 

I CONTACTED THE
HEMOPHILIA

SASKATCHEWAN OFFICE
AND MARION STOLTE 
GAVE ME ALL KINDS 
OF INFORMATION.

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


