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

The purpose of Hemophilia Today is to inform the hemophilia
and bleeding disorders community about current news and
relevant issues. Publications and speakers may freely use the
information contained herein, provided a credit line including the
volume number of the issue is given. Opinions expressed are those
of the writers and do not necessarily reflect the views of the CHS.
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medicine and in no circumstances recommends particular
treatments for specific individuals. In all cases, it is recommended
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Brand names of treatment products are provided for
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The year 2009 marks the 30th anniversary since the establishment of hemophilia
treatment centres (HTCs) in Canada. Here is a brief history of how these clinics came
to be and how they have revolutionized the lives of people with bleeding disorders

across the country.
In the late 1970s, home care with clotting factor concentrates became the standard

treatment for most patients with severe hemophilia A and B. In 1978, a landmark
national conference of health professionals and members of the CHS, held in Winnipeg,
yielded consensus on the need to establish care for people with hemophilia by
multidisciplinary teams based at specialized treatment centres. HTCs served as the point
of contact for people with hemophilia living in both urban and remote areas and, in the
event of a recall, notified patients and ensured the prompt withdrawal of the blood
products from patient home inventories.

In general, each hemophilia treatment centre received its own separate protected
budget for core staff: a medical director, nurse coordinator, physiotherapist, social worker
and, in some cases, administrative support. Alberta and Quebec led the way by setting up
the first hemophilia programs in 1978 and 1979. With the exception of the nurse
coordinator, most members of the care team spent only a small portion of their total
work hours treating people with bleeding disorders. Other specialties such as orthopedics
were integrated into the multidisciplinary approach (called comprehensive care) and
referred to as needed.

Coagulation products were provided separately by the Canadian Red Cross. Over time,
the dedicated budgets were absorbed by the hospitals that housed each HTC, which in
some cases resulted in reductions in staff and services.

In the late 1980s and early 1990s, HTCs faced the immense challenge of treating the
consequences of bloodborne pathogens in the blood supply: HIV and hepatitis C (HCV).
Consequently, infectious disease specialists and hepatologists became part of the
multidisciplinary teams for hemophilia.

In the aftermath of the contamination of patients with HIV and HCV through the
blood system, high-purity plasma products and recombinant factor concentrates were
introduced to the market in Canada in the late 1980s.

With the goals of tighter oversight of the distribution, use and tracking of factor
concentrates, and of patient outcomes, the Association of Hemophilia Clinic Directors of
Canada established the Canadian Hemophilia Registry and CHARMS (Canadian Hemophilia
Assessment and Resource Management Information System) network across Canadian HTCs.

Over the past 30 years, HTCs across Canada have collaborated closely on the
development of common policies regarding many issues related to care, treatment and
research. In 1998, a second national consensus conference (Winnipeg II) was held, during
which the need for comprehensive care standards was identified. These standards were
formally adopted by all of the stakeholder groups - patients, doctors, nurses,
physiotherapists and social workers – at a conference in Quebec City, in May 2007. This
common framework for Canadian HTCs received clear endorsement from everyone in the
bleeding disorders community. In terms of both expertise and their unique organization,
Canada’s hemophilia treatment centres have become a model for the delivery of
hemophilia care worldwide.

Much work has been done to achieve the quality of care for people with bleeding
disorders that we know today. Despite limited human resources and cuts in services, the
vast majority of our members are extremely satisfied with their care. It is vital that the
CHS and all individuals affected by a bleeding disorder ensure that these institutions are
kept intact, and continue to work to improve services over the years to come.

On behalf of the CHS and all its members, I am pleased to wish a happy 30th
anniversary to all Canadian HTCs!

François Laroche
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Comprehensive care:
is it worth fighting for?

It was a dark and stormy morning, more than a decade ago,
when the Ontario Health Care Restructuring Task Force came
to town. Physicians, staff and administrators crowded into the

muggy conference room of the hospital where I work, to hear
their recommendations. It took less than 12 minutes for those
strangers to let us know that the care and compassion delivered
to our community for more than a century was no longer needed
in this city. At least that’s what we heard. No
one spoke. No one moved. The only sound was of the wind and
rain as the storm moved closer. Seconds passed, until the familiar
sounds of pagers and overhead calls sent us hurrying back to our
patients to do what we do best.

Weeks passed and details began to fill the blanks. Our hospital
would become an Ambulatory Care Centre (the first in this
country). The transition would occur over years as services,
programs and staff transferred among the three teaching
hospitals. I will always remember the words of one of the Sisters
who calmly and wisely told us: “The Sisters of St. Joseph came
here to provide care in answer to the needs of this community. St.
Joseph’s will continue to serve our community in whatever way
we are needed and we will always give our best.” Brave words –
meant to reassure us. But for many healthcare professionals it
wasn’t enough. They found jobs in other provinces or other
countries.

Patients worried about access to care and continuity of care.

At the time, I was the chairperson of our regional chapter of
Hemophilia Ontario. We had a world-class hemophilia treatment
centre (HTC) hosted in “my” hospital and since hemophilia care is
mostly “ambulatory”, it made sense that it would stay where it
was. You would think so, but since it falls under the Division of
Hematology, it was slated to move to the other hospital. I called
an emergency meeting of our Board and invited all of our
members. I was startled by the nonchalant reaction of a few
people who wondered out loud if it really mattered where the
HTC was located. They just didn’t get it.

Fortunately, most of us recognized the serious risks in the
transfer of such a small program to another organization in the
middle of a health care paradigm shift. We began to plan our
strategy to make certain our HTC maintained its integrity during
the transfer. We agreed very quickly that we would go forward
together: patients, families and our healthcare team. We had a
long history of close collaboration and we knew we were stronger
together. This wasn’t easy work. There were many times when I
seriously doubted that I would still have my job, as I argued with
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Message
from the
President Pam Wilton, RN

my bosses for comprehensive care for hemophilia! However,
leaving the province or the country was never an option for me.
As leaders, we knew we had everything to lose, but we knew
comprehensive care was worth fighting for.

The World Federation of Hemophilia (WFH) states: “Medical
care is specialized. A person with hemophilia must receive care
from healthcare workers who have expert knowledge of the
bleeding disorder. The wide-ranging needs of people with
hemophilia and their families are best met through Hemophilia
Treatment Centres rather than by individual doctors.”

Thirty years of Comprehensive Care for hemophilia (“bleeding
disorders” is relatively new terminology) in Canada is worth
celebrating. Along with our healthcare partners, the CHS shares a
vision “to provide comprehensive care to all individuals with
inherited bleeding disorders, guided by clear standards, facilitated
by engagement with stakeholders, and driven by needs and best
practice, resulting in best outcomes”. (Canadian Comprehensive
Care Standards for Hemophilia and Other Inherited Bleeding
Disorders, June 2007)

So are you wondering if there was a happy ending to my story?
The answer isn’t simple. Our pediatric and adult clinic
co-directors both left before the HTC transferred to the other
hospital. They had each mentored replacements, who also left
soon after the transfer. The HTC staff was not cut and
administrators agreed that our patient/caregiver council should
continue and they attended meetings regularly. They listened and
responded positively to many of our needs. (For example, they
readily agreed that “adult-sized” gowns should be provided for
our adults who were now being seen in the clinic attached to the
pediatric emergency department. Phew!) Our Program Council is
still alive and well, meeting regularly and working effectively to
achieve/maintain the Standards of Care. We were extremely lucky
to quickly recruit another physician with expertise to care for our
pediatric patients. Unfortunately, recruiting someone to take over
the adult patient care was not so easy. Although we now have a
wonderful hematogist who is relatively new to hemophilia care,
we went through a dark period of time for several years. Did it
really matter? Yes, it really mattered. Would I do it again? Is
comprehensive care worth fighting for? I think you know my
answer.

Dr. Irwin Walker presenting the Canadian Comprehensive Care Standards for
Hemophilia and Other Inherited Bleeding Disorders at the Medical and
Scientific Symposium held in Quebec City in June 2007.



HEMOPHILIA TODAY D E C E M B E R 2 0 0 9 5c o m m u n i t y n e w s

In 2009, the CHS was pleased to award $4,000
scholarships/bursaries towards studies at a
recognized post-secondary educational institution to
seven outstanding applicants.

The award categories are as follows:

▪ scholarship based on academic merit

▪ bursary based on financial need

▪ mature student bursary

The CHS would like to acknowledge the generous
support of the sponsors of the 2009 Scholarship and
Bursary Program. Two academic scholarships and two
bursaries were made possible by an educational grant
from CSL Behring. One academic scholarship, one
bursary and one mature student bursary were made
possible by an educational grant from Wyeth. - C.C.

In an effort to bring young volunteers into the Canadian Hemophilia Society (CHS),
and in recognition that university education is of great value and importance, the CHS
offers the opportunity for those who qualify to receive a scholarship or bursary in the

amount of $4,000 to attend a post-secondary institution of their choice.

To honour the memory of James Kreppner, the Canadian Hemophilia Society Scholarship and Bursary
Program will be renamed the CHS James Kreppner Memorial Scholarship and Bursary Program.
James was a lawyer, long-time volunteer, member of the CHS Board of Directors and a highly respected,

articulate and exemplary activist, who passed away this year due to complications related to HIV and hepatitis C.
At the young age of 29, James was forced to retire as a lawyer due to health issues but went on to use his legal

skills to become a leader in advocating for a federal Commission of Inquiry on the Blood System in Canada, reform
of the blood system, compensation for those infected, and access to HIV and hepatitis C therapies and clinical trials.
The James Kreppner Memorial Scholarship and Bursary Program will be an on-going tribute to James’ dedication,

intelligence and commitment to the CHS and community service.

Deidre Allaby
Woodstock
New Brunswick

Igraduated from
Woodstock High School in

New Brunswick in the class
of 2009 with high honours.
I am now attending post-
secondary education at the
University of New
Brunswick in Fredericton.
I have been accepted to the Bachelor of Science program to
study the prerequisite courses for pharmacy school. I have
been personally affected by hemophilia as my father, the
late Peter Allaby, had the bleeding disorder. Therefore, my
two younger sisters, Jarika and Miranda, and I are all
carriers of hemophilia. My father contracted HIV through
tainted blood products in the 80’s and passed away when
I was 14 years old. I plan to some day work in the medical
field and become a pharmacist. I am honoured to receive
the 2009 CHS scholarship and some day plan to give back
to the Hemophilia Society.

Academic scholarship recipients

Community
News CHS JAMES KREPPNER MEMORIAL

SCHOLARSHIP AND BURSARY PROGRAM
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Jeremy Hall
St. Paul, Alberta

Throughout my life, I
have experienced several

challenges which I’ve had
to overcome. I developed
inhibitors at a very young
age therefore the severity
and frequency of bleeds in
my knees and ankles forced
me into a wheelchair for
three years. Under the guidance of Dr. John Akabutu, I
began immune tolerance at the age of 10, infusing large
doses of factor VIII daily. I also underwent countless
sessions of physiotherapy in an attempt to re-strengthen
my legs. As a result of this I am once again able to walk
with the help of full leg braces. I have also taken charge of
my condition and at the age of 12, learned to self-infuse.
My independence was admired by the hematology team
and I was thus invited to help train other young
hemophiliacs to self-infuse. I feel it is important to help
others dealing with similar issues.

