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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.

The CHS consults medical professionals before
distributing any medical information. However, the CHS does
not practice medicine and in no circumstances recommends
particular treatments for specific individuals. In all cases, it
is recommended that individuals consult a physician before
pursuing any course of treatment.

Brand names of treatment products are provided for
information only. They are not an endorsement of a
particular product or company by the writers or editors.
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Working together with the corporate sector in Canada helps the 
Canadian Hemophilia Society (CHS) accomplish its mission and vision by
extending our reach and reinforcing our messages. This enables us to…

� Offer national programs of training, education and awareness.  

� Support research into hemophilia and other bleeding disorders. 

� Produce educational publications, periodicals (such as Hemophilia
Today) and keep our Web site www.hemophilia.ca up to date.

� Interact with stakeholders in the health care field to promote the 
well being of all our families. 
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WORD
FROM THE 

EDITOR
F r a n ç o i s  L a r o c h e

If it hasn’t already done so by the time you read these lines,
the Quebec National Assembly will soon be ratifying Bill 45,
legislation that compensates victims who sustain bodily harm as

a result of receiving a product from Héma-Québec by transfusion or
transplant. This is a no-fault program, covered by the Ministry of
Health and Social Services, and based on the Quebec Automobile
Insurance Board road accident compensation program. The Bill
awards lump sum payments based on the severity of the condition,
as well as supplementary income replacement indemnities and
reimbursement to cover certain medical expenses.

Victims will have up to three years after the appearance of the first
symptoms to apply to the program. In addition, when they register,
they will have to renounce any further claims against Héma-Québec.
They may, however, initiate legal proceedings against other persons
or organizations.

With the creation of this program, Héma-Québec will save several
million dollars for a variety of insurance premiums. Future victims,
meanwhile, will have access to a program that assures them of
compensation soon after a condition develops, without having to
prove any wrongdoing.

This Bill is right in line with the CHS’s desire to see a no-fault
program introduced for future victims who suffer injury as a result
of transfusion with a product containing a pathogen and
distributed by one of the two Canadian suppliers. In fact, this was
the main recommendation made by the Krever Commission. Let us
now hope that the other provincial governments will follow the
lead taken by Quebec.

On a different matter, if you wish to continue receiving our
newsmagazine in “paper” format, I would ask you to fill out and
return the insert in this issue of Hemophilia Today. In an effort
to rationalize operations and use the funding we receive from
our various partners and donors more efficiently, we have
decided to update our mailing list. The next issues will only be
mailed out to those who expressly request it via this insert.
You can also be notified when the newsmagazine is available on
our Web site (before the paper version). To use this service, go
to www.hemophilia.ca/en/index and sign up by clicking on the
CHS e-News button. You will then receive an email notice when
any of our electronic publications come out. Simple, practical,
and ecological. We hope you enjoy our publications.
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PRESIDENT’S
MESSAGE
ERIC STOLTE

I’m writing this column from the Ottawa airport in our
nation’s capital city on the eve of Remembrance Day.
There’s a headline in the The Globe and Mail today

which reads, “Remembrance Day being forgotten, poll
finds: Survey of Canadians reveals steady
decline in knowledge and observance of histo-
ry.” There are things that must be remembered.
As George Santayana said, “Those who cannot
learn from history are doomed to repeat it.”

This past August, Marion and I had the privi-
lege of attending the CHS-hosted symposium,
HIV and the Blood System: The Canadian
Experience which was held just prior to the
International AIDS Conference. While there, we
had the joy of visiting with long-time friends
from Saskatchewan who have survived in spite
of receiving tainted blood. In addition, we met
many new people who have been affected by
this tragedy. Although those attending have
come through, we took time Sunday morning to remem-
ber those who perished. I remember attending the funerals
of all too many friends in the decade of the ’90s. Although
painful, such remembering is important.

If we are to remain vigilant, we must never forget those
who forfeited their lives but in so doing have also helped
to guarantee a safer blood system for all Canadians. The

CHS is working to inaugurate a national day of remem-
brance for those who lost their lives to tainted blood.

But even now our blood system is under threat. There is
public pressure to relax the rule that men who have had
sex with men after 1977 should not give blood. There are
proposals to defer donation by those who have engaged in
this behaviour for only one year. Such a change could
increase the risk of an unknown pathogen entering our
blood system and doing its damage before the necessary
steps are taken to ensure recipients are safe. Sound famil-
iar? To those who remember, it certainly does! The CHS

will remain vigilant to ensure the safest
possible blood system for all Canadians.

We’re also excited about our upcoming
Research Summit. We hope to enhance
our ability to support important research
which will ultimately lead to a cure. Our
Hemophilia Research Million Dollar Club
is now a 1.7 million dollar club and con-
tinues to increase. Our general fundraising
efforts also provide funds to support
research. The Research Summit should
help us identify strategies to play an even
stronger part in bleeding disorders
research.

In order to do all this and more we
must continue to broaden our funding base. The strate-
gy is in place. Key staff have been hired. But it’s up to us
to bring this vision into reality. Please give thought to
how you might volunteer to help raise the funds neces-
sary to allow all of us to effectively strive to improve the
quality of life for all people with bleeding disorders and
to find a cure.

Please give thought
to how you might
volunteer to help
raise the funds
necessary to allow
all of us to
effectively strive to
improve the quality
of life for all people
with bleeding
disorders and to
find a cure.

This is your last issue of Hemophilia Today unless…

you complete the subscription form inserted in this issue of 
Hemophilia Today and return it in the pre-addressed envelope.

� The Canadian Hemophilia Society strives to be responsible with the funds it receives from
donors. Hemophilia Today represents annual expenses of over $50,000…

� We want to continue sending you our newsmagazine as long as we know you are still 
interested in receiving it.

� Please complete this subscription form and return it to us in the pre-addressed envelope.

� If you do, you will receive the Spring 2007 issue.

� If you don’t, we will remove your name from our Hemophilia Today mailing list.

LOOK FOR THE SUBSCRIPTION FORM INSERTED IN THIS ISSUE!

2007

e d i t o r i a l p a g e s
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INTERNATIONAL CONTRIBUTION AWARD
This new award is presented in recognition of a volunteer who, through
his/her continuing efforts over a number of years, has contributed to the
development of care and services for people with bleeding disorders at
the international level.

Ken Poyser, Edmonton, Alberta
For over 35 years, Ken Poyser has contributed

to the improvement of care for people affected by
hemophilia. For almost a decade prior to his elec-
tion as Vice President - Finance in 1992, Ken par-
ticipated in the World Federation of Hemophilia
(WFH). He was subsequently re-elected for two
additional terms. Ken was responsible for estab-
lishing the computerized accounting system that
would be required to manage millions of dollars of Congress rev-
enues and expenditures. Ken brought financial rigour to the WFH
and his efforts led to the improved financial stability of this global
organization. Ken has participated in the WFH Congress organizing
and selection committees for the past four congresses. Each new con-
gress has seen significant growth in attendance and has brought prof-
its of over five million dollars – funds that help provide education
and care for people with bleeding disorders in developing nations.

