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A Word from our President 

Ihope this newsletter finds you and your family well.
It has been a great summer, weather wise. From

July onward  the St. John�s area has been extremely hot
but very dry. I hope everyone had a wonderful summer.

Since you heard from us last we had our community walk
in June and our family weekend in July. Both were very
successful.

Our Community walk held on June 26th was a great
success. Our first walk raised over $2100.00. I would like
to thank everyone that participated and especially Colleen
Barrett and her friends and family who raised over
$1000.00. Walks took place across the island and money
raised will go towards our efforts to help the Hemophilia
Research Million Dollar Club  financially support
research to improve care and to eventually lead to a cure.
We hope to continue this walk each year and we are
planning another walk next June. Keep an eye out for
pledge sheets in our Spring 2005 newsletter.

Our family weekend was a great success. We had eighty
people attend and that is as many as  Lion Max Simms
Memorial Camp can hold. You could not ask for a better
turnout. Though the weather was not the best, I believe
everyone had a wonderful time. The camp councillors
were great and they contributed immensely in making this
a year our kids will not soon forget. On behalf of everyone
that attended camp I would like to thank those that helped
out at camp, donated their time organizing and those that
donated gifts. I would also like to thank Jeff Bakker of
Baxter and Nicole Serena of Bayer for joining us and the
financial gifts their companies gave to support our camp.

Our Annual General Meeting held during our family
weekend saw the election of a new board. I continue for
another year as your president and I would like to thank
all of those that accepted positions on the executive and
board. I would also like to congratulate Dale Carey, our
volunteer of the year for 2003. We presented Dale with a
plaque at our meeting. Dale is a great help throughout the
year to both our clinic program and our society.

Norman Locke

Iron, Energy Levels and Brain Function

Iron is an important nutrient. It is essential for blood
formation. We are also learning that it is very important
for the brain to function well. Over the past few decades,
studies have shown that children who have low iron
levels have more trouble studying in school. In
particular, they tend to have trouble with math. More
recently similar studies in adult women have shown that
women who have low iron levels have trouble with brain
tasks which involve mathematics and their scores on this
type of testing improve once their iron levels return to
normal. Most importantly, other studies have shown that
many women feel fatigued when their iron levels are
low. Serum ferritin (a blood test) is a good indirect
measure of iron in the body. In these studies, increasing
the women’s iron stores into the normal range (ferritin
greater than 50 :g/L) improved their energy levels.

Iron deficiency is not in itself a diagnosis. If someone is
found to have low iron levels it is very important that the
reason for this be discovered. The main causes of iron
deficiency would be poor intake or poor diet. Iron
deficiency is also common in a rare disorder called celiac
disease. Celiac disease is caused by intolerance to gluten,
a wheat product. As part of the allergic reaction, patients
have trouble absorbing iron well. Other causes for iron
deficiency would be any type of disease of the digestive
tract such as peptic ulcers, polyps, or colorectal cancer,
which leads to bleeding inside the digestive system. In
women, heavy periods are a common cause of iron
deficiency. 

It is quite possible to have a completely normal complete
blood count and haemoglobin level (checked by blood
work) and yet have a low serum ferritin. Serum ferritin is
an acute phase reactant. This means that the level will
increase if a person has any acute inflammations such as
a cold or infection. Therefore it is important that serum
ferritin levels be measured when people are feeling well.
For patients with certain types of illnesses such as liver
disease and rheumatoid arthritis, serum ferritin may not
be useful as a measure of iron stores.  

Interestingly, for the people in the province of
Newfoundland and Labrador, the richest source of
dietary iron recorded so far is moose and caribou meat,
which have six times the amount of iron by weight as
beef. Moose and caribou are also low in fat so for those



who like game meats, they are an excellent way of
improving the dietary intake of iron.

As you know, the hemophilia research team is working
hard studying the effect of mild hemophilia A on patients
and carriers. I would again like to take this opportunity to
thank all the many wonderful people who have been kind
enough to participate in the study. I would also like to let
you know that 64% of the women we’ve studied had
serum ferritin levels below 50 and 57% have levels below
40. So we are recommending that you pay attention and
ensure that you are eating a balanced diet rich in iron.
Also, if you are feeling tired or have any symptoms of
blood loss, ask your doctor to please arrange to have your
iron stores measured.

With all very best wishes.