All of these obstacles that I’ve had to fight through
have taught me certain lessons which will stay with me for
the remainder of my life. I am now much more focused on
my academic studies and the goals that I have set forth for
myself. Most of my time is spent doing schoolwork and
exercising; though I also ensure that I have time to spend
socializing with my friends. I intend to acquire a degree in
an engineering field allowing me to continue living within
the province of Alberta. At the moment, I am not certain
which field I would like to enter; however, two that
interest me are chemical and biomedical. A degree in
either of these would allow me to work towards
developing improved methods of treatment for children
living with hemophilia.

Bojan Pirnat
Winnipeg, Manitoba

I’m a mild hemophiliac
dedicated to

involvement in the
Canadian Hemophilia
Society (CHS), my
community, and achieving
academic excellence. Over
the next year I will be
sitting on the Board of
Directors for the Manitoba chapter of the CHS, continue
my position as junior editor of the chapter newsletter, act
as co-chair of the youth committee, and continue my role

as Manitoba’s youth representative to the CHS National
Youth Committee. I will also be entering my third year of
involvement with the Youth Parliament of Manitoba as
Registrar General for the organization. This September
I will begin undergraduate studies at the University of
Winnipeg in pursuit of a BA with aspirations to a
doctorate or enrolment in law school. None of this would
have been possible without the generosity of the Canadian
Hemophilia Society and I hope that the potential they see
in me will be reflected in my achievements and
involvement in the society.

Meredyth Schofield
Scarborough, Ontario

Irecently graduated from
R. H. King Academy as an

Ontario Scholar. In the fall, I
will be attending University
of Toronto to specialize in
history. I have always been
passionate about local
history, and received the
Lieutenant Governor’s
Ontario Heritage Award for Youth Achievement for my
work towards preserving local heritage. I am eager to
continue my education and pursue a career in my chosen
field. Having a platelet secretion defect reminds me and
my family that life is precious which encourages me to
follow my heart and take risks. I would like to thank the
Hemophilia Society for assisting me in following my dreams.

CHS Bursary Recipients

Amy Griffith
Mississauga, Ontario

My name is Amy
Griffith and when I

was diagnosed with Type
2A von Willebrand disease
I was five years of age. I
am now twenty years old
and though my life has
transformed dramatically
with my experiences from
my disease, I have never let it stop me from believing that I
can do absolutely anything. I am actively involved in sports
that I love and am working hard in my university studies
toward a career in teaching that I know will make me happy.
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Currently, I am a third year undergraduate student at
Wilfrid Laurier University, Brantford campus. I am in an
Honours program for Contemporary Studies in Children’s
Education and Development, also working towards a minor
in English. This program focuses on child development,
psyche, care and education, and is a dual degree with a
Bachelor of Arts and a Bachelor of Education.

My career objectives upon graduating from university
are to apply to complete my Bachelor of Education at
another facility, and then eventually become a certified
teacher, teaching at the primary-junior level, preferably
with kindergarten children. My teachable will be English in
the event that I am placed at a higher teaching level. I am
also considering obtaining a degree that allows me to
work with special needs children, specifically those with
mental disabilities.

I struggled for a very long time with my post-secondary
education options, and after spending the best summers of
my life on staff at YMCA Wanakita, the feeling that I got
having made a difference in my campers’ lives, helping
them to become stronger, more confident individuals,
confirmed my notion that children needed to be a part of
my life, and my career. The kids that I came into contact
with changed dramatically over the duration of time that
I spent with them and it was overwhelming to have been
a part of that change. My time on staff has shown me just
how important children are to me, that I want to continue
to help them grow, and with the power I hope to have as a
teacher, I’m looking forward to doing just that.

Erin Van Dusen
Lower Sackville
Nova Scotia

Iam completing my
Bachelor of Arts at

Mount Saint Vincent
University in Halifax,
Nova Scotia. I have
always wanted to teach
and after receiving my
degree I plan on teaching English overseas before returning to
university and beginning my Bachelor of Education.

I have been personally affected by hemophilia; I am a
carrier of hemophilia B. My father, Neil Van Dusen was a
hemophiliac who contracted hepatitis C through tainted
blood. He passed away on August 14th, 2006 when I was
17 years old. After my father passed away I became
interested in participating in the CHS Nova Scotia Chapter.
I love volunteering because the parents and children are
such great people and the CHS is a wonderful support
system for those affected by bleeding disorders.

Roland Buchanan
Salisbury
New Brunswick

All of my life I have been
surrounded by the

Military. My dad, uncles,
and even my sister served
our great country in
uniform. So it was a natural
thing for me to join the
Army! I managed to serve
for 18 years, until I was
forced to retire for medical reasons. They discovered after
multiple injuries such as fasciotomy in both thighs (I had
to learn to walk 7 times in 14 years) that I had hemophilia.

The day I was told I had hemophilia changed a lot of
things for me. I knew my career was over and all I could
think of was how will I feed my family. You have to
understand, the army is a rough and macho environment.
I took great pride in everything I did, but I did a lot of it in
pain the last few years. Just getting out of bed some days
was brutal. So when the doctor told me what my problem
was, I was upset but relieved at the same time.

Since then, I have applied for various opportunities and
potential employers all seem to want a diploma, which I
don’t have. I can’t do overly physical work because I beat
myself up pretty good in the army, I have the smarts and
experience to do anything in electronics or computers but
I can’t get in the door anywhere!

The bottom line is the whole transition from military life
has been a challenge to say the least! I needed help to take
that next step. Going back to school for a diploma in
Network Administration and Design was that step and it
was made possible by our Hemophilia Family. I would like
to thank the Canadian Hemophilia Society for honouring
me with this bursary, I won’t let you down!

Mature Student Bursary

The CHS James Kreppner Memorial Scholarship and Bursary
Program is open to Canadians with hemophilia (factor VIII
or IX deficiency) or another inherited bleeding disorder
(such as von Willebrand disease, a rare factor deficiency or
platelet function disorder), carriers, and those who
contracted HIV through blood transfusion. Spouses and
children of the above mentioned people may also apply.

The deadline for submission of completed applications and
supporting documents is April 30, 2010.

Information about the program and application forms are
available on the CHS Web site at www.hemophilia.ca.
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South Western Ontario Region (SWOR)
� Pinecrest Camp

Pinecrest Goes West was a tremendous success! The pre-camp
meetings and hours spent by Director Paul and all the staff

members were well worth the time. This summer camp took on a
new twist – the Wild West theme ran throughout camp in the
form of skits and the Outlaws always challenged the Sheriffs in
the evening and group games. Feedback and participation by
campers was amazing! The Counsellors-in-Training (CITs), led by
Assistant Director Charlie, learned about leadership. The second
year counsellors really cemented their skills and we are excited to
have them apply for a staffing position next summer. Thank you
to our physiotherapist Mary Jane and friend Eric for volunteering
their hours to take the CITs on their overnight. Thank you also to
nurses Lori and Keira for their time and continued dedication to
camp. Without Lori and Keira and LHSC’s support of their
presence, camp wouldn’t happen. We can’t wait for next year and
look forward to seeing you then. Thank you to our sponsors:
Bayer, Baxter, Wyeth, Novo Nordisk, CSL Behring and to Body
Mechanics Physiotherapy and Costco (Wonderland Rd N., London,
Ont.) for their donations.

� The Kids on the Block

The Kids on the Block Educational Puppet Troupe features life-
size puppets teaching children and adults about bleeding

disorders and some of the functions of blood, to encourage
sensitivity to others who may have a difference, to discuss
treatment, to address adult over-protection and to correct some
of the myths and misconceptions about hemophilia. The Kids on
the Block program on hemophilia was developed in conjunction
with Bayer Pharmaceuticals. Nicholas Murphy, the hemophilia
puppet, was purchased through a generous donation from Bayer
Pharmaceuticals, Canada. Bayer also assisted with script
development.

Nicholas, his friend, Joanne, and other members of the
troupe are available to perform the hemophilia script at schools
and other community events throughout the region. Following

Chapter
Spotlight

Toronto and Central Ontario Region (TCOR)
� Families in Touch

On Saturday, June 13, families from across TCOR got together
for a fun Day at the Beach. While the kids got to know each

other, the parents played an ice-breaker game. After lunch, there
was a magic show by Scott Dietrich which ended with a live
rabbit being produced from a hat. Families in Touch is part of an
effort to help connect newly diagnosed families with the rest of
the bleeding disorders community.

TCOR participating
at the Aurora
Chamber of
Commerce
14th Annual
Street Festival, in
partnership with
the Aids
Community of
York Region.

TCOR at the
Federated
Health
Presentation –
June 18, 2009.
Booth display
at Ontario
Ministry of
Environment.

each performance, children in the audience are given the
opportunity to ask their own questions directly to Nicholas and
his friends. To date, the Kids on the Block have performed the
hemophilia script at several elementary schools, our Annual
General Meeting and at Pinecrest Adventures Camp.

Central West Ontario Region (CWOR)
� Biking to Stop the Bleeding

On Saturday June 6, 2009, 30 cyclists from all over the
province came together to participate for a common goal –

hemophilia and inherited bleeding disorders. Cyclists trekked
through the beautiful 150-km Greater Niagara Route to raise
awareness, and funds for research that is aimed at improving the
quality of life of people living with an inherited bleeding disorder
and to find a cure.

Many thanks are extended to the Biking to Stop the Bleeding
Committee, volunteers and staff who made this event possible.
Without your helping hands this event would not have been possible.

Couldn’t participate this year? Don’t worry! Our event is
scheduled to take place on Saturday June 5, 2010. For more
information, please visit our Web site at
www.bikingtostopthebleeding.ca.

� Annual summer BBQ

On Saturday, June 13, 2009, CWOR had their annual summer
BBQ at Marineland. New and old families came together and

enjoyed a great BBQ-
style lunch, and
participated in all of
the fun the park has
to offer. Many thanks
to the volunteers and
staff who planned
this wonderful event.
It was a perfect day!



Manitoba Chapter
� Camp Royale 2009

Twelve families from the Manitoba Chapter went to Luther Village
in Kenora, Ontario, in July, for a week of family fun! Despite the

weather being a bit cloudy and rainy, the families had a wonderful
time. The children played on
the beach and the theme for
the week seemed to be…
fish and more fish! A lot of
time was spent fishing on
the lake or off the dock.

The theme night at camp
this year was “The Fifties.”
It was hilarious to watch
people with the hula hoops
and everyone got to try
swing dancing. It’s always more fun when people dress up in
costumes! Karaoke night was a blast!

Thank you to Rose Jacobson, RN, who accompanied the families to
camp and who ran the traditional “Frog Hunt”. Nora Schwetz, RN,
came out to camp for a day. Nora and Rose ran an educational
session for the kids with a bleeding disorder. Using the KidK self-
infusion set from Bayer, the kids learned how to mix their treatment.
Then the boys practiced doing a venipuncture using the BayCuff™. It
was fantastic to see how eager they all were to try it!

Camp is a great chance for younger children to see the older kids
get their treatments. Rose does the treatments in the common area
of Beaver Lodge and many of the kids are there. The little guys really
watch what goes on! Camp is also a relaxed time for parents to get to
know each other and talk about their experiences living with a
bleeding disorder. It’s always
interesting to get tips from other
families.