Ken envisioned the creation of a twinning program that would
foster the growth of hemophilia national member organizations in
developing countries. Today there are more than 15 such twinning
arrangements established through the WFH. A proud legacy to
Ken’s inspiration is that Canada now participates in a significant
number of these twinning partnerships around the world. In 1994,
Ken recommended and oversaw the creation of the WFH Web site
which was implemented in the spring of 1995. This remains a valu-
able tool for the dissemination of bleeding disorders information to
the global community.

Ken’s dedication to the bleeding disorders community on a global
scale makes him a very worthy recipient of the 1st CHS International
Contribution Award.

EXCEPTIONAL SERVICE AWARD
This new award is presented in recognition of an individual or organi-
zation who, through his/her exceptional service, has contributed to the
growth and development of the mission of the CHS.

Sheila Comerford, Montreal, Quebec
Sheila has been an active member of the CHS Board, the CHS

Executive and also a member of the Board of Héma-Québec over the
last decade. Sheila served on the CHS Blood Safety and Supply

Committee (BSSC) from 1997 until 2005. She chaired the com-
mittee starting in October 2002 and continuing until May 2005.
As a member of the BSSC, Sheila was always prepared and
respectfully made contributions to all our decisions. She was
never afraid to argue her point and did so
effectively, occasionally with a bit of humour
when appropriate. As the Chair she later
proved to be a strong and effective leader tak-
ing the BSSC through the publication of the
Report Card on the Blood System in Canada,
letters and questions of policy on vCJD, and
the consolidation of the CHS blood policy.
Sheila represented recipients of blood and blood products,
including those with bleeding disorders, on the Héma-Québec
Board of Directors from 1998 until early 2004. This included sit-
ting on various Héma-Québec committees including the Safety
Committee. Sheila had to leave the CHS because of work pres-
sures a little over a year ago. Her wit, intelligence, dedication and
hard work for the CHS are missed on the BSSC. She is a very wor-
thy first recipient of this award.

Canadian Blood Agency
When the Multi-Provincial/Territorial Assistance Plan (MPTAP)

was announced, many people in the hemophilia community had
mixed emotions. The fight for provincial recognition of the need
to assist people infected with HIV through blood or blood prod-
ucts had been long and hard fought so the Plan was a positive
response to that effort. But the governments imposed a short
deadline for applications in what many felt was an attempt to
force people to sign before the results of civil actions and further
inquiries into the history of the scandal were available. In the
midst of this pressured environment, the administration of the
money was entrusted to the Canadian Blood Agency (CBA), an
organization that had been set up to coordinate the funding of the
blood system as a successor to the Canadian Blood Committee.

The CBA was required to ensure that cheques were delivered
no later than one month following April 1 of every year that a
qualified recipient was alive. In an age when the public has come
to expect that government and quasi-government agencies are
often late with payments, it was expected that people would rou-
tinely receive their assistance in May or later each year. Nothing
could be further from the truth. Like clockwork the CBA annually
prepares for payment well in advance and delivers by courier con-
firmation forms within one or two days of the beginning of April
each year. With a convenient fax back option they often turn
around confirmation, cheque production and delivery within one
week. The process is seamless and efficient.

But the CBA’s efforts have not stopped there. Where complica-

COMMUNITY
NEWS

� 2005 CHS awards

At the CHS Awards Banquet, held December 2 in Toronto in conjunction with the Semi-Annual
Board Meeting, the CHS recognized a group of dedicated volunteers, health care providers,
organizations and staff members who had made a significant contribution to the bleeding 
disorders community during the preceding year(s). This year, two new categories of awards were
established: the International Contribution Award and the Exceptional Service Award.
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for individuals with bleeding disorders and their families.
Christine has always had the best interests of the Chapter at

heart, never does anything half way, and never asks for anything
in return. Her positive energy, intelligence, humour and com-
passion have kept the Chapter going through some very difficult
times and she is a very worthy recipient of the 2005 Chapter
Leadership Award.

DR. CECIL HARRIS AWARD
This award honours distinguished contributions in the areas of hemo-
philia-related research or the advancement of the care of patients with
hemophilia or related bleeding disorders.

Dr. Victor Blanchette, Hospital for Sick
Children, Toronto

Dr. Blanchette has served the hemophilia
community in Toronto for 23 years as the clinic
director at the Hospital for Sick Children. He
provides exemplary clinical care to patients, and
has established a multi-disciplinary team to care
for children with bleeding disorders. Dr.
Blanchette is an advocate for the provision of safe factor concen-
trates and played a key role in bringing recombinant factor VIII and
high purity factor IX to the hemophilia community in Canada. Dr.
Blanchette served as a member of the Steering Committee and con-
tributed many chapters for CHS publications for newly diagnosed
patients: Hemophilia in Perspective (1993) and All About Hemophilia:
A Guide for Families (2001). In order to advance the care of hemo-
philia, he initiated the Canadian Prophylaxis Study in 1997, which
has attracted international attention. He was also instrumental in
setting up the International Prophylaxis Study Group and presently
chairs this international group. He is considered to be a world expert
in the area of prophylaxis for young children. Dr. Blanchette has
served as Chair of the Association of Hemophilia Clinic Directors of
Canada (AHCDC) and is a founding member. He was a long-serv-
ing member of the CHS Medical and Scientific Advisory Committee
(MSAC). To ensure that all of these clinical, educational and research
activities will continue into the future, Dr. Blanchette has trained
many of the current pediatric clinic directors in Canada. Dr.
Blanchette has contributed significantly to all aspects of hemophilia
care locally, nationally and internationally. These important contri-
butions make Dr. Victor Blanchette a very worthy recipient of the
2005 Dr. Cecil Harris Award.

AWARDS OF APPRECIATION
This award honours individuals who have demonstrated outstanding
service to the care of persons with hemophilia or related bleeding dis-
orders over and above their responsibilities as a member of the
hemophilia health care team.

Sylvie Lacroix, RN, Montreal, Quebec
Sylvie first started treating children with hemophilia at the

Montreal Children’s Hospital. She then went on to work for nearly
ten years at the Quebec Reference Centre for the Study of Patients
with Inhibitors at the Ste-Justine Hospital in Montreal where she
worked very closely with Dr. Georges Rivard. She has recently

tions arise, often involving estates or family issues, people get
assistance, not from a cold bureaucratic office, but from an empa-

thetic and caring voice. The voice belongs to
Lorie Reznik, the manager and in many ways
the heart and soul of CBA. Always prepared to
go above and beyond the call of duty, she
brings a humanity to the tragedy that many
people appreciate above everything but the
assistance itself.

Lorie has also been very helpful and accom-
modating as the CHS has pursued the goal of

full indexing for MPTAP. She has coordinated requests for informa-
tion in a professional manner that protects the interests of the 
governments involved but also ensures we obtain the timely infor-
mation that we need to make the best possible presentation of
our case.

