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A Word from our President

I hope this newsletter finds you and your family well.
There have been a few changes since the last newsletter
and many things have happened.

In May, board members attended the national annual
general meeting held in Charlottetown, PEI. There were
interesting presentations and it gave us the opportunity to
meet our counterparts from the other provinces. While on
the island we also had the pleasure of celebrating PEI
Chapter’s 40th anniversary.

Our second annual community walkathon in June went
well. The money raised will help fund the Hemophilia
Research Million Dollar Club to support research to
improve care and to eventually lead to a cure. Hopefully
next year we will have even more participation
throughout the province.

Our annual family weekend in July was awesome! The
weather cooperated and everyone had a good time.
Informative presentations were followed by fun activities
and I would like to thank everyone who volunteered their
time and skills to make these events so successful. Special
thanks to Mona Maye, Ann Jerrett and Susan Anstey who
put their creative heads together and came up with the
‘Survivor’ game and more!

Special thanks also go to Jeff Bakker and Wendy Lui of
Baxter, Nicole Serena of Bayer and Mr. Mario Lopez who
were guest speakers at camp. They came a long way to
make their presentations and we certainly appreciate it!

I would like to extend congratulations to the recipients of
our ‘Volunteer of the Year’ award. Eric and Shirley
Stuckless have been coming to camp for a few years now
and their participation in fundraising activities and camp
events is truly appreciated. A special thank you goes to
Mrs. Dorothy Parsons (Scott’s Mom!) who although she
couldn’t attend our family weekend, sent bags of presents
for the kids.

The family weekend also included the annual general
meeting for our chapter. There were some changes to our
board of directors. We welcome back Dale Carey as
Scholarship Chairperson, Ruby Locke as Director of
Communications and Elaine March joins us for the first

time as Von Willebrands Chairperson. We were sad to see
Norman Locke step down as president. It has been a
pleasure for me to work with Norman during the past
three years. He did an incredible job in his role as
president and before that as our treasurer. He remains
treasurer for the National board and I know I can count on
his help and advice.

I look forward to hearing from you and if you have any
questions or concerns, please do not hesitate to contact
any member of the board at the address located at the end
of this newsletter.

Best wishes!
Colleen R. Barrett

Camp and Family Weekend

“One of the best” exclaimed all at this past Family
weekend. This year the weather did cooperate and
everyone had a wonderful time.

We would like to thank everyone that went and helped to
make this weekend such a success. As well we would like
to thank everyone that donated prizes. A special thank-
you goes out to Dr Sully and Marilyn Harvey for making
the trip out and presenting. Also we acknowledge Bayer
and Baxter Healthcare who not only sent representatives
to present but also helped financially.



We would again like to congratulate Eric and Shirley
Stuckless as our Volunteer of the year recipients.

2nd Annual Walk for Research

This past June saw our second annual community walk
for research. This year, as in 2004, was a great success.
Family and friends got together to raise awareness and
much needed research funding to bring us closer to a cure.
The level of care we receive in this province is nationally
recognized as the best but it is time for a cure.

We should recognize the efforts of one of our members
that went all out to raise money and awareness at this
event. Another member noticed this member walking
down the highway manning a sign saying “Walking for
Hemophilia”. Of course this new member had to turn
around and see what this was all about. Scott Parsons
explained what it was all about. Our new member was so
impressed that he had to get a snap and show it to us at
camp. Thanks Scott, your efforts are both appreciated and
inspiring.

Joshua Mesh Art Fundraiser

We would like to congratulate Fred Fost of St. John’s, the
winner of the beautiful art piece donated by Joshua Mesh
of Mount Pearl and drawn for at our family weekend. We
would also like to thank everyone that supported this
fundraising project by purchasing a ticket. Out of the
1000 tickets printed we sole over 900. But a very special
thank you goes out to Joshua himself. This young 13 year
old put this together, his family helped with the framing
and the printing of tickets, THANK YOU!!!

Scholarship Program

We remind students in post secondary studies that the
Newfoundland and Labrador chapter has a $500
scholarship program. Preference is given to those entering
first year studies but we will look at students in all stages
of their program.  An application is available by
contacting us or by going on line to
http://hemophilia.ca/en/8.9.php .

Baxter Sponsors Dr. Georges Rivard‘s Talk

On July 8, Baxter Canada sponsored Dr. Georges
Rivard’s presentation on Inhibitor Development in
Hemophilia A & B patients and Acquired Hemophilia to
members of the Newfoundland Hemophilia clinic, and
other important care providers in the area of hematology.
An audience of around 20 people attended the
presentation held in the Health Sciences Centre, in St.
John’s.

Working out of the Ste-Justine Hospital in Montreal, Dr.
Rivard is recognized internationally for his research and
treatment in the area of inhibitors. In the province of
Quebec, the Ministry of Health has designated the Ste-
Justine Hospital as the only hospital where patients with
inhibitors can receive specialized care.

Dr. Rivard began the presentation by giving an overview
of the coagulation process – how the various factors work
together to stop bleeding and how disruptive inhibitors
can be to the coagulation system.

Citing studies in Thrombosis & Haemostasis by van der
Bom et al. and Sharathkumar et al., the risk factors
contributing to the development of inhibitors were
discussed. One such risk is the first 50 days of exposure
to factor VIII; it appears that there is a higher risk of
developing an inhibitor during this period. Similarly,
patients with more than 50 days of exposure, typically
those over the age of 18 months, have a significantly
lower risk. Other cited risks factors included: episodes of
intensive factor VIII treatment and inflammatory
reactions. The overall incidence of inhibitor development
in Hemophilia A patients is approximately 26% as
reported by Di Michelle et al. in the journal Blood in
1999. While C. Hay in the journal of Haemophilia
showed the incidence of inhibitors in mild and moderate
patients to be 3%-13%.