Hemophilia Family Camp
would not be possible without
the support of our partners.
Thank you to Baxter BioScience
and Bayer HealthCare for their
generous support. Thank you to
the Manitoba Bleeding Disorders
Program for your medical
support and for delivering the
education session.
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Hemophilia Saskatchewan

In June, Hemophilia Saskatchewan held barbeques in Regina and
Saskatoon. Both barbeques were well-attended and fun was had

by all.
The Guys Getaway, in July, was a resounding success. Along

with seasoned campers, the guys were glad to welcome a new
group of five- and six-year-old boys and their dads into the fold,
including three generations of one family. Enthusiasm runs high!
Boys and dads and volunteers had a great time enjoying the camp
experience and each others’ company. Thanks to clinic staff for
providing fun-filled educational sessions.

� Golf, golf, and more golf

On July 26 the annual CWOR Golf Tournament was held at
Waterpark Golf and Country Club in Welland, and on August

17 the Annual Liam Barbour Charity Golf Classic was held at Grey
Silo Golf Club in Cambridge. Both not only raised money for
CWOR but raised awareness for the hemophilia community. Many
thanks are extended to Venanz D’Addario for the organization of
the CWOR Golf Tournament, and to Brad Barbour and family for
the organization of the Liam Barbour Charity Golf Classic. In
addition, to all of the volunteers who assisted with these
tournaments, your support and efforts are greatly appreciated.
Thank you to all!

Newfoundland and Labrador Chapter

Last year, the Newfoundland and Labrador Chapter held a tree-
planting ceremony during its 40th anniversary celebrations at

The Max Simms Camp, Bishops’ Falls, NL. This year’s Annual
Memorial Service
took place on July 12,
2009 during our
family weekend. Each
year during our
Memorial Service, we
gather together near
our tree to pray and
remember our family
and friends, our
members, who have
passed away due to
inherited bleeding
disorders, HIV, and hepatitis C.

We also remembered James Kreppner, not just for advocating
for the CHS and helping to keep our blood system safe, but for
his dedication and strength of spirit. It will help us move forward
as a chapter. We will keep our heads held high and work together
to keep our blood system safe!

A boy learning to self-infuse at camp.

Alberta Chapter
� 2009 Family Retreat

About 70 members of the CHS Alberta Chapter gathered at the
Goldeye Centre near Nordegg, Alberta, to send out summer in

style. Our annual Family Retreat was held on August 28, 29 and 30
and the beautiful mountain setting and great weekend weather were
a perfect backdrop for warm friendships shared in a relaxed
atmosphere. Friday night was a chance to greet acquaintances and
meet new friends. We enjoyed some fun with a Talent/No Talent
contest that included excellent music and dance presentations and a
few goofy antics as well – you have one year to practice your kazoo
solos, folks! Saturday included the Chapter AGM, a scavenger hunt
and a pyjama party complete with games, popcorn and a movie.
Goodbyes were said following a delicious Sunday brunch with the
promise of ‘See you next year!’ Many thanks to all chapter volunteers
who made our 2009 Family Retreat another tremendous success.
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Quebec Chapter (CHSQ)
� CHSQ summer camp

From August 9 to 14, the CHSQ summer camp welcomed 24
youngsters affected by a bleeding disorder as well as their

siblings to Camp Trois-Saumons in Saint-Jean-Port-Joli. The kids
enjoyed the comforting presence of nurses Claudine Amesse and
Ginette Lupien who taught them how to perfect their self-
infusion technique. They were also accompanied by two assistant
counsellors, Antoine Page-Lacasse and Anne-Julie Robitaille.
Maxime Lacasse Germain, a new recruit from the CHSQ Board of
Directors, gave of his time as camp coordinator.

This experience proved to be as entertaining as it was
productive for everyone involved! By creating a non-integrated
camp, the young campers were able to enjoy activities created
just for them and their needs. At the same time, the nurses were
able to teach self-infusion in a calm environment, under optimal
learning conditions. This winning formula allowed us to solidify
our kids’ sense of belonging in the hopes that someday they will
want to take over as camp leaders!

We wish to highlight the support received from various
organizations that helped finance this activity: the Fondation
François-Bourgeois, the Fondation du Centre Jeunesse de Montréal,
the Fondation J.-A. Bombardier, the Fondation Jeunesse-vie, and
our main sponsor, Opération Enfant Soleil. We would also like to
thank the members of the National Assembly representing the
electoral divisions of our families, who supported our initiative.

�

The big Dare to Dream for a Cure draw was held and we would
like to congratulate grand prize winner Sébastien Beauchamp,

who won a training package valued at $1,500 at the Bridgestone

� Weekend for people living with inhibitors

From September 25 to 27, families living with an inhibitor took
part in a relaxing weekend at the Estrimont Suites & Spa in

Orford. Based on the comments received during a needs
assessment study in 2008, the CHSQ decided to organize a
weekend filled with recreational activities for the children and a
little R & R for the adults. Families also had the opportunity to
talk about their needs and share their experiences.

� Corporate spokespeople from the CHSQ

The CHSQ has recruited four corporate spokespeople who will
be giving the organization public visibility in order to carry out

its three-year development and financial plan for 2010, 2011 and
2012. These collaborators are Sylvie Lussier, author and TV host,
Martin Laroche, professional actor, Dr Georges-Étienne Rivard,
hematologist and director of the Hemostasis Centre at the
Montreal Sainte-Justine Hospital, and Kevin Blanchette, a young
hemophiliac. The goal of the CHSQ is to significantly increase the
number of members (500 and more) within a three-year period
and to raise over $500,000 using a non-traditional financing
program.

Racing Academy circuit in
Ontario. The best ticket
seller was Mariette
Montreuil, who sold 12
tickets! In all, this
fundraising event managed
to raise $7,100, which will
go to finding a cure for
bleeding disorders. Thank
you to everyone who
supported this initiative!

Mariette Montreuil (right) sold the most
tickets for the event and also won a get-
away to Mosport.

Campers and support staff at the CHSQ´s 2009 successful summer camp.

Dare to Dream for a Cure DrawThe
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Seeking Canadian men living with severe hemophilia to participate in online focus groups.
A research study led by the McMaster Transfusion Research Program at McMaster University is looking for men with severe hemophilia to participate
in online focus groups to be held in the new year (2010).

Project Description and Goals
Home management of hemophilia requires that people with hemophilia have knowledge about the disease and its treatment. The goal of this study is
to identify what kinds of knowledge and information individuals living with severe hemophilia need to have to manage the disease for the best
possible outcomes. Online focus groups will be used to bring adult males with severe hemophilia together from across the country to discuss what
they need to know in order to manage the disease well. The results will be used to develop a survey that will be sent to all adult males living with
hemophilia across Canada, to assess what they know and need to know about their disease to manage it as well as possible. Results from the survey
will be shared with Baxter Corporation, and may be used to develop a series of recommendations for possible educational interventions to address
any gaps identified by participants.

How do online focus groups work?
Online focus groups will be conducted in real-time. People who agree to participate will be mailed a set of headphones with a microphone (which
they can keep) along with a login name and password. The focus group will be prescheduled for a time that suits everyone and on the day of the
focus group participants will login to a secure website for the focus group. The focus group will last 1 hour and the audio recordings from this
conversation will be transcribed and analyzed.

To participate in this study you must:
— be male
— be 16 years of age or older
— have severe hemophilia
— have access to a computer with a high speed Internet connection
— be fluent in English

If you are interested in participating in this study please contact Research Assistant,
Shannon Lane by e-mail or phone at lanesj@mcmaster.ca or 905-525-9140, ext. 21788.

Editor’s Note: This article is intended solely to inform readers of this study and the patient
recruitment currently underway. Its inclusion is not an endorsement of a particular product, company or study.

HEALTH SERVICES

Our
Stories
CONTEST

“Everybody has a story… Let’s hear yours!”
Be selected as one of “OUR STORIES” and you
could WIN A TRIP TO BUENOS AIRES to attend the
XXIX World Hemophilia Congress in 2010.

To submit YOUR story, send your text to chs@hemophilia.ca
or give us a call at 1-800-668-2686. To enter the contest,
you must be a Canadian citizen or permanent resident 18 years
of age and over. For more details, please contact us at
chs@hemophilia.ca or 1-800-668-2686.

REMINDER | IMPORTANT NOTICE
JUNE 30, 2010 is the FIRST CLAIM DEADLINE for ALIVE primarily-infected persons for the following
compensation programs:

▪ Pre-1986/Post-1990 Hepatitis C Settlement Agreement – www.pre86post90settlement.ca

▪ Hepatitis C (HCV) January 1, 1986-July 1, 1990 Class Actions Settlement – www.hepc8690.ca
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Over more than 30 years of comprehensive hemophilia care in Canada, many
amazing individuals from the healthcare professions have been involved in this
field. Some of them have spent most of their professional career caring for
children and adults living with an inherited bleeding disorder and their families.
They’ve witnessed the good and the bad times, the extraordinary advances in
treatment, the kids growing up to become responsible and mature young adults,
and so much more. As for the Canadian Hemophilia Society, within these groups
of outstanding healthcare professionals, it has found friends and dedicated allies
who share its mission to improve health care and quality of life for all people with
inherited bleeding disorders and to find a cure.

Representatives from the comprehensive care team groups have agreed to share
some of their personal experiences with the bleeding disorder community. – C.R.

Portrait of a caring team

Portrait of a doctor

My name is Georges-Étienne Rivard;
I completed
Med School
in 1968. I am the
current medical director
of the Hemostasis
Centre of the CHU
Sainte-Justine
in Montreal.

HT: When did you begin working in hemophilia and what
drew you to this field?

Georges: In 1972, I started a fellowship program at the
University of Southern California in hemophilia and other
clotting disorders. I started working at Sainte-Justine in
1975 as the coagulation lab director and director of the
Hemophilia Program.

HT: What is or has been your greatest challenge as a doctor
working in hemophilia care?

Georges: The responsibility of taking on hemophiliacs who
had been infected with HIV in the early 80s has been one of
my greatest challenges.

HT: What are the most significant changes you have
witnessed with regards to the treatment of bleeding
disorders over the years?

Georges: The most significant change we have seen with
regards to treatment of bleeding disorders over the years is
the introduction of safe recombinant factor concentrate.
This allowed an increase in the safety of products and a
decrease in the risk of viral transmission.

HT: What has been your greatest joy as a doctor in
hemophilia care?

Georges: Again, thanks to the introduction of recombinant
factor concentrates, seeing children with hemophilia grow
up free from joint damage and from viral infections such as
HIV and hepatitis has been my greatest joy.
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Portrait of a physiotherapist
I am Pam Hilliard and I graduated as a

physiotherapist in
1974. I started to
work at the Hospital
for Sick Children in
Toronto in 1978.

HT: When did you begin working in hemophilia and what drew you
to this field?

Pam: I had been working at Sick Kids for three years when a senior
physiotherapist position on the orthopedic service became
available. The Hemophilia Program was developing a more
comprehensive care model and a physiotherapy component was
included. Collaborating with that team became part of my job.

HT: What is or has been your greatest challenge as a
physiotherapist working in hemophilia care?