On behalf of all our members affected by the tainted blood tragedy,
the CHS is very pleased to present the Exceptional Service Award to the
Canadian Blood Agency.

CHAPTER LEADERSHIP AWARD
This award is given to an individual who has merited special nation-
al recognition for outstanding efforts to further the growth and develop-
ment of a particular chapter in an outstanding and significant way.

Christine Keilback, Manitoba Chapter
Christine became involved with the

Manitoba Chapter shortly after her eldest son,
Eric, was diagnosed with hemophilia as a tod-
dler. Before being elected to the Board, she was
very active at the committee level. During her
term as chair of the Client Services Committee,
she was instrumental in completely restructur-
ing services to better fit the Chapter’s ever changing funding
sources. During her term as chair of the Fundraising Committee,
and again in response to the Chapter’s changing financial
resources, Chris worked very hard and was instrumental in the
growth of the Chapter’s Gala Dinner.

As President, Christine has been a guiding light for individuals
with hemophilia and their families. She has welcomed and sup-
ported new families, supported a variety of excellent and relevant
educational events for the Chapter members and has worked in
perfect partnership with the Hemophilia Treatment Centre. She
encouraged the Chapter office to purchase new software and
worked on improving the content and appearance of the
Chapter’s newsletter, to rave reviews. She has formed a
Communications Committee that will be developing more cost
effective and efficient methods of communicating with members.
She has expanded the Chapter’s member base and volunteer base.

As President, she has also accepted her role of being the one
responsible for many unpopular decisions. What started out in
2004 as a Strategic Planning Session led to the realization that the
Chapter’s long standing main source of revenue, bingo, was failing
and could no longer sustain itself. It ended in early 2006 with the
Chapter selling its building. It was and still is a decision that divid-
ed the Chapter’s membership but Chris continues to move forward
working diligently to provide the necessary support and resources
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retired from this position. Over the years, Sylvie
has become known for her expertise with the
hemophilia inhibitor community, not only in
Quebec but also throughout the rest of Canada,
and even internationally. Her presentations at
WFH Congresses, participation on the Planning
Committees of the CHS National Inhibitor
Workshops and at Quebec Chapter family week-
ends demonstrate the dedication she has for people living with
hemophilia and inhibitors. For several years she served as Chair of
the Quebec nursing group and served on the Executive of the
Canadian Association of Nurses in Hemophilia Care (CANHC). She
has contributed to the development of many educational resources
on hemophilia and inhibitors including the CHS booklet All About
Inhibitors, and initiated and coordinated the publication of a newslet-
ter for families dealing with inhibitors. On behalf of all the families of
children with hemophilia living with inhibitors, the CHS is pleased to
award Sylvie Lacroix one of the 2005 Awards of Appreciation.

Nichan Zourikian, PT, Montreal, Quebec
Nichan has been a leader in hemophilia care

provincially, nationally and internationally. At
the provincial level Nichan is the physiotherapist
associated with the Inherited Bleeding Disorders
Program at the Ste-Justine Hospital in Montreal.
He has participated in numerous provincial
workshops such as the Quebec Chapter family
weekends. Nationally Nichan has been the co-chair of the Canadian
Physiotherapists in Hemophilia Care (CPHC) since its inception.
Other physiotherapists in hemophilia care within Canada look to
Nichan for his guidance and expert opinion. He has participated in
CHS working groups for the Passport to Well-Being Program and the
National Family Inhibitor Workshops and assisted with the develop-
ment of the CHS booklet All About Inhibitors. Internationally, Nichan
has presented at the WFH World Congresses during at least three dif-
ferent conferences. He has travelled to Georgia, Armenia, Senegal and
Azerbaijan to share his expertise with hemophilia treaters interna-
tionally. Nichan is a most worthy recipient of one of the 2005 Awards
of Appreciation.

PIERRE LATREILLE AWARD
This award for excellence is given to a current or former staff member
of the CHS working at either the national, provincial or regional level.

Joyce Gouin, CHS Annual Giving Coordinator,
Montreal, Quebec

Joyce Gouin was initially hired by the CHS on
a part-time basis in 1990 to coordinate various
projects including the development of the
Chapter Reference Manual and the Healthy Eating
Makes a Difference project (manual and video).
She has been involved with the organization of
several major conferences including the Conference on Recombinant
Products (1991) and Building a Blood System for the 21st Century
(1997). Joyce started working for the Society on a full-time basis in
1998 as Research & Resource Development Coordinator and is cur-
rently the CHS Annual Giving Coordinator.

Over the years Joyce has demonstrated all of the qualities for
which the Pierre Latreille Award was established. She is a staff
member who provides care or service with excellence, dedication
and efficiency. She makes a difference to her fellow employees with
her positive and caring attitude, and is a reliable team player who
contributes to team success. One of her thankless jobs is working
in telemarketing fundraising. Her friendly and sympathetic man-
ner greets people calling in to complain about some aspect of tele-
marketing or their donation. Instead of cancelling, they increase
their financial gifts! While this doesn’t show up in any report, Joyce
makes a big difference to the long-term funding we receive.

Always working in the background, Joyce is an invaluable asset
to the CHS and its chapters. Her compassion, organisation, quick
thinking and friendly ways help advance the cause of the CHS and
make the work at the office go more smoothly. Her sense of
humour has helped her through many difficult times, and she is
well loved by her co-workers and those volunteers who know her.
She is one of the unsung heroines of the CHS and a worthy recipi-
ent of the 2005 Pierre Latreille Award.

CHAPTER RECOGNITION AWARDS
This award is designed to recognise chapters who have demonstrated
an achievement over the preceding year in a specific area.

QUEBEC CHAPTER,
Patient Services and Advocacy

During 2005 the Quebec Chapter worked hard to deliver quality
programs to individuals and families affected by a bleeding disorder
and to advocate on their behalf. Some of the highlights of the year’s
programs were: the first activity for youth with hemophilia or other
inherited bleeding disorders and their siblings, summer camp for 
25 children with inherited bleeding disorders, a workshop for fami-
lies dealing with inhibitors, information sessions on VWD at
women’s community organizations, bursaries for people with
bleeding disorders, implementation of a Passport to Well-Being
workshop, and the publication of a quarterly newsletter, L’Écho du
facteur. In terms of advocacy the Chapter continued efforts with the
government to ensure the delivery of comprehensive care in the
context of present changes in budgeting and distribution proce-
dures for blood products, MPTAP indexation in Quebec and equi-
table HCV compensation for all Canadians.

NEWFOUNDLAND AND LABRADOR CHAPTER,
Public Awareness and Communication

As in past years, the Newfoundland and Labrador Chapter was
actively involved in promoting World Hemophilia Day. On April
17, 2005, the Chapter ran an advertisement in the province’s largest
newspaper and in fifteen rural newspapers throughout
Newfoundland and Labrador. They were very pleased to receive
support from both of the cable companies, and PSAs ran on their
community channels. Information also appeared on an Internet
community service based calendar. In addition, awareness activities
took place in several schools attended by children with hemophilia.