Mary-Frances Scully

Von Willebrand Update
What a weekend!!!  I have to say, thumbs up to everyone. 
This had to have been the best family weekend that I have
attended.  It’s going to be tough trying to beat that one but
I am sure we will.

I have received a booklet that was developed by the
Atlantic Hemophilia Nurses Group to help educate your
child’s teachers.  I am making a list of areas and schools
that may need this booklet and I hope to forward to all
von Willebrand patients by the end of October.  This is a
very informative booklet and I feel that it will help 
educators understand this disease more.  

Hopefully there will be seminars on von Willebrand
Disease this year, as the number of patients with vWD is
increasing  and even more are  not being diagnosed.  If
you know of someone who has any of the symptoms
associated with vWD, please advise them to talk to their
family doctor. A simple blood test could change their
lives.  

I hope everyone had a great summer and all the kids have
a wonderful school year.  

Janice March

HCV/HIV Task Force Update
The HCV/HIV Task Force is a committee of the Canadian
Hemophilia Society national organization in Montreal.
The mandate of this committee is to advocate for all
Canadians that have come into contact with any type of
pathogen through the blood system. We advocate for

improved treatments for viral infections and for just
compensation for all the have been harmed by the blood
system. 

The task force has been very busy so far this year. We
participated in the second HCV conference in Vancouver
this past March, contacted candidates leading up to the
Spring federal election, made contact prior to the deputy
health ministers meeting earlier this summer, and now
we are making contact with health ministers prior to their
meeting in September. 

In the area of just compensation, we continue to advocate
for compensation for all Canadians harmed by the blood
system. Currently those infected with hepatitis C between
1986 and 1990 continue to be compensated. Those
outside this window have received very little under the
Red Cross settlement and it is debatable if any victims
will ever see any of those funds under care instead of cash
funds. If you have any questions on this please feel free to
contact us or Jeff Rice, CHS National HCV Coordinator
@ 1-800-668-2686. If you have any questions on the 86-
90 compensation settlement you can contact the
settlement administrator directly at 1-877-494-0944.

In the area of treatment of HCV there is a new treatment
out, Pegasys. Pegasys, manufactured by Hoffmann La
Roche Limited, is another combination pegylated
interferon/ ribavirin treatment. This treatment as well
carries many of the same side affects as previous
treatments. We were recently contacted by a nurse that is
studying the success of this new drug and the success of
other treatments. Her name is Dawn King and she works
in the office of  GI Specialist, Dr Reddy in St. John�s.
Dawn can be contacted at 709-738-0230 or 709-777-
5888.

The Task Force is also advocating for a cost of living
indexing for those infected with HIV and receiving
MPTAP income support. Currently indexing takes place
in the provinces of Ontario and Nova Scotia only, this
should be the case right across Canada. Efforts to have
this dealt with at the deputy health ministers meeting met
with no success. It has been calculated that initial
payments of $30,000.00 are only worth $25,000.00 in
2004 dollars. We feel this is very unfair and should be
rectified immediately. If you would like to voice your
support around our efforts please contact us or Jeff Rice,
CHS National HCV Coordinator @ 1-800-668-2686. 

CHS National Website
We remind everyone that the Canadian Hemophilia
website, http://www.hemophilia.ca holds a wealth of
information on all types of bleeding disorders. The site
also contains a forum were you can ask questions or view



answers to questions.  Thanks to the work of David Page,
the site is continuously updated and expanded. We
encourage you to visit it regularly.

News From Baxter

Making life better for people with
hemophilia

Funding and patient support initiatives are
key to Baxter's efforts 

Baxter Corporation (Canada) is a pioneer and leader in
hemophilia care, providing ongoing support to the
hemophilia community through research, education and
unique patient initiatives representing more than $1 million
of support in Canada through 2004. 

"Baxter is in the business of providing critical therapies for
life-threatening conditions and we are committed to making
life better for the hemophilia community by providing safe
products to those who depend on them every day," says
Michael Hamilton, Vice President of BioScience. �We aim
to improve available treatment options and continually bring
solutions to the challenges hemophilia patients face.�

Quality of life support for people with hemophilia 
Active at the national, provincial and local levels, Baxter�s
support is aimed at improving the quality of life for
hemophilia patients and their families. 