Pam: Caseload demands and funding constraints present
significant challenges to being able to offer full clinical services to
the patients and families as well as providing education and
participating in clinical research.

Ideally, we try to coordinate ongoing physiotherapy follow-up in
the patient’s local community. Finding local resources (availability
without long wait times, funding) and liaising with the therapists
can certainly be challenging and time consuming.

The treatment of children with inhibitors has continued to be a
great challenge. The long-term damage to joints can be significant.

At the international level, I see the impact of inequality of care
and treatment as a big challenge, especially factor availability.

HT: What are the most significant changes you have witnessed with
regards to the treatment of bleeding disorders over the years?

Pam: Initially, I would only be called to see patients with bad
joints. I often wondered how much I could have done if I had been
able to see the patients sooner. Gradually, I started to see and
examine more of the patients (especially those with severe
hemophilia) as part of their regular clinic appointments and was
then able to pick up earlier joint problems.

In the late 1980s to early 1990s, the tragic reality of HIV and HCV
infections came to the forefront. During this time, musculoskeletal
issues were not the main concern and the role of the
physiotherapist was less prominent. From 1991 to 1997,
physiotherapists weren’t funded to attend CHS conferences

Portrait of a nurse
I am Elizabeth [Betty Ann] Paradis

and graduated as a
registered nurse in
1966. I am the nurse
coordinator of the
Sudbury and North
Eastern Ontario
Hemophilia Program at
the Sudbury Regional

Hospital, in Sudbury, Ontario.

HT: When did you begin working in hemophilia and what drew you
to this field?

Betty Ann: I started working in hemophilia in 1980. A
hemophilia comprehensive care program was being established
for Sudbury and North Eastern Ontario. The program would be
part of the Ambulatory Care Unit (ACU) at Laurentian Hospital.
I was the only nurse in ACU who accepted the challenge of
working in the program. I knew little about hemophilia but was
very keen to learn. We based our program on the London
(Ontario) program.

HT: What is or has been your greatest challenge as a nurse
working in hemophilia care?

Betty Ann: The greatest challenge came in the mid-eighties
when we were testing our patients for HIV. We did anonymous
testing and assigned each patient a number. When the results
came back from the provincial laboratory, we were devastated for
our patients… then we had to give them the results…

HT: What are the most significant changes you have witnessed
with regards to the treatment of bleeding disorders over the years?

Betty Ann: Well, I remember giving cryoprecipitate in 1980, then
came heat-treated product and we could teach our patients self-
infusion so they had the freedom of infusing at home! Now we
have recombinant products, and gene therapy may arrive in my
lifetime.

HT: What has been your greatest joy as a nurse in hemophilia
care?

Betty Ann: I have had many great joys in my work with
hemophilia, from welcoming new babies, going to school
concerts, attending weddings, and increasing my extended family
tenfold. I must say that the greatest fun I have is working at the
hemophilia camp. I have been going to Camp Wanakita for one
week, every summer, for the last 17 years!



because HIV/HCV were the main focus and our role wasn’t
pivotal.

In the mid to late 1990s, with safer factor replacement products
available, the focus of care returned to the prevention of joint
damage and more emphasis was placed on prophylaxis. The
Canadian physiotherapists re-emerged as a working group and
since then have incorporated as the Canadian Physiotherapists in
Hemophilia Care (CPHC). As a group, we have tackled a number of
projects (development of physiotherapy standards of care, the
Canadian physiotherapy hemophilia assessment form, the
Destination Fitness booklet, a CPHC Web site, research on mild
hemophilia and many more) with energy and enthusiasm.
Twinning between Canadian hemophilia treatment centres and
CHS chapters and developing countries (in association with the
World Federation of Hemophilia) has been embraced. A number of
Canadian physiotherapists, notably Kathy Mulder and Nichan
Zourikian, have been instrumental in leading physiotherapy
workshops in developing countries around the world, stressing the
importance of early bleed detection, joint protection and gradual
progressive rehabilitation.
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Portrait of a social worker
I am Linda Waterhouse. I work at

McMaster Children’s
Hospital, in Hamilton,
Ontario. I graduated
from the University of
Toronto in 1987 with a
Master’s of Social
Work.

HT: When did you begin working in hemophilia and what drew you
to this field?

Linda: I joined the pediatric hemophilia treatment team in
January 1991. At that time I joined the pediatric oncology team
as social worker, and being available to cover the pediatric
hemophilia clinic one morning a week was part of the job
description. I knew nothing about hemophilia or the needs of
these patients and their families. It was a huge learning curve for
me. I walked into the clinic and the team right in the middle of
them dealing with the aftermath of a number of the clinic’s
patients, both pediatric and adult, being diagnosed with HIV and
the team preparing for the various legal inquiries that would
ensue as a result of the tainted blood scandal.

HT: What is or has been your greatest challenge as a social worker
working in hemophilia care?

Linda: I have come to learn and understand how the diagnosis of
hemophilia impacts not only the patient but the entire family. The
diagnosis affects all aspects of a patient’s life, emotional to

HT: What has been your greatest joy as a physiotherapist in
hemophilia care?

Pam: Working with a remarkable group of people, including the
patients and their families, the comprehensive care team at the
Hospital for Sick Children, staff and members of Hemophilia
Ontario and the Toronto and Central Ontario Region (TCOR), the
Canadian Hemophilia Society, and the World Federation of
Hemophilia has been very rewarding. In 2002, I became a member
of the Physiotherapy Working Group, a division of the
International Prophylaxis Study Group pioneered by Dr. Victor
Blanchette and this has been an amazing learning experience. It
has led to many new friendships; reconnecting and networking at
World Federation of Hemophilia congresses is always rewarding.
Teaching workshops through international projects in Belarus,
China and India has been quite a humbling and rewarding
experience. Most importantly, I also get particular pleasure from
seeing the infants and toddlers who are uncoordinated, “lead with
their heads” and constantly worry their parents, grow into
responsible, confident and competent young men ready to
challenge the world.

physical, and can impact decisions around relationships,
education and career choices. Unfortunately, there has never been
a social worker for the adult hemophilia clinic, and for the past 18
years the role of the pediatric social worker has been limited to
covering clinic one morning a week. It has been both frustrating
and a challenge to try to support the families of children with
bleeding disorders in the many issues that arise across different
developmental life stages given this small time allotment.

HT: What are the most significant changes you have witnessed
with regards to the treatment of bleeding disorders over the years?

Linda: I would have to say the use of prophylactic treatment has
to be one of the biggest changes I have witnessed. Shortly after I
started, the first prophylactic study begun. Over the years, more
and more children were started on regular prophylactic
treatments at earlier ages. Port-A catheters were used and regular
home care training protocols were established by the clinic
nurses. This has had a big impact on the quality of life
experienced by these families. Families described feeling more
confident and in control when they can treat their child at home.

HT: What has been your greatest joy as a social worker in
hemophilia care?

Linda: One of the greatest joys as a social worker working in
hemophilia care has been the ability to meet and work with
patients from their birth until they become young adults. To be
able to witness how patients and families learn to cope and thrive
after being given the diagnosis of a bleeding disorder is a
privilege. Watching our patient’s learn to master their medical
needs and advocate for themselves makes me very proud to be
part of this process in some small way. Some of our patients have
even gone on to volunteer and work in the area of hemophilia.
Also very rewarding has been the opportunity to work with such a
dedicated group of health professionals at the team level, and
across the country through various events supported by the CHS.



physical pain and the loss of joint mobility, which can result in
psychological and social challenges.

Also, my work in the area of critical diseases prepared me for
my role during the tainted blood tragedy. Support for families to
help them deal with the challenges has been a major aspect of
my work with the hemophilia community. It was during this
period that I developed a strong relationship with Dr. Rivard and
the rest of the medical team.

Finally, I would have to say that the concept of
comprehensive care remains an important challenge for me. I
continually work to develop an integrated medico-psychosocial
approach. Within this approach, psychologists would not simply
be called upon for expert consultation, but would be integrated
into all discussions of patients, approaches and philosophy.

HT: What are the most significant changes you have witnessed
with regards to the treatment of bleeding disorders over the
years?

Suzanne: Obviously, prophylaxis has had a great impact on the
treatment of bleeding disorders. When it comes to my role as a
psychologist working with children with hemophilia and their
families, there is no question that the approach is more diligent
than it was at the beginning of my career. I now systematically
meet with the entire family when a child has been diagnosed.
That’s the starting point, and it’s important for them to
understand that they have to deal with their distress using the
least harmful methods possible. Meeting the families at the
outset makes it possible to better prepare them for what lies
ahead.

HT: What has been your greatest joy as a psychologist in
hemophilia care?

Suzanne: My therapeutic intervention increases family well-
being, allowing them to regain a certain serenity. This outcome
is always a major source of validation. Beyond that, chronic
illness, whatever its nature, is more subtle than other critical
diseases, but no less devastating for some people. The
psychological suffering is beyond compare. The ability to
contribute to reducing it is infinitely gratifying.

Portrait of a psychologist
My name is Suzanne Douesnard,

and I received a PhD
in psychology
from the Université de
Montréal in 1974. As
part of my doctoral
studies,
I received practical
training at the Hôpital
Sainte-Justine, where I

continued to work after receiving my PhD.

HT: When did you begin working in hemophilia and what drew you
to this field?

Suzanne: I began my career in general pediatrics, working with
hospitalized children. Shortly thereafter, around 1976-77, I joined
the specialized pediatrics department, working in the area of
hematology/oncology. Given the prominence and the depth of
crisis inherent to this type of illness, it was inevitable that I would
spend a lot of time with children suffering from cancer. My
involvement with these patients gradually influenced my work
with the children with hemophilia whom I occasionally, but
nonetheless increasingly, encountered.

HT: What is or has been your greatest challenge as a psychologist
working in hemophilia care?

Suzanne: The challenges that one encounters when in hemophilia
care are similar to some of the challenges in oncology. Thirty
years ago, cancer and death were taboo topics. As a result, I
witnessed the anxiety that was eating away at the children and
their parents. My approach when dealing with children who have
cancer has been an open one: tell the children the truth, something
that was rarely done. Although in different ways, the benefits of
this open approach has gradually had repercussions on the care of
hemophilia, particularly with regards to the difficulties experienced
when adapting to this demanding illness, the major manifestation
of which is a refusal to cooperate with the treatment. The sadness
that surrounds childhood illness is difficult to deal with, so one
often attempts to ignore and dismiss it. Denial is a necessary aspect
of the adjustment process, but it has its pitfalls. It remains
necessary to teach the patients, parents, medical personnel and
society at large of the dangers accompanying denial. It’s a matter
of changing the perceptions of this chronic condition, which has
different afflictions and limitations.

The advent of prophylaxis has greatly improved care for people
with hemophilia but can have a downside in that it can create a
false sense of security, reducing commitment to treatment. The
outcome though is that these patients often have to deal with
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Portrait of a patient
David Page

Until the mid-1970s, my treatment for bleeds consisted of in-patient
transfusions of ice-cold fresh frozen plasma, one or two units of 250
ml every four to six hours. Plasma was only marginally effective;
bleeding took a very long time to stop and resorb. Joint damage was
the result. Surgery was life-threatening and avoided at all cost.
While I had some wonderful physicians in those years, the concept of
comprehensive care was unknown; nurses, physiotherapists and
social workers were not an integral part of the care team.