The Chapter continued to keep their members updated on a
regular basis with a quarterly newsletter, Mainline, and kept the
Board updated by weekly e-mails, teleconferences and face-to-
face meetings.
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Toronto, Canada—the place to be
this past August as over 100 people
from across the country, and from

as far away as Argentina, Australia, China,
the Netherlands and the United States,
came together to attend the CHS-hosted
symposium HIV and the Blood System:
The Canadian Experience.

“It’s been over twenty years since HIV
was first discovered in the blood system,
and it’s really good to be here after those
twenty years,” stated John Plater, Chair of
the Symposium. “It’s also difficult to real-
ize it’s been twenty years and over those
years we’ve lost a number of dear and
close friends.”

With those opening remarks, the tone
was set for a weekend that offered partici-
pants opportunities to learn about the lat-
est research on a variety of issues relating
to HIV/AIDS, share experiences with one
another, and connect and reconnect with
acquaintances and friends.

Following their June 2005 annual

HIV and the Blood System: 
the Canadian Experience
Jeff Rice, CHS Hepatitis C Program Coordinator

retreat, members of the CHS-supported
HIV-Transfused group in western Canada
expressed an interest to “broaden their cir-
cle”, as over the years several regular atten-
dees had passed away.

With the knowledge that the XVI
International AIDS Conference was taking
place in Toronto during the summer of
2006, it was decided that organizing an
expanded event prior to the opening of
AIDS 2006 would attract more people,
from Canada and from abroad, who share
an interest in learning about the history
of tainted blood in Canada, as well as cur-
rent care and treatment issues for this
very unique group of people.

André Picard, The Globe and Mail’s
health care reporter, established journal-
ist, and author of The Gift of Death:
Confronting Canada’s Tainted Blood
Tragedy, began the Saturday sessions by
bringing us back to the days when the
world was first learning about HIV/AIDS.

“Hemophiliacs, amongst the “first

wave” of people contracting HIV, were
treated with factor concentrates made
from pooled plasma donations which
were found to be at much greater risk of
transmitting HIV than cryoprecipitate,
but little effort was made to switch back
to the older, safer product,” Picard said.
“This type of inaction typifies the root of
the tainted blood tragedy – time and
again, officials had the opportunity to act
and did not. Inaction is what marks our
scandal more than any real active failing.”

Following Picard’s presentation, David
Page, Director of Programs and Public

Affairs at the CHS, brought participants up
to date on the lessons that have been
learned from the days of tainted blood.
“The infection of nearly 1,200 Canadians
with HIV in the early 1980s was not in
vain,” he said. “The tragedy led to huge
changes in the Canadian blood system and
the eventual rebuilding of trust in the years
following the Krever Commission and the
creation of Canadian Blood Services and
Héma-Québec. Ultimately, this has led to a
safer blood system in Canada.”

After putting the tainted blood tragedy
into context, and bringing us up to date
on blood safety concerns, a group of pan-
elists took to the podium providing the
audience with some insight into the activ-
ities that took place at the community
level as the magnitude of the health crisis
became known.

Dr. Irwin Walker, Medical Director of
the Hamilton-Niagara Regional Hemophilia
Treatment Centre in Ontario, presented
new data on Mortality Rates and Causes of

Members of the Steering Committtee (l-r):
James Kreppner, LLB; Jack MacDonald, PhD;
Clare Cecchini, CHS; a member of the
transfused community; Jeff Rice, CHS; 
John Plater, LLB and Chairperson of the
Symposium. Absent: David Pugh; Brian
Conway, MD.

David Page, CHS Director of Programs and Public Affairs; Heather Hume, Executive Medical
Director, Canadian Blood Services; and Dr. Man-Chiu Poon, Clinic Director, Southern Alberta
Hemophilia Program, share their thoughts about the blood system today.
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Ian DeAbreu

Ihave never been a big fan of Bill Clinton especially when I consider his possible role
and/or complacency when it came to the sale of blood collected in Arkansas prisons
while he was Governor. Why I decided to attend the presentation entitled Global

Leaders Speak Out with Bill Clinton as the keynote speaker can only be put down to
curiosity. Why I attempted to shake his hand at the end of his presentation still remains
unclear to me.

This presentation started differently than any of the others. You know you’re a big
draw when they schedule you to speak in session room 1, the largest room. You know
you are really big when you get your own opening act to keep the crowd occupied until
you hit the stage. So it was that 30 minutes before the start of this session none other
than Barry Ivan White sauntered out and started to sing Dream the Impossible Dream
and other past hits while people filled the 6000-seat auditorium.

I have always had my doubts about the power of popular figures to affect real change
but the level of interest expressed at this conference by people wanting to hear what Bill
Gates, Richard Gere and, in this case, Bill Clinton had to say was remarkable. These
famous people were creating popular interest, bringing
HIV/AIDS issues into the “mainstream”. It seemed as
though peer pressure was being used to a positive end
and it was all about momentum. After all, who wouldn’t
want to get close to a famous and influential person if
nothing else than to say you were there? And in turn who
wouldn’t want to share a common belief and be part of
such a persuasive mainstream movement?

As Bill Clinton reached the stage to a standing ovation I
wondered why he hadn’t yet gone blind from the numer-
ous camera flashes he was receiving that day and probably
most other days he spoke. It seemed the crowd wanted to take home a piece of their brush
with the famous. Yes, they were hooked. Now all he had to do was deliver the message.

Bill Clinton came across as a real person using his influence to try to make a differ-
ence. He covered a wide range of topics including the efforts of his foundation. He
mentioned that there was one person attending this conference for every 1500 diag-
nosed with AIDS and that today 1.3 million get treatment. He acknowledged that
although China and India have made great progress there is still a long way to go. He
discussed the need to empower women to protect themselves as abstinence is not always
practical. That although a vaccine always seems to be 10 years away we can’t give up the
search. That prevention, care and treatment are all intertwined; we cannot do one with-
out the other. In regards to stigma, he tried to drive home the message that all people
are afraid of the unknown, of the thing they don’t understand, and to beat stigma they
will need to understand. He suggested that if we beat AIDS, we would unleash a wave of
energy that would spill over to many other areas such as tuberculosis, economic devel-
opment, etc.

The delivery was flawless and he kept the crowd’s attention from start to finish. It
was clear that he was trying to build momentum. Surely, some part if not all of his mes-
sage would hit home.

After the presentation people were lining up to get a close-up glimpse or photo of
Bill Clinton and maybe shake his hand. At first I just watched uninterested—remember,
I was never a big fan. Then, as he was being routed past my seat, I became somewhat
curious. It seemed that I too had become caught up in the momentum—interesting
stuff this momentum—and so it was that I lined up with the others to find out just
what all the fuss was about.