Finally, the topic of the rare disorder, acquired
hemophilia, was presented. This disorder occurs in about
1 in a million people and affects non-hemophilia adults in
the population who mysteriously develop inhibitors to
their body’s factor VIII. Treatment strategies were
discussed.



Although research has shown that inhibitor development
is rare in mild Hemophilia populations, such as in
Newfoundland, ongoing educational opportunities for the
Hemophilia clinic are an important part of ensuring that
the clinic and treatment team are kept up to date with the
most current practices in hemophilia care both in Canada
and internationally.

Jeff Bakker

HCV/HIV Task Force Update

A recent announcement by the Manitoba Government to
begin indexing benefits distributed under the Multi
Provincial / Territorial Assistance Program (MPTAP) is
encouraging news, not only to Manitobans, but also to
MPTAP recipients in other provinces and territories who
have advocated long and hard for this, and have long
awaited action by governments.

Individuals who contracted HIV through the blood supply
in the 1980s began receiving benefits under MPTAP in
1994. Earlier, in September 1993, the provincial and
territorial Health Ministers announced the details of the
assistance package for persons directly infected with HIV
through the blood system. Except in Nova Scotia, where
the assistance program differs in certain details, the
Ministers agreed to provide:

1. $30,000 per year for life for the person directly

infected with HIV/AIDS;

2. $20,000 immediate payment to the person

infected or their surviving spouse upon

enrolment in the program;

3. $20,000 per year for five years for surviving

spouses;

4. $4,000 per year for five years for each surviving

dependent child.

The payments were not to be considered as income for
social assistance programs and were tax exempt. Possibly
because at the time the compensation awards were made
life expectancy for those infected was estimated to be
quite short, they were not indexed to the cost of living.

Eleven years after the initiation of an annual
compensation award, recipients are faced with a
progressive deterioration of the value of their award
because of the effects of inflation. With time, the value of
the $30,000 annual payment has been eroded and is worth
less than $23,000 in 1994 dollars.

Fewer than 400 of the original 1100 people infected are
alive today.

People surviving have now lived well beyond a decade
with a terribly debilitating chronic illness. Medical
treatment advances have contributed significantly to their
survival. Still, they suffer the physical deterioration
wrought by a combination of the disease and the side
effects of its treatments. Without exception the lives and
lifestyle of victims and their families continue to be
dictated by HIV and its treatment.

Members of the Canadian Hemophilia Society have been
working diligently to educate provincial and territorial
Health Ministers of the urgent need to index MPTAP
benefits.

In 2001, the Government of Ontario awarded a retroactive
Cost of Living (COL) adjustment, and implemented an
annual increase according to COL changes.

This month, MPTAP recipients in Manitoba began
receiving their first COL adjustment cheques.

It is hoped that the other provinces and territories will
soon follow the lead of Ontario and Manitoba in
providing MPTAP benefits adjusted to the COL in their
provinces and territories.

While the cost of indexation to provinces and territories
would be very small, the value to those infected and their
families would be enormous.

Currently the National HCV/HIV taskforce are
advocating the NL Government to follow suite and index
payments in this province.

Pre 86 Post 90 Compensation - HCV

We continue to wait as our federal government decides to
do the right thing and compensate all affected with
Hepatitis C viral infection through the blood system. We
are confident that an announce will be forthcoming in the
next two months.

Norman Locke

Contact Us

Canadian Hemophilia Society
Newfoundland and Labrador Chapter
Box 554
Lewisporte, NL
A0G 3A0

Telephone – 709-535-0337
e-mail – chsnl@nf.sympatico.ca



Executive and Board

President Colleen Barrett

Vice President Janice March
Secretary Mona Maye
Treasurer Derrick Maye
Director of Programming Susan Anstey
Director of Programming Ann Jerrett
Director of Communication Ruby Locke
Director of Fundraising Cindy Casey
Youth Director Robert Maye
Scholarship Chairperson Dale Carey
Von Willebrand Chairperson Elaine March

Clinic

Nurse Coordinator Marilyn Harvey
Phone 709-777-4388
Fax 709-777-8060

Clerical Assistant Diane Maxwell
Phone 709-777-4519

Clinical Director Dr Mary F Scully

National Organization

Canadian Hemophilia Society Montreal, QC
Phone 1-800-668-2686
e-mail chs@hemophilia.ca
Web         http://www.hemophilia.ca

The Newfoundland and Labrador Chapter of the
Canadian Hemophilia Society does not endorse the use
of any one medical product/device, nor does it have the
medical expertise to do so. We encourage people to
make an informed decision after consultation with
their treating physician, based solely on the medical

benefits and risks of the product/device itself. Brand
names of treatment products are provided for
information only. Their inclusion is not an
endorsement of a particular product or company.

This Newsletter and Hemophilia Today are also
available at http://www.hemophilia.ca

BLEED HEMOPHILIA MUSCLE
BRUISE ICE PAIN
CLOT JOINT REST
FACTOR LIMP               SWELLING

Complete these puzzles & return them to us to win a
prize. We congratulate Otto Sansome & Brandon Mercer,
winners of our last newsletter prize of $10.00 each.