HT: What are the biggest changes you have witnessed over the
years in hemophilia care?

David: The introduction of clotting factor concentrates in the
1970s paved the way for a new model of HTC, based on family
education, home care, self-infusion, a multidisciplinary approach
and patient autonomy. Hospital admissions became a rarity.

In the 1980s, the tragedy of blood-borne infections spurred rapid
progress in the quality of clotting factor concentrates; first, virally
inactivated plasma-derived products, and then recombinant factor
VIII and IX. The decade of the 1990s witnessed a slow, difficult re-
building of faith in the safety of treatment products for bleeding
disorders. This decade also saw the completion of the network of
HTCs across Canada based on the concept of comprehensive care,
and the emergence of prophylaxis as the standard of care in
severe hemophilia, especially children.

HT: What has been your greatest challenge as a patient?

David: Dealing with the pain of acute bleeding episodes, first in
the early days before concentrates when bleeds went uncontrolled
for days, and in the last 25 years when the pain of hemophilic
arthropathy in my knees, ankles, elbows and a shoulder has
become a companion at almost every step. It has been difficult to
give up activities I enjoyed: baseball, road hockey, skiing, golf. The
enjoyment of travel, whether for work or pleasure, has been
tempered by the pain that comes with walking. It is frustrating to
no longer be able to work physically hard—gardening, yard chores,
building—from morning to night as in the past. If I said I had
found a way to overcome this challenge, I would be lying.

HT: What has been your greatest satisfaction in dealing with
hemophilia?

David: Despite these mobility limitations, and with the support of
my care team at the HTC, two ankle surgeries and the advent of
prophylaxis, I have nevertheless managed to remain relatively
active. I have missed only a few days of work in 35 years because
of hemophilia. I shovel snow from the walkways and galleries
around my home in Bellechasse County near Quebec City where
there is no lack of snow (my spouse and children, not appreciating
the artistic nature of snow shovelling, abstain), bring in six cords
of firewood each autumn and do the outdoor repairs for our large
home. In fact, I am in as good shape as I was 20 years ago and am
quickly catching up to friends and brothers-in-law whose age is
starting to tell on their bodies. They have no underlying health
problems and few coping skills to deal with the aches and pains of
their advancing years. I figure that by the age of 70, I will have
completely caught up.

When I was asked to write an introduction
to this issue’s feature on 30 years of

comprehensive care, I thought I would describe
in detail the achievements that made possible
the creation of the network of hemophilia
treatment centres (HTCs) in Canada: the
introduction of clotting factor concentrates in
the 1970s, the establishment of the Canadian
Hemophilia Registry in 1976 and the landmark
conference on comprehensive care organized
by the CHS in 1978, a conference that came to
be called Winnipeg I. (Winnipeg II, held 20
years later, laid the foundation for standards of
care, recently adopted by physicians, nurses,
physiotherapists, social workers and the CHS.)

After reading the perspectives of the
healthcare providers (see pages 16 to 19),
however, I realized a point of view was missing:
that of the patient who, after all, is at the
centre of the comprehensive care team.
Hemophilia Today has adapted the questions
accordingly.

HT: When did you first experience hemophilia care?

David: I was born in 1952, the year scientists distinguished the
two forms of hemophilia—classical hemophilia (hemophilia A)
and Christmas disease (hemophilia B)—and was diagnosed with
Christmas disease in 1953, the year of the founding of the
Canadian Hemophilia Society. Before the age of 15, I was
admitted to hospital 150 times for an average stay of five days.
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Two events, one in Calgary and one in Edmonton, were held to
celebrate 30 years of comprehensive care in Alberta. The
Southern Alberta Region Hemophilia Clinic, in Calgary,

officially opened its doors on January 10, 1978. To celebrate the
clinic’s 30th anniversary, an event was held at a downtown art
gallery on November 6, 2008.

Many health professionals and hemophilia society volunteers
were responsible for drafting the original document, A Proposal for
Hemophilia Total Care in Alberta, which became the basis for
establishing the Northern and Southern Alberta hemophilia clinics.
The original Southern Alberta task force committee consisted of
Barry Isaac, Dr. Andrew Kaegi and Dr. June Whaun. Ken Poyser of
the CHS and Dr. Garner King were very involved in the beginning
in obtaining funding for both clinics; without their intervention
with the then Minister of Health, Gordon Miniely, funding may not
have been forthcoming for the programs.

Several individuals who were involved in the early days of the
Calgary clinic were able to attend the event. Cathryn Bennett, the
clinic’s original nurse coordinator, flew in from California. Dr. Jack
McDonald, the original clinic social worker, also attended the
party. Robert Innis, executive director of the Alberta Children’s
Hospital in 1978, also attended. They all spoke about their
memories of their involvement in the clinic in those early days.
Dr. Man-Chiu Poon, current clinic director, also shared a few
words of recollection about what was happening in hemophilia
care when he joined the clinic in the 1980s.

More than 50 guests including families living with hemophilia

and staff from the Alberta Children’s Hospital and Foothills
Hospital attended the celebration.

The John Akabutu Comprehensive Centre for Bleeding Disorders
began as the Northern Alberta Comprehensive Hemophilia
Clinic in 1978, following an announcement by the Minister of
Health, Gordon Miniely, at a symposium held in Edmonton at the
end of 1977. This meeting was organized by the Alberta Chapter
of the Canadian Hemophilia Society under the leadership of Ken
Poyser, Dr. John Akabutu, the clinic’s head of pediatric hematology,
and their medical consultant, Dr. Garner King. The original
Northern Alberta task force members also included Dr. Davis,
Dr. Wadsworth, Dr. Buchanan, Dr. Mant and Ron Upshaw, then
president of the Alberta Hemophilia Society.

In 2004, the clinic was renamed the John Akabutu
Comprehensive Centre for Bleeding Disorders to recognize
Dr. Akabutu’s work to establish comprehensive hemophilia care
in Edmonton.

The Northern Alberta Region celebration was held in Edmonton
on November 14, 2008. Dr. Peter Levine, and the Honourable
Gordon Miniely, who were both instrumental in the development
of the original clinic, joined as guest appearances by video link to
congratulate the clinic. Dr. Levine published a series of landmark
papers in the 1970s on home treatment of hemophilia, and
comprehensive care of hemophilia. These papers established the
effectiveness, cost-savings and improved quality of life provided
by comprehensive care. - C.R.

Source : www.ualberta.ca/~britchie/achcn.html

François Laroche
Canadian Hemophilia Society - Quebec Chapter (CHSQ) President

This year marks the 30th anniversary of the founding of the
Quebec hemophilia treatment centres (HTCs) in 1979 and
to celebrate, the CHSQ hosted a cocktail dinner on Friday,

September 11. A little more than 70 members of the Quebec
hemophilia community were on hand. HTC staff: medical directors,
physicians, nurses, physiotherapists, social workers, current
employees and retirees; administrators, volunteers, corporate
spokespeople and CHSQ staff; CHS staff; representatives of Héma-
Québec and special guests came to share in the festivities.

As president of the CHSQ, I would like to express the heartfelt
appreciation of the entire hemophilia community of Quebec for
the quality of professional care provided by the hemophilia
treatment centres over the past 30 years.

Former CHSQ president Marcel Lafrance, who helped set up the
hemophilia treatment centres in Quebec, proudly recalled being
part of history in the making and the “birth” of comprehensive
care. His stirring testimonial highlighted the important roles
played by key individuals, physicians and CHSQ members in the
founding of the centres.

CHS Executive Director David Page thrilled attendees with a
magnificent slide presentation which featured photos of the

individuals and milestones that have led over the past 30 years to
improvements in treatment and care for people with hemophilia.

Dr. Molly Warner, president of the Quebec HTCs and director of
the Montreal Children’s Hospital Hemophilia Treatment Centre,
warmly thanked the CHSQ for its ongoing mission, programs and
actions on behalf of Quebecers with hemophilia, and Dr. Georges-
Étienne Rivard gave a personal and moving account of what
motivated him to specialize in hemostasis.

The evening was an unqualified success and I would like to
thank our generous sponsors and all who accepted the invitation
of the CHSQ and Quebec HTCs to come and celebrate with us.

Celebrations in Alberta and Quebec
Hemophilia treatment centres celebrate 30 years of comprehensive care in Quebec

Celebrating 30 years of hemophilia care and caring in Alberta

Nurses from the HTCs gladly raised their glasses in a toast to this 30th anniversary.
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2009 Dare to Dream for a Cure
presented by Wyeth – September 18, 2009
Pauline Major, CHS national corporate philanthropy manager

FUNdraising
presented by

Dare to Dreamfor a Cure
for inherited bleeding disorders

Many people dream of being a race car driver at some
point while growing up and on September 18,
participants from CHS chapters in Saskatchewan,

Manitoba, Ontario, Quebec and Newfoundland and Labrador lived
that dream… the dream of strapping into a powerful, sleek metal
thoroughbred and turning laps at the Bridgestone Racing
Academy, one of North America’s most respected racing
academies.

Our participants had an opportunity to explore the limits of
their Van Diemen race cars in a safe environment. Dare to Dream
offered our enthusiasts a once-in-a-lifetime opportunity to
sample modern Grand Prix machinery and satisfy their need for
speed.

In 2009 the CHS partnered with its chapters from across
Canada on one unified initiative, Dare to Dream for a Cure, with
all proceeds going to research. The chapters each received one
spot at the 2009 event and many held initiatives to raise funds
for Dare to Dream. As an incentive, Wyeth offered additional
seats to the four chapters that raised the most money per capita –
Saskatchewan, Manitoba, Quebec and Newfoundland and
Labrador and were each awarded an additional seat! The
incentive seats were offered to: Robert Osmond, Newfoundland
and Labrador; Mathieu Montreuil, Quebec; Daryn Moody,
Saskatchewan; and Jose Rodriguese Evaristo, Manitoba.

By working together in raising funds for research we are one
step closer to finding a cure.

Heartfelt thanks to the following for going the extra mile in
support of the CHS:

▪ Wyeth, for your tremendous support and commitment of
Dare to Dream for a Cure;

▪ Baxter, for your generous sponsorship;

▪ Novo Nordisk, for your generous sponsorship;

▪ CHS chapters, Saskatchewan, Manitoba, Ontario, Quebec and
Newfoundland and Labrador for your participation and hard
work raising awareness and much-needed funds for research;

▪ Raffle/Auction winners, for your generosity and support of our
organization.

Exhilarating! Thrilling! Excitement! This is an experience
that will put you on the edge of your seat and fulfill that
childhood dream that you thought would never happen.

And in the end, the experience is coupled with the thought
that participation in the Dare to Dream for a Cure raises
funds and awareness to help others in need.

The experience will touch, move and inspire the “real” you
and cause you to live your life fully and bring awareness to
those around you.