As for the handshake I lined up for? Just as Bill Clinton was about to shake my hand, a
pretty young lady made eye contact with him and she quickly pushed my hand out of the
way with hers. So in the end it came down to me or her. After all, who could blame him?

Clinton speaks at AIDS 2006Death Among All HIV-Positive Individuals
with Hemophilia in Canada Over 21 Years of
Follow Up. Dr. Walker was followed by Dr.
Brian Conway, a regular presenter at the
western HIV-T retreats, who described
the evolution of treatment for people
infected with HIV through blood prod-
ucts in the early 1980s to today.

Afternoon sessions by Drs. Kevork
Peltekian and David Burdge, and PWA
advocate Shari Margolese, covered a
variety of topics including HIV/HCV
co-infection issues, liver transplantation,
reproductive options for serodiscordant
couples, and care of women living 
with HIV.

“This type of inaction typifies the
root of the tainted blood tragedy – 
time and again, officials had the
opportunity to act and did not.
Inaction is what marks our
scandal more than any real
active failing.”

–André Picard

The delivery was
flawless and he
kept the crowd’s
attention from
start to finish.

To view these sessions on-line or read
the presentation summaries, go to the
CHS Web site at www.hemophilia.ca.

The activities continued into the
evening, as an after-dinner panel moder-
ated by Jack McDonald, PhD, discussed
quality-of-life issues for people infected
with HIV through the blood system.

Perhaps the most highly appreciated
activity of the weekend took place early
Sunday morning as people came together
to remember and celebrate those who are
no longer with us, and those who contin-
ue to carry on the fight.

As the weekend came to a close, nine-
teen people stayed on in Toronto for the
next five days, supported by CHS scholar-
ships, to attend the XVI International
AIDS Conference. Learn more about AIDS
2006 by reading the accompanying stories
from two of the more than 25,000 people
who were there.



c o m m u n i t y n e w sH E M O P H I L I A  T O D A Y F A L L 2 0 0 610

Comments from the participants

This symposium was organised by the CHS
as a pre-conference to AIDS 2006, and was
very much appreciated by those who
attended. In 1992, the Netherlands
Haemophilia Society organised various ses-
sions on hemophilia and AIDS when the
AIDS conference took place in Amsterdam.
In 1994 there was attention for hemophilia
and AIDS issues in Yokohama. Since then,
the problems of recipients of blood and
blood products who became HIV-infected in
the early phase of the AIDS epidemic are no
longer discussed at the AIDS conferences.
At the last World Federation of Hemophilia
Congress in Vancouver there was hardly any
coverage of HIV and HCV issues. The rela-
tive lack of attention for HCV was remark-
able, because so many hemophiliacs in
Europe, the United States and Canada were
infected with hepatitis C. 

Cees Smit
European Haemophilia Consortium
(EHC), The Netherlands CHS HIV
Symposium participant

The CHS Symposium was a good experi-
ence for my husband and myself. It was
most interesting to meet people from other
parts of the world as well as Canada and
relate to them with a common issue.

The speakers were stimulating. I remem-
ber the prayer service which had a strong
impact on me in the ceremony of placing
roses in a vase, one from each province and
other countries present to commemorate
those who have died due to HIV disease.

The AIDS 2006 Conference was a huge
undertaking. I was really impressed by the
support given to AIDS research by Bill and
Melinda Gates and their focus on microbi-
cides for women. I was impressed by the
stories of the African women in the Global
Village and their ability to cope with almost
nothing.

Member of the transfused community, 
Alberta, Canada, CHS HIV Symposium 
& AIDS 2006 participant

The symposium in total far exceeded my
expectations. It was well organized with
excellent presentors. It was by far the high-
light of the Toronto visit.

CHS HIV Symposium & AIDS 2006 
participant

My family is very thankful to the CHS. We
got through this past 18 years because of
the help we received from the HIV-T group
and the connections we made there.

Member of the transfused community, 
Canada, CHS HIV Symposium & AIDS
2006 participant

AIDS 2006

A conference participant

I
n accepting a scholarship to the CHS HIV symposium and AIDS 2006, I was deter-
mined to learn about the current treatments for HIV and share this knowledge with
other affected hemophiliacs. For those of you that did not attend AIDS 2006, this

event was HUGE! The number of symposia, drug company displays, and poster sessions
was enough to fill the telephone book of a good-sized Canadian city. It quickly became
clear that my initial idea of finding a universal path of HIV treatment for hemophiliacs
was overly optimistic.

I decided to press on and see just how much information I could gain. What became
clear to me was that the health care professionals have a very good approach to dealing
with this disease. They do not have the cure… yet, but they do have more tools available
to them to treat drug-resistant patients. It would seem that the concern is shifting to
hepatitis C (HCV) for those who are co-infected, as the treatment for HIV is much
more advanced than the treatment for HCV.

I met many HIV-infected people and it was great to be in an environment to be able
to disclose one’s HIV status without fear of rejection. I was able to find out how long
they have been HIV-positive and how they were dealing with the disease. The lounge for

people living with AIDS was a fantastic place to meet.
Between sessions I retreated there to take advantage of
the hospitality and the interesting conversations that
inevitably arose with other attendees.

About halfway through the conference I started
noticing a trend: those living with HIV for the longest
and, in my opinion, looking like they were doing well
with the disease had some commonality. They tended to
be with a partner, had a good group of friends, and
all—without exception—had a good sense of humor
with regards to the disease. This started me thinking
about the chicken-and-egg debate. Were the people
healthy and happy with friends and family because they
had physically dealt with the disease so well? Or are
they surviving so well because they have a good attitude
towards the disease?

I don’t think that I will ever know the answer to this question. Nevertheless, while
you cannot control your physical make-up, you can change the way you look at things.
This discovery has made me more appreciative of friends and has reinforced my odd
sense of humour. As a hemophiliac who has acquired HIV, hepatitis C, is currently in
cardiac rehabilitation, and has had exposure to blood products from a donor who
developed CJD, I have collected a few diseases. Maybe in my next life I will go with the
more boring but much safer collection of stamps!

I do not share this information as though it is an epiphany or a revelation, and I am
sure that for those who do feel isolated it is very difficult to reach out. The hemophilia
community should keep this in mind when dealing with these individuals. The people
in one’s life are as important as the drugs to overcome this disease, and we should all
look to make an extra effort to engage those that are not doing well, and offer friend-
ship and support.

Sadly, although there has been much progress in regards to the stigma attached to
this disease, I am not ready to divulge my status, and I write this anonymously. I have
lost some very good friends when disclosing my status. In reality, people are scared of
this disease and it evokes an inappropriate response in many individuals. I can forgive
these people as we all want to protect ourselves and our families; however, it further
illustrates how much more work we have to do to inform the public about this disease.

I want to thank the CHS for its support and for giving me the opportunity to take in
this event.