Over the past three years, Baxter has sponsored a unique
initiative at summer camps in Ontario, Quebec and Atlantic
Canada called My Self-Infusion Movie. Children learning
how to self-infuse factor concentrates for the first time had
the opportunity to be in front of the camera and have their
learning sessions filmed for future reference. Rather than
having to call the clinic back to ask the nurse about a
forgotten step in the procedure, all the children (or their
parents) have to do is insert the videotape into the VCR and
watch themselves perform the proper self-infusion
techniques.  
"Through this camp initiative, children develop more
independence and confidence by being able to better manage
their hemophilia treatment," said Hamilton. "Ultimately they
will become confident adults who are really in control of
their condition, and can function well and lead productive
and fulfilling lives."  

Baxter is committed to assisting patient organizations such
as the national and local chapters of the Canadian
Hemophilia Society (CHS).  For example, this year Baxter
supported an important national initiative, the Passport to
Wellbeing program, aimed at empowering people with
bleeding disorders in order to maximize their quality of life.
  This program consists of four modules: Charting Your
Course, Destination Fitness, Home Care: the road to
Independence, Roadmap for Managing Pain.  Through a
series of educational booklets, newsletters and workshops,
people living with bleeding disorders will learn about
accurate patient record keeping and product usage
monitoring, the benefits of physical activities, the benefits
of home treatment as well as pain management.  

In line with the Passport to Wellbeing, Baxter�s Advoy.com,
a Web-based therapy management platform, promotes
interactive communication between patients and their
healthcare providers.  In addition, an online educational
resource has been developed for patients and care providers
at www.hemophiliagalaxy.com, a Web site that offers
information and support services for the entire hemophilia
community. 

Dedication to education and research
Since introducing the first commercially available plasma-
derived factor concentrate almost 40 years ago, Baxter has
continued its leadership by providing innovative hemophilia
therapies. In the early 1970s, home treatment of hemophilia
became widely available, offering people with hemophilia
greater independence and reduced hospital stays. In the
1980s Baxter introduced the first heat-treated factor VIII
concentrate, and later pioneered the first recombinant factor
VIII concentrate in 1992. 

Currently the hemophilia community is eagerly anticipating
the introduction of a new factor VIIII treatment, which will
be the most advanced hemophilia A therapy to date.  This
new recombinant factor VIII concentrate is prepared
without human- or animal-derived plasma proteins or
albumin, thus eliminating the risk of transmission of blood
borne pathogens such as variant Creutzfeldt-Jakob Disease
(vCJD) that could be carried in these additives. Given the
history of the blood supply in Canada and the ongoing
concern over emerging pathogens, this product will be a
welcome addition. Continuing to deliver safe therapeutics
is of paramount importance to Baxter.

Baxter also funds education and research aimed at
improving treatment options and services for people living
with hemophilia. The following organizations have
benefited from Baxter�s support in 2004:



The Association of Hemophilia Clinic Directors of Canada
(AHCDC): support for the organization's research
endeavours, continuing education and annual meeting

The Canadian Association of Nurses in Hemophilia Care:
support for continuing education through the nurses’ annual
meeting

The Hospital for Sick Children Foundation: support for an
endowed fellowship aimed at training in pediatric
hemostasis and continued research in bleeding disorders.

The Memorial University Health Sciences Centre and
Janeway Hospital: infrastructure support for the Bleeding
Disorders Program aimed at improving the delivery of care
in the province of Newfoundland and Labrador.

Contact Us
Canadian Hemophilia Society
Newfoundland and Labrador Chapter
P.O. Box 247
Station C
St. John�s, NL
A1C 5J2

e-mail: chsnl@nl.rogers.com

Executive and Board
President: Norman Locke
Tel: 709-782-1548

Shirley Hart Vice President
Susan Anstey Secretary
Derrick Maye Treasurer
Ann Jerrett Director of Programming
Mona Maye Director of Programming
Colleen Barrett Director of Communications
Cindy Casey Director of Fundraising
Robert Maye Youth Director
Sharon Mugford Scholarship Chairperson
Janice March Von Willebrand Chairperson

Clinic:
Marilyn Harvey
Tel: 709-777-4388
Fax: 709-777-8060

Dr. Scully / Diane Maxwell: 709-777-4519

Canadian Hemophilia Society
National Toll Free Line: 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 treatment product/device, nor does it have the
medical expertise to do so. We encourage people using
treatment products/devices to make an informed
decision after consultation with their treating physician,
based solely on the medical benefits and risks of the
product/device itself.