- Ivan Leong, Ontario, 2009 participant

From left to right: Sylvain Guibord, golf auction winner, OEOR; Ivan Leong, golf auction
winner, TCOR; Jose Rodriguese Evaristo, e-mail auction winner, Manitoba; Gamal Ali, gala
auction winner, Manitoba; Kim Gurney, golf auction winner, CWOR; Sébastien Beauchamp,
draw winner, Quebec; Monica Pollack, Baxter; Mathieu Montreuil, awarded incentive seat,
Quebec; Geoff Johnson, Wyeth; Sophy Oomman, Baxter; Daryn Moody, awarded incentive
seat, Saskatchewan; Dallas Higgs, draw winner, Saskatchewan.

Ivan Leong

Geoff Johnson from
Wyeth presenting the
“most improved driver”
award to Daryn Moody
from Saskatchewan.



Volunteer
File “Volunteers do not

necessarily have the time;
they just have the heart.”

–Elizabeth Andrew

Marion Stolte
Chair, National Volunteer
Development Committee

Volunteering with
our community

When asked to write about
my commitment to
volunteering with our

community, I reflect on 12 years of
giving and 12 years of receiving
twofold!

In 1996 when I started my
official career with the Hemophilia
Program at McMaster
(I was a primary nurse for children
and youth with hemophilia from
1991-1996 at McMaster Children’s
Hospital), I asked if I could attend a
Central West Ontario Region
(CWOR) board meeting. I figured at
the time, we all want the same
thing: quality lives for people living
with bleeding disorders. I had to be
persistent at times about being a
board member, because it was not
always the case that a healthcare
provider wanted to be involved at
the board level. I was full-heartedly
supported by my medical directors, Dr.
Mohan Pai and Dr. Irwin Walker. As a team,
we thought it was a great way to keep in
touch with the community at the Canadian
Hemophilia Society and let each other
know trends and relevant issues.

My other passion is youth, as I was also
a youth social worker in an earlier career.
I thought this would be a terrific way to
continuing work with youth!

I am also drawn to this community
because it is “smaller” – we truly are like
family. Somehow we are related and we
end up being on a committee with
someone’s aunt, sister or grandfather. It is
most rewarding to be a part of many
people’s lifelong journeys; to witness
graduations, weddings and births, and to be
present in our sad times and struggles.

Through the years I have sat on many
CHS committees such as administration
and finance, programs, youth (regional,
provincial and national), camp and
strategic planning.

I have presented at women’s retreats,
family retreats, and “Just the Guys,” to
name a few. I have had as much fun and
gained as much knowledge as any
participant.

You see, the rewards are many. “Make
new friends, but keep the old,” earn new
skills (finance!!) and mentor new volunteers.

This year at the Ontario Annual General
Meeting, where I became the Hemophilia
Ontario president, I looked around at all the
wonderful folks that were present,
reflecting on past times and shared
moments. Then I looked at the list of names
on the new hemophilia board and read five
names that have all grown before my eyes
as members of our youth committees, and I
was proud!

Even though I have resigned as
president of Hemophilia Ontario, in order to
pursue a new career, I will always remain
committed to the organization.

My favourite quote is, “We must be the
change we want to see” (Ghandi), so there
is no question for me (or my family) about
volunteering; we are all in this journey
together! Thank you for letting me be a
part of the family.

– Julia Sek

It's encouraging to see the various ways
people have captured the heart of our
vision: “To see a world free from the pain
and suffering of bleeding disorders” and to
work to find a cure.
Thank you to each of you who volunteer

to make this community the strong support
that it is for those living with inherited
bleeding disorders!

h
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Volunteers have the heart and
make the time. It is this heart of

service that so many in our medical
community have lived out. They have
given of their time, not only as
medical professionals, but have gone
beyond to continue serving even
when they are no longer connected
with us because of their profession.
To name a few (the list is not

exhaustive), we have Jack
MacDonald, former social worker at
the Calgary clinic and now
volunteering on the CHS Scholarship
and Bursary Committee; Maureen
Brownlow, also a former social
worker, with the Halifax clinic, who
now chairs the CHS Program
Committee; and Andrea Pritchard,
former nurse at the Calgary clinic
and now also on the CHS Program
Committee. These are just some
examples of people who, having
been connected with us through their
profession, now continue their
association by giving their time as a
volunteer.
Julia Sek expresses her

commitment to our hemophilia
community, which also extends far
beyond her professional life.
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David Page
CHSNational Executive Director

Factor
The

Blood

Blood safety case begins in

Ottawa—CHS has intervener status

OTTAWA – September 28, 2009 – The civil
case of Freeman vs. Canadian Blood
Services (CBS) and Health Canada began in
Ontario Superior Court today and will last
until mid-December. The Canadian
Hemophilia Society has been granted
intervener status so as to represent
recipients of blood and blood products, and
is represented by Tough and Podrebarac LLP.

The case originated in 2002. Kyle
Freeman had donated blood on 18
occasions between 1990 and 2002;
however, after the last occasion in June
2002, he informed Canadian Blood Services
in an anonymous e-mail that he had lied
when responding to the questionnaire,
specifically with regard to Question # 19:
“Male donors: Have you had sex with a man,
even one time, since 1977?”

CBS was able to discover his identity
and sued Freeman in civil court for
negligent misrepresentation and damages.
In subsequent discovery proceedings it was
established that Freeman had lied to four
questions of the blood donor questionnaire,
including one related to his sexual history
of having had sex with other men.
According to Health Canada regulations,
men who have had sex with other men
(MSM), even once, since 1977 are
permanently deferred from giving blood
because of the increased risk of
transmitting blood-borne pathogens,
notably HIV and hepatitis B. Had Freeman
replied honestly to these questions, he
would have been ineligible to give blood.

Freeman countersued CBS and Health
Canada on grounds that the question
violated his right not to be discriminated
against based on sexual orientation, a right
guaranteed in Section 15 of the Canadian
Charter of Rights and Freedoms. He asked
the court to find that “he need not answer
truthfully” and that the court should order
a change to the MSM question.

The trial is divided into two parts: the
liability case against Freeman, heard during

the last week of September, and Freeman’s
charter challenge, to be heard over the
course of the autumn.

In 2006 the CHS requested and received
intervener status. The CHS goal
is to represent recipients of the blood
system and to support maintenance of the
current MSM donor deferral criteria. The
CHS will argue that, whether or not the
Charter of Rights and Freedoms applies in
this case, the MSM question is justified
under Section 1 of the Charter in the
interest of public health and reducing risks
to the blood system.

CHS expert witnesses will be heard in
early December.

Key CHS public messages

The key messages the CHS will
communicate publicly during the trial are:

▪ The Canadian Hemophilia Society (CHS) is
intervening in this case to protect the
rights of all people who rely on the safety
of the blood supply system in Canada.

▪ The Canadian Hemophilia Society’s
interest in blood safety comes from its
experience of Canada’s tainted blood
tragedy and the devastation this tragedy
caused its members, and from its mandate
to serve the many people with bleeding
disorders who continue to be frequent
users of blood products. The CHS is
committed to ensuring a safe and secure
blood supply for all Canadians so that
such a tragedy never happens again.

▪ The CHS supports the position of Canadian
Blood Services and Health Canada in
maintaining the current MSM donor deferral
criteria. The position of the CHS is that the
safety of the blood system is all-important.

▪ The CHS believes public health science
and the precautionary principle should
determine donor deferral criteria. These
indicate that any relaxation of the MSM
donor deferral criteria would make the
blood system less safe. MSM donors, as a
group, introduce an additional,
measurable, preventable risk of infectious
disease to the blood supply. Other groups,
sometimes for different reasons, also pose
an increased risk, and are deferred.

▪ People only use blood when they need it,
and when they have no option. They are
completely dependent on the stewards of
the blood system to ensure that blood is
as safe as possible.

▪ No matter how small a risk may be, it is a
risk that is borne 100% by the recipient of
the blood and 0% by the donor.

For more information, updates on the
case will be posted on the CHS Web site at
www.hemophilia.ca.

The CHS requests that chapter members,
volunteers and staff refer all media
inquiries to the CHS National Office.
Chantal Raymond, CHS communications
coordinator craymond@hemophilia.ca or
1-800-668-2686), will direct inquiries to
official CHS spokespeople.

XynthaTM now available across Canada

Pfizer, which recently purchased Wyeth, announced late in November that Xyntha™,
Antihemophilic Factor (Recombinant) [BDDrFVIII], Plasma/Albumin-free, is now

available through Canadian Blood Services (CBS). Xyntha was approved for distribution
by Héma-Québec several months ago.

Xyntha is approved for the control and prevention of bleeding and for routine and
surgical prophylaxis in patients with hemophilia A (factor VIII deficiency).

In a communiqué, Canadian Blood Services stated, “A maximum volume of three
million international units (IU) of Xyntha™ will be available (outside of the province of
Quebec) for patients who could potentially benefit from treatment with Xyntha. This
volume will be reviewed on an annual basis and any changes will be communicated by
Canadian Blood Services. A reporting mechanism between Canadian Blood Services and
the hemophilia treatment clinics is being implemented to track the volume of Xyntha
being ordered, given the quantity of product being made available.”

The quantity of three million units represents approximately 2.5 percent of the
recombinant factor VIII distributed by CBS annually.

Xyntha becomes the fourth recombinant factor VIII concentrate, along with Advate™,
Helixate™ FS and Kogenate™ FS, currently available in Canada.

For more information on Xyntha, see the Winter 2009 issue of Hemophilia Today,
Vol 44 No 1. To obtain the product monograph, see wwwwww..wwyyeetthh..ccaa. - D.P.
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Medical
News

� First human gets new antibody aimed at hepatitis C virus
Researchers at the University of Massachusetts Medical School
(UMMS) announced the beginning of a Phase 1 clinical trial,
testing the safety and activity of a human monoclonal antibody
they developed that can neutralize the hepatitis C virus (HCV).
Read more at:
www.biologynews.net/archives/2009/08/06/first_human_gets
_new_antibody_aimed_at_hepatitis_c_virus.html

� Traditional Chinese medicine liver drug in US breakthrough
A traditional Chinese medicine (TCM) has received a permit from
the U.S. Food and Drug Administration (FDA) to conduct clinical
tests on American hepatitis C patients who have developed
fibrosis of the liver. If it passes all clinical tests, the Fuzheng
Huayu capsule will become China’s first TCM to be officially
recognized by the U.S. FDA. Fuzheng Huayu, a compound
containing six herbs, was formulated after long-term Chinese
research in treating liver fibrosis and was approved by China’s
FDA for public use in 2002. Domestic clinical tests have shown
the medicine can protect liver cells and slow down or even
reverse liver fibrosis in more than 52 percent of patients.
Read more at:
www.shanghaidaily.com/sp/article/2009/200908/20090818/
article_410990.htm

� Hepatitis C response depends on genetic code
A slight genetic variation may explain why some people are less
likely to respond to a treatment for hepatitis C infection, researchers
say. Since the potential treatment side effects can be severe, the
researchers suggest that testing for the variant may help guide
patients and doctors in deciding when to start or postpone
treatment.
Read more at:
www.cbc.ca/health/story/2009/08/17/hepatitis-c.html?ref=rss

� Researchers identify protein key to hepatitis C virus
replication

Researchers in Germany say that they have identified a protein in
infected liver cells that is essential for the replication of the
hepatitis C virus, and that inhibiting the protein was highly
efficient in blocking virus replication.
Read more at:
www.medindia.net/news/Researchers-Identify-Protein-Key-
to-Hepatitis-C-Virus-Replication-56463-1.htm