I met many HIV-
infected people
and it was great
to be in an envi-
ronment to be
able to disclose
one’s HIV status
without fear of
rejection. 
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Over the weekend of November 3-5, 2006 
patients from across Canada who are living
with an inhibitor gathered in Toronto for
Challenges, Choices, Decisions, the very first
CHS national workshop for adults living with
an inhibitor.

Marc LaPrise, Mississauga
Planning Committee member

As the airplanes soared over the
Renaissance Hotel situated beside
the Greater Toronto Area Airport,

about 25 of us got together to talk and
share about inhibitors.

During the planning stages of this week-
end it was decided to go out to the patients
and ask them about some of the major
issues in their lives that they would like to
see discussed at a weekend workshop. When
all the surveys were compiled, surgery, phys-
iotherapy and pain management came back
loud and clear as main issues. As it turned
out the weekend was a fun, informative and
cozy experience.

There were plenary sessions, a panel dis-
cussion, a roundtable discussion and a talk
by Dr. Jackie Gardner-Nix on strategies to
manage pain using medication and mind-
fulness. After that we all participated in an

PRESENTING SPONSOR

SUPPORTING SPONSORS

actual meditation session! In the other
Saturday plenary sessions, Dr. Frank Smith
presented a talk on orthopaedic surgery
options; Dr. Bruce Ritchie and hemophilia
clinic nurse Kay Decker talked about man-
agement of bleeding during and after sur-
gery with an interesting nursing angle
explained by Kay; Greig Blamey then talked
about physiotherapy before and after sur-
gery. Yes, before and after! His informative
talk explained that it is just as important
to get a joint ready for surgery by
strengthening around it as it is to exercise
it after the surgery to maximize the effec-
tiveness of an artificial joint, for example.
A panel discussion followed with three
people living with inhibitors, two who
had had successful surgery and one who
had decided against surgery. And that was
only Saturday!  Sunday consisted of an
update on research in inhibitors by Dr.
Georges-Étienne Rivard, and an explana-
tion of the best way to use prophylaxis

with inhibitors by Ann Harrington.
It was very exciting to have a room full

of people with bleeding disorders who
were also living with an inhibitor to either
factor VIII or IX. Many of the weekend
participants brought their spouses; this
helped with a successful roundtable discus-
sion on Saturday afternoon that split the
men and women into different groups,
each with a facilitator.

My wife and I attended and enjoyed the
weekend very much. I found it inspira-
tional to witness the strength and determi-
nation of some of these couples. Julie and I
found it comforting to sit with the doctors,
nurses and pharmaceutical representatives
or others with a bleeding disorder over a
delicious meal and have a wonderful chat.
A special thanks to Clare Cecchini for hold-
ing everything together and Greig Blamey,
our committee chair, and also a special
thank you to Novo Nordisk, Bayer and ZLB
Behring for sponsoring a fantastic first!

Adult 
inhibitor 
workshop
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� CHS creates video on self-infusion
The CHS launched a new video on self-
infusion at its semi-annual Board of
Directors meeting on December 2, 2006.
The video entitled Self-infusion:
Confidence, Autonomy, Freedom stars
young people with bleeding disorders
describing their paths to self-infusion and
the benefits they experience. Filmed at
summer camps in Quebec, the Maritimes
and Ontario, it can be ordered from the
National Office and viewed on-line at
www.hemophilia.ca/en/13.3.php.

c o m m u n i t y n e w s

The Johnson family, Calgary

As participants at the National
Workshop for Adults with an
Inhibitor on November 3-5 in

Toronto, we had an amazing weekend. It
was filled with extremely valuable infor-
mation on making informed
decisions for surgeries as well as
meeting new friends in similar
situations. During the weekend
we heard from hemophilia doc-
tors, an orthopaedic surgeon,
clinic nurses, a physiotherapist
and hemophilia patients with inhibitors
facing different challenges.

An integral part of the weekend was
hearing from the doctors, nurses and the
physiotherapists, as well as the health care
team listening to us and answering our
questions and concerns. We felt the infor-
mation they provided on new procedures
for surgery in patients with inhibitors was
very informative. We learned that surgery
is manageable in patients with inhibitors
and is now a consideration for us. Prior to
this weekend we believed that any surgery
was completely out of the question.

During the weekend we listened to how
other nurses run their centres in relation to
surgery. This gave us a good checklist on
our own surgery schedules all the way

from ensuring we have met the physiother-
apists’ requirements, to nurse and doctor
coordination. We learned how important it
is to keep in close contact with the entire
hemophilia team and the other hospital
staff when having surgery. As patients we
are in charge of our own health care and it

is our responsibility to ensure that
all aspects of surgery are covered.
In the past we believed that the
responsibility was all in the hands
of the health care providers and
was not to be questioned.

Listening to other people liv-
ing with inhibitors who have had surgery
was most inspirational. We were given a
new perspective and hope that we did
not have prior to this informative week-
end. All of the information gave us a
broader picture of what to question and
expect when and if surgery is necessary
in our future.

We would like to thank everyone who
participated in organizing this fabulous
weekend. The hotel, meals and transporta-
tion were excellent and the information
provided was beyond our expectations.
As Canadians we are blessed to live in our
country with such phenomenal doctors,
nurses and health care providers who have
such a tremendous impact on improving
our lives.

The CHS would like to also express its appreciation to the Planning Committee, consisting of
patients and HTC health care providers, who took time out of their busy schedules to
participate on teleconferences and emails to plan the program for the weekend.

Members of the Planning Committee (l-r): Ann Harrington, RN; Brenda McCormack; Greig Blamey,
PT and Chair of the Workshop; Clare Cecchini, CHS; Bruce Ritchie, MD; Marc LaPrise. Absent:
Rachael Frankford, RSW; David Page, CHS.

CHS PRESENTS

� Pain - The Fifth Vital Sign
Maureen Brownlow, RSW, Co-chair,
CHS Pain Management Program

As with all CHS projects, the pain man-
agement program was developed in

response to a need expressed by people liv-
ing with bleeding disorders and their fami-
lies. A range of vehicles, including the book-
let, Pain - the Fifth Vital Sign, have been cre-
ated to help us spread the message that the
pain experienced by people with bleeding
disorders is real and needs to be assessed and
treated. Our most recent effort is a poster,
Pain - the Fifth Vital Sign, which is being sent
to the Hemophilia Treatment Centres to dis-
play in their clinics. It is meant to be a
reminder to patients, families and HTC team
members that the assessment and treatment
of pain is as important as the other four,
more commonly known, vital signs.

A boy being interviewed for the self-infusion
video.

Kay Decker, RN            Dr. Jackie Gardner-Nix         Dr. Bruce Ritchie          Dr. Georges-Étienne Rivard        Dr. Frank Smith
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� Self-Infusion: Autonomy, Confidence, Freedom - A new video produced by the CHS with young people talking
to young people about the the benefits of self-infusion www.hemophilia.ca/en/13.3.php

� A full report on the CHS Symposium, HIV and the Blood System: the Canadian Experience, held 
August 11-13, 2006 in Toronto, including on-line videos and summaries of the presentations 
www.hemophilia.ca/en/5.2.php

� The new mission, vision and strategic directions of the CHS www.hemophilia.ca/en/1.6.php

� Our Stories – Amber and Karine: a harrowing experience www.hemophilia.ca/en/2.9.php

� Regular updates to the home page highlighting “Upcoming events” in the bleeding disorders community.
www.hemophilia.ca/en/index

� A registration button in the blue bar at www.hemophilia.ca/en/index so that 
visitors can receive regular e-mail updates on what’s new.

c o m m u n i t y n e w s

January 1, 1986 and after July 1, 1990.
“All should be compensated equally,

because all of the victims have endured
pain and suffering,” said the Prime
Minister. He added that, “Because these
victims have waited long enough for what
is due to them, our government is going to
do everything in its power to ensure that
matters are moved ahead as quickly as
possible.”

Just recently, on December 15, welcome
news came as details of the settlement
agreement were released.

“People have been anxiously waiting
for details of the compensation deal since
it was announced last summer,” said John
Plater, Chairperson of the CHS Hepatitis
C and HIV Task Force. “They will be
relieved to finally learn what they can
expect in terms of financial help.”

Several steps remain in the process,
including scrutiny and eventual approval
by Courts in four provinces with class-
action legislation: Québec, Ontario,
Alberta and British Columbia. “We will
follow the process closely,” said Mr. Plater.
“It is there that those affected will be able
to provide their feedback on the deal.”

For more information on the CHS
position on this issue, and to link to the
written settlement agreement, check out
our Web site at www.hemophilia.ca.

Jeff Rice, CHS Hepatitis C Program
Coordinator

� Advocacy efforts continue in quest to
achieve MPTAP indexation country-wide

In recent months, representatives of the
CHS have stepped up their advocacy

efforts to achieve country-wide indexation
of benefits individuals receive under the
Multi-Provincial/Territorial Assistance
Program (MPTAP), originally set up to
provide financial assistance to Canadians
who were directly infected with HIV from
the blood supply.

To date, governments in British
Columbia, Alberta, Saskatchewan, Quebec,
and New Brunswick have refused to index
MPTAP to the cost of living, often indicat-
ing that to do so would violate the spirit of
the original agreement, and also break
rank with the majority of provinces that
do not provide indexation. Ontario,
Manitoba, Prince Edward Island, and
Newfoundland and Labrador have already
indexed MPTAP benefits. Nova Scotians
are covered under a separate agreement.

Recent rumblings within the B.C.
Ministry of Health suggest that the B.C.

Government is supportive of providing
indexed MPTAP benefits. The question
remains, “Where to find the money”?
Advocates in B.C. are hopeful that, follow-
ing a successful search for funding within
the government, a favourable announce-
ment on MPTAP indexation will be made,
perhaps early in 2007. Advocates elsewhere
will be closely monitoring the situation in
B.C., noting that should the B.C.
Government agree to index MPTAP in that
province, the majority of provinces in
Canada will then be providing indexed
benefits, encouraging those provinces that
continue to refuse indexation to follow suit.

� Canadians still waiting for pre-86,
post-90 hepatitis C compensation

Despite a July announcement by the
federal government indicating that

Canadians infected with the hepatitis C
virus through the blood supply prior to
1986 and after 1990 would be compensat-
ed, to date not one person has received
any money.

During the summer announcement,
Prime Minister Stephen Harper indicated
that the federal government had reached
an agreement on the elements of a settle-
ment for those Canadians who contracted
hepatitis C from the blood system before

WHAT’S NEW ON THE CHS WEB SITE?

www.hemophilia.ca

ADVOCACY
EFFORTS
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Shawn Decker, a 31-year-old hemophil-
iac or “thinblood” as he calls himself,

was diagnosed with HIV at age 11 as a
result of tainted blood products and was
rapidly expelled from school. Shawn’s
mother fought back and eventually had
him readmitted to his school.

Soon after graduating from high school,
he decided to go public. But not just to his
friends… he went global, launching a sar-
castic and upbeat blog about HIV called
“My Pet Virus” (now on POZ.com) and

awareness about bleeding disorders. On
his blog, he says that he has learned a lot
about what the NHF is doing and men-
tions that when he and his wife speak at
colleges, they’ll be spreading the word
about Project Red Flag, the awareness pro-
gram for women’s bleeding disorders in
the United States.

MY PET VIRUS is published by Jeremy P.
Tarcher/Penguin. You can also check out
Shawn’s Web site at www.mypetvirus.com.

I’m not so sure if it was altruism or just
complete boredom that led me to want to
educate others about HIV, but whatever the
motivation, (…), I launched the web site
“My Pet Virus.”(…)Though the virus was
omnipresent, I wanted my homepage to be
about me—all of me—and I wasn’t going
to let AIDS steal my thunder. In fact, I
made him, my pet virus, the butt of a lot of
my jokes because I wanted to be comfort-
able writing about HIV. My e-mail address
was plastered all over the site, with links
that read: “HIV can’t be transmitted
through e-mail, so drop me a line!”

- excerpt

BOOKS BLOGS

RENDEZ-VOUS QUÉBEC:
Bleeding Disorders: Past, Present and Future

May 24-27, 2007
The beautiful city of

Québec offers numerous
activities. Within walking
distance of historic Old
Québec, you will enjoy the
lively walled part of the city,
with its winding streets and
quaint town squares, which
reflect the city’s roots going
back 400 years to its founding
in 1608.

Today, Old Québec is
renowned for its European
charm and unique architec-
tural beauty. Boutiques and
cafés line the streets, horse-
drawn calèches clip-clop past
stately heritage homes, musi-
cians serenade passers-by,
and strollers stop for a view
of the river from the cliff-
side boardwalk.

MY PET VIRUS: 
The True Story of 
a Rebel Without 
A CURE, 
by Shawn Decker

contributing a regular column to POZ, a
magazine that chronicles the HIV epidem-
ic, both in the States and overseas.

He then met his wife to be, Gwenn
Barringer, a fellow HIV educator, who is
HIV negative. Since 2000, Shawn and
Gwenn have spoken to over 50,000 stu-
dents on college campuses across the
United States, sharing information on how
to maintain Gwenn’s HIV negative status
in their program, A Boy, A Girl, A Virus &
The Relationship That Happened Anyway.

Shawn went on and published his
memoir, MY PET VIRUS: The True Story
of a Rebel Without A Cure. In his book,
Shawn speaks of his experiences with
HIV, being diagnosed as a young boy,
going through his teens, dating with HIV.
It is said to be hilarious and outrageous;
critics are very positive. It’s been nomi-
nated for an award given by Books For A
Better Life, an annual event that raises
awareness and funds for the Multiple
Sclerosis Society.