� Non-invasive methods of fibrosis analysis in chronic
hepatitis C

Dr J.O. Smith and colleagues reviewed non-invasive measures and
their ability to replace biopsy for assessing hepatic fibrosis in
patients with chronic hepatitis C virus and concluded: “Great
strides are being made in the development of accurate non-

invasive methods for determination of fibrosis. However, no single
non-invasive test or model developed to date can match that
information obtained from actual histology. Combinations of two
modalities of non-invasive methods can reliably differentiate
between minimal and significant fibrosis, and thereby avoid liver
biopsy in a significant percentage of patients.” The findings were
published in Alimentary Pharmacology & Therapeutics journal in
June 2009.
Read more at:
www3.interscience.wiley.com/journal/122455019/abstract

� FDA Hepatitis Update: New class safety labelling updates
for alpha interferon products

On September 1, 2009, the U.S. FDA announced that label warnings
for interferon alpha products were updated to reflect some newly
recognized safety issues, namely stroke, retinal detachment, peripheral
neuropathy, and pulmonary hypertension. Pegylated interferon alpha
(Pegasys or PegIntron) is standard treatment for hepatitis C, and
pegylated or conventional interferon are used for hepatitis B.
Read more at:
www.hivandhepatitis.com/hep_b/news/2009/090409_a.html

� Hepatitis C doubles risk for AIDS illnesses
People co-infected with both HIV and hepatitis C virus (HCV)
have double the risk of developing an AIDS defining illness (ADI)
than people infected with only HIV according to a study
published in the journal Clinical Infectious Diseases in July 2009.
The authors conclude that co-infected people should be more
carefully monitored for AIDS defining illnesses.
Read more at:
www.journals.uchicago.edu/doi/abs/10.1086/603557

� Study confirms international outbreak of sexually-
transmitted HCV

For the past two decades, HCV infection has mostly affected people
who share needles to inject street drugs or who have received
contaminated blood products, such as clotting factors, before
routine testing for HCV was available. Now an international team
of researchers has uncovered evidence that HCV has been
transmitted sexually, in many cases among HIV positive people. The
emergence of a previously unrecognized sexually-transmitted germ
is troubling and has implications for sexual health and disease
prevention programs.
Read more at:
www.thebody.com/content/art52057.html

Hepatitis & HIV 
Press Review

m e d i c a l  n e w s

Good news: FibroScan now licensed for use in Canada

You may have read in the last edition of Hemophilia Today about a
non-invasive method for determining liver damage called transient
elastography, shown to be as accurate but not as invasive as a liver
biopsy. Until recently, this technology was not licensed for use in
Canada: in July 2009, Health Canada licensed FibroScan, for which
no adverse effects have been reported. This is very good news but we
now need to get these machines in our hospitals to be able to
benefit from this technology. We encourage HCV patients to request
that this technology be made available in their hospitals and to
explore how the costs could be covered. For example, getting
involved in a fundraising effort with your hospital with a view to
acquire FibroScan would certainly be a step in the right direction.

Michel Long
CHS national program coordinator
and Dr. Elena Vlassikhina
volunteer collaborator
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Georgina Floros, nurse coordinator, 
Comprehensive Hemophilia Care Centre, 
St. Michael’s Hospital, Toronto, Ontario

It’s that time of year again… CAMP TIME!
Now, you may be saying to yourself, it is
only fall… camp is a long way off. The

reality is, now is the time to start thinking
of camp. Many of the camps operate on a
first come, first served basis and many
camp spots fill up by year’s end.

Making the decision to attend camp for

the first time is a big step. Both parents
and children need to be ready! Here’s
where I come in. Hopefully, after reading
this article, you and your child will look
forward to next summer’s camp experience.

If you attended camp as a child, you
may not need any convincing about the
many benefits of summer camp. If you
never had the opportunity to experience
camp, you may need someone to reassure
you that sending your child with a bleeding
disorder to camp is a great idea!

First and foremost, camp is a place to
have fun! It is at camp that children get to
experience things they may otherwise
never get the chance to do. From sailing,
kayaking, canoeing and swimming, to arts,
crafts and music, the possibilities are
virtually endless! While partaking in these
wonderful, new and challenging
adventures, key lessons are learned. Many
of the activities at camp allow children to
build their self-esteem, learn new skills,
work together with other campers in a
spirit of cooperation, and foster leadership
and independence. Camps are a great place

The 
Nurses’ Station

Canadian Association of
Nurses in Hemophilia Care

CAMP… a place 
to have the time
of your life!

Now, you may be
saying to yourself, 
it is only fall… camp
is a long way off.
The reality is, now is
the time to start
thinking of camp.
Many of the camps
operate on a first
come, first served
basis and many
camp spots fill up 
by year’s end.

m e d i c a l  n e w s
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to learn about the
responsibility of caring
for each other and for
nature.

Camps that provide
opportunities for children
with bleeding disorders
are even more incredible!
These camps allow
children to participate
fully in the camp
experience, while being
attentive to the unique
needs of their campers.

Across Canada, the
various chapters of the Canadian
Hemophilia Society support summer camps
in their regions. Camps from region to
region may differ in their location and
activities offered, however, the goal is
always the same… to foster knowledge and
encourage independence in an environment
that is supportive and fun!

At some camps, children with bleeding
disorders are integrated into a larger camp
community, while other camps are
specifically for children with bleeding
disorders, and at other camps, children with
bleeding disorders participate alongside
others who have health challenges.

Regardless of which type of camp is
offered in your area, opportunities abound
to grow in mind, body and spirit, within a
culture of belonging and friendship.

All camps supported by the Canadian
Hemophilia Society have one thing in
common: the expert healthcare staff that

Clarke Dale, RSW, Child and Adolescent
Psychiatry, Eastern Health, Newfoundland
and Labrador

In keeping with this
issue’s theme of
“30 years of

comprehensive care,” 
I would like to give a
brief history of social
work involvement in
hemophilia care.

Social workers have
traditionally been
involved in providing
psychosocial services to chronically ill
patients, including people with hemophilia
and bleeding disorders. In 1978, at a
conference held in Winnipeg,
“Comprehensive Care for the Canadian
Hemophiliac,” the concept of the
Comprehensive Care Clinic was endorsed.
Social workers were designated as essential
team members in addition to physicians,
nurses, physiotherapists and the patient. It
was recognized that a social worker
assigned to the team facilitates the
development of a team approach since it
allows the team members to know and
understand each other’s skills. “The
integration of the social worker is also
important since this leads to closer, more
frequent contact with hemophiliacs and
subsequently encourages rapport, making
the helping process easier. Finally it is
through working closely with the team that
much of the learning of hemophilia takes
place and the exchange of information
occurs.” (Rayner, HL and Bishop, A.J.,1978).

Becoming recognized and sanctioned as
an integral part of the comprehensive
multidisciplinary team was a milestone for
social workers working in hemophilia care.
Since then social workers across Canada
have been established as Canadian Social
Workers in Hemophilia Care (CSWHC). The
CSWHC has two co-chairs, and meets
annually through the ongoing support of
the CHS. Through the CSWHC we
participate in collaborative educational,
treatment, and administrative activities.

SocialWorkers
Face-to-Face

Clarke Dale, RSW

Canadian Social Workers in
Hemophilia Care

are onsite at the camp. Each camp is staffed
by nurses from the hemophilia treatment
centres. Sometimes the camp nurse is your
child’s own nurse from clinic, or may be a
nurse from another hemophilia treatment
centre. These are nurses that are experts in
caring for people with bleeding disorders.
The nurses are available to give infusions of
factor, to teach self-infusion, to educate
about bleeding disorders, to provide
knowledge, encourage good decision-
making skills and be available just in case.

Camp is also a nice respite for parents.
You can relax and know that your child is
having an awesome experience that
encourages friendship, fosters
independence, enhances knowledge and
strives to meet personal life needs.

I hope you will consider applying for camp
in 2010. For more information about the camp
in your region, please contact your local chapter
of the Canadian Hemophilia Society.
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Our 
Stories

Judy DesBrisay, British Columbia

The clinic hematologist listened
attentively and replied concisely as
the static-ridden radio telephone

communication reverberated between
Eureka, Nunavut, and Vancouver, British
Columbia. “Yes, infuse the fresh frozen
plasma (FFP) when you reach Resolute,” 
re-affirming my planned management of a
persistent right knee bleed that occurred at
a remote research camp on Ellesmere
Island.

A helicopter ride over Canada’s immense
High Arctic landscape had “ferried” me
from the camp to Eureka. On Ellesmere
Island, Eureka is the second most northerly
permanently inhabited settlement on earth,
a major Canadian weather station and
settlement used mainly by Environment
Canada and associated universities.
Weather permitting, the bi-weekly “tundra-
sched”, a Twin Otter aircraft, would take me
to Qausuittuq (place with no dawn),
sometimes called Resolute Bay: a small

Inuit hamlet on Cornwallis Island, Nunavut.
There, I had an emergency cache of FFP in
an industrial deep freezer. The challenges
and logistics of ordering and transporting
two units of FFP for possible use during my
tour of duty as camp cook/nurse had been
worthwhile!

At Resolute, I infused my “product”,
continued “R.I.C.E.” [rest, ice, compression
and elevation steps for first aid] and toured
the Arctic outpost and Inuit settlement as I
awaited flights to Yellowknife, NWT and
Vancouver, B.C. Home-based physiotherapy
replaced painkillers in managing this 1990
bleeding episode. At the close of my
temporary leave of absence, I returned to
my duties as a Vancouver-based community
nurse, dividing my duties between a project
with Persons With AIDS and a
multidisciplinary team whose task was to
facilitate the integration of students with

severe disabilities into
the public school
system.

The Vancouver
(Arthritis Centre)
Hemophilia Clinic staff
(especially Dr. G and
nurse L) encouraged
me to maintain my
active lifestyle while
respecting the
influences of my rare
factor V deficiency.
Diagnosed at age 17
due to the
investigation of my
sister’s frequent
serious bleeds, I was

relieved to understand the cause of our
hemorrhaging histories. I continued to be
active at school, at work, and at play.

Pre-diagnosis, my “moderate”
hemophilia resulted in signs and symptoms
ranging from severe childhood nosebleeds
to extended post-operative bleeds (that
required “direct” person-to-person
transfusions, in 1943 and 1947). Menses
and childbirth posed many problems, in an
era with limited management options. My
worried hematologist and obstetrician
guided me through three pregnancies and
deliveries in the early 1960s. I have two
amazing, married adult children and four

“Eureka!”

I have travelled 
a long route 
vis-à-vis my
understanding of
and life with
hemophilia. 
I completed my
formal education
and continued to
explore the
evolving world. 
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astounding grandchildren. A hysterectomy
at age 40 was well planned and managed;
it freed me from multiple concerns.
Following a 1992 severe motor vehicle
accident I was unable to communicate 
with paramedic and
emergency room
personnel. Reference to
my Medic Alert bracelet
led to prompt
collaboration with the
clinic hematologist for
the necessary
management of my
head injury and other
trauma. My ongoing,
assorted bleeding
episodes are managed
with and without the
use of FFP. I now
collaborate, as needed,
with the St. Paul’s
Hospital Adult
Hemophilia Clinic in order to optimize my
health. As a 71-year-old woman with a
factor V deficiency, I face new challenges. 
I now balance the benefits and risks
inherent in management of my coronary
artery disease. In April 2009 I participated
in the CHS Calgary conference, Women
with Bleeding Disorders: Life Stages. We’re
moving forward in the diagnosis and
management of hemophilia and in
communicating our increased
understanding with others.