Recently, he met with the U.S. National
Hemophilia Foundation, and decided that
he will be working with them to raise

By attending this exciting
weekend you will:

• Hear from medical
experts at the Medical
Symposium and learn
about state-of-the-art
research on bleeding 
disorders

• Visit the Commercial
Exhibits and attend the
wine & cheese reception

• Participate in Consumer
Workshops and gain new
knowledge and skills

• See the Board of Directors
in action and take part in
your organization’s Annual
General Meeting

• Network with peers and
meet new people.

We encourage chapters to
sponsor as many members
as possible. Watch for more
details in the next issue of
Hemophilia Today.

The Canadian Hemophilia Society is pleased to invite you to take part in
its Annual General Meeting and Medical Symposium which will be held

from May 24 to 27, 2007 at the Delta Québec Hotel.

HOPE TO SEE YOU ALL NEXT MAY!

Chantal Raymond, CHS National Marketing
and Communications Coordinator

and



NEW BRUNSWICK CHAPTER

� The New Brunswick Chapter will be holding a
membership drive this year. For information, contact
Aline Landry at 506 459-3710 or
alinyvon@nbnet.nb.ca.

QUEBEC CHAPTER

� Winter 2007 – There will be social events for
parents and children under the age of 6 (one in Quebec
City and one in Montreal).

� January 2007 – As part of the twinning program,
volunteers from the Quebec Chapter will attend the
Medical Symposium in Tunisia.

� March 16-18, 2007 – Family weekend at
Matawinie in St-Michel-des-Saints.

� Spring 2007 – Bowl-o-thons (one in Quebec City
and one in Montreal).

HEMOPHILIA ONTARIO

� February 3-4, 2007 - Hemophilia Ontario Youth
Winter Event at Camp Wanakita. Please call Sarah
Crymble for more details at 416 972-0641.

SWOR

� March 3, 2007 - The Annual General Meeting of
the South West Region of Hemophilia Ontario.
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CANADIAN HEMOPHILIA SOCIETY RESEARCH
SUMMIT

� February 2, 2007 – The CHS will be holding a
Research Summit in Toronto on Friday, February 2,
2007. This one-day conference will seek expert advice
on future strategic directions for the CHS research
programs. For more information, contact David Page
at 418 884-2792 or dpage@hemophilia.ca.

PRINCE EDWARD ISLAND CHAPTER

� April 2007 – The PEI Chapter will be kicking off
their 1st annual Easter Basket fundraising drive. Easter
baskets containing donations of household and
consumer items will be sold at various venues with
proceeds shared between CHS National and the 
PEI Chapter.

� May 9, 2007 – The PEI Chapter will host its
annual Chapter dinner meeting and election of
executive for the coming year. Special guests and
speaker to be determined.

� June 10, 2007 – The PEI Chapter will host a CHS
family picnic at the Mill River Fun Park. Highlights
include a barbecue, scavenger hunt (with a bleeding
disorders educational theme),
prizes, and other surprises.
Other Maritime chapters are
invited to join us.

2007 UPCOMING EVENTS 

MEMBERSHIP

SWOR
AGM

Research•Recherche

S M T W T F  S S M T W T F S S M T W T F S S M T W T F S S M T W T F S S M T W T F S
JANUARY FEBRUARY MARCH APRIL MAY JUNE
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CHAPTER 
SPOTLIGHT
CHAPTER 
SPOTLIGHT

� Prince Edward Island

On November 8, the PEI Chapter held
its semi-annual dinner meeting. In

addition to approximately 22 chapter
members, special guests included Nurse
Coordinator (Dorine Belliveau), guest
dinner speaker (Richard), Baxter repre-
sentative (Judith Bourassa) and hematol-
ogists Dr. Eiad Kahwash and Dr. Faraz
Khan. In addition to regular chapter busi-
ness and clinic updates, special thanks
were offered to Past President Darryl
McCarvill. Darryl was thanked for his vol-
unteer commitment to the PEI Chapter
and wished good luck in his future career
endeavours in Alberta. Dan Doran will act
as interim president until the annual
meeting in spring 2007.

On November 29, at the Delta Prince
Edward, the PEI Chapter in partnership
with the Canadian Liver Foundation, co-
sponsored an information seminar on
care and treatment of hepatitis C on PEI.
The seminar split into two focus groups
for the first hour with members of the
medical community in one group and
persons infected and affected by hepatitis
C in the other. They discussed the current
state of care and treatment of hepatitis C
on PEI then were invited to join together
for the last hour to share perspectives,
concerns and possible opportunities for
better care and treatment.

Here are some comments from the New
Brunswick Symposium attendees:

“It was a fresh start for the  New
Brunswick Chapter. A great time was had
by all who were there.”

–Dale Curtis

“At the start of the session, I was sad-
dened to know my son was going to have to
live with a condition that might put his life
in danger if he were in an accident.
However, by talking with other parents
and receiving more information on all the
progress towards hemophilia, I was start-
ing to feel better about him being a hemo-
philiac. I still have lots to learn, but for
now, I’m a little more confident on the
steps to take if he were to have a bleed.
That weekend for me has been very
informative and it allowed me to form
relationships with other parents with a
hemophiliac child. I’m eager to attend
another session of this kind.”

–Brenda Daigle

“I think this was a real step forward in
the rejuvenation of the NB Chapter.”

–David Page

“I personally came out of the
Symposium informed but mostly pro-
foundly moved by testimonials rich in
hope, courage and determination. These
inspiring stories confirmed to me, as a
worrying mother, the importance of giving
our 15-year-old son more responsibilities
regarding his choice of activities. This
weekend was an important step for him as
a hemophiliac and for us as a family.”

–Danielle Loranger

� New Brunswick Chapter

New Brunswickers living with hemo-
philia were invited to attend a sym-

posium, sponsored by Baxter, and the
AGM, September 30 and October 1, 2006.
Among the topics discussed were:

• Living with hemophilia - a patient
perspective (Richard)

• Navigating the ER (Dr. Wade Kean)
• Passport to Well-Being module,

Managing Pain (Dorine Belliveau, RN
& Carol Mayes, RN)

• The heredity of bleeding disorders
(Patricia Stewart)

• A focus group on carrier issues
(Patricia Stewart)

• A parents’ roundtable – “Over the
years, I have learned…”

• A discussion group on decision-
making re hepatitis C treatment

• Passport to Well-Being module, Home
Care (Dorine Belliveau, RN & Carol
Mayes, RN)

• The history of hemophilia care (David
Page)

• The CHS mission, vision, strategic
directions with a focus on current
programs (David Page)

At the AGM, Aline Landry (President),
Dale Curtis (Vice-president), David Joy
(Treasurer) and Danielle Loranger
(Secretary) were re-elected as Board
members for 2006-2007.

Different members volunteered to work
for the Society on the following:
Web site: Brenda Daigle
Fundraising: Les Stoodley
Youth Committee: Meech Kean
Von Willebrand Committee: Laura Boyle
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