I have travelled a long route vis-à-vis
my understanding of and life with
hemophilia. I completed my formal

education and continued to explore the
evolving world. I have worked in urban and
rural communities. As an “Outpost Nurse”
in the Nisga’a village of Gingolx, B.C., I
diagnosed and treated clients on site and,

when necessary,
collaborated by radio-
telephone with distant
physicians and arranged
the evacuation of
severely ill persons by
sea or air. The Nisga’a
were patient, good
humoured and
accepting as I adapted
to my expanded nursing
responsibilities. Later
outpost duties in the
Chilcotin introduced me
to the far-ranging
Carrier/Sekani peoples
and their ranching
neighbours. As I

traversed this region to visit far-flung
homes I developed “off road” 4x4 driving
skills. One morning a visiting client was
startled when I answered the clinic door
with my own intravenous pole in tow. The
plasma dripped merrily while I assisted with
her problems and bid her farewell. The Red
Cross Outpost Hospital in Edgewood, B.C.,
enhanced my appreciation of the breadth of
human capacity and the lessons to be
learned in a nursing role that included
collaboration with local residents, distant
physicians and other healthcare
consultants. My travels have taught me
much. I am drawn ever northward:
travelling to Nunavut in 1988 and 1990. 
In 2006, my Arctic exploration included
Nunavut and Greenland. My husband
Michael and I lived, worked and travelled
extensively in South America from 1997 to
2000, including a trip to Antarctica. 

Thereafter, we returned to Taharti, our
wilderness home in central British

We are nestled amid
forest and meadow: an
hour’s drive away from
our nearest neighbour
and totally “off grid”. 
The solar panels and
windmill produce our
power. We chop our
wood and pump our
water.

Columbia. We are nestled amid forest and
meadow: an hour’s drive away from our
nearest neighbour and totally “off grid”. 
The solar panels and windmill produce our
power. We chop our wood and pump our
water. We hike, cross-country ski, swim,
kayak, garden, maintain our log home and
the rough access roads. Wildlife viewing,
weather watching and star gazing fill our
leisure moments. Mike makes music and I
make art (my paintings are exhibited in
solo and group exhibits in Canada and
Chile). We have extensive first aid kits for
our home and vehicles and a well-informed
healthcare team in town, two hours’ back-
road travel from Taharti. 

Understanding my factor V deficiency
has helped me to expand rather than limit
my life. Satellite technology allows me to
live in the midst of a remote paradise,
collaborating as necessary with a range of
resource persons, much as I did at Eureka
two decades ago.
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A Global
Perspective

Who
cares?
Pam Wilton, CHS president

Ihave been working with Bradley Rayner,
SAHF president, and many of the other
volunteers since we began our twinning

several years ago. Representatives have
been to Canada a few times, we have met
at World Congresses and this was my third
visit to South Africa. In between visits we
keep in touch by e-mail and occasional
telephone conferences. I think it is safe to
say that my understanding of SAHF
strengths and challenges has increased, my
knowledge of the geography of the country
is reasonable, my ability to link the names
of physicians, nurses and physiotherapists
with the correct HTC is really good, and I
have developed an appreciation of red wine
from the Western Cape. While I can
understand Afrikaans a little better, I don’t
think I will ever be able to speak with that
click. But most importantly, I now think of
those eager volunteers I met for the first
time, years ago in Bangkok, as friends. In
addition to all of the duties I would share
with Eric and Michel during this visit, I

constraints. Since the apartheid
ended, South Africa has made
great strides forward, but I have
watched many times while SAHF
veteran volunteers struggle to
overcome the barriers of a socio-
economic environment that is
stretched to its limits before they
can begin to help individuals with
hemophilia-specific issues. With so
much work remaining on the
agenda, it is easy to  move on
quickly to the next project,
without really taking time to stop

and celebrate the many successes along
the way.

I’ve also had many conversations with
Bradley Rayner, SAHF president, about ways
to sustain the enthusiasm participants
initially feel during a strategic planning
exercise, but that tends to drop off sharply
soon after the event. How can we ensure
that the work that volunteers commit to is
done? How can we mentor and support
other volunteers, while fulfilling our own
duties?

After sharing some ideas and asking
Bradley for his input, I decided to break the
three-hour workshop into two parts,
starting with what I assumed would be a
review of basic concepts of volunteer
development for most of the participants.
We talked about needs assessment,
recruitment strategies, orientation, policies,
communication, evaluation and
recognition. I triggered discussion around
accountability and commitment, but was
careful to make sure that the participants
came up with “made in and for South
Africa solutions” to the problems they
identified. After the traditional break for
“tea and cakes”, I shifted the focus to the
volunteers as individuals. We explored the
importance of “resiliency”. I included
information about personal resiliency
building, how to mentor resiliency,
strategies to sustain/regain balance, how to
recognize the physical, emotional, mental
and spiritual impact of volunteering, how
to stay motivated and how to support each
other. I was very pleased that the group
was small enough and comfortable enough
with each other to share some of their
personal experiences.

The feedback I received after the
workshop indicated that the participants
appreciated the workshop and most were
able to identify at least one idea that they
would be willing to try.

really wanted to provide something
practical and useful on a personal level for
SAHF volunteers.

I offered to develop and deliver a
workshop themed around “volunteer care”
for the members of the SAHF. During the
years we have twinned with the SAHF, I
have noticed that like the CHS, our friends
in South Africa have a small group of
extremely skilled and dedicated volunteers
who take on a huge amount of work. They
identify the need for volunteer recruitment
and development as a priority. As we know,
it is easier to develop and implement a
volunteer development program when you
have staff to take this on. However, it is
extremely hard to do this when you are
struggling to manage the work that just
keeps coming at you every week. We have
all been guilty of using the old “it is easier
to do it myself and then I know it is done”
strategy.

Volunteering with an organization that
strives to improve health and quality of life
and whose vision includes “a world free of
pain and suffering” caused by a particular
health problem has special challenges. It is
common for volunteers to be overwhelmed
by the urgency they feel to help those who
are suffering, while working within societal

a  g l o b a l  p e r s p e c t i v e
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South Africa
twinning visit
Eric Stolte, CHS past-president and
member of the WFH Executive Committee

Aworld free from the pain and
suffering of bleeding disorders.
Wouldn’t that be a wonderful world?

This Canadian Hemophilia Society (CHS)
vision statement is foremost in my mind
when I think of my own involvement in
twinning as well as why the CHS bothers to
twin. To think that my efforts during our
recent visit in South Africa with our CHS
twin, the South African Hemophilia
Foundation (SAHF), might, even in some
small way, contribute to help make this
vision a reality is what fuels my motivation
for a 19+ hour plane trip and time away
from home using my vacation time from
work.

During this visit, I was teamed with CHS
Program Development Coordinator Michel
Long in helping the volunteers from the
SAHF learn more about the topic of
“Fundraising Strategies Directed at
Corporate & Industry Partners.” This vital
area of donor partnership will give
financial strength to the SAHF to
accomplish its goals. A strong and well-
funded SAHF can then lend its strength to
other African nations. The result will be less
and less “pain and suffering” because of an
increase in care for
those people with
bleeding disorders who
have little or no access
to care in the nations
bordering South Africa.

Another important
area for a national
hemophilia organization
is “Establishing Strong
and Durable
Relationships with
Government.” Having
also given a similar
presentation the prior
week at a pan-African
WFH advocacy workshop
for 13 African countries, 
I felt a bit more
confident as we worked
through the material
more specifically in the

South African context. Plus, because of this
visit, several SAHF volunteers had already
met with key government health officials,
so this material was very practical for the
follow-up from those meetings.

Organizationally, we can be proud of
our international contribution. Through
both our various chapter twins and our
CHS twin, we continue to fulfill our vision
for the world. Our partnership with the
World Federation of Hemophilia is vital in
order to make an impact that is strategic
and lasting. Personally, the sense of
meaning and accomplishment in knowing
that I’m helping real people in real time
more than offsets any inconvenience of
time and travel. What a privilege and
opportunity we have to make a difference
in our world!

Organizationally, we can be
proud of our international
contribution. Through both
our various chapter twins and
our CHS twin, we continue to
fulfill our vision for the world.
Our partnership with the
World Federation of
Hemophilia is vital in order to
make an impact that is
strategic and lasting. 

Michel Long, CHS national program
coordinator

It is with much pride that we wish to share
with our readers that the Canadian
Hemophilia Society (CHS) and the South

African Haemophilia Foundation (SAHF) were
presented with the 2008 Hemophilia
Organization Twins of the Year Award by
the World Federation of Hemophilia (WFH), in
recognition and appreciation of our
“outstanding contributions towards achieving
Treatment for All.”

Aris Hashim, Chairperson of the WFH
Hemophilia Organization Twinning
Committee wrote: “We were all impressed by
the scope of the activities undertaken in
2008 through your twinning partnership,
particularly the growth of the ROCK program,
the implementation of the CHARMS system
in HTCs, advocacy and lobbying initiatives,
the fostering of relationships between youth
groups from both NMOs, and training on
relationships with pharmaceutical
companies.” We hope the recognition will
encourage CHS chapters and regions to
consider and embark in similar enriching
international partnerships in the near future.
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While the plaques celebrating the award will
officially be presented at the WFH Awards Ceremony
during the 2010 World Congress in Buenos Aires,
Mark W. Skinner, president of the WFH, presented
the Twinning Award to Bradley Rayner, national
chairman of the SAHF, and to Pam Wilton, president
of the CHS, at a ceremony which took place in
Johannesburg on Tuesday, June 2, 2009.

South African Haemophilia
Foundation and the
Canadian Hemophilia
Society awarded the World
Federation of Hemophilia
Twins of the Year Award
2008
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Youth
File

Maxime Lacasse Germain
Co-chair, National Youth 
Committee

On September 12 and 13, 2009, the
National Youth Committee got
together in Montreal to review its

objectives for the year and to build an
action plan for 2010. Productivity was the
order of the day.

Many wonderful projects are
currently being developed for next
year, such as our ongoing leadership
programs, the Drive your Car, Drive
your Care program and an awareness
activity regarding healthcare around
the world. In addition to these
projects, we are currently building a
network of mentors for young
hemophiliacs who want to get involved
with the Canadian Hemophilia Society.
Lastly, the committee will be organizing
a fundraising campaign across Canada,
a swim-o-thon entitled The Great
Canadian Swim for Hemophilia.

Meanwhile, committee members are
busy planning a multitude of local
activities for 2010. In fact, important
measures will be taken in order to
promote these exciting new programs.
Do not hesitate to contact your local youth
representative for more information or visit
the youth section of the CHS Web site at
www.hemophilia.ca/en/youth-web.

All of these national and provincial
activities will be announced shortly in
upcoming issues of Hemophilia Today. 
Stay tuned! A special thanks to all the
committee members for this fun and
laughter-filled weekend.


